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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 Illness 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 Illness, 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. Illness 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
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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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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.
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Aé:fgg% Uncertainty gD &

® Where did the idea of uncertainty come
from?
CAHEDPEEVWDIEZFIGEZH BZTNBDD ?

e [nitial study of uncertainty and
development of uncertainty scales
- NHE SOMEADIAE ETFEH S REDFRF

® Development of the uncertainty
theories
c REELIDERDOFE

g%\ Uncertainty — Definition
D S—TEE

® The inability to determine the meaning of iliness related
events
c RRUCEIE T BHRBICER DO Sh e

® The cognitive state created when the person cannot
adequately structure or categorize illness related events
due to a lack of sufficient cues
C APRRUCEET 3HERFE IOV, A EFHr UP B SN
WIS, SEBEIL LW LN TELEVEXICE LB
AL ORRIN
® 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
cBEAEENBCHRBICHRLMEEZ VWY, ZD
RREERICFALANTEAVWEZILBIS. £LEVWThY
3 tsIs

How Uncertainty is Generated
THED SHEDLIITELZD D
e Factors within the person and environment
influence perception of iliness-related events.
 NEREBOERAY, BRUCEHET 2HREOMBEICK
EK)
e Perception requires recognition and classification
of illness-related events.
cHRR, RAUCEET 2HREOBRENFELEET D
e Lack of recognition and classification or incorrect
classification leads to uncertainty.
c BB EDEOTRRE, $BB DI THE D SERBL
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Significance of Uncertainty
THEH SDEE

New York Times June 1, 2004
(Z2—3—7%1LX 2004.6.1)

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

DAY NAN—DERNNLERBIETED EThH 3.
DAWBEE =D, £/ TRZDH 2”7

“It’s the not knowing, it’s living with uncertainty-
the critical issue.”
TNEHBIER TELV, TIPS EHICETET B2
THY), EXCRHBETHS

&% Uncertainty Theory
Four-Factor Scale
® Ambiguity (BB )

« Ambiguity Factor - 13 Items 138H

+ Cues about the state of the illness are vague and
indistinct and tend to blur and overlap.
CRRICDOVWTOFH D WFBEBRTIE S EWE T,

FAXRNLTWT, ELBIERDY H 3.

® Complexity (f8# )

+ Complexity Factor -7 Items  718H

+ Cues about treatment and the system of care are

multiple and varied.

CRBABRTT VAT LICDWTOFHN N ELST
WTEH#THS

Stimuli Contributing to Uncertainty
AR | 7o comsmens o

e Vague (E7AM)

e Unclear (7°BHFE)

e Inconsistent (F—%)

e Variable (R[Zf%)

e Complex (E#Y)

e Unpredictable (FRIARA]EEM)

e Novel (¥zid)

ﬁi Uncertainty Theory
Four-Factor Scale
e Inconsistency (F—Zi%)

«+ Inconsistency Factor -7 ltems 7188

+ Information changes frequently or is not in
accord with information previously received.
R VS UBAE LIz, 421, BIICAF LS

DE—F LBV

e Unpredictability (FRIFRA]4EM%)
« Unpredictability Factor - 5 Items 5I5H
+ Lack of contingency between illness cues and
iliness outcome.
ERDOFHD NERRADER EOBD—HER N TV
10 %

Personal Factors
Contributing to Uncertainty
THED S EEADER

o selective attention  (EiRWEE)
e Confusion (E&l)

e emotional arousal (IEBHEE)
e Depression (#152)

e lack of familiarity (RIEh&)

e cognitive stress  (FFIHY R LX)

Model of Perceived
&3}%& Uncertainty in lliness
REUCRIEY ST D SEBMET IV

Coping
Mobilizing& Affect Control
Strategies
B8 L RIEREAR
Danger
) ,_ &R’
Stimuli F . +
";}J;g;[-{;me Uncertainty |1 inference | # &
THED & HER) 5
lllusion 4 Adjustment
(+) o 5 bR
*) ) <
Opportunit,
Cognitive Structure | pg? ém Y (+)
Sapaiues Providers -
S HSIR R T Coping i
uffering Strategies
11 FRiE 7R

Uncertainty Theory #EH SIE:H
Four-Factor Scale 4—RFFRE

Uncertainty theory was developed
from the literature and research on

uncertainty using the Mishel
Uncertainty in lliness Scale.

THeH S DR IE, Mishel DIRTDR
HAIREEHEVAXEHPHEICLY
FEL

H AR M 7E 4

Antecedents of Uncertainty

Stimuli Frame ~ #I&EF

symptom pattern fEH/ Y5 — > (=) Uncertainty

event familiarity — HEEOHME TR 1

event congruence HRED—HE ke
(+) (+) )

Structure Providers 1#i&iREF

Cognitive credible authority % T & 2 EFIR
Capacities social support PEDEYIL S SIS

SAAEED education BE

12
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Symptom Pattern
FERDING—>

The degree to which symptoms are consistent
enough to form a pattern.
ING— BRI HEWT, EERF+H—B LT3 rDIEE

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

R SERE, B, AL BHERREIC—EMA LVERIB /NS
— PR Eh BV

Less symptom pattern leads to uncertainty.
ERD/ING— D HEVGE ST SEH15T

13

Event Familiarity
HREDOHME

Refers to the habitual or repetitive nature
of the health care environment.
EEREICH T IEN P RIEMEEET

Novelty and complexity of treatment and
treatment facility weaken event familiarity
and increase uncertainty.
GABE PIREE O T TEEL L,
HREBEORMED B, THED SHELED

17

Symptom Pattern
FERD/IH—>

Research on Symptom Pattern:
TER D/ =N BT T BHFFE

Persons with illnesses with remission and
exacerbations have high levels of
uncertainty.

- B CBREN SRR DA TIERHED SHE L

Persons with symptoms but no diagnosis
have more uncertainty.
SFERE B BDBZRIN DN TWRNWATIE,
KORFEDSHE L
14

Event Familiarity-Research
&%%%E \ | HREANOHME -

Women with more uncertainty about biopsy

procedures and diagnosis experience high levels

of anxiety and depression.

CINAA TR TIUE VR SEFHMT D
T, FUBVWARPHSDEHD

As the management of an illness changes and

increases in complexity, uncertainty increases.

RRDEEHENED o VEMSHET L,
TEED SNERT D

18

Research on symptom pattern and
]é%i uncertainty
FERD /S — 2 ERFED SICB T BHA%
1. Patients who experience more acute symptoms
report more uncertainty.
BMEERY HIATE, SUTELEPEN
2. When illness fluctuates and patients have good
and bad days, uncertainty is higher.
TRRUSED HY), AFORVEBVED H2ERED,
Sl LUEHV
3. Unpredictability of a symptom complex is

associated with uncertainty
cFRID DD HEVERB E DL SERELTVD

15

&gg%\ Event Familiarity

Research on Event Familiarity:

Diagnostic tests that are unfamiliar to the
patient generate uncertainty
CBEPLHNSHEVBRTEORE L,

THED SEELSE D

Among patients with chronic pulmonary
disease, unfamiliarity with new home
treatments is associated with uncertainty.
CBEDIFRBRREBE ICHVT,
Bl DB F LWEEARD

19 THED SICEHE LTV

é%t Research on symptom pattern and
uncertainty

1. The less control there is for an illness, the
more the uncertainty.
SRREDL MA—ILT BANFEVERFED SIEF N
2. In childhood ilinessthe more unknown the

prognosis is, the higher the uncertainty
NREADRT T, FERIE SZDUEVWERRED S 13
=A%
3. Recurrence of iliness generates more
uncertainty
TRRDBERIE, SUSVAHEDL SEELIED

16
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Event Congruence
&%& HiEEO— Bk

The consistency between what is expected
and what is experienced in illness-related
events.
RFUCEE§ HRBICHWVT,
FRITBIEEMERT BIEDEICH T 52—k

When expectations are not met, lack of event
congruence leads to uncertainty.
FRNIETH, HRBIC—EEP EVEA TR
gD S%4R<
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21

&% Event Congruence

Research on Event Congruence:

Uncertainty levels reported to be higher in

those expecting to be cured but requiring

repeat surgery.

RBEHARFLTWADIS, FiliEHO—ERIT5LD
ICEDONEBE TRIFHE, SO LAY LEWN
ERESh TS

Less time between prior and current

hospitalization associated with higher levels

of uncertainty.

AR EABRRDEREARE N E
THELSIFLIEHES

Cognitive Capacity
4§§§E N\ BHNEES

25

Refers to the information-processing
abilities of the person.

ZDOANDIERANIBRES EHE T

Physiological malfunction and stress-
related demands on cognitive processing
will decrease available cognitive capacity.
ERPAERETR L XPBH TOEZIND X B
EOBFNBMENEET LS

Research on event congruence

_&gﬁ\ And uncertainty

HEEO—H i ERED SIS T PR

&é& Antecedents of Uncertainty

Stimuli Fram:

Completing treatment starts the RIAEF

uncertainty of survivorship.
SREDET IR, £EFRVICE T ITE,ED

event famili

symptom pattern

event congruency

e

)

i —————— Uncertainty
. TRED &

22

BENTHS.

Uncertainty is reported to be higher in

spouses of recurrent women then in the

women themselves.

D ADBE UZEORBE TR, TS
SOUREDIEFEVEREINTVD

26

*) © ©

Cognitive Structure Providers #i&i2(HEF
ga;ig';jes credible authority ~ {S# T % 3EFIXR
BAIRE social support U= R— h

education BE

% Research on event congruence
And uncertainty

23

Survivors experience uncertainty from

events that trigger the threat of recurrence.

DAY NAN—E, BROBRODS| £ L PHRET
T SEHERT D

Uncertainty is strongly related to symptoms
of post traumatic stress in younger breast
cancer survivors.
CEVIDPADFNAN=ICHNTIE, TFED &
EDEMERD X ML ZEIR E3 <BE LTV D

27

Structure Providers

BERMEET

The resources available to provide
meaning to illness-related events:
RRUCBHE Y BHRFBICERES 25720 (0EH
TE3EIR

e education (%)
e social support (V- wLHFR—B
e credible authority (¥ T&3EM%K)

ﬁi Antecedents of Uncertainty
THED SDRATEM

24

Stimuli Frame
?}'ﬁ%ﬁi o ©) Uncertainty
event familiarity TrEH &
event congruency

© *) 0

Cognitive Structure Providers
Capacities HEARIR R F
SANEES credible authority

social support
education

Research on Education
HEICET MR

28

B Patients with less education report higher
levels of uncertainty
HFEVHEEZ T TOEVWEE TREAELED
KENGWNERE SN TS,

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

HEVHEERZUITOWAVEE TREVWHE %
ZH-BE LY, FEIIEEET 370D
BHXED 5234y MAEN
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Social Support
@é& U=l R — k

Research on Social Support:

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

SRR SOEEDEIC, K- bxy NI—J&FAL
A TETRHED SHD

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

STEED SEH DT DI, EDE I Y= vl R~
I LB SRR, A, EHEDEIRICEILT 3

B Social support reduces uncertainty by
explaining symptoms.

s V=Y wlb R — MIERICDWTERHBA T 3 ZE TR
29 PEERST

&é& 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.

C4DODIRRIE, BE EEE D SOBEY HIFRY
ABNE LT BTN SER ST ZEER LTINS

B In chronic illness, perceiving that the health care
provider has control of the illness is associated with
less uncertainty.

CBMERETIR, EEESEIRREIM-L LT BE

BT I, FHELEDESEEELTVS

33

&g?% Social Support

Further Research on Social Support:

B Unsupportive interactions predict higher
uncertainty.
Y R—MIR I BBEERIE SIEVRED S FRISh S

B When illness is stigmatized, there is less use of
social support to manage uncertainty.
ARED BN BREAD EEE, iDL SEEET 72010

V=2 wlb YR — MEESZEN D BN

B Family members may be unable to be
supportive to the patient due to their own
uncertainty.
CRIEAIN— LB D DTFED EH 5,

30 BEEY R KTESELD BLALL

A@é& Health Care Providers

Research on Health Care Providers:

B Receiving a specific diagnosis, even with a poor
prognosis, significantly reduces uncertainty.
‘BT Eha2Eld, ThRIGZE TH-TH,
THED SEFREZICH 5T

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

CBEELEEDIILZS— 3l 3E VR EVES,
EENVBEDOTHEDL SER ST EE TEHW

34

&é& Social Support

Further Research on Social Support:

1. Often caretakers of ill patients suffer more
uncertainty than the patient.
TRRDBEEMETIATIE, LIEUSEE LY
SUVRED SCE LATVS
2. Social uncertainty about forming relationships
can develop in patients with chronic iliness.
BRSOV TOH R THE D SIBHERE
DR TEENBREEED HD
3. Cancer patients use other patients as a
support network to reduce uncertainty.
D ABEBMBDOEE %, THED SERSTVEDD

31 YR—- rRyT—TELTHWS

Appraisal of Uncertainty
e D SO

Danger

kR

/

: Inference 38l
Uncert
Z%;e”aélnty IIIusion\ﬂ?@
Opportunity
hFHE

35

24

Health Care Providers
EBEREE

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.

ERREREE I —RAICER T EWMETHBL
Rudh s HoRERORRE SERICET 21FR
ERHBLEN SRIBOVHEA 2381ET B

32

H AR 7E 4

lllusion and Inference
@%& 4778 & H#E38

lllusion X775
Beliefs which have a generally positive
outlook.
—MRENCHEERN LR A EHF TV B EVWIER

Inference 7£5-

Judgments based on LI IZE D CHIKT
e personality disposition fEADM4E
e general experience —f#%AYIRER

o specific knowledge 45T DHE:
L]

26 contextual cues JRILD 515 S 2F V)
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.&%& lllusion and Inference

Research on inference (Personality Factors):

R T BHE (IE5ZEF)

e Some studies report that uncertainty reduces
optimism and mastery.
CWODDMRIETREED SN EBRERC TR &8 57 &
#wELTNS
o Other studies indicate that hardiness, self-
efficacy and spirituality decrease the impact of
uncertainty on danger and other negative
outcomes.
* ZDMOME T Z MLATEDR S, BEWAH, AEVF2TY
FAV, BRR XA TATERBRICOVTOTRE Y SEH DT &
R LTV

37

41

Research on danger and coping
&é& Bk &a—EJICET B

Breast cancer patients who have more
uncertainty about their iliness

use limited coping strategies because the focus
of action is unclear.

RRUSDVWTORELPSHE VAN ABE TR, FEDE
AO TR LD IR SN A-O—-EC T AR ERVTWS
Qualitative studies have reported that
acceptance of uncertainty results in a new
orientation to life

W E TIEIREL IEZ I ANDZEE, AEICDWT
FUNABEMEHDIETH B ERELTNS

Appraisal of Uncertainty
@2& R 2 SO FH

Danger
& &

e

Uncertainty Inference ﬁfﬂ
D & lllusion %118

Opportunity
i 1

38

42

FN

Danger and Opportunity
A R 52

Uncertainty, Danger, Coping:
Uncertainty appraised as an opportunity is
associated with active coping strategies.
AL SEIFE ER o TRMA R RER A a-E2 T
FHHEERE LTV D

Qualitative research shows that uncertainty

as an opportunity promotes a second chance

at life.
D SEIFHEER BTHE T,
ANEICBIIE20F v+ X E{BET 22 EN BRI
TREN TS,

&% Coping with Uncertainty

Coping
Mobilizing & Affect Control
Strategies

)8 L RIEREAR

/ \(+)

Unearie Inference Adjustment
1 E_ lllusion
/Z+)
NS Coping
Selective Ignoring

BIREY 4 AR
Reorder Priorities

Appraisal

43

Research on uncertainty,

opportunity , coping
THED & $FHE, 2— T ICET MR

Uncertainty among breast cancer
survivors has been reported to predict
both psychological distress and
psychological benefit

LB A NN DT S DIBE R SDIRAF]
BOmEAEFETS

Qualitative studies have reported that

acceptance of uncertainty results in a new

orientation to life.

HEIME TR, THED SER AN D ZEN NEISHT
B LWABMICDEN B2 EEWE LTS

39 BEEDERE
Danger and Opportunity

@% kR LATiE

Uncertainty, Danger, Coping:

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

CEVAE D S S HLAVEVE, 8, E@ER SV 7Bk ThIE

DHZA-ETHBICEET 2 EPBA LR ILETA TN

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

s I-EXJOBIEREY 53

BT TIETED SDEED O DIk 42 LA EIRRT 5

40

44
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Research on uncertainty,
&g% 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

AR SOETFOIRB ICHE A B & VWD, SEE
BICEZBIET, TN SOBFAE 26757 2
ENTED

THED S WS DR ER BT IEN TED
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&é& Coping with Uncertainty

Coping

Mobilizing

& Affect Control
- Strategies

T

©
- Inference 2 Adjustment
|Uncerta|nty|— llusion g Ji@ e
s /53
<
Opportunity Gaing

Selective Ignoring

45 Reorder Priorities

&% 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.

THED SIENEICH T 2HBREENK S, KIFRIRIC
M BRAT(THES, EH, QOLOESEEEL
T3,

48

Adjustment

Refers to returning to the individual’s level
of pre-iliness functioning.
B2 N DHEEEDYRRI DIRREICR B L% T

Most of the research has focused on
emotional stability or quality of life.
FEAEDMETIFBEREMNREMEY QOLICER
ZHhtE TS

46

&% Comprehensive Reviews of
Uncertainty Theory and Research
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Adjustment

Research on Adjustment -
BISIRTT SHE

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

AFEAEDIMETIE, THEDPSDETIVEEEL,
THeED S EZDIEROBFRERET LTV 3.

o Findings have consistently shown positive
associations between uncertainty and negative
emotions of anxiety, depression, hopelessness,
and emotional distress.

RRER T, [REEN S| ERR, M5O, LR, Z LT
HEVER VNI XA T AT HRIE CORICIEDIBREN H B &
P—BLTRIN TS,
47
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