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‘elephant in the room’

Idiom:
Figure of speech; there is 
an obvious problem or 
difficult situation that people 
do not want to talk about.



1. Dementia

3. Language
4. When 5. Who

7. Family 
carers

6. Adaptation

2. Death, dying 
& prognostication

9.  ?

8. Uncertainty



But first…..what is Advance Care Planning

Defined as a process of discussing and recording of wishes, values, and 
preferences for future care and treatment held between an individual, family 
members and their care provider(s) that takes effect when the person loses 
capacity. 

NICE recommend: (2018, 1.1.12)

Offer early and ongoing opportunities for people living with dementia and 
people involved in their care to discuss:

The benefits of planning ahead.
Lasting power of attorney (for health and welfare decisions and 
property and financial affairs decisions).
An advance statement about their wishes, preferences, beliefs and 
values regarding their future care.
Advance decisions to refuse treatment.
Preferences for place of care and place of death.
Be offered opportunities to review and change any advance 
statements and decisions they have made.
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(1
) Dementia is a progressive and irreversible neurodegenerative disease - life-

limiting.

Approximately 850,000 people in the UK are living with dementia.

It is estimated that 1 in 3 people aged 65 years and over will die either with or 
from dementia.

Research evidence (and media coverage) suggests that people with dementia 
may not receive the care they need at the end of life. 

NICE recommend: (2018, 1.1.12)

Offer early and ongoing opportunities for people living with dementia and 
people involved in their care. 
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(2
) Factors that may complicate ACP in dementia:

Retrospective memory.

Prospective memory.

Planning and organising.

Attention and concentration.

Communication and speech.

Decision making and decisional capacity.

Fluctuating communication and capacity.

Variable rate of disease progression.

Unpredictable prognosis.
“Time…..this is the 

most valuable 
thing you can give 
the person with 

dementia…”



Accurate prognostication in older people with non-malignant disease 
may not be realistic.

No risk prediction tool has been developed of sufficient accuracy, 
reliability or validity for use in clinical practice.

They may have been frail for so long or declined so slowly – often with 
previous “false alarms” – that it is hard to recognise or believe.

Waiting for an additional event – unpredictable or “random” time frame.
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The more advanced the dementia or the  greater the co-existence of 
frailty/disability or co-morbidity the more likely that event becomes.

Your knowledge of the patient means you can predict what acute events 
are most likely to occur.

Your discussions with the patient and/or their family can identify and 
prepare for how they would wish to be cared for if/when such an event 
occurs.
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Treatment Escalation Plan

Advance Care Planning
Living Will

Anticipatory Care PlanRESPECT

Advance Statement

Lasting Power of Attorney

Wishes & Preferences

Coordinate My Care

Enduring Power of Attorney

This is me

Advance Decisions to Refuse Treatment

DNAR
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Goals of Care “Health professionals 
need to think about how 
they talk about ACP and 

avoid technical language”.



Transition points Healthcare events

• Time of diagnosis of dementia

• When undertaking a Lasting Power 

of Attorney for finance (consider 

LPA personal welfare) 

• Care plan/package review for 

community home care

• Changes of care setting; transfer to 

acute care or residential care 

setting, etc.

• Changes in family carers’ situation 

(illness, death, etc)

• Deterioration or decline in the 

persons condition

• Person presenting with complex 

symptoms

• Person presenting with difficulty with 

nutrition and hydration

• Decreasing response to anti-biotic 

treatment

• When the question of a need for 

further medical investigations of 

treatments arise

• Discussions about attempting cardio-

pulmonary resuscitation

• Changes to the health status of the 

family carer.
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“Not a ‘one off’ 
conversation or static in 

time….giving 
information…time to 

process…return to 
discussions….review…..”



Advance Care Planning

Reactive Proactive

No planning until a problem 
arises

Advance Care Planning

AE attendance

Prolonged
hospital stays

Increased 
morbidity/
mortality

Increased 
healthcare 

costs

Reduced 
hospital 

admissions

Reduced 
morbidity/
mortality

Increased QoL

Healthcare 
savings
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“ACP is not seen as part of 
a services ‘normal 

routine’, whether that is 
assessment or 

conversations…seen as a 
separate entity”

‘hot potato’

Idiom:
Figure of speech; a problem or 
situation that is difficult to deal with 
and causes a lot of disagreement.



Response shift.

Capacity.

Difficult conversation.

Over protection.
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“Carers can often be over-
protective of the person 
they care for and think 

that avoiding such difficult 
issues is better for them”. 

Joe



Family carers are often assumed to know what decisions people 
with dementia would have made had they not lost capacity. 

Decisions may often involve complex issues around whether to 
treat or whether to withhold treatment.  

There may be several treatment options to choose from, and in 
certain contexts the decision will also be important (e.g. in a crisis 
as compared to states of chronic ill-health).  

Overlaid on this are the perspectives, preferences and wishes for 
future care of the person for whom decisions are to be made.  

For clinicians, it may often be difficult to know whether proxy 
decision-making and treatment choices are consistent with the 
previously expressed wishes of the person with dementia. 
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However…..

Carers’ ability to accurately predict the person with dementia’s 
treatment preferences (in the absence of previous discussions or an 
ACP) was no better than chance (lower that 35% accuracy).

The more psychologically distressed a carer was the less able they were 
able to predict treatment preferences of the person with dementia in 
future scenarios and where the treatment was more aggressive, i.e. 
CPR and tube feeding.

High levels of uncertainty.

(Harrison Dening et al. 2016) 
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Three key areas of uncertainty: 

1. Treatment uncertainty

What treatment is the 'right' treatment? 

2. Relational uncertainty 

Who should do what and when? 

3. Service uncertainty

Which setting EoL care should be delivered and by whom? 

(Goodman et al. 2015)
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The main barrier to enabling a person with dementia to both live 
well and die well is the lack of care continuity across the whole 
trajectory of dementia. 

Continuity in a palliative care approach in dementia is often not 
achieved well in the UK, largely because of the commissioning 
divide across health and social care which means that the course of 
dementia care is often very fragmented. 

BUT…even where a case management model exists to resolve these 
issues, commissioning that relates to sections of the dementia 
journey prevail causing fragmentation.

(Harrison Dening et al. 2018)
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Holding ‘the difficult conversation’

Time.
Values and preferences - what is important to them.
Face to face. 
Who is present? 
Be clear. 
Familiar language. 
Environmental factors. 
Non-verbal communication. 
Active listening.  
Use other ways to communicate
One question at a time.  
Mirroring. 
Communication model.
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Resources

The Conversations Game TM

Talking Mats TM

FINK cards TM

Let me decide.

Difficult Conversations. 
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1. Treatment uncertainty

Is there treatment uncertainty in your filed of practice? 

2. Relational uncertainty 

Is there uncertainty about who should do what and when in  your  
locality? 

3. Service uncertainty

Which service or discipline do you feel is best suited to deliver ACP? 
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1. Dementia

3. Language
4. When 5. Who

7. Family 
carers

6. Adaptation

2. Death, dying 
& prognostication

9. Trunk!

8. Uncertainty



Karen.harrison-dening@dementiauk.org

Thank you 
for listening
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