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Background*

e 90% of Americans desire to die at home—>
20% experience end-of-life care in an ICU

e “Post-intensive Care Syndrome—Family”
* From “Cure” to “Comfort”

depression, posttraumatic stress disorder,

= * Family members often suffer from anxiety,
.ﬁf
S and complicated grief
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Background?

Good death

* Free from avoidable distress and suffering
for patients, families, and caregivers

* |n general accord with patients’ and
families’ wishes

 Reasonably consistent with clinical,
cultural, and ethical standards
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Research Question

What factors are associated with family
satisfaction with end-of-life care in the
ICU?
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Quality of Dying and Death
M Quality of Dying and Death (QODD)

Family presence at time of death
Perceived nursing skill
Decision-making support

Documentation of patient wishes
regarding end-of-life care
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’ Im portant Factors?

Communication

MHigher proportion of family speech vs
clinician speech

MlIncreased empathic statements assuring

ﬂ non-abandonment, symptom control, and
dy decision-making support

': * No association between satisfaction and
W

Vi conference length
Survivors VS. Non-survivors
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Spiritual Care

M presence of a spiritual advisor in the last
day of life
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Decision-making
1 Discussion of spiritual needs and the
patient’s end-of-life wishes

T Discussion about withdrawal of life-
prolonging interventions

1 Shared decision-making
J,Death in the setting of full support
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Withdrawal of Life-Prolonging Therapies

1 Patients with prolonged (>8 days) ICU stays,
longer periods of withdrawal

Mextubation before death

™ The withdrawal process being well
explained

™ The withdrawal proceeding as expected
1 Achieving of good symptom control
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’ Im portant Factors®

Palliative Care Consultants
T Involvement in decision-making

T Involvement the dying process
M Provider communication

1 Perceived competence

M Early palliative care consultation
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Additional information

Negative Indicators

Physician not spending enough time
answering questions

Family not present at time of death
Dissatisfaction with information provided

about the diagnosis, consequences of illness,

and cause of death
Being notified of death by telephone

Lower satisfaction with poor symptom
control

Presence of dyspnea
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Terminally ill patients
or their families

Specific communication
strategies

Usual care

Family satisfaction with
end-of-life care
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A search strategy ( e-Appendix 1 ) was developed with
assistance of a medical research librarian and used
to search the following databases: Medical Literature
, Analysis and Retrieval System Online (MEDLINE), MEDLINE
y Updated, Excerpta Medical Database (EMBASE), Cumulative
» Index to Nursing and Allied Health Literature (CINAHL),
% Psycinfo, and PubMed. Each database was searched from
* inception through January 2013 for English-language
articles reporting original data.

e = = Ak
liEiak . OB a0 EEE
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Original search: 1072 articles
= 46T MEDLINE
* ZBMEDLINE Update
= 335 EMBASE
= 108 PsypcINFD
#  BECINAHL
* 4 PubbMed
Tite review led to exclusions:
MNon-adult populations
Hand searched Mom-1CU populations
reflerence lisis af # Mot about end of life care
included articles Mot about family satisfaction
Mol about [actors allecting family satisfaction
Qualitative study
] Raview study
[dentified for full review: 165 Articles
« B MEDLINE
* 1D MEDLINE Update
* 3FEMBASE
* 16 PsycINFO
« 17 CINAHL
#  f PubMed
= 3 Hand searched
Fuall review bed to exclisions:
13 Non-ICU populations
B Mot about end of life cane
42 Mot about family satisfaction
24 Mot about factors affecting family satisfaction
28 Qualitative stady
21 Review study
1 Description of future shady
3 Ahstract of subsequently published work
+ 2 Abistract with minlmal data
Icluded im final analysls: 23 articles 3 RCTs
‘ E‘L:Eﬂ;’,;“ﬁ 4 nonrandomized interventions
« 1 CINAFIL . .
. 1 PubMed 7 descriptive
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Data Extraction and Quality Assessment

All included articles were abstracted using an
instrument developed by the authors to sort for
study design, key outcomes, and study problems or
biases. The abstraction was performed
independently by two authors (L. J. H. and A. M. T),
and disagreements were resolved by consensus.
Study quality was evaluated using a checklist
adapted from recommendations of the Consolidated
Standards for Reporting Trials (CONSORT) group.

BOREE
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TABLE 1 | Descriptive Study Quality Characteristics
Survey Instrument Primary L
Participant Response Muttivariate Externally Qutcomes [verall Quali
Shudy Sample Size Flow Clear Rate, % Analysis Validated Prespecified Assessment
Gerstel et alt® 584 Yes 41 ¥Yes Yes ¥es Moderateg
Glavan et alu 356 Yes 41.2 s Yes Yes High
Gries et al2 356 fes 41 fes fes Yes High
Heyland et al= 256 Yes 62 fes Yes Yes High
Keenan et al# 29 Yes 44 No Mo Yes Low
Kinoshita and 387 fes 40 Mo fes fes Moderate
Miyashitat=

Kjerulf et alts 2 es 34 es Mo Yes Low
Malacrida et alw 123 Yes 32 MNo Mo Yes Low
McDonagh et al® 169 family members fes B~ Mo fes Yes Moderate

of 51 patients;

35 physicians
Mularski et als g4 family members fes 38 es fes Yes Low

of 38 patients
Oshorn et ale 1,290 Yes 45 fes Yes fes High
Selph et al 169 family members Yes 46 fes Yes Yes Low

of &1 patients
Stapleton et al= 50 conferences Yes 82 MNo Yes Yes Low
Wall et al= 539 Yes 58.4 fes Yes Yes High
Wall et alzs 356 Yes 41 Yes Yes Yes High
White et al>= 169 family members | (=S p— N

of G1 patients =\ ' '“" :I: % / G *E AR

AT AR n\l:l E IB E

#Stydies were desmed to be of high quality if all of the following wene presene saime e = Lwu, Uisdn ol LIPS DU, =00 VEY 1 ESpUIEE [ die = SU7a,

use of externally validated instrument, performance of multivariate analysis,

missing,. but zll other criteria were met the study was considered to be of moderate gualiby.

and prespecified primary ocutcomes., If only multivariate analysis was
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TABLE 4 | Outcomes of Intervention Studies

Study/Intervention

Instrument Used

Outcomes

Positive

Negative or Neutral

Cheung et alzs/palliative
care consult

Curtis et al=/palliative
care quality
improvement

Curtis et al#/palliative
care quality
improvement

Jacobowski et al=/
family rounds

Kaufer et alF9/palliative
care intervention

Kirchhoff et al?yfwritten
information

Robley and Denton3zf
critical care nurse
liaison

Developed by authors

QODD, F5-ICU

QODD, FS-ICU

QODD, FS-ICU

FS-ICU

Evaluation of Experiences
of Withdrawal Tool

Developed by authors

Improvement across multiple
domains of satisfaction (P=.05):
health-care provider communication
and competence, overall satisfaction,
accessibility of information,
involvement in decision-making,
and satisfaction with the death and
dying process

Improvement in satisfaction
with information received
(P=.05) and understanding of
what to expect after withdrawal
of life-prolonging therapies (P=.03)

Families reported the critical care
nurse liaison was helpful 80% of the
time, improved communication 70% of
the time, and increased support of the
family 75% of the time

--l-=l=

=\
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No significant change
in satisfaction

No significant change
in satisfaction

No significant change
in satisfaction

No significant change
in satisfaction

N =, )
1B E
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The included studies have significant limitations

* No single, widely accepted, standardized satisfaction
outcome measure

* Majorities were relatively low survey response rates,
introducing the potential for self-selection bias

* Lacking external validation, which may limit validity of
findings

* None of the surveys had established significant score
changes, hindering interpretation of the results

 Minorities were underrepresented in most studies limiting
generalizability
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Our ability to make conclusive recommendations
regarding how to best impact family satisfaction
with end-of-life care in the ICU is limited by a lack
of robust, interventional studies on the topic.

Good communication
Extubation before death
Comfort care

Shared decision-making
Palliative care consultations
Provision of written information
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Thank you for your attention™
a’ S -
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