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--aging--

--death and dying--

--surviving and grieving--

Loss is inevitable.  

That includes loss of control.

Learning, preparing, reflecting and 

navigating are important practices. 

Death is not principally a medical event.
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3

Three very good additional 

resources
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How we die: Dying trajectories

* sudden death (<15% get, >95% want)

* known terminal illness (e.g. some cancers):   

accelerating slope downward:  “I just can’t believe 

the change in mom since yesterday.”

* organ failure (inc. some cancers):  ever 

downward slope punctuated by maintained (lower) 

levels of functioning

* frailty, debility:  low function, petering out:  “What 

is this old person NOT dying of?”
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Where We (Older US Adults) Die

Hospital 41%

(many last-minute from SNFs)

Skilled Nursing Facilities 22%

Home/Residence 34%

Other 3%
Most Americans are still dying in institutions, 

though a large majority wish to die at home.

FALLS increase the % dying in hospitals and SNFs.
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Hospice care

• Almost half of people with cancer get hospice care….

• …but are still referred very late (often just 1-7 days 

before death)  

• Non-cancer patients: increasingly being referred 

to hospice with months still to live, allowing 

optimal care of patient and caregivers 

(end stage heart, lung, or kidney disease, general 

debility, HIV, dementias & other neurological

diseases)
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Going on Hospice –and early

• If on hospice: 10 times less likely to be admitted to the 

hospital during final month of life.

• If not on hospice: average over $27,000 more in 

healthcare costs than early-referred hospice patients in 

the last three months of life.

• ER visits are 5 times more likely for late-referred 

hospice patients than early-referred  hospice patients in 

the last month of life.
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The Medicare Hospice Benefit

• You “elect” (choose) to go on hospice, generally forgoing 

“regular” Medicare-covered health care.

• You forgo:  ER visits, visits to specialists, cure-related or non-

palliative treatment of the condition that qualifies you for 

hospice.  These could be transfusions, chemo or radiation 

therapy, certain procedures, for example.

• You “revoke” (sign off) hospice to resume or start such things.

• There are some exceptions (save for Q & A).

Accepting that you are dying from this condition 

is the key.
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What does Hospice provide? 
(what do you get with hospice?)

• Team-based treatment and case management plan

• All needed medications, equipment for the condition 

qualifying you for hospice

• Nursing visits,  health aide/bathing aide visits, chaplain, 

social worker, volunteer, sometimes more

• Rescue medications for emergencies

• Support to caregivers too!  So often underestimated.

• Not personal caregiving.  This is very important to know. 10

Palliative Care

• Distinct from (but included in) hospice care.

• Aims to relieve pain and other symptoms, but can be 

given while other health care continues.

• Helps caregivers too.

• Some insurance coverage is emerging, but not much 

yet.

• Pharmaceuticals, equipment, spiritual and 

psychological support, etc.– all may be involved.
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Caregiver issues

Over 1/4 of the US population 

provides unpaid care to other adults

• Over 1/3 of such caregivers have (other) employment

• About 2/3 are female

• About 2/3 are married or living with partner

• Average length of caregiving = about 4 years, with 

dementia

• About 8 in 10 care recipients are female, 42% widowed
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Caregivers have higher risks

*  less likely to engage in preventive health behaviors

*  lowered immunity (e.g. slower wound healing)

*  increased risk of serious illness and injury

*  greater cardiovascular “reactivity”   

*  increased risk of death within 4 years if reporting 

“caregiver strain”                
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Caregivers in cases of dementia

• Over 7 million dementia pts in USA in 2023. 1 in 10 adults older 

than 65 have diagnosed dementia. Predicted: 30 million by 2050.

• Caregiver stressors include duration of care, behavior problems, 

extreme impairment of loved one, transformations, changes in 

nature of relationship, conflicts with other family members, job-

related difficulties, caregiving intensity, navigation of health care 

system

• Intensity:  50% spend over 11 hrs/day helping with Activities of 

Daily Living and over 35 hrs/week with “instrumental ADLs” 

[answering phone, making meals, driving, banking, etc.] 

• 59% say they are “on” 24/7 (all day, every day)
14

What do unpaid 

caregivers say?

*       90%:           Death was a relief to the patient

* 3/4: Death was a relief to me

* 2/3: I felt prepared for the death

* 2/3: The patient was in pain “often” 

or “all of the time”

Interventions DO help –

both patient and caregiver

15

Euthanasia

= medication or procedure by a medical 

person who is not the patient, intended to end 

the patient’s life to relieve or prevent suffering.

Not legal in the USA under any 

circumstances.  (Canada, The Netherlands, 

Switzerland, etc. yes)
16

Palliative Sedation 

(Total Sedation) 

may be used to treat unremitting 

agitation or pain 

at the end of life
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Some different sedation approaches 

at the end of life

• standard therapies used first , tailored to cause, 

clinical presentation.  Intention = to reduce agitation, 

promote mental and physical calm.

• respite sedation so pt and caregiver can rest.  Intention 

= to produce unconsciousness for a temporary period

• total or palliative sedation until death occurs.  Intention 

= to produce unconsciousness until natural death occurs. 18

Palliative (Total) Sedation

* Research suggests does this not hasten 

death…and in fact may prolong life.

* It is supported by Catholic theology and bioethics.

* It should involve careful advance planning. 
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Medical Aid in Dying

(in Oregon, the law is the Death with 

Dignity Act )

20

Medical Aid in Dying

• Must be requested verbally and in writing by the person dying, 

with a prognosis of less than 6 months remaining to live

• Must be signed & submitted by an Attending Physician 

(physician in charge of the case or procedure)

• Must be accompanied by a signed affidavit by a consulting 

physician

• May require a signed affidavit by a psychiatrist or psychologist

• Must be reported by the pharmacy providing the medications to 

be use, and by the Attending Physician after the event.

Many requirements are involved for all of these elements.
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Voluntary Stopping

of Eating and Drinking

(VSED)

https://compassionandchoices.org/our-issues/vsed/

22

Some people with health challenges choose it 

just because they feel “I’m done.”

23
VSED is legal nationwide for mentally capable adults.

24

So….given various philosophies about death and dying…facts 

about aging, dying and caregiving….hospice and palliative 

care….other options for end of life (euthanasia, palliative sedation,  

medical aid in dying, and VSED)…

How can you express your wishes and 

preferences for your own End of Life?
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(I would add specialized Advance 

Directives, if appropriate.)

Starting 

with a 

general 

checklist 
(thanks to EOL 

Oregon)

26

Appointing your

Health Care Representative 

27

Health Care 

Representative

28

Advance 

Directive 

for Health 

Care

(Oregon’s 

standard/

official)
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The POLST Form

(Portable Orders 

for Life-Sustaining Treatment)

31 32

Some specialized Advance Directives
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Dementia/ Mental Health

Advance Directives

There are two I recommend.  

Links are in your handouts.

35

VSED

Advance Directives

A link to one is in your handouts.

36

Medical Aid in Dying 

(Death with Dignity) 

forms and resources

We can look at these in the Q & A if desired.  

Also in your handouts.
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It’s important to know:

• Advance Directives are just that.  They do not have the legal 

strength of a medical order.  They express preferences and 

wishes only, but can make all the difference in cases of 

controversy.

• Appointment of a Healthcare Representative has legal 

standing.

• A POLST is a legal medical order.  It must be followed unless 

the patient, with capacity to revoke or change their mind, 

refuses that order.  It is very unusual that a Healthcare 

Representative is allowed to refuse a POLST order.

• Dementia, or any condition you may have that impairs your 

capacity to express your healthcare decision, makes things 

tricky, especially regarding MAD/DWD or VSED.
38
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