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ABSTRACT
Making informed decisions about social care in later life can be challenging and 
emotional, particularly for self-funders who organise and pay for care, often with little 
or no statutory support. Decision aids can guide complex decision making by bringing 
together information and associated risks and benefits. This project aimed to create 
such a resource to support self-funders in navigating social care planning and funding. 
A prototype decision aid, Care Confidence, was co-designed with involvement of self-
funders, carers and professionals, including care providers, information and advice 
services, later life advisers and others whom self-funders approach for information. 
The methods, adapted from design of patient decision aids in clinical settings, 
involved scoping and consultation, development workshops, and iterative testing 
and modification. This paper discusses the application of these methods in relation 
to the striking complexities of decision making in social care, particularly for self-
funders. The resulting digital decision aid provides information on care options and 
funding strategies, as well as generating a user-centred action plan that empowers 
self-funders and their supporters to make confident, informed decisions about care. 
The development of this unique decision aid contributes to improving the evidence-
informed support available to self-funders in England. In relation to accessibility, 
Care Confidence would benefit from further research to address language and digital 
exclusion of self-funders and scope to implement the resource in adult social care and 
third sector providers.
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INTRODUCTION

BACKGROUND
Making decisions about social care in later life can be 
complex and emotional (Heavey et al., 2024). For people 
who pay for their care privately (known as self-funders), 
navigating the care system and paying for care with little 
or no formal guidance or support is particularly difficult 
(Baxter et al., 2017; Baxter et al., 2020; Henwood and 
Hudson, 2008).

The growing self-funder population in England is 
estimated at over 250,000, most of whom are older 
people (Office for National Statistics (ONS) report, 2023a, 
ONS report, 2023b). The cost of residential care averages 
£1000 per week but varies significantly across regions and 
facilities (Age UK, 2025). Self-funders do not know where 
to look for reliable information about their options (Baxter 
et al., 2020), for example, possible alternatives that may 
help them remain in their own home. Funding social 
care is means-tested such that individuals with assets or 
savings above an upper capital limit must pay for their 
social care in full (Department of Health and Social Care, 
2025). Legislation in 2014 (Care Act, 2014) established 
a duty on local councils to provide information to self-
funders about managing and paying for care, including 
guidance on consulting financial advisers. However, self-
funders seldom receive effective support (Baxter et al., 
2021; Heavey et al., 2024).

Many people are concerned about how long their 
funds will last (Baxter et al., 2017) yet few people seek 
professional advice in this respect. Seeking advice can 
lead to greater understanding about options for care and 
funding and feelings of greater control over self-funding 
social care (Baxter et al., 2018). Conversely, a lack of 
information and advice can lead to self-funders making 
poorly informed decisions that could have long-term 
detrimental consequences for them and their families. 
For example, choosing to rely on unpaid care to protect 
savings can affect current and future income for relatives 
providing care (Petrillo and Bennett, 2023; Watkins and 
Overton, 2024) or raising funds using equity release could 
affect self-funders’ entitlement to allowances to pay for 
care (Fox O’Mahony and Overton, 2014). Key barriers to 
seeking financial advice include a lack of understanding 
of the potential benefits, perceptions of poor value and 
high cost, lack of trust in financial advisers and institutions 
(Putting People First Consortium et al., 2011; Moss et al., 
2024) and fear of approaching a financial adviser. This, in 
part, stems from not knowing what to expect or how to 
prepare for a consultation (Heavey et al., 2019).

DECISION-MAKING AND PLANNING SOCIAL 
CARE
Decision-making is broadly understood as the process of 
deliberately selecting an option from a set of alternatives 
to attain a specific, optimal, outcome (Ernst & Paulus, 

2005; Galotti, 2002). The principles of empowerment and 
choice that underpin the notion of personalisation in social 
care services within the United Kingdom (Department of 
Health and Social Care, 2021) assume that if information 
and advice is made available, self-funders and/or their 
families will make rational decisions that result in 
optimum outcomes. However, literature concerned with 
financial decision-making suggests that the process is 
not always guided by rationality but is instead influenced 
by contextual and psychological factors, such as social 
relationships and expectations (Preda and Muradoglu, 
2019) and the ‘messy emotional realities’ of people’s 
lives (Dibb et al., 2021: 826). Baxter et al., (2020) note 
that older people tend to make decisions about social 
care at a time of crisis (for example, discharge from 
hospital) and may therefore not have sufficient time 
to navigate the complexities of the social care system 
and to fully consider all the options available to them. 
Since critical life events, such as a hospital discharge, 
are often also laden with emotional responses, such as 
guilt and anxiety (Ewing et al., 2018; Shyu, 2000), people 
arranging social care may make sub-optimal decisions 
at these critical times. Evidence suggests that effective 
preparation for ageing requires that people acknowledge 
potential risks and identify available resources (Sörensen 
et al., 2021) and that people could benefit from guidance 
through the decision-making process during times of 
stress (Sörensen et al., 2011).

DECISION AIDS IN HEALTH AND SOCIAL CARE
People making complex health care decisions are 
encouraged to engage in shared decision-making 
processes, often assisted by a decision aid. The three-talk 
model of shared decision-making originally developed by 
Elwyn et al. (2017) suggests that during a clinical encounter, 
clinicians and patients talk about options available to them 
for a specific clinical condition. The model suggests that 
clinicians and patients work together as a team to identify 
options available (team talk), discuss the alternatives using 
data on the probabilities or risks associated with each 
option (option talk) and make informed decisions based on 
the patient’s preferences (decision talk).

In health care settings, decision aids have been 
developed to provide information to patients to help 
them participate in this decision process, mainly focusing 
on the option talk element of the process. They are 
specifically designed to support people’s decisions by 
making them explicit, providing current information on 
the options and any associated risks and benefits helping 
people clarify, and take account of, their personal values 
and preferences (BMJ, 2013; Stacey et al., 2017). Decision 
aids are mainly used independently by patients either 
prior to or after a clinical consultation with the aim of 
improving the quality of a decision. They are often 
presented as a series of interactive questions, online or 
on paper.
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Decisions taken in social care may be as critical as 
some of those made in health care settings. It is equally 
important for individuals receiving social care to consider 
the risks and benefits of different care and funding 
options and to take their own preferences into account 
when making decisions. However, decision aids such as 
those used in health care are rarely available for use in 
social care settings to help with the decision-making 
process.

EVIDENCE OF EXISTING SOCIAL CARE 
DECISION AIDS
A scoping review (Baxter et al., 2021) that drew evidence 
together on the development and availability of decision 
aids in adult social care identified just five evidence-based 
tools. These decision aids aimed to help in preparing to 
plan and pay for later life care. The tools were developed 
in North America using multi-phase methods including 
focus groups and interviews and were then field-tested 
for acceptability and usability. The target audience for the 
decision aids varied; some aimed to support older people 
at the time of need, others were for professionals and 
mid-aged people to prepare and plan for future long-term 
care. A further search for decision aids used by councils 
and third sector providers in the English social care system 
returned twelve items that may be described as tools or 
aids that aimed to inform and support decisions about 
housing, wellbeing or costs (Baxter et al., 2021). Three 
of these were cost calculators that focused on statutory 
funding eligibility or illustrated costs of care. These tools 
did not bring information, potential costs and risks and 
benefits together to help self-funders make informed, 
personally relevant decisions. None evidenced how the 
tool was developed or detailed sources of information; 
but their presence on council and support organisations’ 
websites suggest that a social care decision aid could be 
an acceptable means to support decisions of self-funders 
in England.

There is a lack of support for self-funders to make 
informed decisions about planning and paying for social 
care in later life. This paper describes the development 
of a prototype decision aid to address this lack of 
support in England; and to help older people and 

their family members think through care options and 
personal preferences and overcome reluctance to seek 
professional guidance or advice. The paper sets out, in 
detail, our approach to developing the first evidence-
informed social care self-funders online planning tool to 
aid decision making.

METHODS

The study was conducted in four stages: scoping; 
developing; testing and modifying; and field-testing. 
Figure 1 shows the research activities in each stage. This 
paper reports on stages 1–3. While the aim of the study 
was to develop a decision aid for individuals self-funding 
social care, the process was based on the design and 
testing of tools for shared decision-making in health care 
(Coulter et al., 2013; Matlock and Spatz, 2014) and hence 
it was expected that the process would be adapted to 
work for social care planning. A favourable opinion was 
received from the Health Research Authority, Social Care 
Research Ethics Committee to conduct the study (21/
IEC08/0029).

STAGE 1: SCOPING
Activities in Stage 1 were designed to help outline the 
content and to understand how self-funders would 
potentially use the decision aid. A scoping review of the 
availability of decision aids for social care was undertaken 
prior to this study, as indicated above (Baxter et al., 2021).

To supplement the review, secondary analysis of 60 
qualitative interviews conducted in two previous studies 
on the experience of organising and self-funding social 
care (Baxter, 2022; Baxter et al., 2020) was undertaken. 
This aimed to ascertain the attributes of social care 
decisions and whether a tool, introduced at a salient 
time, could potentially be of benefit. The transcripts were 
analysed using NVivo data analysis software.

An additional consultation took place with 22 adult 
social care and allied professionals across England (by 
telephone or video call) covering: financial and legal 
sectors (10); local council adult care and assessment 
(3); care providers, both domiciliary and residential (5); 

Figure 1 Study design.
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online service and information providers (2); and a care 
navigation provider and a member of Citizen’s Advice. 
These consultations explored how each sector provides 
support and information to self-funders and their 
representatives and, specifically, the risks and benefits 
of funding social care that are the focus of self-funders’ 
enquiries. The consultations helped to clarify how such 
information could be included and how, and at what 
stage, the decision aid could be introduced to self-
funders. Consultations ran in parallel with, and drew on 
findings from, the secondary analysis.

A non-systematic review of evidence was employed 
to collate available information that could be used in the 
decision aid. This involved searching relevant academic 
or other published literature, websites (e.g. government, 
local council, third sector, financial sector) and national 
databases (e.g. NHS Digital). The aim was to seek data on 
risks and benefits for self-funders, including risk for self-
funders depleting and falling back on their local council 
for funding.

STAGE 2: DEVELOPING AN INITIAL VERSION 
OF THE DECISION AID
Informed by the scoping work, an initial plan for the 
prototype decision aid was co-designed with lay 
contributors and professional experts. Advisory groups 
were involved throughout the project to consider and 
prioritise content for, and design of, the decision aid. 
A group of seven public individuals with experience of 
arranging and/or paying for social care for themselves 
or others was convened, plus a panel of professionals 
with expertise in matters relating to self-funding older 
people’s social care. This second group comprised 
professionals from digital innovations in health, financial 
planning, information services for self-funders, local 
council social care and finance for self-funders, the 
Money and Pensions service and the Department for 
Work and Pensions, 50+ team. Further development was 
undertaken based on established co-design principles 
(INVOLVE, 2019) including workshops with storyboarding 
and design work.

Five workshops were attended by a total of 42 
contributors, including self-funders, potential/future self-
funders and carers as well as professionals from care 
providers, care navigation organisations and legal and 
financial services. Due to ongoing restrictions relating 
to the COVID-19 pandemic, a flexible approach was 
adopted to ensure participants were comfortable to take 
part in workshops either face-to-face or online. Providing 
the option for online workshops meant that people could 
attend from across the country. The in-person workshops 
recruited participants from local project centres in York, 
Manchester and Birmingham.

The workshops comprised whole-group and small 
group discussions facilitated by members of the research 
team. Discussions were stimulated through video 

extracts of self-funders talking about the challenges and 
solutions of arranging and paying for care. These videos 
were captured during an earlier study (Baxter, 2022) with 
consent for future use in research. The workshops were 
held sequentially, with each building on developments 
from previous workshops. A visual illustrator assisted 
with facilitating the face-to-face workshops to stimulate 
creative development of the draft decision aid.

A period of at least two weeks elapsed between each 
workshop to allow the study team to reflect on the 
output in collaboration with the project advisory and 
public involvement groups.

Digital developers provided examples that 
demonstrated options for graphics, navigation, and 
ways to present information in the decision aid. These 
alternatives were presented at the later workshops. 
Throughout the workshops, themes of accessibility and 
inclusion were highlighted by participants. After the final 
workshop, the proposed content was delivered to the 
developers to produce the digital decision aid.

STAGE 3: TESTING AND MODIFYING
The purpose of stage 3 was to improve the draft digital 
decision aid in line with user feedback. This was an 
iterative process following the methods of Thompson 
et al. (2015). Using ‘think aloud’ techniques (Jaspers et 
al., 2004), participants were asked to work through the 
decision aid at their own pace, describing their thoughts 
as they occurred. This technique is used commonly 
in the design and testing of new products and helps 
designers to understand the user experience and how 
they interface with the decision aid.

A series of think aloud interviews were conducted 
that gathered feedback on the decision aid, which was 
then modified and subsequently reviewed by further 
interviewees and modified again. Based on discussions 
with digital design experts, up to 10 iterations of the 
aid were anticipated. However, this was open-ended as 
previous decision aid development had taken up to 19 
iterations in other contexts (Thompson et al., 2015).

Over a period of 16 weeks, a total of 43 think aloud 
tests were completed. Since the prototype decision 
aid is an online resource, participants needed to have 
internet access and a basic level of online competence. 
Participants were given the choice to perform the test 
in-person or remotely; all but two took place online. 
Participants included 14 self-funders (or potential 
self-funders/carers), of which three had taken part in 
workshops, 22 practitioners (of which one had taken 
part in a workshop), and seven members of the Public 
Involvement group. The duration of the think aloud tests 
was between 19 minutes and an hour and 38 minutes, 
averaging 32.5 minutes.

The participants’ actions, when working through 
the decision aid, were observed by the researcher 
and, once the participant had finished the task, the 
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researcher asked supplementary questions about their 
experience. The interviews were audio-recorded and/or 
recorded on the video meeting platform. The data were 
analysed, driven by key themes aimed at improving the 
content (e.g. understandability, accuracy, terminology, 
how much people are prepared to read), design (e.g. 
appearance and structure) and function (e.g. usability, 
digital malfunctions) of the decision aid. After every 
4–6 interviews, the research team, along with the 
advisory groups, reviewed the feedback and worked 
with the digital developers to improve the decision aid. 
When subsequent think aloud interviews produced 
no substantive new issues, with consensus from the 
research team and agreement from the project advisory 
and public involvement groups, the decision aid was 
finalised for public evaluation.

RESULTS

STAGE 1: SCOPING
Secondary analysis of interviews with self-funders
Cross-cutting themes arising from secondary analysis 
highlighted the cost and complexity of arranging and 
financing social care. Self-funders sought solutions 
to their challenges around paying for social care by 
searching online, approaching health care professionals 
or charities (e.g. dementia organisations if this was the 
cause of care needs), or a combination of sources. Some 
expected to receive guidance from their local council but 
described being disappointed as the ‘shutter came down’ 
once it was established that they would be self-funders. 
Self-funders described their experiences as inherently 
unfair although ultimately some found solutions for 
funding care that they were comfortable with. This 
included paying for professional help to arrange care, 
or consulting regulated financial advisers. Feelings of 
independence and control were important factors, which 
were achieved, in part, through professional services 
including making wills, putting in place Lasting Powers 
of Attorney and talking to trusted financial experts. 
Nevertheless, it was common to find that people did 
not think that financial advice would be helpful when 
planning care. Those who did seek financial advice often 
reflected that, had they done so sooner, they could 
have used financial products to help make their money 
go further to pay for social care. However, some people 
explained they did not want to plan ahead or would just 
‘get old and hope for the best’.

Consultations with professionals
Consultations with professionals highlighted three 
key areas which could inform the development of the 
decision aid:

Purpose: Professionals recognised that most people 
were likely to use the decision aid at a point of crisis but 

felt strongly that whilst the aid should be as simple as 
possible it should also be a ‘wake-up call’ that resulted 
in people taking action. They felt many websites 
already provided information and the decision aid 
needed to stand out by offering something additional. 
In consultation with the advisory group, it was agreed 
to aim for a balance between providing sufficient detail 
but avoiding overload, and to include a ‘call to action’ 
without alarming people.

The relationship between the new decision aid and 
other tools and guides was explored. Existing resources 
for people considering a range of social care or finance 
options were identified; for example, a checklist from Age 
UK for people thinking about moving to a care home and 
cashflow tools used by financial advisers to help people 
model future finances. The advisory group felt that the 
new aid needed to complement rather than compete 
with other tools and guides.

It was agreed that the decision aid should inform 
but not advise or influence people. This was particularly 
important in relation to content about finance, which is 
strictly regulated and highly emotive.

Content: Initial consultations indicated how emotional 
the topics of receiving, arranging and paying for social 
care can be, not least because many members of the 
public articulate significant resentment at having to fund 
their own care. Professionals recommended that the 
decision aid should be positive and reassuring without 
being emotional or making the system feel unfair.

The need for the aid to be designed for dynamic use 
was highlighted so that it could be used and returned to 
as circumstances changed or as people learned more 
about their options.

There were many suggestions for content of the 
decision aid and the types of questions people felt would 
be important. It was agreed that the main sections of the 
aid should cover care, housing and finances.

Audience: Professionals spoke about the range of 
different people who might use the decision aid, including 
self-funders themselves, their spouses, adult children or 
other relatives, and stressed the importance of ensuring 
that the content spoke to these different groups. For 
example, they queried whether the decision aid would 
refer to ‘you’ or ‘the person you care for’. Some suggested 
different versions for different users. Such queries were 
discussed with the project advisory groups and together 
the initial decision was made to write the content as if 
the user was the (potential) self-funder (rather than a 
carer or family member), since they were the core service 
user, but to review this in development.

Professionals also highlighted that people often have 
limited knowledge about social care or paying for care, 
and struggle to find answers because they do not know 
what questions to ask. Again, this was discussed with the 
project advisory groups and a decision made to primarily 
assume limited knowledge of social care or self-funding.
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Review of risk and benefits data
Limited data were located that related to risks and 
outcomes for self-funders that could be included in 
the decision aid. An ONS report (2021) estimated the 
proportion of care home residents in England, prior to the 
COVID-19 pandemic. However, the estimate was based 
on incomplete data and did not encompass self-funders 
of domiciliary care. Data on costs of care proved to vary 
significantly across regions and were rapidly superseded 
due, in part, to the effects of the pandemic.

STAGE 2: DEVELOPING AN INITIAL VERSION 
OF THE DECISION AID
Outcomes of workshops
Themes discussed at the series of workshops were 
generated based on the outcomes of previous workshops 
and on other existing evidence. All contributions were 
accorded equal value and incorporated in material to be 
considered for inclusion in the decision aid. Final content 
was refined with the advisory groups.

In this way, solutions were found to complex problems 
arising in the workshops. For example, participants felt 
that financing care was alarming, and being explicit 
about depleting resources could turn people away from 
using the decision aid. At early workshops, participants 
stressed the importance of information being current 
and that users should not be required to enter personal 
data. We, therefore, explored alternative ways of 
presenting risks (or benefits) of funding care that would 
be acceptable and informative. This resulted in simple 
cost calculators in relevant sections that illustrated 
potential costs for domiciliary or residential care. While 
the cost calculators do not attempt to identify exact 

costs in different regions, the range gives an indication, 
and users can select a more or less costly regional 
setting. This solution meant that users would not be 
required to enter personal information, such as location 
or income. Also, the decision aid could be kept up to date 
with current information without being overly complex 
to maintain.

Resolving digital challenges
Transferring the on-paper design to a digital solution 
introduced challenges for the digital team. Decision 
aids used in clinical decision-making often make use of 
explicit self-reflection. In the social care decision aid, this 
was presented as a ‘confidence scale’ for weighing-up 
how the user felt about making decisions about funding 
social care. The challenge was how these data would be 
captured and incorporated into an action plan. The digital 
team found that a five-point numerical ‘confidence’ scale 
translated most effectively to the action plan.

Working with the public involvement group, short 
video extracts were selected to present key messages 
about care and funding options to help illustrate issues 
within the decision aid.

One month after the fifth workshop, the first digital 
‘alpha version’ of the decision aid was delivered.

Table 1 sets out ideas and solutions generated at each 
of the five workshops.

STAGE 3: TESTING AND MODIFYING
Iterative testing interviews were audio- and/or video-
recorded and observed by the researcher who noted 
on a checklist the sections visited and any problems or 
glitches that occurred. Data collection in these ‘think 

WORKSHOP CONTENT FINDINGS/RECOMMENDATIONS/
OUTPUT

POST-WORKSHOP DEVELOPMENT

Workshop 1 (York)
•	 7 public contributors 

(Self-funders and 
carers)

•	 Visual illustrator/
facilitator

•	 2 members of the 
digital design team

Discussions about:
•	 Basic content
•	 Look and feel
•	 Relationship between 

personal data and the 
decision aid

Discussions prompted by:
•	 Videos of self-funders’ 

experiences
•	 Examples of clinical decision 

tools

Decision aid should:
•	 Be empowering and empathetic
•	 Engender trust and confidence
•	 Be simple
•	 State financial thresholds for self-

funders
•	 Provide a solution or plan
•	 Not require input of any personal 

data

Visual illustration of discussions

Research team drafted initial content 
on paper at this stage.

Design team began creating brand 
options

Workshop 2 (online)
•	 9 public contributors

Whole group discussion about 
care options to be included
Small group discussions a) 
costs of care at home and b) 
residential care

Decision aid should:
•	 Prompt users to consider their 

current and future circumstances, 
preferences and changing needs

•	 Detail what is included in different 
types of care and housing options

•	 Provide information about care costs
•	 Highlight potential social aspects of 

care, including pets and care

Research team:
•	 updated draft content about care 

options
•	 added self-complete scale for 

reflecting on knowledge and 
confidence

•	 drafted options for presenting 
information about costs, including 
interactive calculator

Design team produced two initial 
brand and navigation styles (landing 
pages only)

(Contd.)
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aloud’ interviews (Jaspers et al., 2004) was intended 
to record the thoughts and feelings (in the form of a 
monologue) of the participants as they worked through 
the decision aid. While some participants were able 
to do this, others found it difficult to articulate and 
instead would read through a section and then give 
their feedback. This was particularly noticeable with 
practitioners who would comment on the usefulness 
or accuracy from their professional perspective. Despite 
these differences in approach, the data provided the 
intended rigorous, contemporaneous commentary on 
using the decision aid rather than reflective ‘after the 
event’ feedback.

During the testing period, six iterations of the decision 
aid were implemented with additional minor corrections 
as needed. The key changes are shown in Table 2. 
Feedback was collated and discussed among the project 
and advisory teams to prioritise matters, especially 
where feedback was contradictory.

The decision aid is now publicly available under the 
name of ‘Care Confidence’ with on-going evaluation taking 
place employing analytic software and user feedback.

DISCUSSION

This paper reports the development of a publicly available 
social care planning decision aid (www.careconfidence.org.
uk). Care Confidence is the first evidence-informed online 
planning tool for self-funders in the English social care 
system. Early feedback indicates it to be perceived as being 
comprehensive, reliable and independent in its provision of 
information about social care and funding choices.

MESSY DECISIONS: CHALLENGES AND 
SOLUTIONS
The aim of decision aids in both health and social care is 
to improve the quality of decision making, which involves 

WORKSHOP CONTENT FINDINGS/RECOMMENDATIONS/
OUTPUT

POST-WORKSHOP DEVELOPMENT

Workshop 3 
(Manchester)
•	 13 public 

contributors
•	 Visual illustrator/

facilitator

Whole group discussion about 
brand and navigation styles.

Small group discussions about 
draft written content:
•	 care options (8 pages)
•	 financial information 

(3 pages)

Decision aid should:
•	 Include solutions
•	 Introduce less well-known care 

options
•	 Be empowering and promote 

independence
•	 Use simpler language and consider 

screen readers
•	 Remove ‘tool’ from name
•	 Include text to explain why users 

should click on navigation buttons
•	 Use clearer font style and text 

colours
•	 Use alternative media to deliver 

key messages

Visual illustration of discussions

Research team:
•	 redrafted written content
•	 discussed accessibility of text, 

images and videos with design 
team

•	 changed name to ‘Choices for 
Care’

•	 Identified short video extracts to 
embed in the decision aid

Digital team:
•	 removed white font and increased 

colour contrast
•	 redesigned landing page to 

include large buttons with more 
explanatory text

Workshop 4 
(Birmingham)
•	 3 public contributors
•	 2 care professionals

Whole group discussion:
•	 Improving draft financial and 

cost information
•	 Brand, accessibility and 

usability of digital version

Decision aid should:
•	 Promote positive ‘living well’ 

messages
•	 Include scenarios to help people 

recognise their situations
•	 Include answers to key questions 

about financing care and to 
increase confidence to approach 
financial advisers

•	 Include information about risks/
benefits/costs of financial advice

•	 Avoid stating any costs that are 
subject to change

•	 Be accessible via a range of digital 
devices

Visual illustration of discussions

Research team:
•	 Continued to liaise with designers 

about accessibility
•	 Added case studies to each 

section to illustrate pros and cons 
of different care situations

•	 Added self-complete scale for 
reflecting on knowledge and 
confidence to seek financial 
guidance or advice

•	 Designed a printable plan of 
action as output of using the 
decision aid

Workshop 5 (online)
•	 8 care professionals 

(two meetings to aid 
accessibility, each 
person attended 
one meeting)

Whole group discussion:
•	 Updated flowchart
•	 Content of care option pages
•	 Content and accuracy of 

finance pages
•	 Content and style of plan of 

action

Decision aid should have sections on:
•	 Where to start when considering 

financial advice
•	 Preparing to consult a financial 

adviser and what to expect
•	 Questions to ask a financial adviser

Research team:
•	 Updated/corrected financial 

information
•	 Added sections on financial advice

Digital team:
•	 Redesigned plan of action
•	 Linked self-complete scales 

reflecting on confidence to plan 
of action

Table 1 The role of workshops in developing the decision aid.

https://www.careconfidence.org.uk
https://www.careconfidence.org.uk
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being prepared, informed and comfortable with decisions 
(Baxter et al., 2021). Whereas clinical decisions are 
often binary (for example, medication versus surgery), 
social care decision-making is often dynamic in terms of 
options, relationships and changes over time.

In preparation for making decisions about social care, 
identifying potential costs is a challenge. Residential 
fees are often not stated online and while some support 
organisations give an indication of cost (e.g. Age UK, 
2025) this is with a proviso that the actual cost will vary. 
Identifying hourly rates for domiciliary care may be 
clearer but there remains variation in how much care an 
individual will need as well as further considerations, such 
as minimum calls or double handed calls (if a person’s 
needs cannot safely be met by a single carer). In addition, 
people funding care may draw on a combination of paid 
care workers, unpaid carers and other facilities, such as 
day centres or support hubs. Care may be funded with 
income, savings, sale of a property or other means or, as 
is most common, a combination of these sources, which 
are adapted to meet changing (and often increasing) 
needs. These complex and overlapping constellations of 
care and funding must be navigated by self-funders and 
their families, often with little support.

The Care Confidence decision aid breaks down these 
options, informing people of a range of possibilities for 
care and support: ‘Making life easier at home’, ‘Moving to 
a different home’ (downsizing or sheltered housing), and 
‘Moving to a care home’. A fourth section ‘Thinking about 

the money’ looks at ways to fund care and how to find, 
and to prepare for consulting with regulated financial 
advisers.

A feature of clinical decision aids is the presentation 
of quantifiable risks and benefits relating to, for example, 
side effects. During the scoping phase of the study, it was 
established that equivalent quantifiable social care risks 
and benefits could not be identified. It is also a challenge to 
quantify the financial costs of any given care option since 
variables—that include care needs, geographical location 
and market forces—mean there is a wide range of costs 
to consider. However, by using interactive cost calculators 
to indicate potential costs of domiciliary and residential 
care, users can estimate potential costs without the need 
to enter personal information. Care Confidence also uses 
short case studies to highlight risks and benefits to a 
range of care and funding choices.

Research to develop decision aids that support 
shared decision-making in clinical settings found that 
professionals were concerned that patients could be 
overloaded with confusing information (Smith et al., 
2020). A comparable challenge arose in developing 
Care Confidence. Participants involved in co-designing 
the decision aid felt it important to present costs in 
a sensitive and contextualised way, fearing that the 
alarming cost of care could turn users away before they 
could access the information they need. To mitigate this 
concern, short video clips - that presented people talking 
about their own lived experiences of planning social 

Table 2 Key changes resulting from iterative testing.

ROUND OF TESTING CHANGES TO CONTENT CHANGES TO USABILITY

Changes following round 1 Added more instructions about using the decision 
aid and creating an action plan

Changed questions on introductory page to quiz

Merged care-related confidence scales to reduce 
repetitiveness

Changes following round 2 Deleted section about how to get financial 
information, guidance or advice. 

Moved narrated video about arranging self-funded 
care from money section to introductory page

No changes

Changes following round 3 Explanation of costs used in calculators improved

terminology in finance section made clearer

Changed style of answers to quiz questions

Scenarios relabelled as ‘pros and cons’ and given 
consistent look throughout

Made money-related confidence scale mandatory to 
avoid it being overlooked

Changes following round 4 Text on landing page reduced and simplified

Added text explaining how care and money-
related confidence scales were used in action plan

Made care-related confidence scale mandatory to 
avoid it being overlooked 

Layout of action plan improved 

Changes following round 5 None Duration and brief description of content of videos 
added to help users choose which to watch

Pop-up added inviting users to take part in evaluation

Changes following round 6 Minor adjustments to terminology Some vibrant colours muted

Added ‘X’ at top right to close pop-ups

Inbuilt text to speech function removed

Minor adjustments to ensure consistency of layout 
and navigation prompts
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care – are presented alongside the financial information. 
This was found to be an acceptable approach by 
participants in the development and testing stages. 
In this way Care Confidence succeeds in presenting 
accessible information in a variety of media including 
video and case studies which users find relatable.

Decisions in health care are often time-limited, that is, 
patients must decide before a procedure can take place. 
However, the need for social care can be insidious or can 
be acute. Care Confidence incorporates an interactive 
action plan to empower self-funders to make choices 
and enact plans including the opportunity to revisit and 
adapt to new scenarios. The action plan includes two 
sections: ‘I’m going to find out more about:’ and ‘I’m 
going to talk to:’ each with a list of suggested actions. The 
user may select from the list as many items as they wish 
and can type notes in a free text box. Their personalised 
action plan can then be printed or saved as a PDF and 
used to mobilise decisions and to generate conversations 
between self-funders and those who support and advise 
them.

LIMITATIONS
Knowledge of the characteristics of self-funding 
populations at scale is limited and knowledge of 
subgroups within that even more so. Previous research 
has identified the challenges of engaging a diverse sample 
of self-funders and this project faced similar challenges. 
For example, while we recruited from ethnically diverse 
regions, participation from ethnically diverse populations 
has been limited. The decision aid prototype was 
developed in English; future studies could explore other 
languages and culturally relevant information. Older 
people without children or significant care partners 
to assist in planning care can find it difficult to access 
information, particularly online, and are another group 
whose needs will require further exploration, as will the 
issue of digital literacy and access.

There are further areas to address, including an 
acknowledgement that decisions are often made in 
family groups with multi-person and multi-generational 
considerations with different individuals playing different 
roles. These areas will be further explored through a 
future evaluation of Care Confidence.

Technical support for Care Confidence is in place until 
2030, which allows the decision aid to be maintained and 
its content updated. Further work could optimise the use 
of Care Confidence in organisations where self-funders 
seek information and support. Additional funding may 
be sought to sustain the decision aid beyond 2030 and 
to raise awareness through ongoing publicity campaigns.

IMPLICATIONS AND NEXT STEPS
Navigating the social care system is difficult, but it can 
be particularly challenging for older people (Baxter 

et al., 2020; Baxter et al., 2023; Jasper et al., 2023). 
Care Confidence is a unique resource (Baxter, 2020), 
grounded in evidence and the experience of older self-
funders, that is now freely available online. The process 
of, and commitment to, codesign throughout all 
phases of the project is something we would strongly 
recommend to others who may be considering the 
development of similar aids or tools. This approach 
enabled the research team to be responsive to ongoing 
feedback and to develop a more effective decision aid 
that will help self-funders to recognise their personal 
values and preferences when considering social 
care and help them to understand more about their 
financial options in a defined and clear way. Accessing 
Care Confidence early could help older self-funders 
and their carers to weigh up choices and make a plan 
for care before situations escalate, allowing time to 
fully consider options and implications. However, 
not everyone knows about Care Confidence and not 
everyone who could benefit from this resource will be 
able to access it in its current form. In this project, we 
worked closely with the UK government-backed money 
and pensions advice service, (MaPS) and Care Confidence 
has been hosted on their Money Helper website and 
signposted by their practitioners. In the longer term, 
we envisage the decision aid being available through a 
range of organisations that self-funders approach for 
information and guidance.

Care Confidence also has the potential to support 
and improve adult social care practice by facilitating 
practitioners to proactively help self-funders improve the 
process and quality of decision making about care and 
paying for care. Practitioners are not always confident in 
their own knowledge of options for self-funders and the 
decision aid could act as a guide for them to have care 
planning conversations. Future research should therefore 
explore ways that Care Confidence could be used by 
local councils and other service providers to improve 
their information and advice offer to older self-funders. 
This could enhance both the decision aid’s reach and its 
accessibility, for example, making it possible for people 
who are digitally excluded or who have English as a 
second language to be supported to make care decisions 
using Care Confidence.
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