PRIORITY BRIEFING

The purpose of this briefing paper is to aid Stakeholders in prioritising topics to be taken further
by PenCLAHRC as the basis for a specific evaluation or implementation research project. They
were compiled in 2-3 days.

At what stage of the Dementia diagnostic process should advanced care
planning be raised?

Question ID: 17

Question type: Intervention

Question: At what stage of the Dementia diagnostic process should advanced
care planning (ACP) be raised?

Population: Patients attending a local Memory Clinic who are given a diagnosis
of Dementia (or Mild Cognitive Impairment — MCI).

Intervention: Have a specific interview/contact session with the patient (and
carer) some time (within months) following a diagnosis of Dementia (or MCI), to
discuss End of Life decisions and Advanced Care Planning (wills, Power of
Attorney etc) in addition to the initial diagnostic interview (and information pack).
The deliverer of the session may/may not need training but does not need to be a
consultant or clinical specialist.

Control: Patients who have also been given a diagnosis of dementia at a local
Memory clinic and received the information pack but not had the additional
interview/contact session about Advanced Care Planning.

Outcome: Patients to have greater knowledge around Advanced Care Planning,
be comfortable with the notion of needing future care and hopefully will have
undertaken the process of preparing Lasting Power of Attorney and Advanced
Care Plans. It would also be important to measure the patient/carer’s experience
of the additional session as it may be too distressing and have a negative impact
on the patient/carer and their future relationship with dementia services. In the
future ACP may reduce distress for both carers and patients and avoid medical
interventions at end of life. This would add to the current knowledge of this issue
and help develop a local care pathway for Advanced Care Planning as part of
everyday practice in the management of Dementia.

Dementia:

Dementia is a common condition characterised by loss of cognitive functions
such as memory and problem solving beyond what would be expected from
normal ageing. The diagnosis of dementia also requires that the person’s
cognitive functions have declined to the extent that it interferes with their work,
social activities, self-care or relationships with others. Treatment options that are
currently available are largely limited to treating symptoms such as difficulties in
maintaining attention. For the majority of people with dementia there is currently
no treatment that will alter the course of the disease.

Advanced care planning (ACP):
ACP is a process of discussion between an individual and their care providers. If
the individual wishes, their family and friends may be included. With the




individual's agreement, discussions should be documented, regularly reviewed
and communicated to key persons involved in their care.

Examples of what an ACP discussion might include are:

the individual’s concerns
their important values or personal goals for care
their understanding about their illness and prognosis

e particular preferences for types of care or treatment that may be beneficial
in the future and the availability of these.

The difference between ACP and care planning more generally is that the
process of ACP will usually take place in the context of an anticipated
deterioration in the individual’s condition in the future, with attendant loss of
capacity to make decisions and/or ability to communicate wishes to others.

The Health Problem:

The National Dementia Strategy states that there are over 700,000 people with
dementia in the UK (1 in 20 over the age of 65 years and 1in 5 in the over 80s)
which costs the economy roughly £17billlion per year. In the next 30 years it is
predicted that the number of people with dementia will double to 1.4million and
the cost will treble to around £50billion per year (DoH, 2009). There is also a
wider cost to the quality of life and the health needs of those caring for people
with dementia.

In Cornwall there are around 8000 people with dementia and in Devon there are
more than 12,000. This is and will be a considerable burden on health resources.
There are also numerous sufferers admitted to Acute Care Settings at end stage
because their wishes have not been explored or documented appropriately. At
the diagnostic interview the clinician imparts a lot of information around the
diagnosis and has limited time to discuss other areas, it can also seem
inappropriate to discuss future planning in too much detail at this time, when they
are only just becoming aware of the implications of the diagnosis.

Guidelines:

The NICE Guidelines Dementia: supporting people with dementia and their
carers in health and social care (2006) recommend that advanced statements of
care, treatment and Power of Attorney should be discussed whilst the person
with dementia still has the mental capacity to make decisions.

Dementia Care and Diagnosis is one of the Governments key priorities. Objective
12 of the National Dementia Strategy is to improve end of life care for people with
dementia. It goes on to suggest setting up pilot studies in this area as there is
limited evidence and evaluation of the best care pathways. This should be linked
into the Department of Health End of Life Care Strategy. Objective 3 of the
National Dementia Strategy is for good quality information for those with
diagnosed dementia and their carers. This information could then be shared in
the ‘Good Practice Compendium’, which is being developed by the Department



of Health and which is aimed at bringing together examples of good practice in
improving dementia care from across the regions.

The End of Life Care Strategy (DoH, 2008) also recommends that all people
approaching the end of life should be involved in their care planning, though it
does not suggest a particular or structured format for doing this or for ensuring it
is completed as part of a care package.

NHS Priority:
Regional
SW SHA Priorities framework 2008-11
- full implementation of the End of Life Care Strategy in all PCTs
- all health communities will be able by 31 March 2011 to identify the
number of people with a plan for their death and to report the percentage
of cases where the preference about place of death has been delivered
- responding to individual preferences will lead to a 10% reduction year-on-
year in adult deaths in acute hospital

The QIPP agenda advocates for reducing procedures of limited clinical benefit
and adopting best-practice care pathways for long term conditions.

Local
- help to address variability in community and primary care
- CIOSPCT has a particular priorities surrounding dementia due to the
potential burden on health and social care resources

Existing Research:

Published research

No systematic reviews on this topic were identified during the searches
conducted for this priority briefing. No studies were identified that specifically
answered this question though there were studies carried out in the UK, US,
France and the Netherlands that have implications for the delivery or
implementation of ACP. Three studies investigate the importance of the content
of ACP *®! These studies highlight the issue of euthanasia as a potential option
as part of an ACP” particularly in the Netherlands, the use of differing tools which
allow different options for patients and the importance of capturing patient
preferences®, and the use of different methods of presentation of information
during the ACP*.. The research suggests use of a video-decision support tool to
influences initial ACP preferences and makes initial decisions more stable at later
review points. Four studies suggest that concern regarding general
implementation of ACP is justified as potentially at first referral only a fifth of
patients with dementia were competent enough to complete ACP*. Cognitive
competence affects ACP preferences®? with those more capable of making
decisions more likely to choose non-intervention in end of life treatment. Also,
people with dementia suffer different losses at different stages and therefore
accurate assessment of abilities and losses is critical to assist in planning for



their future care needs'®. Research suggests that many people at risk of
becoming mentally impaired are still not completing ACP? and indicates that even
where ACP is implemented many trainee physicians in the UK choose a level of
care different from that in the ACP’ and in some cases the physician is unaware
that it exists®. Confusion also exists among doctors about the legal status of
advance directives, which may limit their usefulness’. One study has suggested a
structured process for conducting ACP discussions, though it has not been
tested* and one theory paper argues the balance between ACP and Best Interest
Standagd which aims to be a more ‘flexible’ approach to end of life care decision
making”.

Ongoing research

No registered ongoing research was identified. However, the abstract written by
Robinson'® and the article written by Exley et al (2010)*? (see references section)
suggests a project may be ongoing in Newcastle to determine the effectiveness
of ACP and to develop tools to aid implementation in practice. A systematic
review has been completed and a paper is expected to be submitted for
publication by the end of the year. Initial results from this review suggest little/no
research has been done on this area in the UK and only five studies
internationally were able to be included in the review (three in USA, one in
Australia and one in Canada). The review highlights the need for high quality UK
based studies to investigate effectiveness of ACP and optimum conditions for
implementation.

Feasibility:

In Cornwall there is a newly commissioned Memory Service and an expanding
ageing population with expected huge increases in numbers of Dementia
Sufferers. A local community matron has been investigating the use of ACP in
nursing homes at which time it is believed that patients have lost the mental
capacity necessary to communicate their wishes.
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Randomised controlled trial conducted between 1 September 2007 and 30 May
2008. Setting Four primary care clinics (two geriatric and two adult medicine)
affiliated with three academic medical centres in Boston. PARTICIPANTS:
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with previously scheduled appointments at one of the clinics. Mean age was 75
and 58% were women. INTERVENTION: Verbal narrative alone (n=106) or with
a video decision support tool (n=94). MAIN OUTCOME MEASURES: Preferred
goal of care: life prolonging care (cardiopulmonary resuscitation, mechanical
ventilation), limited care (admission to hospital, antibiotics, but not
cardiopulmonary resuscitation), or comfort care (treatment only to relieve
symptoms). Preferences after six weeks. The principal category for analysis was
the difference in proportions of participants in each group who preferred comfort
care. RESULTS: Among participants receiving the verbal narrative alone, 68
(64%) chose comfort care, 20 (19%) chose limited care, 15 (14%) chose life
prolonging care, and three (3%) were uncertain. In the video group, 81 (86%)
chose comfort care, eight (9%) chose limited care, four (4%) chose life
prolonging care, and one (1%) was uncertain (chi(2)=13.0, df=3, P=0.003).
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for comfort care were being a college graduate or higher, good or better health
status, greater health literacy, white race, and randomisation to the video arm. In
multivariable analysis, participants in the video group were more likely to prefer
comfort care than those in the verbal group (adjusted odds ratio 3.9, 95%
confidence interval 1.8 to 8.6). Participants were re-interviewed after six weeks.
Among the 94/106 (89%) participants re-interviewed in the verbal group, 27
(29%) changed their preferences (kappa=0.35). Among the 84/94 (89%)
participants re-interviewed in the video group, five (6%) changed their
preferences (kappa=0.79) (P<0.001 for difference). CONCLUSION: Older people
who view a video depiction of a patient with advanced dementia after hearing a
verbal description of the condition are more likely to opt for comfort as their goal
of care compared with those who solely listen to a verbal description. They also
have more stable preferences over time. US.

12) Exley, C. (2010). Advance Care Planning: an opportunity for person-centred
care for people living with dementia
* address the current gaps in the evidence base of ACP.
* synthesise existing evidence from a range of countries on ACP in dementia
care
* identify the factors which facilitate/inhibit the process of ACP within the NHS
* identify the professional competencies and training required to implement
ACP
* explore how ACP can be implemented in the context of loss of mental
capacity, specifically focusing on people with dementia
* To develop guidance for healthcare professionals, patients and carers
regarding the process of ACP in dementia care.
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BACKGROUND: People living with a long term condition may wish to be able to
plan ahead, so that if in future they cannot make decisions, their wishes about
their care will be known; this process is termed Advance Care Planning (ACP). In
dementia, guidance stipulates that ACP discussions should take place whilst the
person still has capacity to make decisions. However there is a lack of evidence
on the effectiveness of ACP in influencing patient choice and resource use. The
aims of this study are to determine the effectiveness of ACP in dementia care,
identify the factors which facilitate the process in practice and provide a better
understanding of the views and experiences of key stakeholders in order to
inform clinical practice. METHODS/DESIGN: The four phase project comprises a
systematic review (Phase 1) and a series of qualitative studies (Phases 2 and 3),
with data collection via focus groups and individual interviews with relevant
stakeholders including people with dementia and their carers, health and social
care professionals and representatives from voluntary organisations and the
legal profession. The conduct of the systematic review will follow current best
practice guidance. In phases 2 and 3, focus groups will be employed to seek the
perspectives of the professionals; individual interviews will be carried out with
people with dementia and their carers. Data from Phases 1, 2 and 3 will be
synthesised in a series of team workshops to develop draft guidance and
educational tools for implementing ACP in practice (Phase 4). DISCUSSION: In
the UK, there is little published research on the effectiveness of ACP, despite its
introduction into policy. This study was designed to explore in greater depth how
ACP can best be carried out in routine practice. It affords the opportunity to
develop both a theoretical and practical understanding of an area which both
patients and professionals may find emotionally challenging. Importantly the
study will also develop practical tools, which are grounded in practice, for all
relevant stakeholders to enable the facilitation of timely and sensitive ACP
discussions.
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