Raising awareness about choice
and quality in dementia care

Tiffany Jessop and Carmelle Peisah present preliminary insights from the Empowered
Project — a national campaign informing people about their legal, ethical and human rights
regarding dementia care, particularly the use of psychotropic medications

Empowere

s researchers and
Aclinicians in dementia

care, we want to assist
those with dementia and their
loved ones, family members,
supporters and friends to
know what level of care they
should expect, demand and
advocate for. Whether it is
about meeting emotional or
physical needs, appropriate
and safe use of medication,
treatment in the last year of
life, or rights of tenure in an
aged care home, people with
dementia and their supporters
need to navigate confusing,
resource-stretched health and
aged care systems at a time
that is often very upsetting
and stressful to all parties
involved.

Our group at the human
rights charity Capacity
Australia, in partnership with
the Dementia Centre for
Research Collaboration
(DCRC) UNSW, initiated the
Empowered Project in early
2018 to raise awareness about
some of the more challenging
aspects of care for people with
dementia, particularly around
rights to quality and
appropriate care for people
experiencing changed
behaviours in dementia such
as agitation, aggression,
anxiety and psychosis.

Autonomy and choice
People with dementia have the
right to autonomy and choice,
based on informed consent, in
regard to treatment including
drug treatments. As we have
heard many times throughout
the current Royal Commission
into Aged Care Quality and
Safety, there are times when
the rights of people with
dementia, and older people

generally, are ignored or
overlooked. This is always
unacceptable and consumers
of aged and dementia care,
whether in the community,
hospital or aged care home,
need to be able to recognise
this and know how to
respond.

Through awareness-raising
activities and development of
information resources
delivered in a range of settings
we hope to empower people
with dementia and their
supporters to open the lines of
communication with clinicians
and other formal carers,
enabling them to make
informed decisions about the
care they receive and advocate
for their rights and legal
standing, particularly around
the use of psychotropic
medications.

Based on the previous work
of the Empowered team and
our expertise (as lead
investigators), the Empowered
10 Essential Facts were
developed (see page opposite).
These facts are the core of the
Empowered messaging and
educational materials and

focus on changed behaviours
in dementia and associated
issues, particularly but not
exclusively, for those living in
aged care.

Community engagement
Community engagement with
these issues was our primary
aim and a multi-pronged
approach was taken to get the
Empowered message out to
the community, first via a
health media campaign
followed by a national
community seminar tour and
website development. The
health media campaign
delivered printed materials, a
short TV commercial and
digital panels to engage
patients sitting in GP waiting
rooms around Australia, plus
direct messaging to GPs with
complimentary information.
The campaign ran for three
months in 2018 and the
Empowered materials reached
over 1500 GP practices across
Australia, 80,000 brochures
were circulated, and 2654 GPs
received the Empowered
materials via email.

The response from the
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public to the GP practice
campaign was positive with
over half of the 251
respondents to the national
evaluation survey stating that
the topic was relevant to them
and after seeing a digital
panel, went and picked up a
brochure to find out more.

Reaching GPs

The evaluation of the GP
component found that over
25% of GPs opened the
message and 17% clicked
through the links to watch the
clinician video, 10 Essential
Facts About Changed Behaviour
and Psychological Symptoms in
Dementia — Clinician Version
(www.empoweredproject.org.
au/for-health-practitioners/)
and view the 10 Essential Facts
(http:/ /bitly /empowered-
10). Both open and click-
through rates were higher
than the industry average, the
latter almost six times higher,
demonstrating the interest and
need GPs have for this
information.

The media campaign was
followed up with a national
face-to-face seminar tour
targeting community
members with dementia and
supporters of people with
dementia. To date we have
delivered 28 seminars across
six states, both city and
regional locations, with a
variety of audiences.

A mixed response

This journey around Australia
has been an interesting one
and we have discovered very
different attitudes and
approaches to the information
provided. On the one hand
there are a group of people
who are desperate for
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information on changed
behaviours, medications and
standards of care and want to
be armed with these resources
so they can speak up and ask
questions.

On the other hand, there are
others who feel overwhelmed,
confronted and fearful of this
information and what it means
for their loved one living with
dementia and the care that is
being provided.

These are real barriers to
engaging with the community
on these issues, which can
bring about unease and,
practically speaking, we know
it is often hard as a carer to
physically get to a seminar
even when they want to. For
this reason, an Empowered
webinar was held on 18
November 2019 with the aim
of reaching all of the
communities we were unable
to visit face-to-face, and also
encourage involvement of
those who found it difficult to
make it to a seminar close to
them. The webinar,
Empowering People With
Dementia And Their Proxy
Decision Makers Regarding
Deprescribing, includes
information about dementia,
changed behaviours and
medication use, as well as
unpacking more of the
Empowered 10 Essential Facts.
It's now freely available on the
Empowered website at
http:/ /bit.ly /empowered-

webinar.

Nurses and care workers
One of the very positive
outcomes of the seminar series
was the interest in the
Empowered Project from
dementia and aged care nurses
and care workers. While not
the project’s original target
audience, it is wonderful that
we were able to engage formal
carers with these issues and
provide up-to-date
information to them.

As mentioned above, some
of the issues covered in the 10
Essential Facts are confronting
and are hard conversations to
have with someone with
dementia or with someone
caring for a person with
dementia. The idea of the

We hope to empower people with

dementia and their supporters to

open the lines of communication with

clinicians and other formal carers

Empowered Project was not to
shy away from these issues
but to bring them to the fore
and start these hard but
important conversations.

The timing of the Royal
Commission into Aged Care
Quality and Safety may have
‘broken the ice’ further for us
as there has been much
evidence given on problems
within the sector around some
of these concerns, such as the
provision of quality end-of-life
care, skills shortages in
dementia-specific care,
inappropriate use of
medicines and the huge issue
of consent for the use of
psychotropic medicines in
dementia, which is a firm
focus of the Empowered
Project and Capacity
Australia.

The need for improved
practices around consent for
restraint use, physical and
chemical, has been addressed
repeatedly by the Royal
Commission and will continue
to be a hot topic while the
appropriateness and benefit of
the new Quality of Care
Amendment (Minimising the
Use of Restraints) Principles
2019 is debated (Human
Rights Watch 2019).
Encouragingly, the issue of
restrictive practices in aged
care is one of three areas
identified by the Royal
Commission as needing
urgent attention, rather than
waiting for the final reporting
and recommendations
due in November 2020
(Commonwealth of Australia
2019).

Hurdles to overcome

While we have seen that aged
care staff and GPs are
interested in and have
engaged with the Empowered
message, translating this
knowledge remains a hurdle
to overcome. In particular, if

we are to expect more
engagement from GPs
regarding consent, we need to
address important barriers
such as time constraints and
lack of adequate remuneration
for GPs attending to patients
in aged care facilities.

We acknowledge the
resistances and barriers to
engagement with some of
these issues from practitioners,
aged care providers as well as
people with dementia and
their families. As we move
into the final stages of the
Empowered Project, our next
steps are to try and break
down some of these barriers
through developing and
providing easily accessible
resources for both community
and clinicians on identifying
people nearing the end of life
(Markham et al 2019), security
of tenure in aged care (Peisah
et al 2018)), consent for the use
of psychotropic medicines,
and the often hidden issue of
diversity in aged care (Peisah
et al 2018) which have been the
focus of recent hearings of the
Royal Commission.

There are no easy answers to
the big issues facing aged and
dementia care. However, what
the Empowered Project hopes
to achieve is a greater
awareness for the community,
clinicians and providers of
what quality ethical and
dignified care should look like
for people with dementia.

It starts with us

We hope that the resources we
have created and the messages
we are promoting will be
sustainable. We also hope that
the outcomes from the Royal
Commission will assist in the
development of new policy to
protect people with dementia
from further abuse and
neglect, but we all have a role
to play and that starts with
educating ourselves and
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advocating for those who are
vulnerable and frail. B

For more information

and resources, visit the
Empowered website at
www.empoweredproject.org.au,
and Capacity Australia’s website
www.capacityaustralia.org.au
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