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One of the many challenges faced by 
people living with dementia is being able 

to participate in decisions about their 
own health care. 
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Advance care planning

■ Meant to look at a person’s values, goals, and 
preferences

■ Can improve care by facilitating a plan for the future

■ May decrease anxiety by having ACP in place

■ Provides a mechanism to communicate with caregivers

■ Has been shown to reduce hospitalizations and tube 
feeding for those with advanced dementia

■ Important to share in all settings – PCP, hospital, ER, LTC 
facility to give opportunity to follow
– The person living with dementia may not remember 

their prior decisions OR their surrogate decision-
maker

Each of us is different

 Different in how the disease affects us physiologically

 Different in goals of care before dementia

 Different in goals once a dementia diagnosis is in place

 Different in how those goals change over time as the disease 
progresses

 It’s one thing to make a decision for ourselves… but 
altogether different to make the decision for 
someone else
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the course of Dementia varies….

And, goals of care may differ depending on where you are in the journey

Commonly stated goals for 
persons living with dementia

■ To stay engaged in meaningful activities as long as 
possible

■ To not be a burden to family as the disease progresses

■ To stay at home as long as possible 
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Commonly stated goals for caregivers
of persons living with dementia
■ To keep the person safe

■ To have them stay at home as long as possible

■ To find a way to balance the person living with 
dementia’s wish for autonomy with challenges 
related to their safety

dementia is unlike other diseases 
in that goals of care may be 

person-centered but… 

the goals are intertwined with what 
caregivers are able to facilitate 

whether in a personal 
or professional setting
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Questions to ask as you begin to 
consider goals of care

■ Does the person with cognitive issues have 
decision-making capacity?  
– Include them when possible!

■ Has a surrogate decision-maker who knows 
the person well been identified?
– Need someone who knows the person 

living with dementia in a day to day 
manner well and is willing to participate 
in their care

Why is this a challenge?
■ There is enormous uncertainty about the disease – at early 

stages… is it there or not?  What is the trajectory?

■ As clinicians, we are not so good at prognosticating

■ A reluctance to look to a future and cultural differences that 
impact the discussion

■ Frequent transitions in care make communication of goals 
particularly as they change difficulty

■ Uncertainty about whose role it is to establish goals and 
conduct these discussions  (it’s ALL of us)

■ Limitations of reimbursement

Some of the issues relate to the person with dementia, some to 
clinicians, some to systemic problems… but many of the issues 
are common to everyone.
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Advance Care Planning in Cognitively Impaired Older Adults, Jane deLima Thomas, MD, et al, JAGS, 66:1469-1474, 2018.

Types of Goals to consider
■ Medical care during the course of dementia and at end of life

■ Quality of life- Physical aspects

■ Quality of life- Social/emotional aspects

■ Accessing services and supports

■ Caregiver support

■ I’ll add:
– Quality of life- supported independence

■ Once identified, finding ways to communicate goals is key in 
having them be honored

compiled from a focus group of persons living with dementia at an early stage and their caregivers and published in Qual. Life Res., 
Author Manuscript; available PMC 2018 March 01, Lee A. Jennings, MD, MSHS, et.al. 
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With diminishing ability to 
communicate goals over 

time… starting the 
discussions early matters

What do people tend to care 
about early on?
■ Disclosure/privacy

■ Freedom/autonomy

■ Independence

■ Choices are often ethical dilemmas during 
this time
– Goals of safety and function that bump 

against changing capacity to manage 
day to day tasks such as finances or 
medications
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Things to DO in early stages

■ If not already in place establish:
– Healthcare power of attorney-

appoint a proxy decision-maker 
– Living Will- document wishes 

about healthcare
– Durable power of attorney-

appoint someone to assist with 
business affairs

Questions that may help guide 
discussions for advance care planning

■ What does quality of life mean to the person?

■ How does he or she prioritize longevity, 
function, comfort?

■ During moderate stages of dementia, there is 
changing function but a retained ability to do 
things… like participate in conversations
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The Conversation 
Project

At the end stage of dementia
■ This is often where attention is given 

to establishing goals of care but…. it’s 
at a time when the person can no 
longer participate fully or reliably

■ It is the time when those advance care 
plans can be further implemented 
with medical orders that include
– DNR if the person has said they 

want to have a natural death
– NC-MOST forms in place
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Sample DNR and MOST Documents

How to communicate the 
wishes?
■ Talk early and keep talking

■ Document via legal documents.. HCPOA, DPOA, 
living will

■ Document via medical orders: DNR and NC-MOST

■ Use tools like the Conversation project

■ Consider completing or sharing a sample 
healthcare directive for people with dementia 

■ and talk.. Throughout the disease process
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Why talk about this here today?
■ It is something we all need to keep on our radar 

in the course of our care of those living with 
dementia

■ What kind of care does the person want? 

■ If I have a role in helping to communicate those 
goals, how do I do so?

■ What is my part in honoring their wishes? 

■ People are different and, as possible, we need 
to talk and not assume… take the time to know 
them and honor wishes as we can.   

We talk about this because 
there are no easy answers 

but… it matters and

all of us have a role
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RESOURCES

■ https://www.theconversationproject.org/

■ http://www.caringinfo.org/i4a/pages/index.
cfm?pageid=1

■ http://www.caringinfo.org/files/public/ad/N
orthCarolina.pdf

■ https://www.nhpco.org/wp-
content/uploads/NorthCarolina.pdf

https://olliasheville.com/special-
programs#advance-care-planning 

get your living will and power of attorney for health 
care legally documented….for free 

(workshops scheduled every 4 months)

A WONDERFUL RESOURCE IN THE COMMUNITY: 

Advance care planning workshops at OLLI
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“It’s always too early 
until it’s too late”

The Conversation Project 

I recommend starting now

THANK YOU!
Virginia H. Templeton, MD

Director, MemoryCare

templeton@memorycare.org

100 Far Horizons Lane
Asheville, NC 28803

828-771-2219, www.memorycare.org


