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South Dakotaôs



Â Vision is to assureé

Â that the people of South Dakota receive the
care they need to complete their lives and
die peacefully;

Â that their loved ones will receive support;

Â and that health care providers improve their
skills in palliative care.



LifeCircle SD as a Statewide Organization:

Communities participating in 2006 Conference
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Terminology

Â Palliative Care ï

Â Interdisciplinary care intended to relieve suffering
and improve quality of life of patients and their
families facing life-threatening illness,

Â Both a philosophy of care and a structure for
delivering care,

Â Focused on prevention, assessment, and treatment
of pain and other physical, psychosocial, and
spiritual domains (WHO, 2003 in Palliative Care
National ConsensusProject)



Terminology

Â Hospice Care ïa philosophy of caring for
people and their families in the last phase of
an incurable disease so they may live as fully
and comfortably as possible. Interdisciplinary
care is provided in the home or in acute and
longer term care settings.



Source: World Health Organization. Cancer Pain Relief and Palliative Care, 
Report of a WHO Expert Committee . Publication #1100804. Geneva: World 

Health Organization, 1990.



Change over a Century

Deathé 1900s 2000s

Causes Acute Chronic

When Youth Old Age

Where At Home Hospital/NH

HC Education Minimal Greater 
emphasis

EOL Programs None Hospice;

Medicare

Philosophy The Enemy Natural Part;

Palliative Care



ÂñMeans to A Better Endò ïRWJ Initiative



Recent work on end -of - life

Â Lifeôs End Institute of Missoula:  community 
surveys and community action to address the 
disparities between what people want versus what 
they get (2001)

Â Last Acts :  70% of Americans prefer to die in 
their homes, free of pain, surrounded by loved 
ones.  Yet, only 25% actually die under these 
circumstances (2003)

Â Sioux Falls Dying to Know: Sioux Falls 
Community to identify knowledge preferences and 
attitudes about end of life care (2004)



Why are weé

Â Create a profile of South Dakota 
residentsô knowledge and attitudes 
about dying & end-of-life care

Â Generate important conversations about 
dying and end-of-life care

Â Foster suggestions on how to continue 
to improve quality of life at end of life



Research                 

Questions

ÂWhat are South Dakota residentsô attitudes 
toward death and dying?

Â How much advance planning and preparation 
have they done?

Â What do South Dakota residents want at end 
of life?

Â What knowledge do people have of hospice?

Â What are their attitudes about hospice ?



Research Design

Â Modified instrument from Lifeôs End Institute: 
replication and expansion

Â 10,204 random South Dakota households

Â Over-sampling of Native American households

Â Return rate of 24.8%(or 2,500 surveys)

Â Proportionate to county populations

Â Analysis by interdisciplinary team

Â Profile of sample reflective of the state



South Dakotaôs



Sample 

Profile

Â 66% Married

Â 54% Female

Â Average Age = 54

Age Range:  18-95

Â Education

28% high school

37% technical

35% college + 

Â 96% Caucasian

3% Native American

Â 77.3% Employed 
Full/Part-Time

Â Income

51% under $40,000

25%  $40-$60,000

24%  over $60,000  



Self -Reported Health

35%33%

17% 15%

Fair/poor

GoodVery good

Excellent



Spiritual Well -Being

Â 33.6% consider themselves very 
religious/spiritual

Â 51.8% regularly attend religious services

Â 45.7% find strength in religion or spirituality 
one or more times a day



What are South Dakota 
residentsô attitudes toward 

death & dying?



The majority are comfortable 
talking about death and dying

Â88.8% are ñvery comfortableò or 
ñsomewhat comfortableò talking about 
death



There are some things 
worse than death 

Â Dying in pain (74%)

Â Total physical dependency on others (73%)

Â Not being able to communicate my wishes to 
family/friends (72%)

Â Living with great pain (63%)

Â Dying in an institution (19%)

Â Dying from long-term illness (17%)

Â Being abandoned while dying (15%)



South Dakota  residents expressed 
concerns about dying

ÂHealth care providers wonôt believe and treat 
my symptomsðespecially pain (42%)

Â I will be a burden to my family or friends 
(34%)

Â Afraid of addiction to pain meds (31%)

ÂMy money wonôt last (28%)

ÂñGood patientsò donôt talk about pain (16%)



South Dakota residents expressed 
concerns about dyingé

Â 75% did not want artificial nutrition (tube 
into stomach) if dying and unable to eat 

Â 64% rejected artificial hydration if dying 
and unable to drink

Â 71% said it was ñvery importantò to be 
off machines that extend life  

Â 23% wanted assistance with suicide 



How much advance planning and 
preparation have they done?

Â Last will and testament (53%)

Â Organ/tissue donation card (49%)

Â Health care power of attorney, living 
will, advance directive (39%)

Â Funeral/burial pre-plans (13%)



Discussed their wishes for 
end -of -life care withé

Â 60% Spouse/partner

Â 58% Family

Â 22% Friends

Â 17% Lawyer

Â 6% Primary physician

Â 4% Clergy

Â 3% Other

Â 15% No one!



What South Dakota residents 
want at end of lifeé

Â Honest answers from the doctor (95%)

Â Having things settled with the family (87%)

Â Understanding treatment options (86%)

Â Being at spiritual peace (84%)

Â Family/friend visits (78%)

Percentage of respondents indicating these 
components of care are ñvery importantò 



What South Dakota residents 
want at end of lifeé

Â Not being a burden to loved ones (83%)

Â Knowing medicine is available to help (80%)

Â Completing a will (74%)

Â Getting finances in order (72%)

Percentage of respondents indicating these 
components of care are ñvery importantò



What do South Dakota residents
know about hospice?

Â 50% have never heard of hospice or 
have heard ña littleò about hospice

Â 74% would prefer hospice at home

Â 67% would want hospice support if 
they were dying

Â 24% know Medicare pays for hospice



South Dakotaôs

Comparisons by Age, Sex, Geography, and Race

[Statistically significant differences, p Ò .05]
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Older More Comfortable 
Talking About Death
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Older Respondents were 
more likely toé

Á Trust physicians to provide honest 
answers

Â Have an advance directive

Â Want hospice support if dying



Younger Respondents were 
more likely to é

Â Want artificial nutrition

Â Have talked to no one about end -
of - life preferences



Differences between men 
and women

Â Men:

Â More likely to have talked with no one 
about end of life wishes

Â Want assistance with suicide if 
diagnosed with a terminal illness



Differences between 
men and women

Â Women

Â More likely to want honest answers 
from their physician

Â Want hospice care

Â More likely to want artificial nutrition 
and hydration



East river residents 
are more likely to:

Â Have talked to no one about their 
end -of - life wishes

Â Trust their physicians for honest 
answers

Â Want artificial nutrition and 
hydration

Â Have health insurance



Native Americans 
are less likely toé

Â Report that they have health 
insurance

Â Be familiar with hospice care

Â Trust their doctors to provide 
information about end -of - life 
issues

Â Trust health care providers to 
believe and treat their pain



Native Americans 
are more likely to..

ÂBelieve that good patients donôt 
talk about pain

Â Believe that reviewing life history 
with family is important



South Dakotaôs

What We Want Versus What We Do



What We Want vs. 
What We Doé

Â 6% have discussed end-of-life care with 
their physician

ÂBUTé39% said their doctor should 
initiate end -of - life conversation 
and

Â 95% want honest answers from 
their doctor



What We Want vs. 
What We Doé

Â 4% talked to clergy 

ÂButé 36% said the clergy should 
initiate end -of - life talks and

Â 84% say being at spiritual peace is 
ñvery importantò when dealing 
with their own dying



What We Want vs. 
What We Doé

Â74% said it was ñvery importantò to 
complete a will

ÂButé only 53% have

Â 62% want to die at home

Â Yet, national statistics suggest that 
only 25% do



What We Want vs. 
What We Doé

Â 15% have talked to no one about    
end-of-life care

ÂYeté 72% indicated that ñnot 
being able to communicate 
wishesò would be worse than 
death



What We Want vs. 
What We Doé

Â 63% would choose to die in their sleep 
(if they could choose!)

Â However, about 90% of Americans 
die of long -term illness, and only 
10% die suddenly



What We Want vs. 
What We Doé

Â 63% say living in great pain is worse 
than death and 

Â 97% say being free from pain at end of 
life is important

Â Yet, 70% would take the lowest 
dose of pain meds possible, 

Â 31% fear addiction, and 

Â16% say ñgood patientsò avoid 
talking about pain



What We Want vs. 
What We Doé

Â About 39% had a living will, durable 
power of attorney, or advance directive

Â Yet, 75% did not want artificial 
nutrition

Â 64% rejected artificial hydration

Â71% said it was ñvery importantò 
to be off machines that extend life



End-of-Life in World Newsé

Pope John Paul II Terri Schiavo


