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Our Vision for You:

Patient Centred Continence Care


Association for Continence Advice (ACA) - for health and allied care professionals concerned with the promotion of continence and the better management of incontinence
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FOREWORD

The last 30 years has seen major advances in both the treatment of incontinence, and in the number of sufferers encouraged to seek treatment for their condition. Despite this however we know that there are still huge numbers of patients who suffer in silence or who have not been adequately treated by the care currently available.
As highlighted in this document these patients have a miserable time with reduced quality of life, social isolation, limitation or exclusion of physical activity and often avoidance of sexual contact and intimacy. The guilt, lack of self esteem and often depression that these patients can suffer makes it completely unacceptable that this situation be allowed to continue.
Whilst we strive to improve all aspects of care for patients, in the current climate of the NHS we can lose sight of what troubles our patients most, rather being caught up with cost efficiencies, waiting times and meeting targets. It is entirely appropriate therefore that the ACA Scotland has taken the opportunity now, to review where we are with providing care for our incontinent patients, looking both at how we got there and where we go in the future. A great deal of hard work and effort has gone into the production of this document and I congratulate those involved, and recommend it highly to those of you about to read it.

Ian Ramsay
Consultant Urogynaecologist

Forth Valley Health Board
November 2008
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INTRODUCTION
The aim of this document is to highlight the challenges in providing continence care in the 21st Century. 
The ACA, established in 1980, is a multi-professional association open to all health and allied care professionals and to those who have a concern for both the promotion of continence and better management of incontinence.  It was not until 1991, when Sanderson reported on the Department of Health’s commissioned review of Continence Services that many health authorities began to review their local needs and focus on service development (Sanderson 1991).  By this time there were over 300 nurses in the UK identified as Continence Advisors and currently most NHS Health Boards and many private healthcare organisations have staff designated as continence specialists. 

As continence care has changed, so too has the complexity of members’ backgrounds; with physiotherapists, occupational therapists, midwives, hospital, practice and district nurses, health visitors, lecturers, researchers, NHS managers, health care assistants, nursing home staff and doctors increasingly represented alongside the central core of continence specialists.  The number of overseas members has also increased, reflecting that the pioneering work of the early founders has gained recognition throughout the world.  The ACA gained charitable status in April 1995.
The Scottish branch of the ACA has been operational since 1988 and members meet quarterly to discuss ACA business, continence research and educational issues.  The cohort continually network to share best practice and disseminate information.  There is a strong clinical focus within the work of the ACA with a more specific emphasis on education and improving baseline knowledge.  For example, each year, the Scottish branch organises an educational day for all health care professionals showcasing a range of clinical developments in the field of continence and urogynaecology.  Many members are highly skilled clinical practitioners, budget holders and educators. 
Support and advocacy for patients and user groups are important features of the ACA.  In addition, ACA members support the annual National Continence Campaign by raising awareness through a variety of activities and events. 

Many members are becoming increasingly aware of and frustrated by the continuing inequities that still exist within this specialist field (Wagg, 2006).  From member discussion it became evident that many were finding it difficult to balance increasing patient demand and service provision with the current pressures on NHS budgets.  This is evidenced by a recent ACA survey (Appendix 1).   This dichotomy highlights the difficulty in achieving continual quality improvements, and value for money.  Inequity of service provision results in treatments not always being accessible despite evidence that they are highly successful (SIGN 2005).  Highlighted in the document Delivering Care, enabling health is the emphasis on encouraging people to take greater control over their own health (Scottish Executive, 2006).
MILESTONES TO CONTINENCE CARE
· 1973 International Continence Society formed.
· 1983 Kings Fund report Action on Continence advocated continence advisers.
· 1988 Formation of ACA Scotland.
· 1989 Set up of Continence Resource Centre and first Scottish Helpline.
· 1989 Four continence specialist nurses appointed within Scotland.
· 1989 Set up of Continence Foundation London helpline and Incontact.
· 1991 Sanderson report “Agenda for Action” published.
· 1998 -2000 Work on Department Formation of International Continence Society (ICSUK).
· 1993 SCOTMEG CRAG report published.
· 1994 First UK Continence Campaign “Don’t suffer in silence”.
· 1995 Royal College of Physicians publishes “Incontinence causes and management”.
· 1995 Glasgow PCT continence team set up.
· 1996 GGHB Health Gains Commissioning Forum for Continence formed.
· 1996 The Agency for Health Care Policy and Research (ACHPR) extensive guidelines produced in USA of Health Paper “Good Practice In Continence Services”.
· 1999 First Audit Review of District Nurses in England and Wales.
· 2001 Formation of UK Continence Alliance group (consisting of RCN ACA ICSUK, Continence Resource Centre, ERIC, Incontact, CPE Network).
· 2004 Scottish Intercollegiate Guideline Network. (SIGN 79). Management of Urinary Incontinence in Primary Care.

· 2003 and 2nd Review in 2006 Best Practice Statement “Adults with Urinary dysfunction” NHS Quality Improvement Scotland.
· 2005 Best Practice Statement Urinary Catheterisation and Catheters.  NHS Quality Improvement Scotland.
· 2006 ISD National dataset for continence completed.
· 2006 National Clinical template for Continence in progress.
· 2006 Scottish Intercollegiate Guideline Network (SIGN) 88 Management of Bacterial UTI Scotland.
· 2006 National Institute for Health and Clinical Excellence Urinary Incontinence: The management of urinary incontinence in women NICE Clinical Guideline 40. National Collaborating Centre for Women’s and Children’s Health.  

· NICE (2007) Faecal Incontinence: the management of faecal incontinence in adults [available  http://guidance nice.org.uk/CG 4921st September 2007].
· 2008 RCN Skills for Health Continence Care National Occupational Standards (NOS) www.skillsforhealth.org.uk.

Background
Incontinence is associated with adverse effects on quality of life which cause disruption in the daily living activities of individuals.  Evidence also suggests that incontinence is associated with falls, fractures, neurological conditions and endocrine disorders.  This has a greater impact on the potential for successful rehabilitation of the individual.  Managing incontinence also accounts for 1% of the total NHS expenditure (Continence Foundation, 1996).  The overall annual cost to the UK of urinary incontinence was estimated in 1998 by the Continence Foundation to be £353.6 million.  This does not include patient-borne financial costs and estimates from elsewhere in the world would suggest considerably higher levels (Wagg 2006). 
Prevalence

It is estimated that between 5-9% of the adult population in Scotland have significant problems with urinary incontinence (SIGN 2005).  The National Framework for Children Young People and Maternity Services (Department of Health, 2004a) estimates at least 500,000 children suffer from nocturnal enuresis and a significant number with daytime wetting and faecal incontinence.  Prevalence of constipation in the general population is reported as 2–27% (depending on diagnostic criteria), although most estimates are 12–19% (Tytgat, Heading & Muller-Lissner, 2003). Prevalence of urinary dysfunction and constipation increases with age (Higgins and Johanssen, 2004).  Constipation is more common in women than in men, with a ratio of 2:1.  In pregnancy, the prevalence of constipation is as high as 38% (Jewell and Young, 2001: Tytgat, Heading & Muller-Lissner, 2003).  

Implications for the future of Continence Care

Current changes in population demographics and a predicted rise in the number of older people and children with multifaceted needs will present a major challenge to the design of continence services in the future.  These particular groups are well recognised as having complex healthcare needs and could be the “heaviest users” of continence products.  

PATIENT CENTRED CONTINENCE CARE

The Personal Cost

Evidence suggests that bladder and bowel dysfunction is consistently associated with adverse effects on quality of life.  Adverse effects include social isolation, loneliness and sadness, psychiatric illness including depression, embarrassment that affects the activities of daily living, stigmatisation, effects on sexual relationships and disturbed sleep.  Studies correlating incontinence and depression are also well documented (Nygarard et al, 2003: Mehta, Simonsick et al, 2003: Edwards and Jones 2001).  Many sufferers attempt to manage the problem themselves ( Engberg et al 1995).
“I wish I had seen you a year ago for treatment” male patient

“I don’t want to be cured I just want to be better” female patient

“I couldn’t believe I could have this at my age” 33 yr old female

“I wish toilet training had been given the same importance as the rest of his developmental needs” parents of an autistic teenager

 “I wish toilet training had been given the same importance as the rest of his developmental needs” …parents of an autistic teenager
Assessment and Treatment
Over recent years there has been a shift towards assessment, treatment and specialist investigations for urinary and bowel symptoms.  These interventions include lifestyle changes, conservative treatment, for example pelvic floor muscle re-education, medication or referral to secondary care for further investigation.  The specialist nurse possesses a good working knowledge of the various conditions in order to determine appropriate treatment.  In the discussion document Better Health, Better Care (2007) it is acknowledged that new and different responses are required to meet the rising public expectation.

Recommendation 

Patients with urinary incontinence should have access to trained healthcare professionals who have the relevant knowledge and skills to offer appropriate advice and information.
EVOLVING ROLE OF A CONTINENCE SERVICE 
This involves
· Contributing to the Scottish Government’s Health Improvement Agenda.
· Working with key stake holders to deliver this vision of continence care.
· Strategic adjustment of services to focus on prevention and early intervention.
· An integrated continence service that embraces a range of primary/secondary care settings and regional/national specialised centres.
· Patients with urinary/faecal dysfunction having access to trained health care professionals who have the appropriate skills to offer advice and information.
· Health care professionals having the knowledge and skills to help achieve this strategic vision.
· Promoting equity of service provision throughout Scotland.
Recommendation:

Investment in nurse expertise to problem solve, profile continence care and lead teams is recommended to ensure effective continence care in the future.
WHAT IS NEEDED
Professionals having responsibility for:

· Health promotion.
· Patient involvement.
· Focusing on clinical patient need.
· Multidisciplinary team working.
· Delivering safe, effective and evidence based care.
· Raising awareness.
· Monitoring quality of service to patients.
· Promoting equitable continence care to all patients.
Patients having responsibility for:

· Concordance with contract of care.
· Participating in self care skills.
· Understanding the value of self-care /management and giving commitment.
· Expecting care received to be safe, effective and assured.
· Involvement in service design.
Politicians having responsibility for:

· Introducing strategies to include continence care in major healthcare initiatives.

· Engaging with service providers to determine how best to embrace this culture of change.

· Investing in multidisciplinary educational programmes to develop skills and competencies.

· Developing career options that reflect the importance of continence care.
CONCLUSION AND RECOMMENDATIONS
The process of developing this document, highlighting the current status of continence care within Scotland, has given opportunity to review the commonalities and the differences of healthcare delivery. 
As reported by the Scottish Executive (2006a) the core of nursing is about supporting, educating, enabling, comforting and encouraging people to live fulfilling healthy lives.  Continence nursing is moving in the right direction and is committed to the values underpinned by Delivering care, enabling health (Scottish Executive 2006b).  It is imperative that we build upon the successes as demonstrated by the examples of good practice (Appendix 2).  The challenge lies in ensuring that the Continence workforce develops to meet the needs of the changing population (Scottish Executive, 2006b).  However it is important to recognise Continence Services require adequate resources.  It should be noted that the promotion of continence is not regarded as a major target for health.  There is the opportunity to integrate and link some of the continence issues with the current care initiatives, for example, Long Term Conditions/Anticipatory Care.

Individuals and carers living with bladder and bowel problems report that it has an overwhelming impact on all facets of their life.  Urinary dysfunction supersedes the predicted quality of life disease index when compared to long-term chronic conditions such as Diabetes and Parkinson’s disease.  It is recognised that with successful treatment programmes many people can be improved or cured.

The Report of the Review of Nursing in the Community in Scotland (Scottish Executive 2006a) identifies a new service model which is designed to ensure nurses are fit for purpose.  This model questions the traditional nursing role and highlights the need for courage and strong leadership.  To meet these challenges investment in Continence Service redesign is essential.

It is also evident from the good practice examples that staff are driving models of care and actively building an evidence base to support this.  The contribution that nurses make within this speciality needs to be recognised and valued and a more defined career pathway established to recruit and retain. 
This requires to be supported by education, training and competency development.  In the report Visible, Accessible and Integrated Care (2007) it is recognised that the success of the new model for delivering nursing in the community is contingent upon community nurses being able to access a network of specialists to support them in their role (Scottish Executive 2006a).  There is also emphasis on the continual need for investment in staff skills, training and competencies to drive all aspects of service improvement (Scottish Executive, 2007).
Appendix1
ACA (SCOTLAND) SURVEY OF ABSORBENT PRODUCT USE IN SCOTLAND  
A national survey was undertaken to examine continence product provision.  A total of 21 members representing all Health Board areas were consulted.  Sixteen (78%) questionnaires were returned.

A number of topics were explored including:

· Organisational policies regarding provision of absorbent products

· Accountability and responsibility in procuring absorbent products

· Client assessment for appropriate products 

· Types of products on offer

· Staff training in product selection

· Care provision across hospital/community interface

· Community Laundry Service provision

Outcome of Survey

All of the responding Health Board areas had operational policies/guidelines related to product provision in place.  These policies inform staff of the availability and suitability of products as well as the recommended daily quota per client.  Although 50% of respondents (Continence Service Staff) were budget holders for absorbent products, a quarter of these did not have influence over the choice of products that their Health Board uses.  The majority of the remaining 50% have no budgetary control, but influence procurement decisions regarding product selection.

Although 14 (88%) Health Boards used the same brands of products in both hospital and community settings, some areas differed.  This anomaly often leads to patient dissatisfaction and staff confusion. 

A similar percentage of respondents reported that although an organisational policy was in place to guide discharge arrangements, only eight (57%) stated that the policy was adhered to.  Thirteen (81%) respondents reported that mechanisms were in place to support clients on discharge from hospital, mainly through discharge liaison nurses or direct communication with community staff.

Recommendation:

The Head of Continence Services should hold the budget for absorbent products to ensure that the clinical needs of clients are met and best value for money achieved.

A partnership approach to joint decision making with regard to products should be adopted to ensure continuity of care across the hospital / community interface.  Patients should be re-assessed when transferred from one care setting to another to ensure any changing needs are addressed.
Adherence to local discharge policy arrangements encouraged.

Product Assessment
Adults

All clients had their initial product assessment performed by a Registered Nurse. However, 19% of the respondents reported that a non- registered nurse would assist the client in selecting appropriate products.  The review or follow up of product suitability was, in general, undertaken by Registered Nurses (63%).  Re-assessment intervals varied considerably: some nurses re-assess three monthly (6.3%) whereas others undertook review at six months (37.5%) or annually (25%).

Children

The study did not include a question regarding product assessment of children. However, the literature supports a six monthly paediatric review assessment (RCN 2006).
Recommendation:  

6 monthly review of continence products - (minimum annually).
Identify key worker to provide ongoing support to support the child and family.  Continence promotion should be addressed in partnership with other developmental milestones.
Product Provision

All respondents reported providing clients with a range of washable and disposable products to meet individual need.  However in response to the question relating to disposable pull–up products controversy regarding clinical effectiveness and value for money was highlighted.  The number of products supplied on a daily basis varied across the country: some areas used a number of pads per twenty-four hours whilst others used a maximum absorbency level per day.  However, most respondents indicated a flexible approach where specific clinical need was identified.

In response to the question relating to disposable underpad a great variance in use was reported. 

The age at which products were initially provided to children with bladder /bowel dysfunction ranged from two and a half to four years.  There was also some variation in the types of products offered to children.  (For example, the use of “pull-ups” was actively discouraged in 43.8% of Health Boards).

Products

	Recommendations: 



	Age of initial provision to children

The Department of Health (2000) recommends that provision of NHS continence products should start at 5 years.


	4yrs

	Washable bodyworn products (these should always be considered where feasible).


	6 pairs per year



	Washable bed sheets

(amount may vary depending on product guarantee)


	2 per year

	Disposable bodyworn products
	5 pieces per 24hrs

(or a working absorbency total of 3,000mls)



	Net pants (amount may vary depending on product guarantee)


	12 pairs per year


Staff Education

Education regarding product selection was reported by respondents as being available with 88% offering training within their organisation and via a product manufacturer.  The remaining respondents identified that education was only undertaken by their organisation.

	Recommendation:
Product education (formal lecture, e-learning, videos etc) should be available to ensure clients and staff are aware of:

· the types of washable and disposable products available
· fitting and correct use of products to meet client needs encompassing dignity

· visibility under clothing, noise and other practical issues such as assistance with pad changing


Community Laundry Service

Community Laundry Services were reported by respondents as being provided by six (38%) of the Health Boards surveyed.  The results demonstrate that these services are undertaken by Social Work, Health or collaborative initiatives. 

	Recommendation:

The use of a Community Laundry Service can facilitate individuals to live independently at home longer and should therefore be supported.


Summary

This Continence Product Survey identified that there is a need to standardise product provision across Scotland thus addressing current inequalities.  The need for education has been highlighted to promote the appropriate use of products.
Although this study demonstrates the importance of a needs led service, the financial resources often do not reflect the changing expectations of healthcare and must be addressed.

Appendix 2

GOOD PRACTICE AROUND SCOTLAND – THE EVIDENCE
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	Doreen Logan Scottish Task Force Scholarship awarded to developing a Continence Nurse Led service May 2006.  Previous winner of Nursing Times Award. 

NHS Dumfries and Galloway
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	Joint Nursing and Physiotherapy Initiative – Working and Learning            Together 2007.
NHS Tayside
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	Development of nurse led bladder and bowel clinics (BBC) in the      community.  Winners of Evidence into Practice Award 2003.
NHS Forth Valley
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	Children’s and Young Person’s Continence Protocol Manual.  Winner of 2007 Doreen Logan Scholarship.  Community Laundry Service.  Evidence of multi-professional working. 
NHS Lothian
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	Finalists Nursing Times Award for introduction of one stop sessions        for patients’ pre and post op radical prostatectomy.
NHS Ayrshire and Arran
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	Finalists Nursing Times Award for “Journey to the Continent” 2006 - the introduction of a Continence Clinic for Day Hospital Initiative by the Continence Resource Centre and Southern General Glasgow.  Health Council Award to Continence Resource Centre.

NHS Greater Glasgow and Clyde
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	Multiple Sclerosis Community Continence Clinic - A New Approach 2007.
NHS Grampian
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	Research methods in Fife on urinary incontinence in patients post       stroke has led to improved patient management 2006.
NHS Fife 
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	Close working with MS Specialist nurse to allow regular review of the patient caseload to ensure advice/intervention on bladder/bowel dysfunction given at an early stage 2007.  Also in Caithness and Wick successful joint working multidisciplinary self referral continence clinic with physio/nurse /health visitor clinic providing evidence based treatments. 
NHS Highland  
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