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What do We Know about Uncertainly in Illness?

When I began my original research on uncertainty, the con-
cept of uncertainty had not previously been applied in the health
and illness context. My original Uncertainty in Iilness Theory
(1988) drew from existing information processing models and
personality research from the psychology discipline, which char-
acterized uncertainty as a cognitive state resulting from insuf-
ficient cues with which to form a cognitive schema, or internal
representation of a situation or event. I attribute the underlying
stress/appraisal/coping/adaptation framework in the original
theory to the work of Lazarus and Folkman (1984). What is
unique is my structure of the theory, consideration of uncertainty
as both a negative and positive cognitive state and application of
this framework of uncertainty as a stressor within the context of
illness. These points make the framework particularly meaning-
ful for nursing. Currently there are two theories of Uncertainty
in lllness, the original theory which I will emphasize in the
presentation and the re-conceptualized theory which I will cover
more generally.

The uncertainty theory by Mishel (1988) explains how uncer-
tainty develops in patients with an acute illness and how patients
are proposed to deal with uncertainty. With the development
of the Uncertainty in Illness scales, the research on uncertainty
has proliferated. Most of the research has focused on either the
diagnosis or treatment phase of acute illness, illness survivor-
ship and living with chronic illness. Some consistent findings
have emerged. Across all illnesses studied to date, uncertainty
decreases over time but returns with illness recurrence or exacer-
bation. Uncertainty is highest or most distressing while awaiting
a diagnosis. Ilness symptoms can lead to uncertainty when the
symptoms change over time, are unpredictable and inconsistent.
When symptoms can not be linked to a specific illness or disease,
this situation results in higher levels of uncertainty. Similarly, se-
vere illness where the outcome is unknown has been reported to
lead to uncertainty. This has been found in a number of studies

with varying patient samples including those with cardiovascular

Merle H. Mishel, RN, PhD. FAAN

Kenan Professor

School of Nursing

University of North Carolina at Chapel Hill
Chapel Hill, NC, 27599. USA

disease, and cancer. In studies where patients’ symptoms are not
clearly distinguishable from those of other co-morbid conditions
or where symptoms of recurrence can be confused with signs of
aging or other natural processes, symptoms are associated with
uncertainty.

Both social support and the relationship with health care
provider have been studied as resources available to the patient
to help manage uncertainty. A number of studies have explored
the relationship between social support and uncertainty. Current
evidence is strong for the role of social support in reducing un-
certainty among those with an acute illness. However the type
of social support needed and who is seen as supportive changes
over time and by illness. The role of the health care provider in
reducing uncertainty is substantiated for persons receiving treat-
ment for cancer, yet few studies have been done to explore the
role of the health care provider with other acute illness popula-
tions. Also, there is some evidence that health care providers do
not function as a source of support for reducing uncertainty in
parents of acutely ill children; however there is a need for further
exploration since there are few studies in the area.

There is a growing body of literature on parent experience
of uncertainty in caring for an ill child. There is one literature
review of this work. Recently there has been support for the
relationship between symptoms of post traumatic stress and
uncertainty in mothers of ill children. The association of post
traumatic stress and uncertainty has also been reported for other
populations dealing with illness. Concerning the role of per-
sonality dispositions such as mastery or optimism in reducing
uncertainty, the evidence is variable from acute illness to chronic
illness. A number of personality dimensions have been identified
in chronic illness as effective in managing uncertainty In acute
illness, there is some support for mastery and optimism. Stud-
ies of coping with uncertainty in acute illness have resulted in
consistent findings for the relationship between uncertainty and

emotion-focused coping. However, the qualitative studies offer a
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What do We Know about Uncertainty in Ilness?

greater variety of strategies to manage uncertainty

Uncertainty functions differently in chronic illness in
comparison with acute illness. Also in chronic illness we find
the survivors of acute illness. The similarities and differences
between survivors and those diagnosed with a chronic illness will
be further clarified in the presentation. However, it is important
to recognize that some of the differences can be traced to the
design of the study as either qualitative or quantitative. Con-
cerning the causes of uncertainty, the findings from qualitative
data have provided a rich description of the causes of uncertainty
across a variety of chronic illnesses. From the qualitative work,
symptom unpredictability, an unknown future and the possibil-
ity of disease recurrence and extension have been identified as
causes of uncertainty. Lack of information to make the future
more predictable has also emerged from qualitative studies as an
antecedent of uncertainty. The literature is rich with descriptions
of these causes of uncertainty, especially the unpredictability of
symptoms. The uncertainty resulting from erratic symptom dis-
play that is characteristic of some chronic illnesses has been fully
described in the research done to date.

There is sufficient evidence that uncertainty has a negative
impact on quality of life and psycho-social adjustment in acute
and chronic illness populations. Since the evidence is consistent
and strong it provides direction for interventions to target ill-
ness-specific outcomes. I have conducted six intervention studies
where the focus was on teaching either breast cancer or prostate
cancer patients how to manage uncertainty. These interventions
are easily applicable to nursing practice and patients report that
they have gained skills in managing the disease. Improvement
in specific symptoms and attitudes was reported from patients
in the intervention studies. Improvement in emotional state was
found in another intervention study with men with recurrent
and advanced prostate cancer. Even long term survivors reported
gains in knowledge and in finding resources to manage enduring
treatment side effects. There is evidence for the effectiveness of
supportive educational interventions in modifying the adverse
outcomes from uncertainty. Repeated testing of these interven-
tions and the development of other theory and research based
interventions that build on the body of existing descriptive re-

search should be the direction of future research.

20 H AR F W e &4

s

k2
FE G

Uncertainty Theory
and Supporting Research TE» & DEREHAR

Merle H. Mishel
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Uncertainty T &

@ Where did the idea of uncertainty come
from?
T AEDPEEVIERAAREZH SETNDDHD ?

e Initial study of uncertainty and
development of uncertainty scales
TEED EDIMHORRE EFE L EREDOHESE

@ Development of the uncertainty
theories
- REPESOERORE

Uncertainty — Definition
THEIPE-FE

@ The inability to determine the meaning of illness related

events

CRRICEE T SHERICER DY S VI E

The cognitive state created when the person cannot

adequately structure or categorize iliness related events

due to a fack of sufficient cues

 ABRRIEETRHERIIOWT, +HAFH U ESN
BOEDIL, SEHERSBEUVAIAB ULYTERWEBICE UBER
fitl:pkeer:H

Occurs in a situation where the decision maker is unable

to assign definite value to objects or events and/or is

unable to predict outcomes

- BEREBNEOPHEBICEREGEES VLY, 20
BREEEBCFRHLAVTEEVEELLEIS. ELB0WTRY
THIB

3

How Uncertainty is Generated
FEERIFEDLIELBZDH

o Factors within the person and environment
influence perception of illness-related events.

C ACRBOBRRY, RRICEHET AHRBOHNEIIHE

5
Perception requires recognition and classification
of iliness-related events.

CHR, RRICHE T SHRBOBRESEELELY S
Lack of recognition and ciassification or incorrect
classification leads to uncertainty.

CBRCDEORE, FLBBoNHENTED SEE<
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What do We Know about Uncertainty in Illness?

Significance of Uncertainty
R EDESE
New York Times June 1, 2004
(Z2—3—921LX 2004.6.1)

“Fundamental issue for cancer survivors is
uncertainty. Is it gone or will it come back.”

WAYNAN—-OEKRYEFBEETENETH S,
NANBER LD, P TEZDH,?T

“It’s the not knowing, it’s living with uncertainty-
the critical issue.”
TRENBIERTERY, FRIPSEHIEETHIL
THY, BEXGMBETSS

Uncertainty Theory
Four-Factor Scale

@ Ambiguity (BB
» Ambiguity Factor - 13 Items 135E
+» Cues about the state of the illness are vague and
indistinct and tend to blur and overlap.
CBRICOVTOFHD INEBR T o0& R T,
FARULTWT, BEIEEN 55,

@ Complexity (E#)
+ Complexity Factor -7 ltems  718E
+ Cues about treatment and the system of care are
multiple and varied.
CABMER ST VAT LI OWTOFHDUFELE-T
WIBHTHS

Stimuli Contributing to Uncertainty
THeD SORB B 50D

(B
(7 BEFE)
e Inconsistent (F—I)
e Variable (S/%Z51%)
(#E3E %)
(FRIRETEEM)

e Vague

e Unclear

e Complex
e Unpredictable
(FREFIE)

e Novel

Uncertainty Theory
Four-Factor Scale

e Inconsistency (FR—Zik)
« Inconsistency Factor -7 ltems 715E
» Information changes frequently or is notin
accord with information previously received.
ERYRULUERELEY, BRE BILAFELES
O E~F LI

e Unpredictability (FBIFe]4E%)
+ Unpredictability Factor - 5 items S5IHE
« Lack of contingency between illness cues and
iliness outcome.
RROFEHP VERROBR LOBO—HERVTY
10 &

Personal Factors
Contributing to Uncertainty

TRPELEADER
o selective attention  (BR&NEE)
e Confusion (E&.)
e emotional arousal (BEHVEE)
e Depression (#152)
e lack of familiarity (™MEh&)
e cognitive stress  (FEHAI X F-R)

Model of Perceived
Uncertainty in lliness
BRUCEIE T 2T, SBHMETF IV

Uncertainty Theory D SR
Four-Factor Scale 4—EFEFRE

Uncertainty theory was developed
from the literature and research on
uncertainty using the Mishel
Uncertainty in lliness Scale.

THEH & OIBRIE, Mishel DIFRDOR
EHhERE#HEVAENEPHEICLY
BELL

Antecedents of Uncertainty
TEED EDETEH

Stimuli Frame = " BIBET"
symptom pattern ER/ &2
event familiarity R EOBRHEE
event congruence HERO—HE

12
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What do We Know about Uncertainty in Illness?
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Symptom Pattern
ERDIN 5~

The degree to which symptoms are consistent
enough to form a pattern.
W= HRIIEWT, ERY B LTV BHOEE

Symptoms that are inconsistent in intensity,
frequency, number, locations, and/or duration do not
form a symptom pattern.

®E HE W B SRERIC-SEr v ERE /N2
— W ER LV

Less symptom pattern leads to uncertainty.
RO NG L P VBS AT, E5515T

14

Symptom Pattern
FERD /I G—>

Research on Symptom Pattern;

TERD/CT— AT BIHE

Persons with illnesses with remission and
exacerbations have high levels of
uncertainty.
-BRIBREEIRROA TR REN N SHE N

Persons with symptoms but no diagnosis

have more uncertainty.

FERE B BB DVNTWEVATRE,
EOTRELENH W

15

Research on symptom pattern and
uncertainty
FERD /N2~ L ERED I 3R

1. Patients who experience more acute symptoms
report more uncertainty.
BEERF HIATYE, LUFELEFHL

2. When illness fluctuates and patients have good
and bad days, uncertainty is higher.
RRUSEFBY, BFORVWEBVB I HBETEY

B LUBEN

3. Unpredictability of a symptom complex is
associated with uncertainty
cFRIO DD HEVERBETHE, SEEELTWS

Research on symptom pattern and
uncertainty

1. The less control there is for an illness, the
more the uncertainty.
CARREDL M- T EHFBOERE D EEF N

2. In childhood illnessthe more unknown the
prognosis is, the higher the uncertainty
NBHOBRT, TR SEULBVETE, &

FHEN

3. Recurrence of iliness generates more
uncertainty
FAROBRYE, JUBVRE, SEEUIED

A

e
= A
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Event Familiarity
HREOHAE

Refers to the habitual or repetitive nature
of the health care environment.
CERBRCHTAEN P REMEET

Novelty and complexity of treatment and
treatment facility weaken event familiarity
and increase uncertainty.
TABALE R O TTHEER L,
HRBORMENRY, RHED» SFEES

Event Familiarity-Research

HEEANDHAME -

Women with more uncertainty about biopsy

procedures and diagnosis experience high levels

of anxiety and depression.

CINAF T RRE TEUBCTED SEBEMTSiE
T, FUBVFRPHIDEDD

As the management of an iliness changes and
increases in complexity, uncertainty increases.
RROBERFEIED oAy T,
TNEDSHHMKT S

19

Event Familiarity

Research on Event Familiarity:

Diagnostic tests that are unfamiliar to the

patient generate uncertainty

CBEY LA SEVBEAOBRER,
TEMEEELEES

Among patients with chronic pulmonary
disease, unfamiliarity with new home
treatments is associated with uncertainty.

REOERBRBEECHVTE,

Bl & OBV LVWEERED

TE, STMELTWS

20

Event Congruence

HRBEO—FiE

The consistency between what is expected
and what is experienced in illness-related
events,
ARICEE T AHEEIIHNT,
FRITBEEHFBTHIEOBICH T 5—FH

When expectations are not met, lack of event
congruence leads to uncertainty.
FRNET N, HEBIC-BEI ROBEE TR
TEED S%4BL
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What do We Know about Uncertainty in Illness?

21

Event Congruence

Research on Event Congruence:

Uncertainty levels reported to be higher in

those expecting to be cured but requiring

repeat surgery.

CBDEHB LTV EDI, FHELI—ERITELS
CEDNABETUTHEI SO LAV LIFL
EHEITNS

Less time between prior and current
hospitalization associated with higher levels
of uncertainty.
ARCAREOBEIEWE

TENPEEIIE LS

Cognitive Capacity
EBAIRE )
Refers to the information-processing

abilities of the person.
TOANDERLIBREN £18T

Physiological malfunction and stress-
related demands on cognitive processing
will decrease available cognitive capacity.
AIEPHBETEPEBNTOEAND X M-I
EORFIBHENEET IS

25

22

Research on event congruence
And uncertainty
HRBEO—-HiE R D SICHT SR

Completing treatment starts the

uncertainty of survivorship.

REORETE, EERVICSUITEIED
RENTHS.

Uncertainty is reported to be higher in
spouses of recurrent women then in the
women themselves,
DANBEUVELEORBE T, 4B
LHTEPSHBNERESTATNS

Antecedents of Uncertainty

23

Research on event congruence
And uncertainty

Survivors experience uncertainty from

events that trigger the threat of recurrence.

HAYNANR— 1, BROBEOS| €2 LLBHRHET
Teh SeEBTS

Uncertainty is strongly related to symptoms
of post traumatic stress in younger breast
cancer survivors.
CEVEDAOYRAIN—ZENTIE, TN &
BDEAMBEFEO AP RER B BBE LTS

Structure Providers

EERMET

The resources available to provide
meaning to iliness-related events:
BRICEETSHERBICERES A 5-DI0EH
TEHHEE

e education (3#)
e social support (V- HFR—R
e credible authority (S8 T&29M9%)

27

24

Antecedents of Uncertainty
THE D SOFITEN

Research on Education
HECHET MR

B Patients with less education report higher
levels of uncertainty
HEUHEBEERUTVAEVWEE TETE,»ED
KEFGNEHEEN TS,

B Patients with less education show more
benefit from educational interventions to
manage uncertainty as compared to
patients with more education

HEUHBERUTWEVEE TR VEHE
FUBE LY, FELSEBETIADOY
BERTIED» SR TB AUy MYRED

28
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What do We Know about Uncertainty in Illness?

Social Support
V=R — b

b

Research on Social Support:

& Use of the support network during
recovery from illness is related to less
uncertainty.

HAP SOEGOBIC, Y~ bRy N —VEFIBL
EATRTRE D EFPaG

@ The type of social support needed to
reduce uncertainty changes during
diagnosis, treatment, and recovery.

TN SEGSTEDIE, EQ LI Y~ phbH R
MR (L EHR, A, BEQHBNCELT S

B Social support reduces uncertainty by
explaining symptoms.

s U bt R MUERICDVTHEBAT 3L TREE
29 P EEEST

Health Care Providers

Research on Health Care Providers:

B Four studies support that receiving relevant information
from physicians/nurses leads to a decrease in
uncertainty about treatment.

- 4DOOHRR, EE - BEMY SOED EEEY
REABCHT TIPS ERSTILER LTINS

® In chronic iliness, perceiving that the health care
provider has control of the iliness is associated with
fess uncertainty.
REEBTE EREERESIRREILMI-A LTINS

33 BRTDILN, FTEPEOEILEMELTVS

24

%\ Social Support

Further Research on Social Support:

& Unsupportive interactions predict higher
uncertainty.
CHHE-MIRIBEEFEREIUBEOTE Y &FFE &N D

B When illness is stigmatized, there is less use of
social support to manage uncertainty.
HEEF AR IRRD LR, FEAPIFEETELHIE

U= pll - PEEIIEF DRV

B Family members may be unable to be
supportive to the patient due to their own
uncertainty.

CRBEACR—EBDOTEE D & 5,
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Health Care Providers

Research on Health Care Providers:

@ Receiving a specific diagnosis, even with a poor
prognosis, significantly reduces uncertainty.

‘BEShBIEE, ThYRMEBE TS -TH,
T, SEFFCAST

@ When patient and physician do not communicate
well, physicians cannot reduce the patient’s
uncertainty.

CBECEEOIILZFS -2 ad iECOP EVES,
EENBEOTES SEELT LR TELY
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Social Support

Further Research on Social Support:

1. Often caretakers of ill patients suffer more
uncertainty than the patient.
RROBETHETIATE, LEUIBE LY
BOREL ATE LATLS
2. Social uncertainty about forming relationships
can develop in patients with chronic iliness.
BIRTR IS DV TORSH TR SHBERE
DORTEENSFAREEN S35
3. Cancer patients use other patients as a
support network to reduce uncertainty.
HABERMEOBEE FTEL SERSTVEDD
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Appraisal of Uncertainty
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Health Care Providers
EEEEE

N

Health care providers are generally
seen as credible sources for
information. They can strengthen the
stimuli frame by providing information
on the causes and consequences of
symptoms.

ERESE - RAICEETEMERRETS L
REEN 5 HORERORERSERICETHER
ERELEP SRIBORMEH RT3
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Hiusion and Inference

K78 EHEH

Beliefs which have a generally positive
outiook.
—~BRICEENERFEE TV BV ER

Inference FE7:

Judgments based on BRI TIZE-5 CHIER
o personality disposition B AD%E
e general experience —AREEER

o specific knowledge $HFTE D
©

% contextual cues KR 518 5h 3F#EH Y
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INusion and Inference

Research on Inference (Personality Factors):

FEENCET 7 557% (TEREEL)
« Some studies report that uncertainty reduces
optimism and mastery.
CWOBORRERES SFEWRXECIRHELLT L
BELTWLS
¢ Other studies indicate that hardiness, self-
efficacy and spirituality decrease the impact of
uncertainty on danger and other negative
outcomes.
CEDBOMA TR FLXEEDHE BEHH, REUF27Y
Fa ¥, BRPIAT(TRBERIDWIOTEF EEE ST I
ERBELTVS
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Appraisal of Uncertainty
THE» SOFHi

Opportumty
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Coping with Uncertainty

Coping . '

Mobilizing &Aﬁect Contro!

Strategies
BRLEmEES %

| \\¢ﬂ

/o

I~ Coping :

Selective ignoﬁng'f :
}ﬁéﬁ@&%fi o

Reorder Prk;ri’(ies

EREOBRE
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Research on danger and coping
Bk Ea-ErJICET MR

Breast cancer patients who have more
uncertainty about their iliness

use limited coping strategies because the focus
of action is unclear.
BREOVWTOFTEPEFEVIANABE T, BHOE
ENFTRBELLZHICEON - ETVARBERVTVLS
Qualitative studies have reported that
acceptance of uncertainty results in a new
orientation to life

HOMRE TEREL EEF AN DILE, AELOo0T
FLHEEEEDIETHZEBELTVS

42

Danger and Opportunity
fEk& Lo

Uncertainty, Danger, Coping:
Uncertainty appraised as an opportunity is
associated with active coping strategies.
REDESRFE R ETREGIEN -

HEEEBE LTS
Qualitative research shows that uncertainty

as an opportunity promotes a second chance
at life.

TN SEFRERETIHETE,

AELCBUBB20F v AHBRET S EN AR
TIREN TS,
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Research on uncertainty,
opportunity , coping
TEEDLE FE, -2 TICHT MR

Uncertainty among breast cancer

survivors has been reported to predict

both psychological distress and

psychological benefit

ARG ISR~ OTE » S0 0ENER LUIBHF
BOEHETHETS

Qualitative studies have reported that

acceptance of uncertainty results in a new

orientation to life.

RGBT, TR EEBUANDILFAECHY
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Danger and Opportunity
fEkR hFiE

Uncertainty, Danger, Coping:

e Findings are that higher uncertainty is associated with
danger and poor coping strategies of wishful thinking,
avoidance and fatalism.

CBVTE S SEHHEOEE, BE, ERE oo ER THE

DHB~ETHBIIBET S ENB SPICEhTVS

eThere are problems with the measurement of coping.
Qualitative studies offer a variety of strategies for
managing uncertainty.

CI-ETOMEGHEF 6B
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Research on uncertainty,
opportunity, coping

Living with continual uncertainty during
survivorship can lead to a re-evaluation of
the uncertainty.

Uncertainty can be seen as the source of
new opportunities

WAL SOEFOBBICEAB VR ERP SEE
BICEEHIET, THA EOBFEEDEST
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Coping with Uncertainty

Adjustment

Adjustment & 5

Research on Adjustment;:

e Uncertainty is related to less life satisfaction,
negative attitudes toward family relationships
and employment and poorer quality of life.

FEED S ALK TIHEEDR S FERERIC
WM BXHT+ThES BEH, QOLOESLEEL
TWa.

48

46

Adjustment
B

Refers to returning to the individual’s level
of pre-iliness functioning.
B ADBEIRIOREICR2ZE%HIET

Most of the research has focused on
emotional stability or quality of life.
BEAEDHRTIIEBNEEELQOLICESR
ZHPHETNDS

Comprehensive Reviews of
Uncertainty Theory and Research

4 Mast, M.E. (1985) Adult uncertainty in iliness: A critical review of
research. Scholarly Inquiry for Nursing Practice, 9(1), 3-24.

4 Mishel, M.H. (1993) Living with chronic illness: Living with
uncertainty. In 8.G. Funk, E.M. Tornquist, M.T. Champagne, R.A.
Wiese (Eds). Key Aspects of Caring for the Chronically lll: Hospital
and Home (pp. 46-58). New York, N.Y.: Spring Publishing Company.

4 Mishel, M.H. (1997) Uncertainty in acute filness. Annual Review of
Nursing Research, 15, 57-80.

4 Mishel, M.H. (1889) Uncertainty in chronic iliness. Annual Review of
Nursing Research, 17, 269-294,

4 Stewart, J.1.. and Mishel, M.H. (2000) Uncertainty in childhood iliness:
A synthesis of the parent and child literature. Scholarly Inquiry for

4g Nursing Practice, 17, 299-319.
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Adjustment

Research on Adjustment =
R T SHE

o Most studies ignore the model and examine the
relationship between uncertainty and an outcome.

EEAEDHETR, THRAPASOTFLEERL,
TRHh ELTDEROMEERI LTV 3.

© Findings have consistently shown positive
associations between uncertainty and negative
emotions of anxiety, depression, hopelessness,
and emotional distress.
RRERTR, [(FEPSIERR, #1595, #HE, ZLTH
BMOSHEE I RXHF AT LB COMICEDBEr 652
F—~BLTREINTVD.
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Ethics and Palliative Care

It is an honor for Connie and me to be here at the 31" Japa-
nese Society of Nursing Research meeting. Thank you for invit-
ing us. Itis also a true gift to be here at the invitation of our col-
league and dear friend Yako Ishigaki — a kindred spirit ~ thank
you.

Connie and I will be presenting this as a joint seminar. I will
present the theoretical, ethical and legal components of the talk
and Connie will present the practical application through case
presentation and analysis.

Again, thank you and let me begin our "Conversation on Eth-

ics and Palliative Care.”

Introduction

Nurses routinely confront ethical uncertainties and dilemmas
in patient care. This reality is even more prevalent as nurses ren-
der care to persons who are dying and their families. Questions
related to the refusal of treatment, advance directives, the use
of medically provided nutrition and hydration and assisted sui-
cide are commonplace. The complex ethical predicaments that
arise can become even more difficult because of the emotional
intensity that burdens all involved in the continuum end-of-life
care. While nurses are increasingly familiar with these and other
ethical concerns, this does not diminish the distress, confusion,
uncertainty and tension that can occur.

Care at the end-of-life is viewed as an interdisciplinary en-
deavor of which nurses have a pivotal role. It is as crucial that
nurses be equipped with the expertise and skills required to deal
with the ethical dimensions of care, as with all other aspects of
their role. Such competence will ultimately promote the highest

quality end-of life care and protect professional integrity.

Ethical Context of Nursing Practice

Historically nurses, both individually and collectively, have
understood their role and corresponding responsibilities as ethi-
cally based. Nursing has evolved as a profession that is rooted
in moral ideals and committed to addressing the ethical reali-
ties associated with patient care and professional life. This rich

legacy of the nursing profession and the continued development
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of ethical practice benefit the patient as well as the nurse.

Ethical theories, principles and codes of ethics can provide
guidance and direction as nurses attempt to fulfill their obliga-
tions. The Code of Ethics for Nurses With Interpretive State-
ments (Code of Ethics) explicates the moral ideals and normative
precepts that guide nursing practice for nurses in the United
States. The Code of Ethics incorporates the enduring values of
the profession while addressing the ongoing maturation of the
profession and the inherent complexities of contemporary health
care. The profession’s Code of Ethics provides a basic foundation
for understanding the value propositions that are engrained in
the nursing profession.

The Code of Ethics explicitly addresses the nurse’s role in end-
of-life care. “The measures nurses take to care for the patient
enable the patient to live with as much physical, emotional, so-
cial, and spiritual well-being as possible. Nursing care aims to
maximize the values that the patient has treasured in life and ex-
tends supportive care to the family and significant others. Nurs-
ing care is directed toward meeting the comprehensive needs of
patients and their families across the continuum of care. This is
particularly vital in the care of patients and their families at the
end of life to prevent and relieve the cascade of symptoms and
suffering that are commonly associated with dying. Nurses are
leaders and vigilant advocates for the delivery of dignified and
humane care.” Additional guidance is offered through position
statements focused on specific issues in end-of-life care includ-
ing pain management, do not resuscitate decisions, foregoing
medically provided nutrition and hydration, and assisted suicide.

Nurses have distinctive relationships with the persons entrust-
ed to their care that influence the understanding and evaluation
of ethical issues. The recognition of the holistic dimensions of
the one who is ill (physical, psychological, social, spiritual and
existential) brings a unique perspective to care and is essential
to the preservation of personal dignity. Nurses as the most om-
nipresent health care providers have the opportunity to truly
engage in relationships that witness attentiveness, truthfulness
and a genuine therapeutic presence. Such presence can ward off

feelings of isolation and abandonment and is vitally important in
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end-of-life care. Patients expect competence, but will remember
the compassionate presence of nurses. Nurses build covenant re-
lationships with patients that avow faithfulness and a willingness

to partner on journeys of ambiguity and crisis.

Decision Making and Advance Care Planning

Within the past several decades there have been enormous
changes in health care decision-making in the United States.
The shift from a paternalistic, physician dominated approach to
an approach that recognizes self-determination and decisional
authority of the patient has been dramatic. While such a shift
has been warranted, it is frequently acknowledged that deci-
sions may be best made in a process of ongoing dialogue with
the perspectives of clinicians, patient, family and other relevant
stakeholders represented. In a model of shared decision- mak-
ing clinicians bring medical information, clinical approaches
and treatment recommendations as well as their values. Patients
bring their life experience, values, goals and perceptions. A rela-
tionship of shared decision-making emphasizes mutuality, reci-
procity and interdependence. While affirming the participative
voice of others in decision-making; the ultimate locus of control
resides with the patient. Nurses need to be active participants in
the decision-making process and advocate to promote and pro-
tect the authentic choices of patients.

Individuals are presumed to have decisional capacity unless
proven otherwise. Capacity is generally understood as the ability
to comprehend information, contemplate options, evaluate risks,
make a decision and communicate it. Decisional capacity is nec-
essary for an individual to make an autonomous choice. Though
health care professionals frequently use the words capacity and
competence as equivalents there is a distinction. Competence
is legal term and can only be decided judicially while the de-
termination of capacity is assessed in a clinical environment by
clinicians. Capacity evaluations are not an all or nothing deter-
mination, but recognize changeability. Nurses can create op-
portunities to maximize patient involvement in decision-making.
Decision-making at life’s end can be particularly challenging
and even more so with an older adult who may be compromised
in his/her ability to participate. Uncertainty about decisional ca-
pacity can create angst for all those involved and must be aggres-
sively addressed.

The Patient Self-Determination Act is the first piece of fed-
eral legislation in the United States aimed at protecting the right
of individuals to make health care decisions and have them up-
held and honored. It promotes the use of advance directives as

a means to minimize confusion, protect patient preferences and

affirm personal autonomy. While execution of formal advance
directives has been limited, the law sets a precedent for how
decision-making should be advanced. Advance directives pro-
vide information in the case of an emergency, provides directions
based on individual values and priorities and can help protect
families in difficult situations. At times the ambiguity of clinical
situations and patient’s wishes in the absence of advance direc-
tives has led to the need for judicial intervention.

Presently all states in the United States have some type of ad-
vance directive legislation although the specifics can vary greatly.
Advance directives are primarily of two types — living wills
known as treatment directiv'es (direction for a patient’s care)
and durable power of attorney for health care known as appoint-
ment directives (identification of a spokesperson for the patient’s
care). While neither document can be applied literally or without
thoughtfulness, living wills have presented greater difficulties in
their interpretation and application to specific clinical predica-
ments. It may be more helpful to appoint someone to represent
wishes and be a spokesperson than to determine what treatment
interventions one would prefer in unknown clinical circumstanc-
es since living wills may not be specific and predictive enough
to the answer the question at hand. Advance directives not only
protect patient preferences, but they provide valuable assistance
to families and clinicians who may be confronted with difficult
decisions. While advance directives can offer much guidance—
they are not always clinically authoritative and may be limited
in application. A document isn't a guarantee of knowledge of a
patient’s wishes or of appropriate clinical action. But they can
significantly assist in understanding what a patient would want
in the directions offered and simultaneously relieve family bur-
den in the decision making process.

The absence of a written advance directive does not mean that
a patient has not thought about, decided or expressed his/her
preferences and that this shouldn’t be uncovered whenever pos-
sible. Oral statements of a patient can be determinative in future
decision-making and should be carefully documented. Even
with an advance directive or documented statements a patient
may change his/her mind and so it is important to view decision
making as an ongoing process and not just fixed at a particular

moment in time.

The Role of Nurses

Nurses are essential to advancing the decisional authority of
each individual, not only when they can communicate or have
an advance directive. Nurses can foster conversation with others,

create an environment for openness, and begin the exploration
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of what a patient would want done. Nurses can express their
knowledge of a patient, particularly when the relationship has
been longstanding, and authenticate wishes and genuine prefer-
ences of the patient. The goal is to give voice to the patient who
is now voiceless.

Certainly decisions for an individual who cannot participate
and are assumed by others demand scrutiny. Nurses can help
assert the premise that patients without decisional capacity
have the same rights as those with capacity, though the manner
of advancing these rights may be different. Preferences can be
uncovered through previously executed advances directives or
other means. In the absence of advance directives clinicians turn
to other decision makers to act as surrogates. There has been a
longstanding practice of relying on families for decisional direc-
tion. Once the appropriate decision maker is identified, the basis
for decision-making becomes the focus. Recognized standards
of substituted judgment and best interests are relied on. The
surrogate attempts to make decisions based on knowledge of the
patient's probable wishes and speaks subjectively on the patient’s
behalf (i.e., substituted judgment) or by objectively weighing the
relative benefits and burdens of a decision for the patient (i.e.,
best interests).

Ethical and legal issues associated with end-of-life care and
the understanding of them are often intertwined. It is important
to distinguish between these two perspectives and understand
the guidance that is uniquely provided by each should conflicts
arise. Without thoughtful discernment concern about legal lia-
bility in end-of-life care can become exaggerated. In the absence
of a conflict that warrants judicial intervention, decisions are best
made in the clinical setting. An environment of communication
and education is vital to promoting decisions that protect the
well being of patients and those involved in the process.

Now I'd like to ask Connie to discuss a model for ethical
decision-making and present a case situation that illustrates the

challenges that nurses may confront in applying these principles.

Ethical Discernment and Decision-Making
Frequently, nurses recognize conflicts that suggest ethical di-
lemmas, yet are uncertain as to how to proceed. The application
of knowledge to clinical problem solving is a routine part of the
nurse's practice and can serve as a foundation for the develop-
ment of a model for ethical decision-making. Everyday nurses
put pieces of puzzles together to solve patients’ clinical problems.
An elderly patient complains of chest pain. The nurse inquires
about the type of pain, its location, description and duration. The

nurse reviews the patient’s history, medication regimen, labora-

tory values; she checks the patient’s vital signs and performs a
physical assessment. Once all of her findings are reviewed, the
nurse makes a decision about how to proceed and whom to in-
volve in the care. A similar process can be applied to an ethical
concern.

The first step for a nurse in confronting an ethical dilemma
is to articulate what it is about the situation that makes her sus-
pect an ethical issue is involved. Most sources of ethical conflict
evolve from either the decision being considered or the person
making the decision. Conflicts frequently arise when it is felt
that the decision being considered would violate some deeply
held principle. Is the decision an ethical one? For example, a
decision to withdraw life-support appears to contlict with the
principle of non-maleficence, do no harm. Another source of
contflict is the decision-maker. Is the appropriate person making
the decision? For example, an elderly patient is diagnosed with
a terminal illness. Although the patient clearly has the capacity
to decide, the physician is discussing treatment options with the
patient’s children.

Once the nurse has identified a potential ethical dilemma, the
next step is to collect all relevant data, similar to the process in
addressing a clinical dilemma. In the case of an ethical dilemma,
clinical data is relevant but not sufficient. The patient is more
than a clinical diagnosis and prognosis. The patient brings to
this experience history as a member of a family, culture, religion,
values, goals and aspirations. All of this should be explored and
considered in the process of arriving at a decision. What direc-
tion does the patient provide? When the patient is capacitated,
the patient is the appropriate decision-maker and should be
supported in this process. When the patient lacks the capacity
to decide, it is crucial to identify the appropriate decision-maker.
Did the patient give someone legal authority to speak for him?
If not, who is closest to the patient? Who knows him best?

The obligation to honor the patient’s known directives and
values or, when unknown, to act in the best interest of the pa-
tient, must be reviewed with the identified decision-maker. Any
limitations to the decision-making authority of the surrogate,
previously made known by the patient or imposed by law must
be clarified. For example, a patient may have stipulated that the
direction to withhold medically provided nutrition and hydration
applies only to a persistive vegetative state and not to other con-
ditions. Who else is involved and what is their relationship to
the patient? How do their needs, values, and experience fit in the
equation? This would include not only consideration of family
members and significant others, but also physicians and nurses

involved in the patient’s care.
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It is important to remember that each one approaches a situa-
tion with a set of values and beliefs. The exercise of values clarifi-
cation, in which one thinks about and acknowledges one's values,
can be helpful when confronting an ethical dilemma and in daily
practice. Knowledge and understanding of one’s own values will
assist in appreciating how they influence the evaluation of a situ-
ation. At the same time, one acknowledges that others, whether
patients, families or colleagues, also come to a situation with
their own set of values that may be very different from one’s
ow. This openness to the views of others will enable one to ex-
plore options that might not otherwise been recognized.

When making an ethical decision all the data collected about
the patient, including the clinical data, needs to be considered
in an ethical context. This involves a review of any pertinent
ethical principles, and the inclusion of all concerned persons in
the process. The constraints of time can also add pressure to dif-
ficult circumstances. The luxury of time provides an opportunity
for all involved to meet and discuss differences and options. A
decision reached under these circumstances has a better chance
of being appropriate and thus accepted than one that is hast-
ily made without complete information. A decision may also
be constrained by the law or state regulations. For example, no
matter how compelling a patient’s request for assisted suicide or
euthanasia might be, in New York State both acts are illegal.

The nurse is frequently in a position to foresee the potential
for an ethical issue to arise and may have an opportunity to pre-
vent the development of an ethical dilemma. A nurse who cares
for a patient over repeated hospitalizations and witnesses the
patient’s decline can assist the patient in discussing goals regard-
ing end-of-life care with family and physician. Yet, even with the
best efforts, there are situations in which a dilemma cannot be
avoided. In these cases, the nurse may be in a position to facili-
tate an appropriate process to address the dilemma and refer the
issue to the ethics committee for consultation.

In summary, the nurse can build on knowledge and experience
with problem-solving techniques in clinical practice to aid her in
addressing an ethical dilemma. Data collection, assessment of the
patient, consideration of the patient’s diagnosis and prognosis
along with advance directives, culture, religion, values and goals
are all taken into account. The decision that is at stake is viewed
with an understanding of ethical principles. The appropriate
decision-maker is identified. Al appropriate options are consid-
ered.

The outcome of a deliberation to address an ethical dilemma
is not seen as right or wrong. The process is intended to assist

all parties in understanding one another’s positions, the legal and

ethical principles involved, and the impact of the decision for the

patient and all involved parties.

Case Presentation and Analysis
Making the Best Decision

Margaret Joseph, an 88-year-old widow, has been a resident
at a local nursing home for the past 7 years, following a stroke.
Prior to the stroke, Mrs. Joseph had exhibited symptoms of mild
dementia and was not able to make independent decisions. She
had no children and a niece assisted her whenever the need
arose. Her stroke left her with left-sided paresis and dysphagia.
She has a feeding tube placed through a percutaneous endo-
scopic gastrostomy (PEG). Although she has been treated from
time to time for infections, her condition has remained relatively
stable over the years. Mrs. Joseph's niece acts as her designated
representative at the nursing home. However, she has not been
formally appointed as the health care proxy agent and Mrs. Jo-
seph has no advance directives.

Two weeks ago Mrs. Joseph became lethargic and developed a
fever and cough. She was transferred to the emergency room of
the local hospital for an evaluation. X-ray revealed an aspiration
pneumonia and she was admitted to the hospital for antibiotic
therapy. She did not respond to the initial therapy and antibiot-
ics were changed. Her condition continued to decline and she
was transferred to ICU and placed on a ventilator. Over the past
week efforts to wean her from the ventilator have been unsuc-
cessful and the physicians are concerned that she will require
lifetime ventilatory support. Given her past medical history and
the toll this recent hospitalization has taken, they determine
her prognosis for return to her prior level of functioning to be
remote. The physicians approach Mrs. Joseph's niece regarding
decisions to be made: If long-term ventilatory support is to be
provided, Ms. Joseph will require a tracheostomy. The nurs-
ing home that Mrs. Joseph was admitted from is not equipped
to care for patients on ventilators and a decision regarding
placement would need to be made. Given her poor prognosis,
consideration of a DNR is recommended. Mors. Joseph's niece,
although very concerned about her aunt, recalls only vague dis-
cussions about these issues and appears uncertain as to how to
proceed.

Mrs. Joseph's condition continues to deteriorate. She now
requires vasopressors to maintain her blood pressure. Efforts to
wean her from the ventilator continue to be unsuccessful and she
requires frequent suctioning. She is unaware of her surround-
ings and responds only to painful stimuli. Her niece visits daily

and feels increasingly burdened by her responsibility as decision-
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maker. Andrea Thompson, Mrs. Joseph's primary nurse, has
developed a relationship with the niece and listens attentively
to her worries. Andrea suggests that a meeting with the Eth-
ics Committee and members of Mrs. Joseph's health care team
might be helpful and the niece agrees.

Present at the meeting were Mrs. Joseph's attending physician,
the pulmonologist, ICU resident, Andrea, Mrs. Joseph's niece
and members of the Ethics Committee. The Chair of the Eth-
ics Committee opened the meeting with a review of the ethical
and legal principles involved in surrogate decision-making. He
emphasized the importance of understanding that the surrogate
is not being asked to make the decisions alone but rather to
speak as the voice of the incapacitated patient. The physicians
presented a review of Ms. Joseph's clinical course and grim prog-
nosis. Mrs. Joseph's niece was asked to give a picture of Mrs.
Joseph prior to her hospitalization. She appeared somewhat
intimidated by the presence of so many professionals and Andrea
provided reassurance and encouraged her to take her time and
recall memories of her aunt and their conversations.

The niece described her aunt as an independent person with
deep religious convictions. She had worked most of her life as a
seamstress and retired at the age of 65. She was devoted to her
husband of 48 years and was devastated when he died suddenly
at the age of 75. They did not socialize much and after his death
she became more and more withdrawn. The niece recalled a con-
versation with Mrs. Joseph at the time of her husband’s death
in which Mrs. Joseph expressed relief that he had not suffered
but died quickly and peacefully at home. She also recalled state-
ments Mrs. Joseph had made from time to time regarding her
religious belief that “When God wants me, He'll take me.” The
niece believes strongly that, if her aunt could speak for herself in
her present state, she would not want to continue the aggressive
treatment she is receiving.

After deliberation, the Ethics Committee concurred that
the niece was speaking as the voice of the patient, expressing
the patient’s values and acting in her best interest. The physi-
cians reviewed decisions that needed to be addressed. Andrea
described her perspective on the patient’s response to particular
treatments and course of care. A goal of comfort was established
and only those therapies that would contribute to the patient’s
comfort would be prescribed. Consent for a DNR was sought as
resuscitation would impose more burdens than benefits to the
patient. The niece agreed. Routine blood draws were stopped
and treatment focused on relief of symptoms rather than seeking
diagnoses. The niece asked that a trial of an additional week of

treatments currently in place (ventilator, antibiotics and vaso-

pressors) be allowed to see whether there would be any improve-
ment. If at the end of the trial the patient showed no improve-
ment, she requested that the life-sustaining measures in place be
discontinued. The physicians agreed with this plan. The niece
told Andrea that she was grateful for the support offered to her
throughout the meeting and felt more secure that she was truly
speaking for her aunt.

A week later, the patient showed no improvement and the
niece requested that all therapies be stopped. The physicians
agreed and the ventilator was discontinued. Morphine sulfate
was administered to address distress associated with withdrawal
and Mus. Johnson died comfortably a half hour later with her
niece and Andrea at her bedside.

Colleen will now talk further with you about decisions at the
end of life.

Decisions at the End-of-Life

The significant medical and technological advancement of
recent decades has created the possibility of extending life and
postponing death, yet this reality has created poignant and not
necessarily desirable consequences. Decisions at the end-of-life
are best made in the context of the goals of care. Sound deci-
sions about Do Not Resuscitate and withdrawal or withholding
of therapies should ultimately advance the agreed upon goals of
care. These goals can change with the evolution of the disease
and as death becomes more imminent and thus clarification in
light of the specific decision at hand is necessary. All too often
patients receive an inconsistent combination of therapies because
of mixed goals. Clinicians must be explicit and consider each
clinical decision as goals shift from the continuation of life to
the provision of a dignified and humane death. This requires a
focus on the alleviation of symptoms, promotion of comfort and
dignity in the dying process. Generally patients who are nearing
the end of their lives and their families are best served by place-
ment in non-acute care environments which are more conducive
to the provision of comprehensive palliative care services.

Nurses are critical to fostering an environment where goals
and perceptions are negotiated and established among patient,
family and clinicians. If there is agreement the role of the nurse
may be relatively simple, but there may be situations when the
process is dissonant and nurses need additional resources (e.g.,

ethics committees) to arbitrate conflicts and move to consensus.

Withholding and Withdrawing Life-Sustaining Ther-
apies

Clinicians frequently confront questions about initiating or
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discontinuing interventions particularly those with questionable
benefit, efficacy or desirability. Patients have the right to accept
or refuse all treatments including life-sustaining treatments. Un-
doubtedly the decision making process around the withholding
or withdrawing of life-sustaining therapies is more difficult be-
cause of the ultimate consequences that are associated with those
decisions. While there is no ethical or legal distinetion between
withholding and withdrawing therapies there is often a different
feeling state and even perception of responsibility for a resulting
death. Once a therapy is begun it can be much harder to stop
and this can be a disservice to all involved. For some patients it
may be beneficial to have a “trial” of a particular intervention
without the patient being at risk of being held hostage to that
intervention because of clinician hesitance/refusal to discontinue.
Do Not Resuscitate Decisions

A do not resuscitate (DNR) order addresses situations in
which an individual suffers a cardiac or respiratory arrest and
it has been previously decided that no revival/resuscitation at-
tempts will be initiated. It is well known that successful out-
comes of a resuscitation attempt for highly compromised, dying
patients are extremely low. In some circumstances the word
“futility” is used to describe or justify a potential choice, but be-
cause of the imprecision of the term and varied meanings it may
have, its usefulness is limited. A decision about a DNR should
be framed by the present goals of care. A decision to forego
resuscitation can signal to families that caregivers have given up.
A DNR order does not mean to not care so it's an ideal time
to reaffirm to the patient and family the commitment to non-
abandonment and willingness to provide measures that promote
comfort and dignity.
Mechanical Ventilation

Mechanical ventilation may be a temporary intervention or
may become permanently necessary if the patient is unable to be
weaned and is physiologically dependent. Although the with-
drawal of mechanical ventilation should not be viewed differ-
ently than the withdrawal of other life-sustaining therapies (e.g.,
dialysis) it can evoke stronger reactions and often raises serious
concerns. More often than not, the withdrawal of ventilatory
support results in death in a brief period of time as compared to
the withdrawal of other therapies. The connection between the
act of withdrawal and death is therefore more closely entwined
and as such can create turmoil for those involved in the decision
and the implementation of it. Clinicians need opportunities to
discuss the uncertainties and stress that surround such a complex
issue. It should be stressed that that a patient with capacity has

the right to decide to discontinue a ventilator or have that choice
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made on his/her behalf should he or she become incapacitated.
Medically Provided Nutrition and Hydration

The decision regarding the administration of medically pro-
vided nutrition and hydration also can be difficult. Medically
provided nutrition and hydration which are often, (but mistak-
enly) referred to as food and water stir up deep emotion and
create greater tension for decision-making. There is deep sym-
bolism associated with food and water as they represent the basic
sustenance of life and involvement in the human community.
Yet, medically provided nutrition and hydration are medical pro-
cedures which are vastly different from the customary provision
of food and water. Thus they must be evaluated with the same
criteria as any other medical treatment — clinical reality, benefit,
burden, efficacy and desirability. Too often clinicians have been
hesitant to withdraw this therapy fearing that such an act would
be illegal or analogous to participating in assisted suicide or eu-
thanasia. Such misconceptions need to be corrected and rectified

on behalf of patients.

Assisted Suicide and Euthanasia

In the United States much societal and professional contro-
versy has surrounded the issue of assisted suicide and euthanasia
over recent years. Trends in legislation, court decisions, research
and public opinion polls have propelled the issues to a new level
of importance for health care professionals. Physician-assisted
suicide has been legalized only in the state of Oregon and there
is no legalized euthanasia in the United States.

In large measure, the significant and growing interest in as-
sisted suicide and euthanasia has highlighted the shortcomings
in caring about and for dying patients. Nurses undoubtedly have
been and will continue to be involved with patients who consider
assisted suicide and euthanasia. It is important for nurses to
contemplate in advance how they will respond. The nursing pro-
fession's official position as written in the Code of Ethics asserts
the belief that nurses should not participate in assisted suicide
or euthanasia stating “nurses may not act with the sole intent of
ending a patient’s life even though such action may be motivated
by compassion, respect for patient autonomy and quality of life
considerations .

Nurses need to actively participate in assessing and assuring
the use of appropriate interventions and minimize patient suf-
fering. Our challenge should not revolve around assisted suicide
and euthanasia, but at fulfilling the commitment to provide dig-
nified and humane end-of-life care.

Connie will now offer cases to illustrate the inherent concerns

that are raised in these complex situations.
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Case Presentation and Analysis
Medically Provided Nutrition and Hydration

Agnes Brown, a 70 year-old widow, has been a resident at a
nursing home for the last 4 years. Her diagnoses include Al-
zheimer's dementia, coronary artery disease and non-insulin de-
pendent diabetes. She has 2 daughters and a son, all of who are
devoted to her. The children are very protective of their mother
and speak for her. Her oldest daughter, Ann Marie, is her
Health Care proxy agent. Mrs. Brown's capacity to participate
in health care decisions has fluctuated and for the past year she
has been unable to participate.

Over the last six months the resident’s dementia has ad-
vanced. Her interest in food has dissipated despite efforts by
family and staff. At times it appears that she does not remember
how to swallow and food remains in her mouth. She has lost
a significant amount of weight and it is apparent that soon her
oral intake will be insufficient to sustain her life. Mrs. Brown's
wishes regarding medically provided nutrition and hydration
are not written and so a meeting is arranged with her family to
review her prognosis and discuss what they know of her wishes.
Present at the meeting were members of the Ethics Committee,
the resident’s physician, nurse and social worker. The Chair of
the Ethics Committee reviewed the ethical and legal principles
involved and the role of the Health Care Proxy in speaking for
the resident. Mrs. Brown's physician explained the inevitable
downward course the resident was on and raised the question of
medically provided nutrition and hydration. The potential risks
and benefits of such therapies for the resident were reviewed.
The children were conflicted in their discussion of their mother's
wishes. While they did not believe that she would want to be
sustained by artificial means, they were very uncomfortable in
deciding to forego nutrition. Mrs. Brown's nurse described ap-
proaches that were sometimes successful in enticing the resident
to eat. She also described methods used to keep her mouth
moist to prevent dryness and promote comfort. After discus-
sion, the recommendation was made that she might benefit from
hospice services and that hand feeding be continued. The family
was in agreement with this plan and the resident was placed on
hospice.

The nursing home has a contract with a Hospice Agency and
the hospice team met with both nursing home staff and the fam-
ily to explain and coordinate the services. A hospice aide spent 4
hours each day with the resident; the hospice nurse coordinated
the plan of care and worked with the nursing staff to integrate
this plan with the nursing home plan of care. A music therapist

and a massage therapist made regular visits. The hospice social
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worker met often with the family. The resident was a devout
Catholic and a priest visited regularly.

Mrs. Brown's condition continued its’ slow predictable de-
cline. Her weight continued to drop and she became less re-
sponsive. The family became concerned about the change in her
appearance and their inability to communicate with her. They
realized that their mother would not want a feeding tube but
strongly insisted that IV hydration be provided so that the resi-
dent would not “die of thirst.” Efforts to explain the distinction
between dehydration in a person with a progressive, debilitating
disease and feelings of thirst experienced by a healthy person
were to no avail. The family prevailed upon the physician and
1V hydration was begun. Over a few weeks IV access became
problematic and eventually, at the family’s insistence, an IV was
started in her ankle. The ﬁursing staff were troubled by this ac-
tion and noted that the repeated efforts to start and maintain IV
access were causing suffering to the resident. This was evident
from the resident’s grimacing and pulling away when attempts
were made.

The withholding or withdrawing of medically provided nutri-
tion and hydration is often more difficult for patients, families
and health care providers than the withholding or withdrawing
of other kinds of therapy, such as mechanical ventilation. The
symbolism of food and drink and the fear of starving the patient
contribute to this reluctance. Religious and cultural beliefs, and
traditions also influence how one approaches such a decision.
The right of the capacitated patient to refuse medically provided
nutrition and hydration after weighing the burdens and benefits
is clear. In the United States, the Supreme Court declared that
there is a protected liberty interest in refusing unwanted medi-
cal interventions, including “artificially delivered food and water
essential to life.” Medically provided nutrition and hydration
is thus identified as a medical intervention. Despite this inter-
pretation by the country’s highest court, issues surrounding the
withholding or withdrawing of medically provided nutrition and
hydration continue to evoke strong, visceral reactions by some.

Inserting a feeding tube by percutaneous endoscopic gastros-
tomy (PEG) is a relatively simple surgical procedure, though not
without inherent risks and potential complications. Because it
appears to be so simple, many, both among health care provid-
ers and the general public, see no reason why it should not be
done. Medically provided nutrition and hydration has proven
to be a benefit to many, who because of medical conditions, can
no longer eat or drink. But there are also others, perhaps in the
same situations, who would not choose to continue living in this

way. There are still others for whom the provision of medically
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provided nutrition and hydration would not yield any benefit nor
even necessarily prolong life. Because something can be done, is
not in and of itself a reason to do so. Risks, benefits and alterna-
tives must be weighed and determination of a patient’s wishes be
verified in order to arrive at a sound ethical decision.

To return to Mrs. Brown's case: Another meeting was ar-
ranged with the resident’s children, hospice staff and nursing
home staff. It was evident that the family was struggling with
the situation and anguished over doing the right thing for their
mother. The resident’s current condition was reviewed. She was
responding only to painful stimuli. The IV was infusing in a site
in her ankle at a slow rate, insufficient to provide adequate nutri-
tion or hydration. The nursing home staff and hospice staff re-
mained attentive to her needs and assuring her comfort. Except
when it had been necessary to change the IV site, she appears to
be comfortable. Spiritual and emotional support was provided.
The hospice social worker continued to address the needs of the
family. After a lengthy meeting in which attention was given to
assure that all of the family’s concerns were addressed, the family
agreed to have the IV discontinued. The staff assured them that
the resident’s comfort would be the primary goal and encour-
aged the family to spend as much time as they wished with their
mother. Mrs. Brown died comfortably in her sleep a few days
fater. The hospice social worker provided bereavement services

for the family.

Case Presentation and Analysis
Alleviating Pain at the End-of-Life

The patient, Elizabeth Armstrong, is a 46 year-old woman
with a history of advanced cancer of the colon with metastasis to
the liver. She is married to an engineer and they have 2 college
age daughters. The family is close knit and all are supportive
of the patient. Mrs. Armstrong was admitted to_the hospital
because of severe abdominal pain and dehydration. Surgery was
performed for a retroperitoneal abscess and she now has a large
abdominal wound, which causes continued pain and discomfort.
She is awake and extremely anxious, describing her pain as ex-
cruciating, 10 on a scale of 0 to 10. Her one desire is to be rid of
the pain and to be able to rest. Even when asleep, she is moan-
ing.

Her husband and children visit daily and it distresses them
to see her in pain. The patient and her family had been hopeful
that this latest surgery would offer her some relief and are devas-
tated by her poor prognosis.

Over time, through the efforts of the Palliative Care Nurse

Practitioner working with the primary physician, the patient’s

symptoms are controlled and she is resting comfortably. A fen-
tynal patch is ordered with morphine sulfate 4 mg. every 4 hours
for breakthrough pain. Ativan 1 mg. is given for anxiety. Medi-
cation is ordered “around the clock” . However, when the night
nurse observes the patient to be comfortable and asleep, she
withholds the medication. A few hours later, the patient awak-
ens in a restless state. The nurse, Brenda, medicates her. When
asked why she withheld the previous dose, she said that the pa-
tient did not appear to be in pain and that she did not want to
give medication that might result in the patient’s death.

This case raises troubling questions for nurses. The concern
expressed by this nurse is not unique but rather one that con-
tinues to plague many others. What is her obligation? There
appears to be a conflict between two basic ethical principles: On
the one hand, the obligation to “do no harm,” the principle of
non-malfeasance. On the other hand, the obligation to do good,
to relieve suffering, the principle of beneficence. But what is
the perceived harm? And what is the intended good? And who
should determine it? The nurse believes that giving the medi-
cation has the potential to cause the patient’s death and this is
harmful. The patient’s most ardent request is that her pain be
relieved.

Attention to the devastating effects of pain and suffering ex-
perienced by patients and witnessed by loved ones is one of the
hallmarks of the nursing profession. The Code of Ethics reminds
us: "Nurses are leaders and vigilant advocates for the delivery of
dignified and humane care. Nurses actively participate in assess-
ing and assuring the responsible and appropriate use of interven-
tions in order to minimize unwarranted or unwanted treatment
and patient suffering.” Nurses traditionally manage symptoms
experienced by patients and advocate on the patient’s behalf for
appropriate interventions.

Many patients confronted with a catastrophic illness or ap-
proaching the end of life equate pain and suffering with the
dying process. This impression may be based on the experiences
of those they have known, what they have observed of others in
health care settings and what they have learned from the media.
Unfortunately, this image is all too often real and is an indict-
ment of the health care community. Despite the efforts and
successes of the hospice movement, most dying patients are not
fortunate enough to benefit from these services. Although when
questioned, the majority of individuals express a preference to die
at home, this is not the reality in the United States. Eighty per
cent of deaths occur in health care institutions. Thus, nurses in
health care are challenged to create a more humane and sensitive

environment for patients at the end-of-life.
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There is an obligation on the part of nurses to remain cur-
rent in knowledge of treatment options, both pharmacological
and non-pharmacological, so that they can intervene effectively.
The nurse caring for Mrs. Armstrong hesitates to medicate her
because she does not observe obvious signs of pain or suffering.
She is afraid of giving “the last dose.” This decision seems to
indicate a lack of knowledge about the action of medication that
is carefully titrated.

The Code of Ethics reminds us that "Nurses are required to
have knowledge relevant to the current scope and standards of
nursing practice, changing issues, concerns, controversies, and
ethics. Where the care required is outside the competencies of
the individual nurse, consultation should be sought or the pa-
tient should be referred to others for appropriate care. Resources
within the institution, such as pharmacists, supervisors and other
clinicians should be consulted when in doubt.

Again, the Code of Ethics provides direction: “The nurse
should provide interventions to relieve pain and other symptoms
in the dying patient even when those interventions entail risks
of hastening death.” This action is supported by the principle of
double effect. According to this principle, an act may have two
effects, one good and the other bad. An act is permissible when
it is not intrinsically wrong in itself and the intention is to pro-
vide the good effect, even though in doing so, there may be an
unintended bad effect. In Mrs. Armstrong’s case, the intended
good effect of medicating her was to prevent pain and suffering.
The possible but unintended “bad” effect would be to shorten
her life or hasten her death. However, this is not the intent of
giving the medication. The good accomplished by providing pain
relief to a dying patient far outweighs the risk of hastening death
and is permissible.

Nurses have an important role to play as advocates for the
dying patient. It may be necessary to intervene on behalf of a
patient when a physician is reluctant to prescribe appropriate
medication. If unable to convince the physician of the patient’s
need for relief, the nurse is obliged to pursue this through the in-
stitutions hierarchy. To do less is to abandon a vulnerable patient.

To return to Mrs. Armstrong: Medications continued to be
administered as prescribed and the patient remained in a rest-
ful state. Her husband was able to arouse her to speak with her
and his anxiety was relieved when he observed her comfort level.
Mrs. Armstrong died peacefully a few days later with her family
at her bedside.

Brenda, Mrs. Armstrong’s nurse, was a relatively young nurse
with 2 years experience. She had never cared for a dying pa-

tient before. Although she knew the actions of the medications
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involved, she did not appreciate the importance of preventing,
rather then reacting to the patient’s pain. Her fear of giving the
“last dose” was related to her concern about a dying patient and
her anxiety in dealing with the situation. Support for this nurse
was provided by her mentor. A copy of the Code for Nurses was
given and explored with her. Arrangements were made for her
to attend a conference on pain management and palliative care.
Colleen will now bring our conversation on ethics and pallia-

tive care to a close.

Professional integrity

This discussion has focused on the application of ethical prin-
ciples in palliative care and support of patient decision-making.
Equally important is the ethical consideration of the integrity of
the nurse. Integrity is a reflection of who one is as a person and
is tied to one's deeply held beliefs and values. Integrity refers to
one’s own evaluation of the rightness and wrongness of a par-
ticular act; it is an appeal to one's conscience as an individual.
For example, a nurse may be opposed to abortion and unwilling
to participate because it would violate her conscience. However,
this nurse makes no judgments about other nurses who hold op-
posing views. Similar conflicts can arise when decisions made
by or for patients are contrary to what the nurse believes is ethi-
cally right. What recourse does she have? Does the right of the
autonomous patient to choose take precedence over the integrity
of the health care provider? A situation such as this creates a
dilemma for the nurse. The nurse may be asked to do something
she believed to be wrong. How is such a dilemma resolved?

The obligation to support a patient’s decision or a policy deci-
sion within a health care setting does not require that a nurse
violate her conscience. The Code of Ethics states, “Where nurses
are placed in situations of compromise that exceed acceptable
moral limits or involve violations of the moral standards of the
profession, whether in direct patient care or in any other forms
of nursing practice, they may express their conscientious objec-
tion to participation. Where a particular treatment, intervention,
activity, or practice is morally objectionable to the nurse, whether
intrinsically so or because it is inappropriate for the specific
patient, or where it may jeopardize both patients and nursing
practice, the nurse is justified in refusing to participate on moral
grounds.”

The Code of Ethics goes on to remind the nurse involved in
such a situation of her obligation to make her objection known
as soon as possible and to never abandon the patient in the
process. This same support is found in the Joint Commission

of Accreditation of Health Care Organization standards which
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require that health care institutions have policies and procedures
in place to allow staff not to participate in care that violates their
conscience. When invoking this exception, it is important that
the nurse involved examine all aspects of the situation to assure
that it is a matter of conscience and not because of a difference

of opinion with the patient’s values and choices.

Promoting Ethical Practice

As nurses grapple with a maze of ethical uncertainties and
questions associated with the provision of end-of-life care they
must be adequately prepared and have effective resources avail-
able. The demand for nurses to be knowledgeable and comfort-
able in this area will only continue to grow. Varied approaches
can be incorporated into the clinical environment including:
clinically based ethics education; ethics committees (profession
specific and interdisciplinary); ethics consultation and grand
rounds.

Education can occur through orientation, preceptor and men-
toring programs. The initial introduction to trends, ethical in-
quiry, frameworks for decision-making and the discernment pro-
cess can provide a relevant basis for clinical practice. Education
can also be enhanced through continuing education programs.

Ethics committees of a nursing or interdisciplinary member-
ship allow for the exploration of real clinical situations and the
exchange of varied perspectives which ultimately enrich the

approaches and decisions. These forums can cultivate expert

knowledge and skills, allow opportunities for problem solving
and provide a safe (neutral) environment to investigate, challenge
and resolve issues with colleagues.

Ethics consultation is a strategy that engages the expertise of
individuals who are experienced in bioethics and clinical deci-
sion-making particularly in ambiguous situations. Consultative
services can foster improved communication, conflict resolution,
informal education and possibly alleviate caregiver burden.

Grand rounds are routinely utilized to deal with the clinical
realities of care and can incorporate review of ethical concerns.
Nurses have a central role informing the perspectives that are
brought to rounds and can direct attention to the seemingly
nondramatic yet potentially serious ramifications of care.

Each of these approaches provides an ongoing surveillance of
the clinical environment that raises consciousness and facilitates
appropriate and effective interventions. The more approaches
available to nurses, other clinicians, patients and families, the
greater the opportunity for sound ethical discernment, practice
and intervention. Such strategies can also address the awesome
requirement and at times burden associated with end of-life care
and the suffering it can cause for nurses. Nurses are invaluable to
the creation of environments that address the moral challenges
associated with end-of-life care and that improve the quality of
care rendered to patients and families.

Thank you for sharing in this conversation with us.
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Abstract

The purpose of this study was to examine the types of experiences schizophrenic patients have living in a community

where they participate in a psychiatric day care or small-scale workshops using a Grounded Theory Approach.

Analysis identified the following seven components: living a fulfilling life: stability of perceived mental illness status;

maintaining good self-esteem; making adjustments in life; having oneself accepted; feeling safe and relieved; and, having

something to believe in. The interviews showed that they were “living a fulfilling life".

It was found that “making adjustments in life” and “maintaining good self-esteem” were requirements for “living a
fulfilling life”, while “stability of perceived mental illness status™ formed a basis of “living a fulfilling life”.

The findings suggest that specialized nursing support may be necessary for improvement of quality of life for

schizophrenic patients living in a community.
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Abstract

The purpose of this study is to clarify the work-related environmental stressor influencing Burnout by utilizing a

Covariance Structure Analysis in order to plan concrete measures for preventing Burnout. The subjects were nurses caring

for patients with neurological intractable illness. Questionnaire investigation was carried out to 284 nurses working in ward
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for these patients of national and general hospitals with 300 beds or more.

Findings were as follows, the first work-related environmental stressor influencing Burnout is the factor of “impossibility
g g P 3

on nursing . The second, that of “conflict with colleagues”. The factors of “distrustfulness of doctors, “conflict with bosses”

and “experience of patients’ death” did not significantly influence Burnout. These findings indicated the importance of

the work-related environment in which nurses are easy to express their feelings during patients’s care and to establish

comfortable relations among colleagues
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Abstract

This study examined relationships among non-death loss, care support and anticipatory grief in family caregivers of
dementia patients living at home. Four types of questionnaires including a health scale were administered to 144 dementia
family caregivers. Under non-death loss there were four categories: “loss of ability,” “loss of family cohesion,” “loss of self-
opportunity” and “loss of identity.” and under care support there were three categories: “emotional support,” “instrumental
support,” and “negative support.” A anticipatory grief was comprised of seven factors: “disgust and loneliness,” “fulfillment,”
“gratitude,” “denial,” “reflection,” “over-involvement” and “resignation.” The correlations between these scales showed
that non-death loss and care support influence the nature and intensity of anticipatory grief. Furthermore, it was shown that
the “loss of family cohesion” and “disgust and loneliness” negatively impacts caregivers  health. The author recommends
that the adjusting aspect of anticipatory grief should be paid much more attention, that non-death loss should be constructed
on a different scale from anticipatory grief, and that non-death loss and anticipatory grief would have as important effects on

mental health as the caregiver's burden does.
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The Causal Relationships between Social Skills and Self-Esteem in Schizophrenic Patients Living in the Community
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Abstract

The purpose of this study was to examine the relationships between social skills and self-esteem using longitudinal
data. The causal model of social skills influencing self-esteem was examined using 61 schizophrenic patients living in the
community. The results showed that effective social skills provided high self-esteem, but that schizophrenic patients with
high self-esteem did not necessarily demonstrate effective use of social skills. The outcome of this study was evidence

that the enhancement and maintenance of use of social skills may be an effective method of improving self-esteem in
schizophrenic patients. Future qualitative research is necessary to examine change in self-esteem in schizophrenic patients.
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Abstract

The purpose of this study was to identify an observation method that is useful for early detection of ileus in patients with
mental disorders. Thirteen nurses, who had noticed the onset of ileus in patients with mental disorders, were interviewed.

The results showed that the following observation methods were important for early detection of ileus: (1) careful
observation of abdomen symptoms in patients with medical history of ileus, abdominal surgery, or common use of a laxative.
(2) careful observation of an abdomen when increase in quantity of oral medicine, fever elevation, dehydration, or decrease
in daily activities was recognized. (3) careful observation of a change of mental states, and a behavior that differs from
usual. (4) collection of information that is necessary for distinguishing ileus from other symptoms, by examining inspection,
auscultation, and palpation with certainty.

Based on these results, in the future we would like to increase the number of case and add new observation methods that
are useful for early detection.
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Abstract

The purpose of this study was to clarify the present state and the problems of nursing for patients with endometriosis.
The subjects in this study were 130 nurses with experience of endometriosis patients. An original questionnaire the nurs-
ing of endometriosis patients, and the BSRI (Bem Sex Role Inventory) for Japanese to assess sex-role personality were used
in this study. The following results were obtained : 1) Most of nurses recognized that endometriosis is an intractable and
serious disease. However, the nurse’s recognition to the pregnancy and selection of appropriate treatment was low. 2) The
nurses recognized typical symptoms of endometriosis such as lower abdomen pain of the menstruation period and infertility.
However, the nurses recognized lower abdomen pain other than that of the menstruation period, and during evacuation was
low. 3) Most of nurses recognized the problem of the patient with endometriosis infertility. However, the nurse’s recognition
of psychological problem following to infertility was low. 4) The factors that influence the nursing of endometriosis patients
were age, experience in nursing gynecologic patients, and sex-role personality factors. These results show that nurses should
understand the patient’s illness experience and problems, and also establish more effective ways of nursing for endometriosis
patients.
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Abstract

Support for the bereaved families of traffic accident victims was investigated by participating in activities of self-help
groups for the family and interviewing the participants. The results of the survey showed that many of the families experi-
enced various types of secondary victimization, the sources of which varied in each case. They obtained information about
the groups, from which they received psychological support, not from medical staff but through their actions, e.g., launch-
ing their own inquiries to get at the truth and collecting the related information. There were negative aspects of the groups:
participating in the groups sometimes made the families depressed because the groups were organized by the bereaved fami-
lies; and the participants had the difficulties of human relations in the groups. However, overall, the groups served as a place
where “The families received positive energy and shared information and empathy”, and acted “as a bridge to society”: par-
ticipation in the groups gave the families, tending to become unsociable, an opportunity to go out, and the groups promoted
social activities to address issues relating to traffic accident victims such as the protection of the victims and the development

of legislation.
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Abstract

The purpose of this study is to research the discharge planning process that the nurse helped the patient and his family

who are difficulty to back to home. Semi-structured interviews were conducted for 12 nurses who work in the recovery pe-

riod rehabilitation ward .Results of which ware analyzed in the grounded theory approach.

The nurses exercised two competencies in the all processes. One was “analysis of the safe living in the home” and the other

was “sensitivity for family’s tention”. And the nurse intervened patient and the family. The nurses helped the patients to drive

for his goal of ADL. But the nurse proposed to change goal without burden for the patient and his family, when the nurses

felt the patient’s depression in rehabilitation. In that time, the nurse helped them for their decision making. These competen-

cies and interventions are effect in leading to discharge patient from hospital to his home.
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Abstract
The purpose of this study was to clarify effects of adapted intensive morning care on elderly people’s daily living and ac-
tivities. The subjects were five female (72-93 years old) in nursing home, necessary for total or part of assistance to ride on
the wheelchairand possible to interact with others. Data were collected through semi-structured interviews and participant
observations.Data were analyzed by inductive coding. The four number of actigraphic activities in the subjects were cal-
culated in the activities time and the non-activities time. The sleeping and waking time at night were evaluated to make a

comparison pre-intervention and intervention period by the average.
'The following results were obtained: Intensive morning care adapted to elderly people exerted the effect which “an im-
pulse was received”, “a feeling become stable”, “will was recovered” on elderly people’s daily living. Intensive morning care was

connected with the waking of the daytime and the fine sleep of the night.
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