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BACKGROUND

Components of Renal Palliative Care

® Pain and symptom management.

® Advance care planning.

® Psychosocial and spiritual support to pa-
tients and families.

® Ethical issues in dialysis decision-making.

World Health Organization Definition

® Pdlliative careis an approach that improves
the quality of life of patients and their
familiesfacing the problems associated with
life-threatening illness, through the preven-
tion and relief of suffering by means of
early identification and impeccable assess-
ment and treatment of pain and other prob-
lems, physical, psychosocial, and spiritual.

End-of-Life Care
® A subset of palliative care.

RELEVANCE TO END-STAGE RENAL
DISEASE PATIENTS

Life Expectancy

® Patients are now living longer with better
care of cardiac disease, diabetes, cancer,
and hypertension, and older patients with
considerable comorbidities who previously
would not have lived are now presenting
for dialysis.

® Limited life expectancy: Diaysis patients
live one quarter as long as age-matched
patients without renal disease (Table 1).
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Tab

lel. Expected Remaining Years of Life of the
Dialysis Population
(USRDS Annual Data Report 2002)

Black Black White White
Age (y) Male Female Male Female
20-24 16.9 14.7 14.2 13.1
30-34 12.6 11.2 9.8 9.2
40-44 9.4 8.6 7.2 6.9
50-54 6.9 6.4 5.3 5.1
60-64 4.8 4.8 3.8 3.8
70-74 3.4 3.4 2.7 2.7
85+ 1.9 1.9 1.6 1.6
Survival
® 1-year unadjusted, al incident patients:

High
)

78%.

5-year unadjusted, al incident patients:
33%.

10-year unadjusted, al incident patients:
9%.

Survival comparable or worse than patients
with many types of cancer.

Increasing number of incident patients with
worse survival (median age, 64.5 years for
incident patients in US Rena Data System
[USRDS] Annual Data Report 2003).
Younger patientswithout comorbidities may
survivefor 30 yearswith dialysis.

Gross Mortality

About 23% of dialysis patientsin the United

States die per year.

More than 72,000 end-stage renal disease

(ESRD) patients in the United States die

per year.

Considerable burden of comorbid condi-

tions:

m Diabetes, including retinopathy and neu-
ropathy.

m Coronary artery disease.

m Congestive heart failure.

m Hypertension.

® Anemia.

m Peripheral vascular disease.
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® Depression.
= Dementia.
m Cerebrovascular disease.

® Considerable burden of symptoms:
® Pain.
m Fatigue and tiredness.
m Difficulty with sleep.
B Pruritus.

® High frequency of death, including dialysis
withdrawal, in dialysis units.

® Average of 17 deaths per dialysis unit per
year.

® Most nephrologists have at least 1 patient
per year (range, O to 10) who withdraws
from dialysis.

® Calculating from the USRDS Annua Data
Report 2002, Table H.13, 18% of deathsare
caused by dialysiswithdrawal, but there are
considerably fewer withdrawalsfor African-
American patients.

® Dialysis withdrawa more likely in the e-
derly.

® Reasonsfor dialysiswithdrawal:
m Acute medical or surgical complication.
m Chronic failure to thrive.
= Dementia.
m Stroke.
m Cancer.
m Unacceptable quality of life.
® Depression.
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INCORPORATION INTO DIALYSIS UNITS

® A padliative carefocus:
m Quality improvement activities.
m Inclusion of quality of death in morbidity
and mortality conferences.
®m Rounds to include question, “Would you
be surprised if this patient died in the next
year?’
m Educational in-services for diaysis per-
sonnel.
® Pain and symptom assessment and manage-
ment protocols (see outlines on pain and
symptom management).
® Advance care planning incorporated into
semi-annual and annual care planning ses-
sions (see outline on advance care plan-
ning).
® Psychosocial and spiritual support for pa-
tients and families.
® Terminal care protocols including hospice
or apalliative care approach.
® A bereavement program including a memo-
rial service (see outline on referral to hos-
pice, and grief and bereavement support).
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ADVANCE CARE PLANNING (ACP) AND
CARDIOPULMONARY RESUSCITATION (CPR)

Definition and Components of ACP

® ACPisaprocess of communication among
patients, families, health care providers, and
other important individuals about the pa-
tient’s preferred decision-maker and appro-
priate future medical care if and when a
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patient is unable to make his or her own
decisions.

® Advance directives are written documents
completed by acapable person. An advance
directive may identify a surrogate decision-
maker or medical durable power of attorney

(a proxy directive) or outline decisions to

be made (instruction directive, eg, aliving

will or a do-not-resuscitate order).
® Components of ACP can be categorized
into 3 areas:

B The Document: Instruction directives are
developed in accord with the person’s
wishes, values, life goals, and experi-
encesand areinfluenced by cultural, spiri-
tua, and religious views. Instruction direc-
tives are more useful if health states such
as coma or severe dementia, rather than
treatment interventions, are considered.

m The Participants. ACP should be cen-
tered within the patient-family sphere
rather than simply in the domain of the
patient-physician relationship. Patients ex-
pect their physicians and/or dialysis unit
staff to initiate discussions of ACP and
advance directives. Such discussions
should be considered part of the long-
term care of those with kidney disease;
these topics should be introduced early in
the course of kidney disease and can be
discussed whenever prognosis and/or the
expected course of chronic kidney dis-
easeis considered.

® The Purpose: The purpose of ACPis not
merely the completion of a written ad-
vancedirective. Patientsand familiesview
ACP as a way to prepare for death,
strengthen interpersona and interfamily
relationships, relieve burdens on loved
ones, and alow patients to maintain con-
trol over present and future health care.
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Usefulness of ACP in the ESRD Population

® Survey studies have shown that ACPfacili-
tates decision-making related to initiating
and withdrawing dialysis. Nephrologists, as
well as patients and families, find decision-
making easier if ACP has occurred and
advance directives exist.

® There is limited, but some, information
suggesting that patients who have advance
directives experience better, more recon-
ciled deaths and avoid end-of-life therapeu-
tic interventions that have little chance of
benefit.
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Strategies to Increase ACP in ESRD Patients

® Nephrologists should initiate discussions of
ACP early in their relationship with pa-
tients. Learning some communication skills
and language to use in these discussions
will increase physicians' comfort with this
aspect of medical care. Encouraging other
members of the health care team (eg, dialy-
sisunit social workers and peer counselors)
to participate in ACP may increase the
chances of success.

® Centering the ACP process within the pa-
tient-family relationship is important.
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CPRin Dialysis Patients

® Although successful ACP does not require
that a written advance directive be com-
pleted, a do-not-resuscitate order is a spe-
cific instruction directive that should be
considered by ESRD patients. Nephrolo-
gists have an obligation to educate ESRD
patients about the risks and outcome of
CPR in dialysis patients (8% surviva to
hospital discharge). Patients' choices should
be honored.

® |n adiscussion about patients preferences
regarding CPR, nephrol ogists should clarify
patients' preferencesin their present condi-
tion and in conditions of severe comorbid
illness such as coma, vegetative state, and
ventilator-dependence.

® Development of dialysis unit policies about
CPR requires consideration of patients' de-
sire to maintain control and the overall
purpose of ACPin general.
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COMMUNICATION ISSUES

Communication: The “Achilles Heel” of
End-of-Life Care

® |mpacted by cultural and ethnic issues, reli-
gious (spiritual) beliefs, and personal under-
standing of chronic illness and prognosis.
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® Requires identification of decision-makers
according to state law who possess capacity
to giveinformed consent or refusal.

® Requires identification of patients values
and treatment preferences if known.

® Addresses need of patients and families to
know what to expect and when to expect it
and desire of patientsand familiesto partici-
pate in decision-making.

Patient-Family Conferences or Meetings

® Provideformat to discussapatient’s current
medical condition and optionsfor treatment
and to decide on plan of care.
® Dialysis unit semi-annual and annual care
planning meetings provide avenuefor stable
patients.
® |mpromptu meetings often in the hospital
and when a patient’s condition worsens are
required to establish the goals of care.
® Format for patient-family conferences:
B |ntroduction of self and others and estab-
lish meeting goal.
m Review patient’s current medical condi-
tion and prognosis.
m Ask for patient/family questions to en-
sure understanding.
m Determine what patient’s values would
befor the situation, if known.
m |dentify possible options for treatment.
m Decide based on patient’s preferences, if
known, or patient’s best interest.
B Summarize decisions reached and plan.

6-Step Protocol for Communication of Bad
News

® Getting started.

® \What does the patient/family know?

® How much does the patient/family want to
know?

® Sharing the information.

® Responding to feelings.

® Planning and follow-up.

Importance of Questions to Determine
Patient/Family Needs

® “How much do you want to know?’
® “How specific do you want meto be?’
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® “|s there someone you would like to have
here for this discussion?’

Importance of Using Language in a Positive
Way

® “| want to ensure that your father receives
the kind of treatment he wants.”

® “Your father's comfort and dignity will be
my top priority.”

® “We want to help you live meaningfully in
the time you have.”

Presenting the Option of Refusing Dialysis

® Estimate the patient’s prognosis prior to
conversation, taking into account age and
comorbid conditions (USRDS Annual Data
Reports and prognostic tablesin Renal Phy-
siciansAssociation/American Society of Ne-
phrology clinical practice guideline, Shared
Decision-Making in the Appropriate Initia-
tion of and Withdrawal from Dialysis).

® Explain survival with and without dialysis.

® Describe burdens of dialysis, including sur-
gery for access, length and timing of treat-
ments, and complications including infec-
tions and hospitalizations.

® Present palliative care approach as an alter-
native, and promise patient will be kept
comfortable and not abandoned.

® Describe that death from uremia is often
more comfortable than deaths from other
types of diseases: cancer, congestive heart
failure, and end-stage lung disease.

® Offer hospice, and explain services pro-
vided by hospice.

® Allow timefor patient/family to reach deci-
sion.
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PAIN MANAGEMENT IN RENAL PATIENTS

Background

® Pain is most common symptom in dialysis
patients (50% of patients).

® Undertreatment is widespread and nega
tively impacts quality of life.

® May occur for any number of causes at any
time.

® Patients often won’'t admit to nor seek relief
fromit.

Basic Mechanisms of Pain
Pain types

Acute.

® |dentifiable event, resolves in days-weeks.

® Usually nociceptive.

Chronic.

® Cause not easily identifiable.

® Multifactorial, indeterminate duration.

® Nociceptive and/or neuropathic.

Neur opathic.

® Pathophysiology:
m Disorder of central or peripheral nerves.

® Multiplefactorsinvolved in causation.

® May exceed observableinjury.

® Often tingling, shooting, stabbing, electri-
cal.

® Treatment with anticonvulsants, tricyclic
antidepressants, and opioids depending on
severity.

Nociceptive.

® Pathophysiology:
m Direct stimulation of intact nociceptors.
m Sharp, aching, throbbing.

O Somatic, easy to describe and localize.
0 Visceral, difficult to describe and local-
ize.

® Treatment with opioids and adjuvants de-

pending on severity.

Assessment of the Patient With Pain

Agency for Health Care Policy and Research
Clinical Practice Guideline ABCDE
recommendations for pain assessment and
management
® Ask about pain regularly. Assess pain sys-
tematically.
® Believe the patient and family in their re-
ports of pain and what relievesit.
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® Choose pain control options appropriate for
the patient, family, and setting.

® Deliver interventions in a timely, logical,
and coordinated fashion.

® Empower patientsand families. Enablethem
to control their course to the greatest extent
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® Adjust and /or change therapy as needs
dictate.

® | earn variety of routes available to give:
orally, intravenously, subcutaneous, sublin-
gual, transdermal patch.

World Health Organization 3-Step Ladder for

possible.
Pain: Evidence-Based

Physical Examination and Assessment ® Convenient and allows progressive levels

® | ook for etiologic factors.

Character: burning, steady, aching, dull, etc.

Location.

Relief.

Aggravating factors.

Intensity.

m Scoring systems: Usually 0 to 10, where
0 = no pain a al and 10 = worst pain
imaginable.

m Descriptive scae: Mild-moderate-severe
or use of faces.

Psychological Assessment

® Principally to assess effect on quality of
life.
® Depression often acomorbid condition.

Causes of Pain

® Musculoskeletal pain:
m Osteoarthritis.
m Osteoporosis.
® Renal osteodystrophy.
m Diskitis/osteomyelitis.
® Related to dialysis procedure.
® Neuropathic pain from peripheral neuropa-
thy.
® |schemic pain from peripheral vascular dis-
ease.
® Carpal tunnel syndrome.
® Angina
® Other:
m Polycystic kidney disease.
m Malignancy.
m Calciphylaxis.
® Trauma.

Therapeutic Intervention

® | earn afew drugsin each category.

® | earn weaknesses, limitations, and “best”
situations in which the drugs apply.

® | earn doses and how to reassess.

of intervention as needed by pain level.

Step 1 (mild), pain rated 1-4

® Adjuvants: medications used to counteract
an opioid side effect or analgesics added to
enhance analgesia.
m Examples: gabapentin, valproic acid, ste-
roids.
® Analgesics: non-narcotic.
m Acetylsalicylic acid (aspirin).
m Acetaminophen (Tylenol).
m Nonsteroidal anti-inflammatory drugs: nu-
merous examples.

Step 2 (moderate), pain rated 5-6

® Opioids
m Codeine.
m Oxycodone.
m Hydrocodone.
m Dihydrocodeine.
®m Tramadol.
m +/— Adjuvants.

Step 3 (severe), pain rated 7-10

® Opioids
® Morphine.
®m Hydromorphone.
m Methadone.
m |_evorphanal.
m Fentanyl.
m Oxycodone.
m +/— Adjuvants.

® Adjustment for decreasing glomerular filtra-
tion rate (GFR) needed for morphine and
hydromorphone since glucuronide metabo-
lites accumulatein renal failure.

® No adjustments for decreased GFR needed
for oxycodone, fentanyl, and methadone.

® Start low and titrate dose upwards based on
subsequent pain rating.
B For pain that persists as mild to moderate,

increase dose 25% to 50%.
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m For severe/uncontrolled pain, increase
dose 50% to 100%.

O Adjust faster for worse pain.

B |mmediate-release formulations, oral.

0 Codeine, hydrocodone, morphine, hy-
dromorphone, oxycodone.

B Sustained-release formulations, oral.

o Improve compliance, adherence, and
pain control for chronic pain.

O Dose every 8, 12, or 24 hours depend-
ing on formulation.

O Adjust every 4810 96 hours (once steady
state reached).

Adverse drug effects.

m Drugsto avoid inrenal failure and elderly
because of metabolites:

O Propoxyphene, meperidine.

Morphine, unless life expectancy is short

because of build up of metabolites causing

opioid neurotoxicity.

Common, expected adverse drug reactions

to opioids:

m Constipation.

® Dry mouth.

® Nausea/vomiting.

m Sedation.

Management of adverse drug reactions

(ADRs) and side-effects:

m Constipation by far the most common
ADR, and patients do not develop toler-
anceto it unlike other opioid ADRSs.

Bowel preparations:

O Bulk forming agents such as psyllium
do not work and should not be used.

O Stimulant laxatives required (senna,
bisacodyl, glycerine, casanthranol).

O Prokinetic agents (metoclopramide,
cisapride).

O Osmotic laxatives (lactulose or sorbi-
tal).

Summary of opioid pharmacotherapy for

chronic pain:

m By the mouth, since 80% of time pain can
be controlled with oral medications.

m By the World Health Organization ladder.

m By the clock, ie, around-the-clock pre-
scribing.

m For theindividual.

m With attention to detail.
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SYMPTOMS IN RENAL DISEASE

Background

® ESRD patients are amongst the most symp-
tomatic of any chronic disease group.

® The greater the number of troublesome
symptoms ESRD patients report, the lower
they rate their quality of life.

® Pain, weakness, difficulty sleeping, pruri-
tus, fatigue, anorexia, and sexual dysfunc-
tion are common symptoms. Erythropoietin
can improve some but not al of these
Symptoms.

® Experiencewith nocturnal dialysishasdem-
onstrated a significant reduction in hemo-
diaysisrelated symptoms, and peritoneal
dialysis eliminates the direct hemodialy-
sisrelated symptoms such as intradialytic
hypotension, vomiting, cramps, and postdi-
alysis “washout.”

® There areno ongoing, evidence-based symp-
tom treatment protocolsin dialysis units.
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Intradialytic Symptoms
® Symptoms are common and problematic

during dialysis. Approximately 40% of he-
modialysis treatments are associated with
symptomatic hypotension and/or symptoms
such as cramps, nausea, and vomiting; and
pruritus. Postdialysis hypotension and a
“washed out” feeling or weakness lasting
up to 24 hours are al'so common.

Shorter dialysis treatments, high-efficiency
diaysis, elderly patients, and high comor-
bid burden correlate with increased symp-
tomson diaysis. The mgjority of symptom-
atic treatments occur in a minority of
patients who are recurrently symptomatic.
Recent studies have supported the value of
changes in the dialysis prescription in de-
creasing intradialytic symptoms. Blood vol -
ume monitoring, decreased dialysis tem-
perature, and modeling of diaysate sodium
and ultréfiltration rates are effective and
inexpensive.
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medications such as phosphorous binders,
iron supplements, and narcotics can cause
constipation.

Insomnia

® Problems of dlegp disturbances have been

reported by 50% to 90% of dialysis patients
surveyed. Research has also shown that
these patients have a high incidence of
specific primary sleep disorders such as
sleep apnea syndrome, periodic leg move-
ment disorder, and restless legs syndrome.

Lethargy
® Persistent fatigue and postdialysis fatigue

have been attributed to a number of causes:
ultrafiltration and its effect on blood pres-
sure, blood-membrane interactions, acute
reductionsin serum potassium and phospho-
rous levels during dialysis, depression, in-
somnia, poor nutrition, anemia, medication,
the rapid osmotic changes of the extracellu-
lar fluid space during hemodiaysis, and

Pruritus depletion of specific substances such as
. N carnitine.
® Uremic pruritusis one of the most common
and frustrating symptoms experienced by Neuropathy

patients with ESRD. Up to 60% of dialysis

patients experience pruritus, sometimesworse Uremic neuropathy is a mixed motor and

during the diadlysis session. Secondary hyper-
parathyroidism, hyperphosphatemia, increased
calcium-phosphate deposition in the skin,
dry skin, inadequate dialysis, anemia, iron
deficiency, and low-grade hypersensitivity
to products used in the dialysis procedure
have all been identified as possible causes
of pruritusin the dialysis patient.

sensory polyneuropathy that is distal and
symmetrical. Currently the condition is at-
tributed to one or more toxins retained in
uremia and not adequately removed by di-
alysis. Diabetic peripheral neuropathy is
also acommon cause of symptoms because
of the high incidence of diabetes in the
ESRD population. Medications such as
gabapentin or tricyclic antidepressants are
used to treat the painful burning sensation

Anorexia in hands and feet associated with this disor-

® A nonspecific symptom that may be an der.
indication of inadequate dialysis and ure-
mia. Depression, gastrointestinal distur-
bances, taste disorders, and mechanical
causes may also contribute to anorexia.

Restless Legs

® The prevalence of uremia-associated rest-
less leg syndrome is estimated to be be-
tween 20% and 40%, and it is unclear to
what extent this condition is related to ure-
mic neuropathy. Anemia, low serum ferritin

Constipation
® A common complaint inthe dialysis patient

and the cause is multifactorial. Dietary re-
striction of high-potassium fruits and veg-
etables decreases the fiber content of food
ingested. Fluid restriction, inactivity, and

levels, low serum levels of parathyroid hor-
mone, and inadequate dialysis have been
associated with the presence of restless leg
syndromein dialysis patients.
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Nausea and Vomiting

® May be amanifestation of uremia, fluid and
electrolyte changes, and hypotension dur-
ing the dialysis procedure. Treatment for
nausea and vomiting depends on the under-
lying cause.

Depression

® Subsyndromal depressive symptoms are
found in 25% and major depression in 5%
to 22% of ESRD patients. Although major
depression can be effectively ameliorated
with psychotherapy and/or selective seroto-
nin reuptake inhibitors, in dialysis facilities
depression is often unrecognized and un-
treated.
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REFERRAL TO HOSPICE, AND GRIEF AND
BEREAVEMENT SUPPORT

Hospice

® Scesdeath asanatural part of life.

® Recoghizes the patient and family as the
unit of care.

® Requires prognosis of 6 months or less
based on the physician’s determination of
the normal course of the patient’sillness.

® Believesin treating symptoms, not prolong-
ing life or hastening death.

® [ocuses on pain and symptom manage-
ment.

® Supportsthe patient and family during death
and after.
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® Covered by most insuranceincluding Medi-
care.

® Provides, coordinates, and pays for all ser-
vicesrelated to the terminal condition.

® Despite serving over 700,000 dying per-
sons and their families each year, hospice
recognizes that there are barriers to access,
and it wants to provide care to ESRD pa-
tients and those with disorders other than
cancer and acquired immunodeficiency syn-
drome.

Services Provided

® Nursing.

Pastoral care.

Psychosocial support.

Volunteers.

Home care aides.

Hospitalization for acute management of

uncontrolled pain and symptoms.

Out-patient services.

Supplies, medications, equipment.

® Bereavement services for 1 year after the
death.

® Provides care when patient is in home,
hospital, or nursing home.

ESRD Patients on Dialysis

® Because of Medicare payment regulations,
if patient were referred to hospice with
ESRD as the terminal diagnosis, the hos-
pice would be financially responsible for
payment of dialysis on the $115/day they
receive from Medicare. Medicare would
not pay for dialysis and hospice. Hospices
cannot afford to pay for thrice-weekly dialy-
Sis.

® Dialysis would be viewed as life prolong-
ing and would be outside of the scope of
most hospice philosophies.

® Therefore, most hospices will rarely accept
a patient on maintenance dialysis with a
rena diagnosis as the reason for hospice
referral.

® ESRD patients who are referred must have
a nonrena terminal diagnosis, eg, end-
stage heart disease, pulmonary disease, can-
cer. If the terminal diagnosis for hospice is
nonrenal, then the costs for dialysis are not
charged to the hospice.
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When to Refer to Hospice

® Referral should be considered for all rena
patients discontinuing diaysis and made
for all patients who want to die at home or
in a nursing home. Acute hospice care is
possiblein some hospitals.
® ESRD patientswith other nonrenal diseases
in advanced stages may selectively be re-
ferred.
m Determine that patients have prognosis of
6 months or less by using the Loca
Medical Review Policies (LMRP) web-
sitelisted below.

Bereavement Services

® Should be providedto all familiesand loved
ones following ESRD patient deaths
whether or not referral is made to hospice.

® Condolenceletter and/or call from the neph-
rologist or other staff.

® Attendance by staff at funeral or wake en-
couraged.

® Notification of death announced at the dialy-
sisclinic, eg, display obituary, place aflower
in avase, or some other ritual.

® Renal socia worker contact.

® Annual renal memorial service.

REFERENCES AND RESOURCES

1. Description of LMRP prognostic criteria. Available at:
www.DraftLMRP.net.

2. National Hospice and Palliative Care website. Avail-
able at: www.nhpco.org. Accessed: July 21, 2003

3. American Academy of Hospice and Palliative Medi-
cine website. Available at: www.aahpm.org. Accessed: July
21, 2003

4. Jennings B, RyndesT, D’ Onofrio C, Baily MA: Access
to hospice care: Expanding boundaries, overcoming barri-
ers. Hastings Cent Rep March-April:S3-S7, S9-S13, S15-
S21, 2003

5. Braveman C, Cohen, LM: Discontinuation of dialysis:
The role of hospice and palliative care. AAHPM Bull
3:1,16-17, 2002

6. Poppel D, Cohen L, Germain M: The renal palliative
careinitiative. J Palliative Med 6:321-326, 2003

7. Cohen LM, Germain MJ: Pdliative and supportive
care, in Brady HR, Wilcox CS (eds): Therapy of Nephrology
and Hypertension: A Companion to Brenner’'s The Kidney.
(ed 2). Philadelphia, PA, Elsevier Science, 2003, pp 753-756

8. Cohen LM, Reiter G, Poppel D, Germain M: Renal
palliative care, in Addington-Hall J, Higginson | (eds):
Pdlliative Care for Non-Cancer Patients. London, Oxford
University Press, 2001, pp 103-113

181

CLINICAL, ETHICAL, AND LEGAL ISSUES IN
WITHHOLDING AND WITHDRAWING DIALYSIS

The Ethical and Legal Right of Competent
Patients to Have Dialysis Withheld or
Withdrawn
Clinical considerations
® Responding to a patient’s request to stop
dialysis, determine why.

m |dentify provider(s) who will coordinate
communication with the patient or legal
agent (eg, nephrologist in conjunction
with the primary care provider for ESRD
patients).

W Assess patient decision-making capacity
and whether it is diminished by mgor
depression, encephalopathy, or other dis-
order. Obtain psychiatric and/or neurol ogi-
cal consultation as appropriate, and insti-
tute treatment for conditions impairing
decision-making capacity.

m Arethe patient’s perceptions about dialy-
sis accurate? Does the patient know what
to expect if dialysis is not started or
discontinued?

m Does the patient really mean what he/she
says or is the decision to refuse or stop
dialysis made to get attention, help, or
control ?

m Are there changes that might improve
quality of life and would the patient be
willing to start or continue dialysis while
the factors responsible for the patient’s
regquest are addressed?

m Arethere persons (eg, socia worker, chap-
lain) with whom the patient would be
willing to discuss the decision?

Ethical considerations

® The right of competent patients to have
dialysiswithheld or withdrawn is grounded
in the ethical principles of:

m Autonomy: requires respect for patient’'s
right to make free decisions about his/her
health care.

m Respect for persons: requires that health
care professionals refrain from carrying
out unwanted interventions and that they
actively encourage autonomy and pro-
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mote patients' control over their ownlives.

m Beneficence: requires promotion of the
patient’s good or benefit.

®m Nonmaleficence: requiresrefraining from
harming patients.

Patient’s own values and preferences are

thefocal point (although not the sole consid-

eration) of medical care. A physician can-
not substitute his’her own preferences, even
if morelikely toimproveclinical outcomes.

Shared decision-making is the recom-

mended process by which health care pro-

viders and patients come to agreement on a

specific course of action. It is based on a

common understanding of the goals of treat-

ment, risks and benefits, and the values and
preferences of the patient.

m Refusal of recommended treatment may
cause a physician to question a patient’s
decision-making capacity (eg, possible
depression), but therefusal initself should
not be considered evidence of incapacity.

m |f the burden of symptoms such as pain
and depression are major factors in the
decision to withhold or withdraw from
dialysis, every attempt should be made to
dleviate these symptoms before a final
decision ismade.

Legal considerations
® Patientshavealega right to self-determina-

tion, which may be exercised in informed

refusal of medical treatment—either not

starting dialysis or a request to be with-
drawn from dialysis—even if the refusal
may result in death.

m Karen Ann Quinlan (New Jersey Su-
preme Court), 1976: right to have life-
sustaining treatment (mechanical ventila-
tion) withdrawn.

®m Nancy Cruzan (US Supreme Court), 1990:
right to have tube feedings and other
forms of life-sustaining treatment with-
drawn.

m Nancy B (Canada), 1992: competent pa-
tients have a right to refuse treatment
whether terminally ill or not.

O Article 19 of the Civil Code of Lower
Canada: “The human person is invio-
lable. No one may cause harm to the
person of another without his consent
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or without being authorized by law to
doso.”

O Article 19.1: “No person may be made
to undergo care of any nature, whether
for examination, specimen taking, re-
moval of tissue, treatment or any other
act, except with his consent. Where the
person concerned is unable to consent
to or refuse care, aperson authorized by
law or by mandate shall replace him.”

o Therefore, it follows from Civil Law
that patients have theright to invokethe
principles of autonomy and self-deter-
mination and stop or refuse treatment.

® An American judgment in the Matter of

Claire C. Conroy: “Declining treatment

may not be properly viewed as an attempt

to commit suicide as the refusa merely
allowsthe diseaseto takeitsnatural course
and the subsequent death would be the
result primarily of the underlying disease
and not the result of a sef-inflicted in-
jury.”

® Common Law: Malette v Shulman: Dr.

Shulman wasfound liablefor battery when

he administered ablood transfusion which

he felt was necessary to savethelife of an
unconscious patient. The patient was car-
rying a Jehovah's Witness card explicitly
stating that she would not want to receive
ablood product should the situation arise,
even if it were necessary to save her life.
0“The right to refuse treatment is an
inherent component of the supremacy
of the patient’s right over his own body.
That right to refuse treatment is not
premised on an understanding of the
risks of refusal. . ..However sacred life
may be. . .certain aspects of life are
properly held to be more important than
lifeitself.”
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When Patient Is No Longer Competent to Give
Consent for Withdrawal or Initiation of Dialysis

Ethical considerations

® To respect patient autonomy, a substitute
decision-maker must give consent to with-
hold or withdraw dialysis.

Who should makethe decision?

m Person(s) with the best knowledge of the
patient’s specific wishes/values/beliefs/
preferences as they pertain to the present
situation.

m|n various states, the appropriate legd
agent is called a health care proxy or
medical power of attorney or durable
power of attorney for health care. Such
agents are appointed by the patient while
capacitated.

m |n most states, if the patient has not ap-
pointed a decision-maker in an advance
directive, state law alows the appoint-
ment of a health care surrogate to partici-
pate in decision-making with the physi-
cian.

m Nephrologists must be knowledgeable of
the state law in the state in which they are
practicing.

How should the decision be made?

m Decisions should reflect apatient’ swishes,
if known.

m |f advance care planning has been done
and/or an advance directive has been com-
pleted, apatient’s expressed wishes should
be honored.

m | a patient’s wishes are unknown, a deci-
sion should be made based on the pa-
tient’s best interest.

® Difficulties arise when family members re-
quest treatments that are contrary to the
patient’s previously expressed wishes or
the health care team’s assessment of the
patient’s best interest.

® The family has no moral or legal author-
ity to make medical decisions for the
patient independent of the patient’swishes
or best interest. By requesting such treat-
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ment, they breach their fiduciary duty as
surrogate decision-makers for the patient
and in such cases there is no lega or
ethical duty to provide the treatment. See
below.
® Difficulties arise when there is disagree-
ment as to what is in the patient’s best
interest or what his’/her prior wishes were.
m This situation often requires a process of
conflict resolution to come to a common
understanding of the values and beliefs of
the patient and the goals of care (see
conflict resolution below).

Legal considerations

® The law requires that a person authorized
by law or mandate should replace the pa-
tient if the patient is not competent to make
decisions.

® Most states and provinces have enacted
legislation giving family members, or spe-
cific individuals previously designated by
the patient, the right to make health care
decisions on behalf of incompetent pa-
tients.

® |f such a substitute decision-maker is not
available, then a court-appointed guardian,
or the court itself, will make the necessary
health care decisions on behalf of the pa-
tient by exercising its parens patriae juris-
diction.

® The substitute decision-maker has a fidu-
ciary duty to make decisions based on the
known wishes of the patient or, if not known,
in the patient’s best interest. These deci-
sions should take into account the known
values and beliefs of the patient as well as
the relative risks and benefits.
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Demand for “Inappropriate” Initiation or
Continuation of Dialysis

Ethical considerations

® The limits of patient autonomy have re-
cently been challenged by demands from
patients and families for medical interven-
tion felt to be inappropriate by the medical
team.

® Conflict between the ethical principles of
autonomy versus beneficence: The physi-
cian’s obligation to respect the wishes of
the patient must be tempered by duties to
consider the well-being of the patient and
provide appropriate care. Appropriate care
isthat in which thereis areasonable expec-
tation that the benefits of care will exceed
the burdens. Patients wishes cannot, on
their own, become the standard for medical
care.

® |n most cases, dialysis treatment can be
ethically withheld or withdrawn in patients
who have irreversible, profound neurol ogi-
cal impairment such that they lack signs of
thought sensation, purposeful behavior, and
awareness of self and environment, eg, pa-
tients in permanent uNconsci oUSNess.

® Two very different ethical issues:

m Demand for ineffective treatment: can be
dismissed because such treatments fall
outside the bounds of standard medical
care.

m Demand for effective treatment support-
ing a controversial end (eg, diaysisfor a
patient with permanent unconsciousness):
o Typicaly involve substantial value dis-

agreements and cannot be addressed by
the concept of “futility.” Often the ques-
tion “What sort of lifeisworth preserv-
ing?’ is a their core. Most patients
would not choose to prolong life in a
profoundly diminished state but some
have good reasons for doing so (reli-
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gious or cultural beliefs). It is not ethi-
cal practice to arbitrarily discount pa-
tients' values. A unilateral decision to
withhold or withdraw carein such cases
violates the obligation to respect the
wishes and values of the patient.

O Must consider social value for family
and loved ones, appropriate use of scarce
resources, suffering of the patient, and
ethical burden on health care team.

O Ethical theories such as ethic of care
and relational ethics may help approach
these types of situations, at least at the
level of theindividual patient. Issues of
appropriate use of resources need to be
dedlt with at a higher and ultimately a
societal level.

O Thistype of conflict requires open com-
munication and negotiation (conflict
resolution) between the health careteam
and the patient or family.

Legal considerations
® Currently, the law does not adequately ad-

dress the issue of whether physicians can

refuse a patient’'s wish to receive life-

sustaining treatment deemed medically in-
appropriate.

There is a distinction between the negative

right to refuse unwanted treatment and a

positive right to demand specific treatment.

“Autonomy is limited by the reach of the

legal roots that established it: the constitu-

tional right to privacy; the common law
doctrine of informed consent; and the com-
mon law right to be free from unwanted
bodily invasion. Each is a negative right
from which no entitlement to medical care
properly can be inferred.” (Brophy v. New

England Snai Hospital).

The courts have tried to balance concerns

for ethical integrity of the medical profes-

sion against respect for patient autonomy.

B Thereisnothing in the law “which would
justify compelling medical profession-
as. . .to take active measures which are
contrary to their view of their ethical duty
toward their patients.”

m Within the context of withdrawing life-
sustaining treatment, the court has stated
that a physician “is under no duty to treat
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... a patient where a large body of in-
formed and responsible medical opinion
is to the effect that no benefit would be
confirmed by continuance.” (Airedale
NHS Trust v. Bland).

® This does not mean that the medical com-
munity is free to abandon patients if their
conscience does not alow them to partici-
pate in the patient’s care. They are ex-
pected to transfer the patient to another
physician willing to comply with the pa-
tient’s wishes, if such a physician can be
found.

® Even if the law may not oblige physicians
to act contrary to conscience, it does not
consistently support the withdrawal of life-
sustaining treatment contrary to the wishes
of the patient or family.

m Historically, courts have not addressed
what should be decided but who should
decide and typically support the right of
families to make decisionsfor their loved
ones contrary to the advice given to them
by the treating physician (eg, cases of
HelgaWanglie and Baby K).
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Conflict Resolution

® The law and ethics attach considerable im-
portance to communication and the process
of care. When disagreement among the
hedth care team and patient/family per-
sists, the physician should seek a negotiated
solution through the process of conflict reso-
lution.

® Conflict resolution aims to de-escal ate con-
flict and find a common ground. This often
requires extensive exploration of values,
beliefs, and expectations for care. This may
reguire the services of someone trained in
conflict resolution such as a bioethicist,
social worker, or psychologist.

® Courts are not the place to achieve resolu-
tion asthey are highly polarized venues for
parties to address disputes.

® |f conflict cannot be resolved through me-
diation, consultation with a lawyer may be
necessary. The courts should only be sought
asalast resort.
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