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Today

(1) What is palliative care? (When) does it apply to dementia?

(2) Care for families

(3) Advance care planning 



What is palliative care?

“Palliative care is an approach that improves the 
quality of life of patients and their families 
facing the problem associated with life-
threatening illness, through the prevention and 
relief of suffering by means of early identification
and impeccable assessment and treatment of pain
and other problems, physical, psychosocial and 
spiritual”

(WHO definition of palliative care, 2002)



WHO: applies to “patients and their families facing the 
problems associated with lifethreatening illness”

European Association for Palliative Care (EAPC): 
“care of patients whose disease is not responsive to
curative treatment”

European Union Geriatric Medicine Society (EUGMS): 
applies to “progressive, advanced disease for which the 
prognosis is limited”

To which diseases does palliative care apply?



Prognostication is difficult

Even people with advanced dementia may live for
a number of years

Cannot be cured, life limiting
Focus on quality of life
Patients and families

- progressive cognitive and physical decline
- challenging behavior

Does palliative care apply to dementia?



Cannot be cured, life limiting
Focus on quality of life
Patients and families
Anticipation of problems
Symptom burden

Does palliative care apply to dementia?



 Symptoms at the end of life
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(Dutch End of Life in Dementia (DEOLD) study 2007-2011;
Hendriks, Smalbrugge, Hertogh, and van der Steen, JPSM 2013)



Cannot be cured, life limiting
Focus on quality of life
Patients and families
Anticipation of problems
Symptom burden
Good death: low symptom burden and dignity

Does palliative care apply to dementia?



 Family perception of what patient finds a good death

Preferences / priorities patient according to family,
after death of their loved one, measured with the 
“Preferences About Death and Dying (PADD) instrument”

Symptoms (pain under control, breating comfortably)
“Whole person concerns” 
(includes “keep dignity and self-respect”)

(van der Steen et al., Int J Geriatr Psychiatr 2011)



 A good death

A good death with dementia is the same as a good death without dementia



 Family perception of what patient finds a good death

Preferences / priorities patient according to family,
after death of their loved one, measured with the 
“Preferences About Death and Dying (PADD) instrument”

Symptoms (pain under control, breating comfortably)
“Whole person concerns” 
(includes “keep dignity and self-respect”)

Less important, for example: practical issues (costs, funeral
arrangements)

(van der Steen et al., Int J Geriatr Psychiatr 2011)



Cannot be cured, life limiting
Focus on quality of life
Patients and families
Anticipation of problems
Symptom burden
Good death: dignity and low symptom burden
Complex, specific needs
Person-centered, holistic, multi-disciplinary care

….

Does palliative care apply to dementia?



“I feel that palliative care is important in older people with 
Alzheimer’s disease and other progressive dementias”

consensus among panel of 64 international experts 
including 2 from Israel

Strongly agree Moderately Neither agree, Moderately Strongly
agree nor disagree disagree disagree

84% 11% 5% 0 0

(European Association for Palliative Care, EAPC 
white paper on palliative care in dementia, Palliat Med 2014)

Does palliative care apply to dementia?



EAPC white paper on palliative care in dementia based
on a Delphi consensus study

Defining palliative care in dementia
Defining optimal palliative care in dementia
Care goals
Research agenda

All based on:  
- evidence
- expert consensus 

(van der Steen, Radbruch et al., on 
behalf of the EAPC, Palliat Med 2014

Does palliative care apply to dementia?



If so, is it any different from usual dementia care?
Dementia palliative care:

Emphasises advance care planning 
Anticipates death and recognises the dying phase
Includes systematic monitoring and addressing of symptoms
Includes bereavement care, but not a pre-diagnosis trajectory
Includes an explicit focus on spiritual care, less so: physical

environment and practical issues

Is anticipating death helpful?

Caregivers believe early that dementia is a disease you can die from

 patient’s death more comfortable
(van der Steen, Onwuteaka-Philipsen, et al., BMC Med 2013)

Does palliative care apply to dementia?



When does palliative care apply in dementia?

“End of life palliative care” 

= “the special form of continuing care when a 
person with dementia is close to the end of his or 
her life”

“the journey of dementia care from diagnosis to 
palliative care.”

(Dementia a public health priority, WHO 2012; World Alzheimer report, 
Alzheimer’s disease international, 2009)



Domain1. Applicability of palliative care

(European Association for Palliative Care, EAPC 
white paper on palliative care in dementia, Palliat Med 2014)

Recommendation

Improving quality of life, maintaining function and 
maximizing comfort, which are goals of palliative care, can 
be considered appropriate in dementia throughout the full 
disease trajectory, with emphasis on particular goals 
shifting over time from diagnosis until after death. 

When does palliative care apply in dementia?



(European Association for Palliative Care, EAPC 
white paper on palliative care in dementia, Palliat Med 2014)

INTACT      MILD        MODERATE           SEVERE         AFTER DEATH

Figure. Dementia progression and suggested prioritising of care goals
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When does palliative care apply in dementia?



“I feel that palliative care is MORE important in care and 
treatment of older people with SEVERE dementia as it is 
to LESS SEVERE dementia”

NO consensus among panel of 64 international experts

Strongly agree Moderately Neither agree, Moderately Strongly
agree nor disagree disagree disagree

47% 16% 10% 16%   10%

(European Association for Palliative Care, EAPC 
white paper on palliative care in dementia, Palliat Med 2014)

When does palliative care apply in dementia?



What is palliative care, and (when) does 
it apply to dementia? – in sum

Palliative care is holistic, multidisciplinary care aimed at 
quality of life for people with life-threatening illness and 
their families

People with dementia will benefit from palliative care, 
according to experts from around the world in a recent 
consensus study from the European Association for Palliative 
Care (EAPC)

Anticipation is key in palliative care

It may apply throughout the disease trajectory, but care 
aimed at quality of life (comfort and functioning) may 
become more important with more severe dementia



By definition part of palliative care for people with dementia

Family roles in caring for people with advanced dementia 

Care giver

Care recipient (emotionally involved, pre-grief)

Proxy decision maker (substitute, or involved) 

Provide information about care preferences

Help interpret behavior  pain, challenging behavior

Provide feedback to help improve the care

(2) Care for families



Care for families
By definition part of palliative care for people with dementia

Family roles in caring for people with advanced dementia

Care giver: care giver burden in community settings!

Dutch national survey among caregivers in the community: 
-Burden higher with dementia compared to other diseases
-Burden higher towards the end of life, regardless of dementia
-No more positive caregiving experiences at the end of life for
caregivers caring for people with dementia
(Boogaard et al, work in progress)



Care for families
By definition part of palliative care for people with dementia

Family roles in caring for people with advanced dementia

Care giver: care giver involvement in nursing homes 

Even after admission to a nursing home, many families want 
to be involved in the care for their loved ones, but preference
for tasks differs
(e.g., Shield et al., JAGS 2005; Port et al., Gerontologist 2005)

However, very high frequency of visits may signal family 
concerns about the quality of care
(Shield et al., J Palliat Med 2010; Grabowski and Mitchell, Med Care 2009; 
Tornatore and Grant, J Gerontol B Psychol Sci Soc Sci 2004; )



Care for families
By definition part of palliative care for people with dementia

Family roles in caring for people with advanced dementia

Care giver: care giver involvement in nursing homes 

Programs to involve family in the care in nursing homes / 
residential homes / assisted living (workshops to reinforce
meaninful roles,  residents > half with dementia), may decrease
burden of care, but increase guilt and conflict with staff
(Zimmerman et al., Seniors Housing & Caring Journal 2013)

Programs specific to advanced dementia and
at the end of life: only Namaste Care
(Joyce Simard and Ladislav Volicer)



Care for families
By definition part of palliative care for people with dementia

Family roles in caring for people with advanced dementia 

Care giver

Care recipient (emotionally involved, pre-grief)

Proxy decision maker (substitute, or involved) 

Provide information about care preferences

Help interpret behavior  pain, challenging behavior

Provide feedback to help improve the care

Support 
needed!



Care for families
By definition part of palliative care for people with dementia

Family roles in caring for people with advanced dementia 
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Care for families
Provide feedback to help improve the care
Even after death



Care for families
Provide feedback to help improve the care
Even after death

(Volicer et al., 
ADAD 2001)

Comfort in dying

Scales for 
Evaluation of 
End-of-Life 
Care in 
Dementia 
(EOLD scales)

a lot somewhat not at all
a. discomfort   

b. pain   

c. restlessness   

d. shortness of breath   

e. choking   

f. gurgling   

g. difficulty swallowing   

h. fear   

i. anxiety   

j. crying   

k. moaning   

l. serenity   

m. peace   

n. calm   

When you think about your family/loved one’s physical and emotional state, can you please 
indicate to what extent he or she experienced the following as he or she was dying?



Care for families
Provide feedback to help improve the care
Even after death

strongly 
disagree

disagree agree strongly
agree

a. I felt fully involved in all decision making    

b. I would probably have made different decisions if I had had more information 
   

c. all measures were taken to keep my family/loved one comfortable
   

d. the health care team was sensitive to my needs and feelings    

e. I did not really understand my family/loved one’s condition    

f. I always knew which doctor or nurse is in charge of my family/loved one’s care
   

g. I feel that my family/loved one got all necessary nursing assistance
   

h. I feel that all medication issues were clearly explained to me    

i. my family/loved one received all treatments or interventions that he or she could benefit from
   

j. I feel that my family/loved one needed better medical care at the end of his or her life    

strongly 
disagree

disagree agree strongly
agree

Satisfaction with care

Think about the doctors, nurses, nurse aids and other staff that you came into contact
with in the last week of life: how strongly do you feel the following statements reflect your experience? 

Available in 
Hebrew

(van Soest-Poortvliet et al., 
2011; 2012; 2013)

(Stewart, 
Teno
et al., JPSM 
1999)

Best 
properties
to measure
quality of 

care



Care for families
Provide feedback to help improve the care
Measure families’satisfaction with care for people with
dementia specifically
- after death
- nursing homes, hospitals, home care 
- at the end of life or earlier

Compare settings, nations, trend over time…
- Home > hospital (US)
(Volicer et al., Am J Hosp Palliat Care, 2003)

- US > Netherlands = Israel
(Cohen et al., JAGS 2012; Boogaard, Werner, Zisberg, van der Steen, in progress)

- Improved satisfaction in the Netherlands 2005-2010
(van der Steen et al., Ned Tijdschr Geneeskd 2013)



Care for families
Provide feedback to help improve the care

Families’ satisfaction with dementia care is an important 
outcome in its own right! 

“A family member who states that a loved one was in 
severe pain may be responding to physical signs that are 
not indicative of severe pain. However, we are somewhat 
troubled with the response that this perception should be 
calibrated or merely cast away as inaccurate reporting”
“Family outcomes are important in themselves in 
assessing the quality of care”

(prof. Joan Teno, ADAD 1997) 



Care for families
By definition part of palliative care for people with dementia

Family roles in caring for people with advanced dementia 

Care giver

Care recipient (emotionally involved, pre-grief)

Proxy decision maker (substitute, or involved) 

Provide information about care preferences

Help interpret behavior  pain, challenging behavior

Provide feedback to help improve the care

Communication!

Along with making sure basic needs
are met. 

For example, Namaste psychosocial
intervention in advanced dementia for
staff and families to connect to people
does not work with untreated pain
(Hockley, report 2014)



Care for families
As part of palliative care for dementia

EAPC recommendations
Domain 9. Family care and involvement 
9.1 Families may suffer from caregiver burden, may struggle 
to combine caring with their other duties and may need 
social support.
- High care giver burden
- Assessment tools, identify sources of burden and distress
- Social support, depression
- Group and individual interventions, respite care.



Care for families
As part of palliative care for dementia

EAPC recommendations
Domain 9. Family care and involvement 
9.2 Families may need support throughout the trajectory, but 
especially:
- upon diagnosis
- when dealing with challenging behaviour
- with health problems
- with institutionalization
- with a major decline in health and 
- when death is near.



Care for families
As part of palliative care for dementia

EAPC recommendations
Domain 9. Family care and involvement 
9.3 Families need education regarding the progressive 
course of the dementia and (palliative care) treatment 
options; this should be a continuous process addressing 
specific needs in different stages, examining family 
receptiveness.
Ongoing education and communication about:
- the disease, in a stepwise fashion
- how the patient is doing.
Nurses and social workers may have a role; tools may help.



Care for families
As part of palliative care for dementia

EAPC recommendations
Domain 9. Family care and involvement 
9.4 Family involvement may be encouraged; many families 
may wish to be involved in care even when the patient is 
admitted to an institution providing long-term care.

9.5 Families need support in their new role as (future) proxy 
decision maker.



Care for families
As part of palliative care for dementia

EAPC recommendations
Domain 9. Family care and involvement 
9.6 Professional caregivers should have an understanding of 
families’ needs related to suffering from chronic or 
prolonged grief through the various stages, and with evident 
decline.
- grief related to caregiver burden and depression
- increases with increasing dementia severity, stable in 

advanced dementia.

9.7 Bereavement support should be offered.
- group (memorial service) or individual
- referral.



Care for families
As part of palliative care for dementia

EAPC recommendations
Domain 9. Family care and involvement 
9.8 Following the death of the patient, family members should 
be allowed adequate time to adjust after often a long period 
of caring for the patient.
- clearing of room in institutional settings
- evaluation of last phase of  life
- at greater risk for complicated grief: 

 those with high burden and depression pre-loss
 those caring for more cognitively impaired patients.



Care for families – in SUM

Family roles in caring for people with advanced dementia

Care giver

Care recipient (emotionally involved, pre-grief)

Proxy decision maker (substitute, or involved) 

Provide information about care preferences

Help interpret behavior  pain, challenging behavior

Provide feedback to help improve the care

Needs: Excellent communication and support



Care for families – in SUM

Family roles in caring for people with advanced dementia

Care giver

Care recipient (emotionally involved, pre-grief)

Proxy decision maker (substitute, or involved) 

Provide information about care preferences

Help interpret behavior  pain, challenging behavior

Provide feedback to help improve the care

Needs: Excellent communication and support Tools



Definitions
Discussions with patients and/or their representatives about 

the goals and desired direction of the patient's care, 
particularly end-of-life care, in the event that the patient is 
or becomes incompetent to make decisions.
(PubMed MeSH term)

Communication process that occurs over time with patients 
and/or their surrogates which may also include, but is not 
limited to, drawing up of a living will or appointing of a 
proxy decision maker
(Teno, Lynn, J Clin Ethics1996;Teno, 2003; Gillick, J Palliat Med 2004; 
NEJM 2004). 

(3) Advance care planning



Is anticipating death in dementia helpful?
Caregivers believe early that dementia is a disease you can die from
 patient’s death more comfortable
(van der Steen, Onwuteaka-Philipsen, et al., BMC Med 2013)

Comfort goal of care upon nursing home admission associated with better 
satisfaction with end-of-life care (if died < 6 months), but no difference in comfort
(van Soest-Poortvliet, van der Steen et al., paper under review)

Systematic reviews on efficacy of advance care planning in different populations: 
-decreases life-sustaining treatment, increases use of hospice and palliative care, 
and prevents hospitalisation
-complex interventions seem to increase compliance with patients' end-of-life 
wishes
(Brinkman-Stoppelenburg et al., Palliat Med 2014)
-increases satisfaction, preference-concordant care, but not symptoms 
(Houben et al., JAMDA 2014)

For families! 
Often, it is the first time they witness a dementia trajectory…  Prepare!

Advance care planning



Factors associated with initiating advance care planning (ACP)

Systematic review
Family’s and professional caregiver’s initiative or lack of it
Family’s willingness or reluctance to engage in initiating ACP
Patient’s health status
Also: continuity of care, guidelines, taking time, attitude of planning, 
wishes expressed, having witnessed before, family dynamics..

(van der Steen et al., J Alzheimers Dis 2014)

Interview study
Dutch physicians employed one of two general patterns to guide their 
planning of end-of-life care: 
1) wait for a reason to bring up decisions (change in condition)
2) actively, take initiative (describe scenarios)
(van Soest – Poortvliet MC, van der Steen et al., paper in progress)

Advance care planning



Advance care planning

Tools
Complex interventions pilot-tested in several English 
speaking countries, for example:
- Goals of care video plus care planning meeting 

(US nursing homes; Einterz, Hanson et al., JAMDA 2014)
- Family booklet and nurse education

(Canadian nurses, Arcand et al., JAMDA 2009)
- Patient assessment and care planning meeting by clinical

nurse specialist 
(UK hospitals; Sampson et al., Palliat Med 2010)

Having a format or framework probably helps intitiate
advance care planning  cookbook medicine

 individual needs!



Tools
Booklets in dementia
about comfort / end-of-life care
about ACP / decisions (tube feeding)
For practitioners

Advance care planning
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about ACP / decisions (tube feeding)
For practitioners
For families

US (Alzheimer Societies, Mitchell, Hanson)

Advance care planning
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Tools
Booklets in dementia
about comfort / end-of-life care
about ACP / decisions (tube feeding)
For practitioners
For families

US (Alzheimer Societies, Mitchell, Hanson)
Canada (Arcand et al.)
 France, Italy, Japan, Netherlands 

Advance care planning



Advance care planning
When again?

Preferred time to get booklet, % of families Canada

(n = 50)

Netherlands

(n = 55)

Italy

(n = 24)

When diagnosed with dementia or shortly afterwards 23 18 33

Before admission to the nursing home 0 7 4

At the time of admission to the nursing home 35*† 16* 13†

When general goals of care are discussed initially / advanced care 
planning shortly after admission 

10* 40* 25

When there were discussions about a medical problem (e.g. 
eating, drinking, fever, hospital transfer) 

27 16 21

When it became clear that my relative was about to die 4 0 4

Other (“upon request; indicate availability upon admission”) 0 2 0

(van der Steen, Arcand et al., JAMDA 2012)

Before admission: 
- Italians
- families of older residents
- families with lower education



Tools
Booklets in dementia
about comfort / end-of-life care
about ACP / decisions (tube feeding)
For practitioners
For families

US (Alzheimer Societies, Mitchell, Hanson)
Canada (Arcand et al.)
 France, Italy, Japan, Netherlands 

Video 
about advanced dementia (US; Volandes et al.)
about advance care planning in dementia

Advance care planning



Video about advance care planning in dementia 

Watch
- Introduction 
- In the nursing home: general goals of care
- At home: what if a pneumonia?

Discussion

Advance care planning



In dementia, advance care planning is better defined in terms of an ongoing 
communication process between patient and/or family, and the health care 
team.47,52

….

The health care team may then just “plant the seed,”53 or later, help translate 
care goals into appropriate treatment, because the course of the dementia 
varies between patients. 
…
Advance care planning should start as soon as possible, but the optimal 
timing of initiating it may be highly individual as it is affected by a 
complexity of factors.55,56

EAPC guidance on advance care planning
Recommendations, EAPC white paper explanatory text

Advance care planning



Today again

(1) What is palliative care? (When) does it apply to dementia?

(2) Care for families

(3) Advance care planning 

IN SUM: 

palliative care 

has a lot to offer 

to families of patients with (advanced) dementia


