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Began with hospice
Dame Cicely Saunders
◦ Nurse, social worker, and physician
◦ Founded St. Christopher’s Hospice in 1967
◦ Focus on expert symptom management and goals
of care (Advance Care Planning)
◦ 1980s first US hospital-based palliative care
 Approximately 90% of US hospitals > 300 beds have
an inpatient palliative care program



2. Identify best practices in palliative care



3. Define your personal palliative role



The goal of palliative care is to
◦ Prevent and relieve suffering
◦ Support the best possible quality of life for patients and
their families
 regardless of their stage of disease or the need for other
therapies

◦
in accordance with their values and preferences
◦ Expand traditional disease-model to include the goals of
 optimizing function
 helping with decision making
 providing opportunities for personal growth.

Need medical information for decision making

Symptom Management

◦ Focuses on relieving and preventing suffering in all realms





Goals of Care/Medical Decision Making




1. Describe the priority roles of palliative
care

Unlike hospice, is appropriate in all disease stages
◦
◦
◦
◦
◦

Curable
Chronic
Serious
Complex
End of life

Disease
Presentation

Curative / life-prolonging therapy

DEATH
Death

Hospice
Care

Disease-Modifying Treatment

Palliative Care
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Dimmer Switch:
Continuum of care

Dimmer Switch:
Continuum of care
Death

Curative / life-prolonging
therapy
Disease-Modifying Treatment

Hospice
Care

You Never Think
When It Starts,
It’s Gonna End Like This…

Disease-Modifying Treatment

Bereavement
Support

Palliative Care

Disease
Presentation

Death

Curative / life-prolonging
therapy

Terminal Phase
of Illness

Cure

Disease
Presentation

Palliative Care

Hospice
Care
Comfort

Bereavement
Support

Terminal Phase
of Illness



90% of adults die from diseases they have had for years



These diseases have predictable exacerbations
◦ Organ Failure: respiratory, renal, liver, heart failure
◦ Metastatic Malignancy: spread or treatment side effects
◦ Dementia and Medical Frailty: infections, dysphagia



Hoping for the best while planning for harder times

Types of Advance Directives
1. Power of Attorney for Health Care
2. Living Will
3. NETO – Nebraska Emergency Treatment Orders

Patient Self Determination act
1990 only requires asking if the
patient has an Advance Directive.
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90% of people say that talking with loved ones
about EOL care is important, but only 27% have
actually done so
80% of people say that if seriously ill, they would
want to talk to their doctor about wishes for
medical treatment toward EOL, but only 7% have
done so

Studies have shown that palliative care programs
across the trajectory of a patient’s illness including
EOL care improve can increase patient quality of
living, satisfaction, result in fewer admissions to
ED, ICU and the hospital, decrease LOS, decrease
cost and increase hospice referrals.


82% of people say that it is important to put their
wishes in writing, but only 23% have done so

The patient as the bus driver determines the
destination.

Final chapter: Californians’ attitudes and experiences with death and dying. California Health Care Foundation website.
http:;www.chcf.org/publications/2012/final-chapter-death-dying. Published February 2012. Accessed September 25, 2017.

Are your patients
well informed of
pros and cons?



Health Care Personnel discussions with the
patient and family regarding Advance
Directives that emphasize goals of care
◦ Help assure goals of care are included in plans and
interventions
◦ Increase likelihood of AD being followed
◦ Reduce family stress

Detering KM, Hancock AD, Reade MC, Silvester W. The impact of advance care planning on end of life care in
elderly patients: randomized controlled trial [published ahead of print March 23, 2010]. BMJ.
http://www.bmj.com/content/340/bmj.c1345.long. Accessed June 1, 2011
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Ideal time to complete AD and have the
discussion = relative wellness
Often more distressing for patient and
family/surrogate decision makers if in acute
situation

 Setting

 Perception
 Invitation

 Knowledge giving
 Empathy

 Strategy and

Summary

Bailea, W, Buchmanb, R, Lenzia, R, Globera, G, Bealea EA, Kudelkab, AP. SPIKES—A Six-Step Protocol for Delivering Bad News: Application to
the Patient with Cancer. The Oncologist+ Author Affiliations
aThe
b The




Prognosis



Morbidity

◦ Abundance of tools for specific diseases



Decision must include overall goals of care!



Did you Know?



Evidence

◦ Physical complications, limitations on life-style



Patient values

◦ Personal aspects of quality of living
◦ Vague language of a written document (imminent, not
curable, vegetative state)

University of Texas MD Anderson Cancer Center, Houston, Texas, USA;
Toronto-Sunnybrook Regional Cancer Centre, Toronto, Ontario, Canada

Walter F. Baile, M.D., 1515 Holcombe St., Box 100, Houston, Texas 77030, USA. Telephone: 713-792-7546; Fax: 713-794-4999; email: wbaile@mdanderson.org

◦ IV fluids do not relieve thirst
◦ Anabolic steroids increase fat and not lean body mass
◦ Absence of food in anorexia does not cause discomfort
◦ Grade D (weak evidence of no benefit or harm for TPN or enteral nutrition
for hip fracture, COPD, most nonsurgical CA
◦ Parenteral nutrition for chemotherapy pts. is associated with shorter
survival in many oncology pts. (exceptions such as head and neck, high GI
blockage)
◦ PEG tubes do not prevent aspiration and may increase risk if reflux occurs
◦ Alzheimer’s Association and statement on PEG tubes/tube feeding
◦
◦

Physician perspectives and compliance with patient advance directives: the role external factors
play on physician decision making. Christopher M Burkle1Email Paul S Mueller2Keith M Swetz2,
Affiliated with
C Christopher Hook3 Mark T Keegan1BMC Medical EthicsBMC series open, inclusive and
trusted201213:31DOI: 10.1186/1472-6939-13-31



Mrs. B, age 87, tripped over a throw rug and fell,
sustaining an intertrochanteric hip fracture. Her
daughter took her to the hospital and the
provider noted that she had cardiovascular
disease, moderate dementia (FAST score 4), and
hypertension. The provider is concerned that
while surgical stabilization is the treatment
choice for this type of fracture, she may not be
strong enough to withstand surgery, and even
then, there is concern about recovery. Yet,
without the surgery, she probably won’t walk
again.






1-Brad L, Weitzen S, et al. The effect of f total parenteral nutrition on survival of terminally ill ovarian cancer pts. Gynecology Oncol.
2006. 103(1):176-180.
2-Tribble DB. DNAR: More than code or no code. AAHPM Bulletin, 2008. 9(1) 2-4

#1question people want answered is
prognosis

Prognostic uncertainty
Lots of tools available to “b”estimate
prognosis
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Evaluated specific illnesses including CV, Hepatic, COPD, ESRD, and
Geriatric syndromes and related prognostic factors



Studied a universal set of prognostic factors that signal
progression to terminal disease
◦
◦
◦
◦
◦
◦

poor performance status
advanced age
malnutrition
comorbid illness
organ dysfunction
hospitalization for acute decompensation



◦ Functional decline
◦ Discharge to nursing facility


Overall 20% mortality in 1 year



Hip fracture with severe dementia mortality
◦ 55% at 6 months compared to 12% for cognitively intact

◦ Presence of 2-4 factors was associated with a 6-month median
survival
◦ “With few exceptions, these terminal presentations are quite
refractory to treatment.”
◦





Severe dementia and pneumonia
◦ >55% mortality at 6 months

Shelley R Salpter, Esther J. Luo, Dawn S Malter, Brad Stuart. Systematic review of noncancer presentations with a median survival of 6
months or less. Ther Am Jnl of Med. (2012) 125, 512el-512e16

The Minimum Data Set (MDS)
 Federally mandated in USA for monitoring the quality in
nursing homes certified by Medicare or Medicaid MRI
(Mortality Risk Index Score) tool developed by Mitchell
in2004



Karnofsky Performance Status Scale



PPS – Palliative Predictive Score



More likely to have

MRI – Mortality Risk Index score
◦ MMRI-Revised

Diagnosis

Medical Conditions

Treatment benefit
on survival

Dementia:

+Malnutrition (BMI<18.5, poor po
intake, significant weight loss)
+One ore more pressure ulcers
+One or more comorbid illnesses
+Male >90
+Placement of NG, PEG due to inability
to eat or history of aspiration
pneumonia

No treatment shown to
improve survival in
advanced dementia

+Dependent in all ADLs with
malnutrition (wt loss >=10% body
weight in 6 months or albumin < 3
g/dL
+Heart failure
+Creatinine > 3 mg/dL
+Delirium during hospitalization
+Disability before hospitalization with
further functional decline posthospitalization

No treatment, including
enteral feeding, has shown
improved survival

+Advanced dementia (6e7 Fast score) plus 1 or
more of the conditions
noted in middle column

Geriatric Failure to Thrive:
+Age >= 75, albumin <
3.5 g/dL, dependency in
>=2 ADLs, admission to
an acute care hospital or
skilled nursing facility and
1 or more of conditions
noted in middle column

Enteral feeding = NO
BENEFIT ON MORTALITY

Shelley R Salpter, Esther J. Luo, Dawn S Malter, Brad Stuart. Systematic review of noncancer presentations with a median survival of 6 months or less.
Ther Am Jnl of Med. (2012) 125, 512el-512e16






Is code status a patient right or a medical
decision for intervention?
Never say, “Do you want us to do everything?”
Should patients/surrogates make the
decision, or is this a medical decision?
Informed decision
◦ Approximately 2.5% admitted hospitalized pts.
arrest in the acute care setting
◦ Overall survival to discharge is 18%
◦ More than half who survive to discharge have
moderate to severe neurologic compromise





Risk of survival to discharge can be predicted in
many cases
GO-FAR Score: Predicts neurologically intact
survival after in-hospital cardiopulmonary
resuscitation

◦ Clinical prediction rule based on 13 pre-arrest variables
◦ Results of scoring can be used to counsel patients
 Patients significantly overestimate likelihood of survival (by
>50%)
 Half not aware that code routinely involved intubation and
cardioversion

◦ GO-FAR score calculator (on line)
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Isolated

◦ Prognosis and end of life options not present
◦ Drama of shared pretense – closed awareness of dying





Rescued

◦ Somehow acquire end of life information including prognosis
◦ Sudden/abrupt hospice referral

 Shift to open communication and increased family/patient decision making
 Shift from cure to care (symptom management)
 Shift from specific hope to nonspecific hopefulness



Consider overall life goals and quality of living
◦ Advance Directives helpful….sometimes!

 Power of Attorney for Health Care and Living Will

 Curative focus
 Possibility of medically futile interventions



Every patient will loose capacity at some point if having surgery



Weigh pros and cons



Consider current functional status



Discuss post op recovery and beyond

◦ Discussion begins at time of diagnosis
◦ Simultaneous cure and care

◦ Will the patient likely be able to go back home (with and without the
surgery)?
◦ What will rehab look like, length? Will they participate?
◦ How important a factor is this in QOL?
◦ Discuss “what if’s” in case this doesn’t go as hoped

◦ Sense of community and participation
◦ Better bereavement and death

◦ Consider age, dementia, delirium, goals, etc.

Comforted

 change in focus gradual

 What if can’t be extubated?
 What if don’t/can’t eat?

 Decreased spiritual, emotional and physical suffering

Wittenberg-Lyles, Elaine, Goldsmith, Joy, Ragan, Sandra. A Typology of Illness Journeys and the Role of Nursing: Posted 0/01/2011: Clin J Oncol
Nurs. 2011; 15(3):304-310.

Q: My patient was alert and oriented to person,
place, year, and even knew the president’s
name. Yet, the patient’s spouse made final
decisions about care and signed all consents.
Shouldn’t the patient be the one to make the
decisions regarding health care goals? Can you
explain?

Legal standards for decision making capacity (for consent)
vary across jurisdictions, but essentially, four criteria are
required to assure capacity to make medical decisions:
1.
2.

Ability to make a decision that is sustainable over time.
Ability to understand relevant information including an
appreciation of the medical situation and the pros and
cons of care options.






Orientation is not the same as capacity.
For example, a young child (or a person of
any age) may be oriented to person, place,
and time, and knows the president, but still
lack capacity to make high level medical
decisions.
People can memorize responses to
orientation questions

Test

No. of
Studies

Time to Complete

Reliability/Construct
Validity/ Criterion
Validity

Availability

Aid to Capacity
Evaluation (ACE)

1

10-20 min

Yes

Free

Hopkins Competency
Assessment Tool

5

10 min

Yes

Free

Understanding
Treatment Disclosure

1

<30 min

Yes

Author contact

Ability to Consent
Questionnaire

1

< 30 min

Partial

Free from
author

1

Not studied

Not studies/some
correction with
validity/No

Free from
author

3.

Ability to communicate adequately to express a choice.

Assessment of Capacity
of Everyday Decision
Making

4.

Must be free from coercion.

Capacity to Consent to
Treatment Instrument

9

20-25 min

Yes/Yes/No

$200 from
author

Hopemont Capacity
Assessment Interview

7

20-25 min

Yes/Yes/Yes

Free from
author

MacArthur Competency
Assessment Test

7

20-25 min

Yes/Yes/No

$87.95 kit from
Professional
Resource Press



Reasoning is essential to meet the standards for capacity

Source: JAMA July 27, 2011
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Disease or Patient Care Setting

No. of
Studies

No. of
Patients

% With
Incapacity

Healthy elderly controls

16

1817

2.8%

Mild cognitive impairment

1

147

20%

Glioma patients

1

26

23%

Medicine inpatients

8

816

26%

Parkinsons patients

4

148

42%

Nursing home

5

152

44%

Alzheimer disease

10

1425

54%

Learning disabled

4

208

68%

Preferred treatment is most typically surgery
◦ Stable fixation
◦ Allows weight bearing/mobility


Reduces UTI, pressure ulcers, VTE

◦ Shorter hospital stay
◦ Improved rehab potential
◦ Pain control


Surgery within 24 hours believed to minimize chest infections, UTI,
pressure sores and LOS but



Non-operative typically reserved for

◦ Comparable results if medically treated with early mobilization (bed to chair) with
later progression to ambulation if tolerated
◦ Non ambulatory
◦ Severe dementia





Won’t be able to participate in rehabilitation
Longer hospital LOS
Increased mortality
Increased delirium

JAMA July 27, 2011, vol 306(4)



The patient and family elect surgical intervention.
She does well in surgery and is extubated in
PACU. The evening, however, she cries out in
pain, resists turning due to pain and has nausea
with refusal to eat or drink. Tylenol is ordered
but no opioids since there is concern for
confusion and sedation. The next morning the
patient has obvious acute delirium and Palliative
Care is again consulted, but this time for
symptom management. She is restless, agitated
and pulling at her IV line and clothes.



Prevent if possible!



Use medications that may reduce risk






Early anti - delirium cares - nursing dependent

Melatonin for sleep?
Treat pain aggressively
 “While opioids are often thought to cause delirium, several
studies have shown an inverse relationship – that is hip
fracture patients who were given opioids for pain were less
likely to develop delirium than those who did not receive
opioids.”
 Consider organ function in medication selection




Avoid morphine for renal impaired

Avoid medications known to increase risk


Ativan (lorazapam) is not our friend in this case





Delirium occurs in up to 62% of older patients with
hip fracture
Highest predictive factor of new delirium is prior
cognitive impairment

Close, JD, Swartz, K, Rajwinder, D. Hip fracture in older pateints: Tips and
tools to speed recovery. Jnl of Family Practice. Sept 2013, vol 62, no 9, p
484-492



Treatment

◦ Non pharmacologic

 Delirium bag
 Engaged in daily activities
 Gentle hand feeding



Pharmacologic-Medications
◦
◦
◦
◦



IV Tylenol 1 GM q 8 hours, them po scheduled
Haldol 0.5-1 mg IV prn q 4 hours (delirium and nausea)
Hydromorphone 0.2 or 0.4 mg IV q 2 hours
Melatonin 3 mg po at HS

Outcome

◦ Discharge day 5 to skilled
◦ Delirium resolved
◦ Nausea resolved

Close, JD, Swartz, K, Rajwinder, D. Hip fracture in older pateints: Tips and tools to speed recovery. Jnl of Family Practice. Sept 2013, vol
62, no 9, p 484-492
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1. Describe the priority roles of palliative care



2. Identify best practices in palliative care



3. Define your personal palliative role

◦ Symptoms
◦ Medical decision making/goals of care
◦
◦
◦
◦

Advance Directives
SPIKES
Prognosis and available data
Code status

◦ Continue to learn and use palliative skills in patient care
◦ Be alert to situations for palliative care and consult
 Trigger tools

8

