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DEMENTIA

• By 2050, more than 35.6 million 
people are expected to be affected 
(WHO, 2018).
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Presentation Notes
Let’s talk about Dementia.

Due to population ageing, It is expected to have a dramatic increase in dementia prevalence across the world

Dementia is a progressive irreversible clinical syndrome that have widespread impairment of cognitive behavioral function which may include …
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Presentation Notes
…memory loss, language impairment, personality change, difficulties with activities of daily living, self neglect and psychiatric syndromes





PROLONGED & PROGRESSIVE…

>>     >>     >>     >>     Progressive decline     >>     >>     >>     >>     >>     
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Presentation Notes
The disease course that dementia usually follows is one of prolonged and progressive disability, some may live an average of 8 – 10 years (some as long as 20 years) after diagnosis. 
The level of baseline function is often low as the disease primarily affects older adults who already have accumulated many other co‐morbidities.

Due to the prolonged and progressive cognitive, behavioral and functional changes…
Dementia is a heavy burden for patient and also their family and 
families and society at large.

End of life experience of this population is unique and providing end of life care to this population of patients and their family facing a lots of challenges. 



UNIQUE END-OF-LIFE EXPERIENCE
• To examine the end-of-life

experience of individual with
dementia and dying from cancer.

Semi-structured interviews

• Participants:
 17 Bereaved Family Caregivers 

 4 Professionals caregivers 
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In view of this, I have conducted a qualitative study to examine the end-of-life experience of people with dementia and dying from cancer. 
I have interviewed 17 family caregivers and 4 professional caregivers. 
The analysis is still under progress… however, I am very grateful to have the chance to meet all this caregivers and have some preliminary insights after the interviews with them. 




GUILT AND REGRET SURROUNDING 
PAST DECISION-MAKING

Sometimes I asked my 
mother in law, did we make 
a wrong decision of 
sending him to OAH? This 
is my regret.
(Iris; Daughter-in-law)

My regret is…he has many wishes and things that 
he wanted to do, but he couldn’t tell!
(Grace; Daughter-in-law)

It’s a heartache…inserting feeding 
tube!...If I could choose one more 
time, I won’t choose tube feeding. 
I would let it be. 
(Diana; Daughter)
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Many family caregivers were tearful during the interviews. Behind all these tears were the guilt and regret surrounding their past decision-making.

For example, Iris, daughter in law of the PWD told me, 
“Sometimes I asked my mother-in-law, did we make a wrong decision of sending him to OAH? This is my regret.” (Iris; Daughter-in-law)





叫我諗返…有少少遺憾既…我自己個人意見。我有時問返我奶奶，會唔會決定錯呢？擺佢去老人院？妳…問我，我既遺憾。 (f09; daughter-in-law)

因為佢周圍走，同埋佢…去一次醫院，身體狀態越嚟越差，會覺得佢係…會唔會累咗佢呢？俾佢入老人院。 (f12; daughter)

遺憾既嘢，其實到現時嚟講，真係唔知道佢想點﹗亦都唔知道有啲乜嘢要處理﹗好似佢返咗大陸住十年，佢有間屋架。點樣處理呢？我哋亦都唔知﹗咁樣…變咗好多嘢都會…好模糊囉，唔知點去處理佢既嘢﹗老實講，佢安唔安心呢？我哋亦都唔知﹗係嘛？因為好多嘢都無法子處理度。(f07; dauhghter in law)
遺憾就係…佢好多嘢、好多心願、好多佢要想做既嘢，根本就無法子講到﹗(f07; daughter in law)
我好心痛…插喉﹗但後來已經唔插唔得嘞﹗但如果你俾我揀一次呢，唔會插喉，由佢。(f04 daughter)

其實有時諗返轉頭，究竟…醫生講話，我爸爸…救與唔救之間呢，究竟係救好？定唔救好？如果佢真係…走到果一步。究竟咁既決定係咪唔啱？啱得唔啱？ (f02 daughter)












GUILT AND REGRET 
SURROUNDING PAST 

DECISION-MAKING

(Corey & McCurry, 2017; Dempsey et al., 2018)

Living 
arrangement Tube feeding

Treatment 
options 
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Guilt and Regret Surrounding Past Decision-Making were found in other qualitative studies. 
Former caregivers often expressed feelings of regret and guilt surrounding decisions they made while caregiving, particularly the decision to pursue nursing home placement for the care recipient. Some family caregivers also shown uncertainties and regret about their decision on tube feeding or treatment options in the end of life. 




WHY IS PLANNING AHEAD IMPORTANT 
IN PEOPLE WITH DEMENTIA?

• Allowing patient to share their views 
on future care and what is important. 

• Reassuring for family caregivers to 
know that care is being given in the 
way that the patient would want. 

Planning ahead 

>>     >>     >>     >>     Progressive decline     >>     >>     >>     >>     >>     

Presenter
Presentation Notes
That’s why you can see that ACP acturally is very important for the patient and their family. 
As their illness progresses, person with dementia have to face a lots of challenges and loss and they have often lost their ability to understand and make qualified statements and choices on their own.
Advance care planning is an opportunity to share wishes, preferences, and refusals of treatment, and transfer decision making while their capacity is retained. 

The optimal goal must be to openly discuss and document ethical and practical issues with the patients and their relatives before cognitive failure becomes a problem.

 By then, planning aead not only allowing the patient to share their views on future care and what is import, it could also reassure family caregivers to know that care is being given in the way that the patient would want.




B E N E F I T S  O F  A C P  F O R  
P E O P L E  W I T H  D E M E N T I A  

Dixon, et al., 2018
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A number of studies have specifically looked at advance care planning for people with dementia and also identified positive benefits.



(Dixon, et al., 2018; Garden et al., 2016;  Vandervoort et al., 2014; Livingston et al., 2013; Kiely et al., 2012)

Decreased hospital admission 

Died in preferred place

Improved carer satisfaction 

Decreased emotional distresses 

Decreased physical distresses 

Consistent end-of-life care 

Improved satisfaction of end-of-life care 

BENEFITS OF 
ACP FOR 

PEOPLE WITH 
DEMENTIA 
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For example, a large study in the UK, found that person with dementia, living in long term care home, with completed ACP sent to their care home had significantly reduced hospital admission, higher percentage of residents died in preferred place and higher carer satisfaction than those without an advance decision.




ADVANCED CARE PLANNING 
FOR PEOPLE WITH DEMENTIA
• Increased focus on the benefits of ACP for people 

with dementia  (Beck et al., 2017; Brazil et al., 2016)

• Low completion among people with dementia.
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While systematic reviews confirm that early attention to advance planning maximizes autonomy and increases the likelihood that the person living with dementia will have individual preferences and wishes honored, there is a gap in translating this knowledge into practice (Robinson et al., 2010).

The completion rate of SACP among people with dementia is still low 

Discussions of ACP mostly initiated when patient was admitted to the long term care facilities
Often too late,  resulting in anxiety for proxy decision makers 




D E M E N T I A  P R E S E N T S  
P A R T I C U L A R  C H A L L E N G E S  

F O R  
A D V A N C E  C A R E  P L A N N I N G

(Sampson & Burns, 2013) 
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So, we are asking why—in view of the pressing agenda for better end-of-life care and the documented benefits to patients, their carers and families, and health-care systems—is it so rare to find a person with dementia who has had the opportunity to engage in advance care planning? “dementia presents particular challenges for advance care planning”. 



CHALLENGES: 

The nature of the illness

Current service configuration

Problems relating to professionals 

Challenges relating to patients & families

(Beck et al., 2017; Brown, 2015; van der Steen et al., 2014)
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Challenges:
The nature of the illness
Current service configuration
Prblems relating to professinals
Challenges relating to patients and families




T H E  N AT U R E  O F  
T H E  I L L N E S S



(Dening, 2015)

THE NATURE OF THE ILLNESS

• Loss of capacity
Years….

Are we talking 
about 2022 ? ??

?

• Protracted decline

Discussion about end-of-life care will be in 
reference to events that happen many years 
thereafter. 
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Loss of capacity & Protracted decline means that any capacitous discussion about end-of-life care will be in reference to events many years thereafter. 
Not only Patients and families, but sometimes Professionals also  struggle to anticipate deterioration.




(Melis et al., 2013; Dening, 2015)

THE NATURE OF THE ILLNESS

Years….

Are we talking 
about 2022 ? ??

?

• Multimorbidity  an accelerated decline in 
people with dementia 

• Difficult to: Understanding a prognosis &  Making 
advance care decision 
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A population-based cohort study of 310 people with dementia, which compared their illness trajectories with those of 679 people without dementia, found that multimorbidity was related to an accelerated decline in people with dementia.  
It makes it even more difficult for the patient and caregivers to: Understanding a prognosis & Making advance care decision 
failed to have discussions about end of life care when the person with dementia still had capacity. Such difficulties may be ameliorated if the person with dementia uses their autonomy to articulate their wishes for end of life care before they have lost capacity.




(Dening, 2015)

THE NATURE OF THE ILLNESS

Years….

What are the 
plan? ??

?

• The ability to consider future thoughts and 
actions becomes compromised as dementia 
progresses thus affecting decision-making 
abilities (Fratiglioni & Qiu, 2013). 

– Possible to develop plans (Poppe et al., 2013)

– Difficult to think about themselves in the 
future (Dening et al., 2012). 
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The ability to consider future thoughts and actions becomes compromised as dementia progresses-> thus affecting decision-making abilities

Some Possible to develop plans 

Whie others find that its Difficult to think about themselves in the future



C U R R E N T  S E R V I C E  
C O N F I G U R A T I O N



CURRENT SERVICE CONFIGURATION

• A fragmented set of interactions with 
different health-care services

• Day-to-day management of the condition 
relies on families and communities.

• Coordinated support through the course of 
the illness is lacking

(Brown, 2015) 

Natural of 
Dementia ? Options in 

end-of-life care
?

Lack of a broader public understanding
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Another challenges to good advance care planning in dementia lie in ways in which services are currently available, and in the lack of a broader public understanding both of the natural history of the illness and of the options in end-of-life care. 
At present, the pathway for person with dementia is likely to include a fragmented set of interactions with different health-care services, while the day-to-day management of the condition relies on families and communities. 
Coordinated support through the course of the illness is lacking. Which does not facilitate PWD or their families to plan for future needs. 




P R O B L E M S  
R E L A T E D  T O  
P R O F E S S I O N A L S  



PROBLEMS RELATED TO 
PROFESSIONALS 
The anxiety that health and social care 
professionals can often feel in initiating ACP :

• A lack of understanding of the options for 
later-life care

• A lack of confidence in discussing end-of-life 
care

• A lack of time 

• Language and communication difficulties

(Brown, 2015; Thomas & Lobo, 2011;Beck et al., 2017) 
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Some studies found that professionals sometimes avoid ACP discussions because of a lack of understanding of the options for later-life care and a lack of confidence in discussing end-of-life care. 

But actually, these issues can be addressed through training and support.  Training could also provide to health care asisstance



C H A L L E N G E S  
R E L A T I N G  T O  

P A T I E N T S  &  
F A M I L I E S



• Lack of knowledge and awareness

??
?

Living will?

(Dickinson et al., 2013)

I suppose it was just the financial side 
that that they talked about. I didn't 
realize there was two different ones. 
(Carer, Wife)
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Many PWD did not have knowledge, or even they did have some knowledge of ACP, they often referred to them as “living wills” , which is more on the financial side …



??
?

When?

• Finding the right time

. . . we’re just sort of ignoring it for a 
while because it's not really affecting us 
in any great detail, so we’re just 
plodding on. . . (Person with Demenita)

(Dickinson et al., 2013)

Discussions of ACP mostly 
initiated when patient was 
admitted to the long term care 
facilities (Robinson et al., 2011; Froggatt 

et al., 2015).
Often too late  resulting in 
anxiety for proxy decision 
makers (Happ et al, 2002; Robinson et al., 

2011; Beck et al., 2017)
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A second barrier identified by participants,
Participants reported that they would be willing to engage in planning for their future healthcare; however, they felt the timing was not right for them just yet. The “right” time was hard for participants to define but often participants were confident that they would be able to judge when it was right for them.
Although the time of diagnosis was commonly seen as too early to begin the process of ACP, participants similarly felt that there was a clear period of time when it would be too late to discuss ACP.




??
?

My wife will 
make the 
decision !

• Preference for informal discussions
(Dickinson et al., 2013)

Yeah, I know she would do the right 
thing and she knows I would do the 
right thing you know so it's not a 
problem. (Person with Dementia)
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Having discussions and making informal plans with family; the latter were considered more flexible and this was valued when there was so much uncertainty about the future. The most common informal plan discussed by participants was that of a family member making decisions on behalf of the person without capacity; many believed their families would make the right decision for them at the time. 




Do family caregivers know the 
treatment preferences of people 
with early dementia?
• Family caregivers had a low to moderate agreement on preferences for end of life 

treatment 

• even when the caregivers and person with dementia perceive the care-giving/receiving 
relationship is good. 

(Dening, 2016)
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A cross-sectional study interviewing 60 dyads, To explore whether family carers’ choices show agreement with the end of life care preferences of the person with dementia for whom they care and what factors influence this.

Results

Key finding are that family carers had a low to moderate agreement with PWD on preferences for end of life treatment even when the carer and PWD perceive the care-giving/receiving relationship is good.
 




??
?

Can I talk 
to you?

• Lack of support to make choices about future healthcare
(Dickinson et al., 2013)

Oh you’ve got to have the doctor there 
to explain it all. It’s too complicated to . . . 
it’s not a decision you can make yourself. 
(Carer, Wife)
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Participants reported a lack of help for people who wanted to make decisions about their future healthcare: many did not know who to turn to for advice about the three health-related components of ACP but had ideas about who they would prefer to help them. 




??
?

Is it impossible?

• Constraints on choice around future care options

(Dickinson et al., 2013)

Actually talking about going into care, I 
have no thoughts of going into care 
but . . . . I know that there’s every 
possibility like other people I could have 
to go into care (Person with dementia)

Presenter
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They did not make formal ACP documents, related to perceptions about choice, or the lack of choice, around future care options. Some participants felt their wishes were unlikely to be met even if they voiced them, due to limited care options in the current health and social care systems. 




(Dickinson et al., 2013)

‘False Promise’

Limited resources + the practicalities of caring for a 
person

 not possible to support their advance wishes
 may unfortunately face conflict with what their 

loved ones had previously expressed

(Sampson & Burns, 2013)

(Livingston et al., 2010)

persistent feelings of guilt that have extended 
into her post-caregiving life

(Corey & McCurry, 2017)
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Limited resources + the practicalities of caring for a person with complex needs with changing circumstances

Families might not possible to support their advance wishes
May unfortunately face conflict with what their loved ones had previously expressed
Persistent feelings of guilt that have extended into her post-caregiving life



This demonstrates the potential stress faced by the carer in an already difficult situation. 





ADVANCE CARE 
PLANNING (ACP) 



W H A T  C A N  W E  D O ?



WHAT CAN WE DO?
• To bring together the expertise of dementia care practitioners 

and palliative care specialists in responding to advanced dementia

(Advanced Dementia Practice Model,  Alzheimer Scotland, 2015; Brown, 2015). 
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Lack of coordinated care. 

To bring together the expertise of dementia care practitioners and palliative care specialists in responding to advanced dementia. 

e.g. joint clinic 



WHAT CAN WE DO?
• To share information on the course of the illness. 

(Advanced Dementia Practice Model,  Alzheimer Scotland, 2015; Brown, 2015). 
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We need to be far more skilled at information sharing and supporting informed decision making.

For people with dementia to make valid decisions, they need to know what it means to have dementia, what the future might involve, and what decisions will have to be made. 

Education and training: Stevens and Whyte (2011) proposed the inclusion of health-care assistants in education, given that they are privy to sensitive information when providing intimate care.




WHAT CAN WE DO?
• To gain support of the wider media

(Advanced Dementia Practice Model,  Alzheimer Scotland, 2015; Brown, 2015). 
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we need the support of the wider media in generating a fuller public understanding of dementia and in tackling, myths around end-of-life care.
Truly informed decision making needs patients, families, and the public to be brave enough to have some very difficult conversations.



WHAT CAN WE DO?
• To empower those closest to the person to make decisions with 

education and support. 

(Advanced Dementia Practice Model,  Alzheimer Scotland, 2015; Brown, 2015). 

Presenter
Presentation Notes
Central to good dementia care is respect for autonomy through enhanced empowerment
 
To empower those closest to the person to make decisions with education and support. 

Anticipatory care planning is a sensitive issue that requires a considered approach. 
Emotional difficulty of contemplating the future for the person




LOSS & GRIEF
PERSONHOOD  
• Loss and grief are fundamental 

parts of the dementia experience.

• Promote personhood throughout 
the person’s journey. 

PAST

PRESENT

FUTURE
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Loss and grief are fundamental parts of the dementia experience. 

Central to good dementia care is respect for autonomy and promote of personhood throughout the person’s journey. 

People living with dementia and their family are facing a lot of losses… their past, present and now their future.  

The discussion of ACP could ensure people with dementia to be part of their own future and maintain their personhood throughout their journey with dementia. 




W I S H E S  
C O M E  T R U E

Presenter
Presentation Notes
Advance care planning (ACP) provides an opportunity for patients with dementia to discuss and document their future care preferences before the loss of cognitive capacity. While some studies suggested early identification of the incurable nature of dementia and early discussion of advance care planning before the deterioration of cognitive function would facilitate decision-making during advanced dementia; take up of ACP within this population is low. In this sharing, the key challenges and facilitators of the use of ACP within the dementia population will be discussed. 
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THANK YOU! 
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