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Headline 

Supporting continence care for people living at home with dementia 

Standfirst 
This article describes the development of the DemCon website, which provides continence resources for health professionals and family carers.

Meta description
Read this article to learn about the development of the DemCon website, which provides continence resources for health professionals and family carers.

In this article… 

· The DemCon website for health professionals and family carers is launched
· We explain how nurses can use these website resources 
· We offer four recommendations for nurses providing continence advice and support to carers

Key points 

· People living with dementia are at high risk of continence problems
· More support with managing these issues is often needed
· A website we are launching offers resources for nurses and other health professionals
· It aims to help them provide continence advice in their day-to-day practice 
· The site also offers practical guidance for family carers
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Abstract 
The DemCon website (https://demcon.org.uk) has been developed by University of Southampton and King’s College London researchers to help nurses and other health professionals deliver continence support to family carers and people living with dementia at home. It was developed using a literature review; interviews with health professionals, homecare workers and family carers; and public and stakeholder involvement. The website includes resources for health professionals and guidance for family carers. It is designed to help health professionals initiate conversations with people living with dementia and their family carers about toilet use and continence, and guide them to information to help them to manage well. 
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Pull quote 

“Family carers would like more guidance from nurses and other health professionals, who in turn are frustrated by the lack of help that they are able to provide due to lack of time, resources or knowledge”












[main article]
Around 850,000 people in the UK are living with dementia and in England around 540,000 family carers support people with dementia at home (NHS England, nd) 
For some people, age-related changes can mean that they are more likely to experience mobility problems, limited dexterity and other issues that can limit the ability to use the toilet. However, people living with dementia are at much higher risk of experiencing urinary and faecal continence problems compared with people the same age without dementia (Grant et al, 2013). Furthermore, the number of people living with dementia who have incontinence is likely to be an underestimate due to the stigma and embarrassment that prevents people seeking help (Aldridge et al, 2023). 
[bookmark: _Hlk156358649]Dealing with incontinence can be hugely distressing and also the tipping point for family carers, sometimes leading to unwanted moves to care homes (Juliebø-Jones et al, 2021; Young et al, 2020). Family carers would like more guidance from health professionals who, in turn, are frustrated by the lack of help that they are able to provide due to lack of time, resources or knowledge (Murphy et al, 2022; Murphy et al, 2021). Therefore, we developed the DemCon website providing detailed practical care guidance for family carers and information for health professionals. 
[crosshead] Developing the DemCon website resources
The aim of the DemCon study, funded by the NIHR (National Institute for Health and Care Research) Three Schools’ Dementia Research Programme, was to develop and test resources to help health professionals deliver continence advice to people living with dementia at home, their family carers and homecare workers. We hope that the resources will enable health professionals in primary care and community settings to feel confident to initiate conversations on continence and to guide people living with dementia and family carers to information that would help them to manage incontinence at home.
[bookmark: _Hlk156359548]There were four phases to the study, as described in Box 1. Work in each phase was guided by the person-based approach to intervention development (Yardley et al, 2015). 
Phases 1 and 2 informed the development of a prototype website to host the resources for health professionals, along with those for family carers developed in a previous study (Murphy et al, 2022; Murphy et al, 2021) by members of the research team. 
Both sets of resources were refined in consultation with public contributors (including people living with dementia and family carers) and stakeholders (including experts by experience and profession), then tested and finalised in phases 3 and 4.
[crosshead] Findings 
Through our work in phases 1 and 2, and our consultations with public contributors and stakeholders, we identified that suitable and appropriate resources for health professionals must take into account that: 
· Levels of knowledge about continence management and dementia vary among health professionals and assumptions about existing knowledge should not be made;
· The current healthcare system provides limited time and opportunity for face-to-face discussion and resources need to enable health professionals to act on the guidance within this current system;
· Access to continence services and products varies by local area;
· People living with dementia and carers will be at different points in their dementia journey: some are not ready to have a conversation about continence and dementia, while others want to be well prepared in advance for any future problems, or may be at crisis point; 
· There is a valuable role for professionals in referring people to resources and helping them navigate and apply them to their own circumstances.


The website itself had to: 

· Contain high-quality, relevant information that people could relate to their own experiences and preferences; 
· Present information sensitively in plain English but without being patronising;
· Include links to other sources of useful information;
· Contain a summary of key points for health professionals, with the option to access more detailed information; 
· Include information for both family carers and health professionals on what to expect at different stages of dementia, specific causes and continence issues associated with dementia, and practical information about continence products;
· Present information well with sufficient attention given to style, layout, ordering and tone;
· Be easy to use and navigate with clear instructions, indexing and without onerous steps to access or view information;
· Be viewable on mobile devices and include printable information;
· Be freely available on the internet without the use of an account or password. 

What also emerged from these discussions was that the website needed two additional sets of resources – one each for people living with dementia, and one for homecare workers – to eventually give a total of four sections.

For people living with dementia, it was suggested that this may include tips on how to stay independent for as long as possible and information to help them to have early discussions with family members or other supporters about what they would like in terms of personal care support when this is needed. 

For homecare workers, they need guidance on how to enhance their practical knowledge of providing hands-on support with continence, ideas to help them to have proactive conversations about continence, and suggestions on how to provide advice to family carers. 

The focus of the DemCon website was the provision of resources for health professionals and family carers; plans are under way to develop two new sets of resources for people living with dementia and homecare workers over the next two years.

In Phase 3 a prototype website was developed and tested. Initial feedback on the website included: 
· Positive feedback that the resources were useful for both health professionals and family carers, providing valuable information at appropriate level and depth;
· Quotes from family carers were seen as particularly helpful in engaging the reader, due to their authenticity and relatability. It was suggested that they could also be spoken and added to the website as an audio option;
· Printable information sheets might be helpful for health professionals to distribute to their patients, for example providing a guide to different continence products;
· Downloadable Illustrations on practical activities could be added to the site to act as prompts in the home, such as hand washing after using the toilet.

Box 2 provides examples of quotes from health professionals anticipating using the website resources in their practice.

Fig 1 shows the resultant website
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[crosshead] Discussion and recommendations 
This article describes the development and testing of the resources on the DemCon website. The purpose of these resources is to improve continence care for people living at home with dementia. One section provides detailed practical guidance for family carers to help them manage a wide range of continence and toilet-use problems plus gives quotes from family carers who have experience of managing these problems. The other section provides evidence-based guidance for any health professional, in particular community nurses, supporting people living with dementia with toilet-use or continence problems, including signposting them to the family carer section of the website. 
Health professionals can use the resources in different ways depending on the circumstances. Some examples are given in Box 3 (the nurse should also consider suggesting the carer contacts the local council for a carer assessment).
We know that many people will not mention their concerns about toilet-use or continence problems due to the associated stigma (Murphy et al 2021). Box 4 gives recommendations (‘ASK’) for health professionals providing proactive continence and toilet-use support to people living with dementia and their carers.

[crosshead] Conclusion 
The DemCon website resources can be used by any health professional to help provide toilet-use or continence advice to people living at home with dementia and their carers. Carers have long been saying that they need more help with these problems and the DemCon resources help meet this need. In the next phase of this work, we will develop two more sections of the website: bespoke information produced for people living with dementia and another specific to homecare workers. We welcome feedback.
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Box 1. DemCon study phases
	Phase 
	Description

	1
	A systematic review and narrative synthesis of relevant literature undertaken to identify lessons learnt from other similar interventions delivered by health professionals in primary and community settings to people living with dementia and their carers (family carers and homecare workers) (12 relevant papers identified in total).

	2
	31 semi-structured interviews of a wide range of primary care and community health professionals about their experiences of providing support and what might be helpful. Participants included 18 nurses, six of whom specialised in continence, dementia or frailty, and six GPs. In addition, semi-structured interviews were also conducted with 14 homecare workers (Bradbury et al, 2024).

	3
	Online resources tested with around 40 family carers, health professionals and homecare workers. Semi-structured interviews helped gain their perspectives on how the website could be improved, including retrospective interviews (with interviewees who had access to the website previously) and ‘think aloud’ interviews (Bradbury et al, 2019) (with interviewees viewing the website for the first time in real-time at the interview). These findings were used to strengthen its real-world usability, usefulness and acceptability. 

	4
	Resources finalised, made freely available online and publicised with the support of professional and dementia care groups.





Box 2. Potential use of resources – nurse perspectives
	
 “I think any time if we came across a patient and the carer is struggling with managing the patient’s continence, then definitely could recommend it to them and suggest that they have a look. Or family members… it’s not always just carers, it’s family members.” District nurse

 “I would have several uses for it. I would certainly use it to refer family and carers to. […] I think the way that it’s laid out and the actual content would be a really good guide for actually developing training both for family, friends but also care staff within care home settings as well.” Nurse consultant – dementia and frailty

“If it was in PDF, we could just print it out and… put a pack together for the patient and post it out to them, or give hand-outs in clinic.” Continence nurse specialist





Box 3. Illustrative examples of using the DemCon website resources in practice

	1. Mrs Jones was recently diagnosed with dementia and is becoming increasingly confused. At a routine appointment, her husband mentions to the practice nurse that he’s concerned about coping in the future. When asked what worries him most, he says that he doesn’t know how he would manage toilet problems. The practice nurse asks if he would like more information and signposts Mr Jones to the DemCon website.

2. A community nurse visits Michael and his daughter at home and notices a smell of urine and that there is a lot of bedding hanging up to dry. When the nurse asks if Michael has any continence problems, his daughter says they are struggling to keep the bed and furniture dry. The nurse shows the daughter the information on furniture and bedding protection on the DemCon website and refers Michael to the bladder and bowel service for assessment.





Box 4. ASK recommendations for using the DemCon resources

	A
	Ask if there are any problems with getting to or using the toilet. Don’t wait for people to tell you; they probably won’t.

	S
	Signpost to the DemCon website resources and if possible help the family carer navigate and identify solutions. 

	K
	Keep in mind reversible causes of incontinence, for example UTI or constipation, and refer to specialist services if appropriate. 





Fig 1. DemCon website
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This website provides information to help people living with dementia to manage continence at home.
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About this guide
This guide has been written with help from people living with dementia, family carers, nurses and researchers. Coping
with continence problems can be very hard and everyone’s needs are different. Many people have told us that they
find these problems difficult to talk about and feel alone.

We don’t have all the answers, but we hope this guide will help.

Staying in hospital

Dementia and continence advice Information for carers

E] The guide has lots of boxes like this one. Each box has a quote from someone who has taken

part in our research. They provide useful tips and show a range of experiences (good and not
5o good).

Getting more help

This guide has 14 sections. Each section gives:
A short ‘headline’ box
Quotes from carers or nurses

Detailed advice.

Everyone is different, some guidance will be useful for you and some won’t.

You don’t need to read the whole guide.
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More advice for carers people living at home with dementia. Time is constrained, problems are not always raised, everyone’s experience is

TR e e s different and can change day-to-day. That’s why we have developed this DemCon website.

© Healthcare professionals can signpost carers to the website.
© Carers can then explore the sections that are most relevant to their needs and experiences.
*  Supporting carers to confidently manage continence problems may lessen the need for further support from
healthcare services later with, for example, skin breakdown or urinary tract infections.
®  The website has been developed by clinical researchers at the University of Southampton and King’s College
London with support from people living with dementia, carers, clinical experts and funding from Alzheimer’s
Society and the NIHR.
®  The Carer’s Guide includes quotes from carers who have taken part in our research. These are designed to provide

useful tips and help people who are new to caring for continence problems feel less alone.
The website has two sections:

A quick access reference summary section for Healthcare professionals contains a brief summary about dementia and

continence problems (and can be read in conjunction with the carers guide for more detailed information if you wish).

How can | support carers?

*  Provide the website link so the carer can look at the website in their own time
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4. Choosing and using continence products (for
example, pads)
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* Continence products can be useful tools to help continue with daily activities.

* Choosing the right products can be tricky.
*  You might need to try more than one type, size or absorbency level.

® There are products to help protect the bed and furniture too.

Making the decision to start using continence products can be hard. Some people find them embarrassing and try to
avoid them. But for many people they are useful and help them continue with day-to-day activities. A wide range of
continence products is available, for example absorbent pads or pants and urinary sheaths. They all have different pros
and cons. Different products might be needed for different activities. For example, what works well during the day,

might not work for night.

This section gives a summary of absorbent products (ones that soak up pee or poo). For more
information go to www.continenceproductadvisor.org. This website also gives information on

other products such as urinary sheaths and urinals.

You should also speak to vour GP or local Bladder and Bowel service who can assess needs.




