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ABSTRACT

Objective To codesign a discussion tool to facilitate
negotiation of risk between health professionals, people
with dementia and carers.

Methods A qualitative approach using codesign. Thematic
analysis was used to analyse interviews and focus
groups with people with dementia, carers, healthcare
staff and healthy older people exploring the issue of

risk in dementia, the acceptability and development of a
discussion tool.

Results Sixty-one participants identified the breadth,
depth and complexity of risk in dementia care and the
need for individualised solutions. They also deemed

a discussion tool to facilitate negotiation of risk was
acceptable and responses informed the tool development.
Twenty-two participants provided feedback that was used
to refine the final version.

Conclusion Our discussion tool enables choices for
people with dementia by focusing on abilities rather than
deficits and assists health professionals to deliver person-
centred care. Flash cards prompt concerns and the tool
provides a range of strategies to address these issues.

INTRODUCTION
Dementia is a progressive disease that can
impact on one’s ability to remember recent
events, learn new skills, orientate to place and
time and undertake activities of daily living."
In the early stages of the condition, people
with dementia may experience difficulties
undertaking routine tasks, such as driving,
shopping and managing their finances. As
the disease progresses, self-care, bathing
and eating may also pose problems.” Conse-
quently, people with dementia living in the
community setting, and their carers and
family, may benefit from both formal and
informal supports and services to assist them
to remain living in their own homes.”
Providing care for a person with dementia
can pose a significant challenge to carers,

Strengths and limitations of this study

» Inclusion of codesign and participatory action
research principles in the development of our
discussion tool ensured that we explored the
issue of risk from the perspectives of people with
dementia, their carers, healthy older people, health
professionals and healthcare organisations and that
the tool was acceptable to each of these groups.

» To our knowledge, this is the first electronic
resource that has been codesigned by consumers
that enhances health professionals’ ability to provide
care according to the recently released Clinical
Practice Guidelines and Principles of Care for People
with Dementia by facilitating the delivery of ‘Person-
centred care’, identifying and responding to the
individual needs and preferences of the person with
dementia, their carer and family.

» The development of an electronic discussion tool
that can be incorporated into a health service
organisations client record system for use as
standard care for people living with dementia has
provided a means and an evidence base on how
such tools can be implemented across healthcare
settings.

» Despite significant effort, the number of people
with dementia recruited to this study was limited;
however, appropriate numbers of carers were
included which alleviates this concern to a small
extent.

» The people with dementia who were included in this
study tended to be younger and early in the trajectory
of their disease and tended to reside in areas that
are deemed as being higher socioeconomic status.

family and health and social care staff. Ethical
dilemmas may arise in balancing the safety
and well-being of a person with dementia
and respecting their right to autonomy.* For
instance, family members and/or carers of
people living with dementia are likely to be
dealing with practical, day-to-day issues such
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as questioning whether going on an unaccompanied
walk is desirable and feasible.” Living with dementia is
therefore a starting point for dealing with risk and aware-
ness of the potential for future changes. For community
dementia services to be responsive to the needs and
wishes of their users, risk needs to be considered from
within diverse local perspectives and life histories.”

The basic human right to autonomy is central to
achieving high quality of life.® This right to autonomy is
reflected in the Australian Aged Care Act which specifi-
cally states that each person

‘has the right to maintain his or her personal independence,
which includes a recognition of personal responsibility for his
or her own actions and choices, even though some actions
may tnvolve an element of risk where the resident has the
right to accept, and that should then not be used to prevent
or restrict those actions.””

This right to autonomy applies equally to people with
dementia, including those who live in the community
setting. Health professionals and health service providers
remain risk averse despite the introduction of person-cen-
tred care and the aforementioned Aged Care charter and
the Powers of Attorney Act, which states that a person is
presumed to have decision making capacity unless there is
evidence to the contrary.*'’ Frequently, there is pressure
from healthcare professionals and concerned carers and
family members to admit the person living with dementia
to ‘safe’ and ‘protected’ residential care. This action is
not necessarily safer and is frequently at odds with the
wishes of the individual and the notion of ‘person-cen-
tred care’ and its guiding principle of putting people at
the centre of their own care, including the provision of
choice and control of their care services.” "'

A recent literature review that explored the issue of
‘risk” in dementia care revealed a competing description
of vulnerability and protection and a concern by health
professionals about breaching their ‘duty of care’ or the
threat of litigation undermining positive responses to
risk.” According to Ibrahim and Davis,'’ there are four
core systematic factors that impede the application of
the ‘dignity of risk” principle of allowing residents in the
residential aged care sector the autonomy to accept risks
that may be associated with short-term increases in their
quality of life. These authors'” purport potential solutions
to address this issue include: recognising that people with
impaired cognition usually have some capacity for deci-
sion-making and expressing their preferences; seeking
concordance between espoused values and actions and
developing comprehensive accessible educational and
point of care decision support tools for aged and health-
care providers."’

In the UK, the ‘Dementia Strategy’ recently released in
England prioritises enabling people with dementia and
their carers to live well with dementia in the community,'?
with a focus on improving public and professional atti-
tudes." Living well is broader than quality of life and is
shaped by one’s physical, social and cultural surroundings

and the inclusion of life satisfaction which incorporates a
sense of meaning and purpose in life."*'” As health profes-
sionals are increasingly expected to deliver person-cen-
tred care in an environment where there is potential for
concern about the safety of their clients, there is recog-
nition of the potential for the introduction of tools to
support decision making that can alleviate professionals’
anxiety.'®

Currently in Australia however, there is little guid-
ance to assist health professionals providing services that
address client choices while mitigating unacceptable
risk. To address this gap, we codesigned an electronic
tool, with consumers and health professionals, that could
facilitate a person’s right to autonomy and assist health
professionals and carers in the delivery of person-centred
care. This paper reports on the experience-based code-
sign process and the development of an electronic discus-
sion tool.'” In this instance, experience-based codesign
involved users in the whole development process of the
tool including assessment of its functionality and utility."®

The aim of our ‘risk negotiation’ discussion tool is
to facilitate the well-being of people with dementia
by enabling their choices, identifying concerns and
providing strategies to address these and to document an
agreed care plan.

METHODS

Study design/theoretical framework

The theoretical basis for the development of the ‘risk
negotiation’ discussion tool followed a codesign and
participatory action research (PAR)'” ' methodology to
ensure that the issue of risk was explored from a range
of perspectives. This included involving people with
dementia, carers, healthy older people (older people
without significant dementia experience; HOP), staff
from a community nursing organisation and registered
community nurses (RNs), alongside health professionals
and healthcare organisations who provide support or
healthcare to people living with dementia and their fami-
lies (see section 2.7). The aforementioned participants
were asked to inform the development of the risk negoti-
ation tool that would facilitate discussion about risk and
autonomy between people with dementia, carers/family
and health professionals. Feedback from the participants
was received in an iterative process that informed the
selection of content and language included in the tool,
refine the content and to evaluate the tools acceptability
and utility to consumers and health professionals. The
COREQ guidelines for reporting observational studies
have been followed.

Research team and reflexivity

The research team was made up of a Senior Research
Fellow (DPG) and a Research Fellow (MD), two academic
general practitioners (SI and DP) and a Senior Clinical
Nurse Advisor who has specialist training in aged care/
dementia (FOK). MD, a highly experienced qualitative
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Table 1 Participants
Healthy older Person living Registered

Carer people with dementia nurse Staff
n 22 20 7 8 23
Phase 1 (Tool development) participants 14 20 7 NA 20
Phase 2 (Tool feedback) participants 8* NA & 8 8
Gender, female, n (%) 16 (76.2) 11 (55.0) 3 (42.8) 8 (100.0) 22 (95.7)
Age, Mean (SD) 69.2 (8.7) 73.3 (5.0) 66.0 (11.6) 34 (9.6) 49.0 (7.3)
Socio-Economic Indexes for Areas (SEIFA), 8.0 (2.4) 8.95 (1.5) 7.1(3.7) - -
Mean (SD)
Years since diagnosis, M (SD) 5.4 (4.0) - 4.5 (2.2) - -
Years in current role, M (SD) - - - 4.6 (3.7) 7.1(9.1)
Years of experience with dementia, M (SD) = = = 10 (7.6) 20 (9.7)

*Note some of these participants were interviewed in both exploration and feedback phases of the study.

researcher, undertook individual interviews with people
with dementia, carers/family members, health profes-
sionals and healthcare organisation managers, FO
completed interviews with people with dementia. DPG
and MD facilitated the focus groups with HOP.

Participant selection

Purposive sampling was used to recruit all participants.
Five groups of participants were recruited for this study:
people with dementia, carers, HOP, RNs and staff from
the community nursing organisation (comprising
management, senior nurses and social workers).

Eighty-three interviews took place. Sixty-one interviews
explored the issue of risk and autonomy and the devel-
opment of a tool (Phase 1) and 22 interviews provided
feedback on the tool postdevelopment (Phase 2) (see
table 1). The expert stakeholder advisory group also
provided feedback on the development and acceptability
of the tool in an iterative fashion.

Participants were approached by MD, who provided
them with written and verbal information about what would
be involved in taking part in the study. Participants were
asked to sign a consent form and consent was renegotiated
at different points for participants with dementia to ensure
that they were still agreeable to participating. Methods
of approach included telephone, email and face to face
contact.

Data sources/study setting

Face to face or telephone interviews were conducted with
people with dementia, carers, RNs and staff. Focus groups
were conducted with older people without significant
dementia experience. Interviews took place at the home
or the workplace of interviewees or other mutually suitable
locations.

Data collection

There were two main phases involved in the develop-
ment of the ‘risk negotiation’ discussion aid. Phase 1
involved interviews and focus groups with 61 participants

exploring the overall issue of risk in dementia and specifi-
cally risk in the context of the provision of care to people
with dementia. Each individual and focus group partic-
ipant was asked during their interview about the risks
that were associated with dementia and their views on a
tool that would assist people with dementia, carers and
health professionals to negotiate this issue in the context
of dementia care.

After the completion of Phase 1, a draft tool was
created based on the responses of participants. Phase 2
involved 22 interviews, with some participants from Phase
1 reinterviewed (eg, carers, people with dementia) and
other participants (eg, RNs) invited to take part for the
first time. Some carers came forward too late to take part
in Phase 1, so took part in Phase 2 only. As part of this
phase, all participants were provided with a demonstra-
tion of the aid and asked to provide feedback relating to
modifications and its utility for use. New participants were
also asked about their perceptions relating to the overall
concept of risk in the context of dementia.

Demographic information was collected prior to each
interview. All participants provided age and gender;
carers and people with dementia also included year of
diagnosis and service usage, while RNs and staff included
information on current role and length of experience
with dementia in a professional capacity. Postcodes for
participants not being interviewed in a professional
capacity (people with dementia, carers and HOP) were
used in the present study as a proxy for socioeconomic
status. Postcodes were then mapped onto the Index of
Relative Socio-Economic Advantage and Disadvantage
(IRSAD) based on postal areas, which ranks areas (eg,
post codes) on a continuum from the most disadvan-
taged to the most advantaged (Australian Bureau of
Statistics, 2013).

Interviews lasting between 11 and 76min (mean
33min) were audiotaped and transcribed verbatim. Data
collection continued until data saturation was reached."
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Data analysis

Thematic analysis was used to analyse the data in this study.
Thematic analysis is a ‘method for identifying, analysing and
reporting patterns (themes) within data’ (18,p. 79). Thematic
analysis involves six phases: familiarisation, code generation,
searching, review and theme naming and report produc-
tion. These phases were used in this study and treated in a
reciprocal manner, meaning that movement between the
six phases occurred as required. An inductive strategy was
used, allowing for themes to be generated from the data.
Author 2 (MD) was primarily responsible for data analysis;
however, regular discussions were held with the research
team and expert advisory group as required to provide
further insight into the themes arising from the analysis.
NVivo V.11 was used to aid organisation of data and assist in
analysis.” Participants did not have access to the transcripts
of their interview.

Stakeholder advisory group

The research team and 16 stakeholder advisory group

members met quarterly (September 2015, December

2015, March 2016 and July 2016) prior to data collec-

tion and then throughout the duration of the 12-month

project.

Members of the group, specifically chosen for their
particular areas of expertise included: Consumers,
Consumer Advocacy group representative/s, a Social
Worker, a Mental Health Clinical Nurse Consultant,
Health Service Quality and Risk Co-ordinators/Site
Managers, a Human Rights Lawyer, a member of the
Office of the Public Advocate, a Consultant Physician in
Geriatric Medicine and expert in excellence in patient
safety and a member of the Victorian Department of
Health, Dementia and Support for Carers branch (see
table 2). The group shared their understanding of the
issues of risk and autonomy from their own perspective
and also provided expert advice on:

» developing the project protocol,

» recruitment,

» appropriateness of materials/tools and resources,

» identification of issues or barriers that could impede
the success of providing older people with greater
choice and autonomy in decisions about their care
and subsequently an improvement in their quality of
life,

» overcoming problems with implementation of the
project and

» discussing the key outcomes of the evaluation in order
to identify any implications for further implementa-
tion of the negotiated risk agreement tool.

RESULTS

Of the 92 individuals who were invited to participate, 80 did
so, resulting in an 87.0% participation rate. Of those invited
that did not participate, four (4.3%) declined participation,
while eight (8.7%) ceased responding to the attempts at
contact made by the research team. While the majority of

1)

=1)

1
1)

Consultant physician in Geriatric Medicine with expertise in Forensic Medicine (n

=1)

Human rights/policy/geriatric/forensic expertise
Human Rights Lawyer (n

Office of the Public Advocate

Advocate Guardian (n

Aged Care Branch (n

1)

1)

Quality and Risk Co-Ordinators/Site Managers Department of Health
5)

Clinical Nurse Consultant-Mental Health (n
(n

Organisation/health professionals
Social worker (n

=1)
=1)
1)

Table 2 Expert advisory group members

Consumer representation

2)
Carers Victoria Policy Advisor (n
Council of the Ageing (COTA)
Policy Council Member (n
Alzheimer’s Australia
Victoria representation (n

Consumers (n

4
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participants lived in Victoria (n=38, 79.2%), some partic-
ipants (people with dementia/carers) came from states
other than Victoria (Queensland: n=4, 8.3%; Western
Australia: n=2, 4.2%; New South Wales: n=1, 2.1%; the
Australian Capital Territory: n=1, 2.1%; South Australia: n=1,
2.1%; Tasmania: n=1, 2.1%). The age of participants varied
between 26 and 89 years (M=59.8, SD=15.5), varying a great
deal by participant type (see table 1).

In relation to socioeconomic status, the mean score
of 8.0 and above for people with dementia, carers and
HOP on the IRSAD indicates that in general, this group
of individuals reside in areas considered to be of high
socioeconomic advantage. The mean time since diagnosis
recorded for both carers and people living with dementia
was approximately byears. Those working as RNs had
been in their current role for approximately 4.5 years and
had 10 years of professional dementia experience. Those
working as staff members had been in their current role
approximately 7years and had 20 years professional and/
orclinical dementia experience.

Phase I: Exploration of risk and response to the development
of a tool to negotiate risk

Exploration of risk from the perspective of consumers, carers,
health professionals and healthy older people

Overall nurses (both in management and those involved
in direct clinical care), people living with dementia and

Food and nutrition

Accessing services

Wandering
Mobility
Dressing
Driving
Hobbies (eg, gardening)
Elder abuse
Medication

Home security

Finances

Figure 1

BPSD Lack of understanding

carers (see table 1) had a fairly open view to those living
with dementia taking ‘acceptable risks’. One group of
HOP was more risk averse and did not want the person
with dementia taking any risks; however, the following
two groups of HOP were open to the idea of ‘acceptable
risk’ for people with dementia. While 59 different risks
were identified (see figure 1) only seven risks were identi-
fied by a least one participant in each of the four groups.
These risks were cooking, medication management,
falls, driving, behavioural and psychological symptoms of
dementia, social isolation and dressing. For other identi-
fied risks, see figure 1.

Acceptability, utility and format of a ‘Negotiated Risk Decision Aid’ tool
We asked people with dementia, carers and staff, their
views on the acceptability, utility, format and implemen-
tation of a tool that would assist people with dementia,
carers and health professionals to negotiate the issue
of risk in the context of dementia. While participants
believed a tool would be useful, they emphasised the
need for the tool to be exploratory:

‘.. If possible [identify] what the person’s lifestyle and
choices were prior to them having dementia...I don’t think
it’s about identifying what the risk is.. 1t’s just about what
the choices are that they need ... so it’s got to be an exploratory
discussion’ (Staff 002)

Carer burden or stress Hygene (eg, showering)

Social isolation Housework

Night time

Heat map of identified risks. The size and depth of colour of the boxes in the heat map reflects the number of

individuals within our study who identified the risk during their interview. For example, red, orange and yellow depict risks that
were discussed most often and green depicts those risks which were discussed less.
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Participants also indicated that the tool needed to be
not too confronting but at the same time needing to be
honest and authentic:

‘... the tool would be an opportunity to have a discussion
with a family member as well. So I wouldn’t like to see it
too confronting, but at the same time it needs to honest and

authentic.’ (Staff 004)

‘... [when] you administer an MMSE or a RUDAS, people
Jeel like they’re being questioned. People feel threatened. So if
you re going to do a tool, youve got to really make it a non-

threatening tool. It’s almost got to be conversational (Staff
001)

Because of the constraints on healthcare workers, staff
indicated that the tool needed to be user friendly:

“..you have to make i, obviously, user friendly because
nurses are so busy and they have got so much information.
...But it can’t be too simple, because then people will miss the
point.” (Staff 005)

In addition, the tool needed to be part of the overall
assessment process but tailored to the individual:

‘As long as it can be tailored to the individual...They
should have their own wishes that should be stated in there
somewhere. ... It would be good for people ...to be able to say,
at what point do you think you might? When you can’t do
certain things?’ (Staff 004)

There was also concern by staff about how the tool
would be accessed and whether it would be paper based
or electronic:

“...electronic 1s the way to go because if we stay paper
based then we’re not keeping up with what the rest of the
organisation is doing. ... — I love the face to face aspect’
(Staff 007)

It was also queried whether it would provide a clear care
plan and links to resources:

“..ul’s great to have Alzheimer’s Australia but to be able to
have local resources would be great.” (Staff 012)

Carers identified that it was necessary for a tool to focus
on the ‘big picture’ and people with dementia felt that
the tool should focus on abilities and not just deficits and
also recognise people with dementia still want independ-
ence and autonomy:

Don’t just look at a particular scenario like she can’t make a
cup of tea, therefore she can’t live alone.” (Carer 3)

1 still want independence and autonomy. My husband did
used to struggle with that a lot...occasionally I probably
selectively choose to forget that I shouldn’t cook on my own,
because it’s frustrating. I've got signs all over the house to say
do this, or don’t do that, or here’s how to do it. I've got lots
of lists that just give me the instructions in order for things
that used to be automated, but are no longer. I've learned
to live with them as humiliating as I used to think and feel
they were. I've had to put them in the life enhancement aids

category like just the pair of reading glasses...perhaps you
have something that helps people see their way to seeing the
symptoms of dementia as disabilities and therefore finding
strategies to support them.” (Person with Dementia 002)

As it was identified by participants that what one person
considered to be a risk may not be considered a risk by
someone else, suggestions on how to identify what consti-
tutes a risk to an individual were provided:

‘Well I would have a whole lot of cards out with all the
pictures on them and say what do you think is a risk?’

(HOP (Focus Group 2))

Tool development

A prototype electronic discussion tool was developed

based on the analysis of the interview data and feedback

provided by the stakeholder advisory group. The elec-
tronic format was chosen as there is a significant shift
to electronic records within the healthcare setting. This
discussion aid can be completed on a computer or tablet
in a home or healthcare setting and is primarily for use by
health professionals when discussing the issue of risk with
people with dementia and their carers. Acknowledging

that not all settings have moved to electronic records a

paper-based version of the tool was also created; however,

due to its inability to direct the user automatically to only
the relevant options, it is less optimal than its electronic

counterpart. The discussion tool aims to move from a

purely deficit model to one which acknowledges what

the person with dementia can do and their preferences
moving forward.

Twelve flash cards have been developed for use with the
electronic or paper-based version of the discussion tool
to assist individuals by prompting issues they may want to
discuss with the health professional (see supplementary
file 1). The cards feature pictorial images and easy-to-un-
derstand English and encompass the major issues facing
those living with dementia, including prompts on health,
food, grooming and hygiene, finances, socialising and
work, leisure activities, chores, mobility, transport,
changing behaviours and planning for the future. In
addition, there is a final card that invites the individuals
taking part to mention any issues that may not fall into
any of these categories.

The use of flash cards has number of purposes; it
provides a prompt for all parties involved to consider
issues that they may not have otherwise, while allowing
for those with visual or tactile ways of thinking to engage
effectively. All of the cards can be used at once, or placed
out one at a time, and the tool can be fully completed
over multiple sessions if needed.

The structure of the tool includes:

1. Gatheringinformation aboutthe personwith dementia
that may inform care (eg, diagnosis, availability of
support, pertinent life events, cultural, spiritual or
religious group affiliation). This may already be done
in other assessments during admission to the service.
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2. Establishing what activities and issues are important to
the person with dementia.

3. Establishing issues which the person with dementia,
carer or health professional are worried about or that
are perceived as becoming more risky.

4. Discussion of who the risk is to, strategies to assist the
person with dementia and/or carer and whether or
not a referral to a senior nursing specialist or social
worker is required.

Each of these four stages is important in order to
provide a holistic view of the individual and those around
them and come to an appropriate and tailored decision
relating to the issue(s) at hand. These four parts are then
documented and form part of the care plan for the person
with dementia and inform current and future care. The
adaptive nature of the online aid means that only those
activities or issues which are identified as being worri-
some or risky by the person with dementia, carer and/
or health professional are discussed in detail, minimising
burden on all involved.

Phase IlI: Postdevelopment feedback on the tool

Participants were again asked to provide their feedback
on the ‘risk negotiation’ discussion tool: the use of flash
cards to prompt issues that they may not have thought of,
the bespoke nature of the electronic tool and how the tool
could be amended to make it more userfriendly were all
seen as very positive. Every participant who evaluated and
provided feedback on the tool indicated that they found it
an acceptable tool and that it would be useful in the context
of community dementia care. While some suggested
improvements to the tool, these were generally of a small
nature (eg, rewording, changing colours of cards, adding
an additional category). The overall structure and content
of the tool was generally responded to positively and the
ability to ensure that topics often overlooked were discussed
was a particular strength of the tool:

T think it is a very good tool. ... because so many of our
clients are being seen because they’ve got dementia, all these
luttle things will help. ...Sometimes there’s all these other little
things happening around, and you just need sometimes a
reminder to just go oh yeah, I haven’t even looked in their
shower to see if it’s actually been used in the past 6 months.
But that would probably get prompted by a question.” (RN
007)

The complexity of care for people living with dementia
was a further reason that the risk negotiation tool was
useful in this context:

T think it’s a greal idea. ...when you’re in the middle of
a complex situation, sometimes you can’t see the forest for
the trees. So it’s really good to be able to have some kind of
tool... that just lets you get your head around it.” (Staff
005)

It was also seen as a way to facilitate a holistic discussion
about what the situation is and what may be needed:

T think [it will be useful] as a group discussion with nurses
and family so that everybody knows where everybody else is’
(Carer 016)

The ability for the tool to tailor support or care goals to
the person with dementia, their carers and/or family was
also seen as a strength:

1t actually gives a good focus in terms of goals and then
review of care goals or support goals to actually come back
to the life story and more towards what I call a social model
rather than a medical model.” (Staff 019)

In particular, participants liked the use of the flash cards
as a way to gather more information about the person
with dementia and their carer and/or family:

Yeah, I think with the cards and getting them to pick what’s
important is probably really good. Because if you just sit
there and ask questions it goes in one ear and out the other.
Whereas if there’s some sort of visual or something, I think it
would work a bit better.” (RN 003)

Yeah. I think it—yeah, because I think prompt cards are
great too, because they make you think of—sometimes when
you are in there struggling with their behaviours too, it’s
good to have those little prompts.” (RN 004)

1t’s a good prompt... so we remember everything you need to
cover. That’s what would be typical of most people.” (Person
with dementia 003)

In addition, the ability to comprehensively document
the conversation was seen as a way to facilitate autonomy
for people with dementia by promoting an enablement
approach in nurses, who can have a tendency to be risk
averse:

Yes, I can see how that would work. I can see [documenting
the discussion is] a really good idea, yes... because a lot of
the case—Tlike you say, nurses are risk averse or seem to be
risk averse—and a lot of the thing is, if it goes wrong it’s my
Sfault. If I wrote it down, not my fault.” (Carer 003)

DISCUSSION

Our exploration of the issue of risk in people with
dementia, carers, HOP, health professionals and health
organisations identified a significant number of perceived
risks to people with dementia. In contrast to the literature,
health professionals and carers in this study had a fairly
open view to people with dementia taking acceptable
risks. Participants also spoke of risk as a complex issue
particularly in relationship to dementia care and that
those risks that are experienced need to be addressed in
an individualised manner.

The premise of a support aid to facilitate a discussion
about risk between people with dementia, carers and
health professionals was seen as an acceptable means in
which to identify and address individual concerns and a
means to develop a care plan that facilitated autonomy
and choice for a person with dementia and their carer.
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Information gleaned from the Phase I interviews in
regard to risk and about the format and content of a
facilitated negotiation tool was used to inform its initial
development. Phase II feedback from interviews with
consumers and health professionals was then used to
inform a refined final ‘user-friendly’ version of a tool
which facilitates a discussion about identifying areas of
concern and strategies to address concerns on an indi-
vidual level in line with participants’ aspirations (see
supplementary file 2).

The creation of a tool to assist in the determination of
risk in regard to persons with dementia is not entirely novel.
Manthorpe and Moriaty®' received funding from the UK
Department of Health in 2009 to develop a framework to
encourage everyone involved in supporting persons with
dementia to take an enabling and measured approach to
risk. Their framework outlines the key issues and evidence
in considering risk with people with dementia and provides
a structure which practitioners can use to assess, enable and
manage risk with persons with dementia and their carers
using a scoring system to identify key risks for the person
with dementia and others and the likelihood of something
bad happening or the severity of the danger. There are also
details on how to develop a personal portfolio or ‘heat map’
for a person with dementia that provides a framework in
which to consider each risk and the balance between quality
of life.”!

A further tool recently developed by Pond et al* was
adapted from Manthorpe and Moriaty’s risk assessment
framework,” for use in the Australian setting. This multi-
faceted risk assessment tool ‘Planning for my future’ was
designed for use by individuals themselves, to assess and
manage current and future physical and psychosocial risks to
independence and quality of life while living in the commu-
nity with the purpose of facilitating, safety and quality of life
and not for use by health professionals.*®

Our tool differs to both that of Manthorpe and Moriar-
ty’s’! in that it is not designed exclusively for use by health
professionals to determine the extent of a risk using a heat
map approach and to Pond et als ‘Guidance’ framework
and assessment tool® that enables health professionals and
carers and persons with dementia living in the community
to assess or consider the issues of risk independent of each
other. Our tool is specifically developed, as a discussion aid,
to facilitate communication between people with dementia,
carers, family members and health professionals together
to identify concerns and from whose perspective as well as
to jointly develop strategies to address any concerns. The
overall purpose of the discussion aid is to enable the well-
being of people with dementia by providing them with
‘choices’ while alleviating the concerns of carers/familyand
health professionals.

Additionally, although there is evidence that deci-
sion support aids can help to involve people in deci-
sion-making by providing a way to clarify personal
values, risk perception, improve knowledge and provide
options, there is little evidence about how to implement
them successfully across healthcare settings.”*® We

have overcome this barrier through the development of
an electronic discussion tool that can be incorporated
into a health service organisations client record system
for use as standard care. The logical progression of this
developmental study is to test its feasibility and effec-
tiveness in a real-word setting.

There are a number of limitations that must be consid-
ered in relation to this research. Despite significant effort,
the number of people with dementia recruited to this study
was limited; however, appropriate numbers of carers were
included which alleviates this concern to a small extent. In
addition, the people with dementia who were included in
this study tended to be younger and early in the trajectory of
their disease. Participants tended to reside in areas that are
deemed as being higher socioeconomic status.

There are, however, a number of strengths of this
research. Inclusion of codesign and PAR principles
ensured that the issue of risk was gained from the perspec-
tives of people with dementia, their carers, HOP, health
professionals and healthcare organisations. In addi-
tion, feedback on our ‘Risk Negotiation’ discussion tool
deemed that it was acceptable to people with dementia,
carers and health professionals.

To our knowledge, this is the first electronic resource
that has been codesigned by consumers that enhances
health professionals’ ability to provide care according
to the recently released Clinical Practice Guidelines and
Principles of Care for People with Dementia® by facili-
tating the delivery of ‘Person-centred care’, identifying
and responding to the individual needs and preferences
of the person with dementia, their carer and family.

CONCLUSION

Our codesigned discussion tool enables choices for people
with dementia by focusing on abilities rather than deficits
and assists health professionals to deliver person-centred
care. Flash cards prompt concerns and the electronic tool,
provides a range of strategies to address these issues. We
recommend that the tool now be trialled in a real life setting.

Implications for practice

Our ‘Risk Negotiation’ tool provides health professionals
with a format to gain a holistic view of an individual
and those around them, establish what their needs and
concerns are and provide strategies and a documented
care plan that enhances the choices of people living with
dementia. Facilitation of a discussion about concerns
and strategies to address these and the documentation of
both may alleviate health professionals’ concerns about
breaching perceived duty of care.
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