American Journal of
Critical Care

Evidence-based interdisciplinary knowledge for high acuity and critical care

Providing End-of-Life Care to Patients: Critical Care Nurses’ Perceived

Obstacles and Supportive Behaviors
Renea L. Beckstrand and Karin T. Kirchhoff

Am J Crit Care. 2005;14: 395-403
© 2005 American Association of Critical-Care Nurses
Published online http://www.ajcconline.org

Personal use only. For copyright permission information:
http://ajcc.aacnjournals.org/cgi/external_ref?link_type=PERMISSIONDIRECT

Subscription information
http://ajcc.aacnjournals.org/subscriptions

Information for authors
http://ajcc.aacnjournals.org/misc/ifora.shtml

Submit a manuscript
http://www.editorialmanager.com/ajcc

Email alerts
http://ajcc.aacnjournals.org/subscriptions/etoc.shtml

AJCC, the American Journal of Critical Care, is the official peer-reviewed research ~ AMERICAN

journal of the American Association of Critical-Care Nurses (AACN), published ASSOCIATION
bimonthly by The InnoVision Group, 101 Columbia, Aliso Viejo, CA 92656. OfCR]T[CAL.CARE
Telephone: (800) 899-1712, (949) 362-2050, ext. 532. Fax: (949) 362-2049. NURSES

Copyright © 2005 by AACN. All rights reserved.

Downloaded from ajcc.aacnjournals.org by on March 12, 2010


http://ajcc.aacnjournals.org/subscriptions
http://ajcc.aacnjournals.org/misc/ifora.shtml
http://www.editorialmanager.com/ajcc
http://ajcc.aacnjournals.org/subscriptions/etoc.shtml
http://ajcc.aacnjournals.org

CE Online

PROVIDING END-OF-LIFE CARE TO PATIENTS:
CRITICAL CARE NURSES’ PERCEIVED
OBSTACLES AND SUPPORTIVE BEHAVIORS

By Renea L. Beckstrand, RN, PhD, CCRN, and Karin T. Kirchhoff, RN, PhD. From Brigham Young University,
Provo, Utah (RLB), and University of Wisconsin, Madison, Wis (KTK).

* BACKGROUND Critical care nurses care for dying patients daily. The process of dying in an intensive
care unit is complicated, and research on specific obstacles that impede delivery of end-of-life care
and/or supportive behaviors that help in delivery of end-of-life care is limited.

* OBIECTIVE To measure critical care nurses’ perceptions of the intensity and frequency of occurrence
of (1) obstacles to providing end-of-life care and (2) supportive behaviors that help in providing end-of-
life care in the intensive care unit.

* METHODS An experimental, posttest-only, control-group design was used. A national, geographically dis-
persed, random sample of members of the American Association of Critical-Care Nurses was surveyed.

* RESULTS The response rate was 61.3%, 864 usable responses from 1409 eligible respondents. The
highest scoring obstacles were frequent telephone calls from patients’ family members for information,
patients’ families who did not understand the term lifesaving measures, and physicians disagreeing
about the direction of a dying patient’s care. The highest scoring supportive behaviors were allowing
patients’ family members adequate time alone with patients after death, providing peaceful and dignified
bedside scenes after death, and teaching patients’ families how to act around a dying patient.

» CONCLUSIONS The biggest obstacles to appropriate end-of-life care in the intensive care unit are
behaviors of patients’ families that remove nurses from caring for patients, behaviors that prolong
patients’ suffering or cause patients pain, and physicians’ disagreement about the plan of care. (Ameri-
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CE Online

To receive CE credit for this article, visit the
American Association of Critical-Care Nurses’
(AACN) Web site at http://www.aacn.org,
click on "Education” and select “Continuing
Education,” or call AACN's Fax on Demand at
(800) 222-6329 and request item No. 001116.

To purchase reprints, contact The InnoVision Group, 101 Columbia, Aliso
Viejo, CA 92656. Phone, (800) 809-2273 or (949) 362-2050 (ext 532); fax,
(949) 362-2049; e-mail, reprints@aacn.org.

eath is a fact of life. Providing appropriate care
for patients who are dying is a chief concern in
the United States today. With more than 2.4
million deaths annually," most deaths (80%) in the
United States occur in hospitals and involve patients
who are 65 years or older.”® On average, within 6
months before death, about 11% of Medicare recipients
spend more than 7 days in an intensive care unit (ICU).*
Often, critical care nurses are responsible for caring for
these dying patients because about one fifth of ICU
patients die while hospitalized.’
Death as it occurs in the ICU is neither simple nor
natural.® Caring for dying patients and their families is
thought to be most stressful and painful to the nurses
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who must constantly attend the patients™; other health-
care providers can visit and then walk away.*'* Despite
adequate documentation of the difficulties and inade-
quacies of providing end-of-life care to patients,”'"'
research from the perspective of critical care nurses on
obstacles and/or supportive behaviors that either restrict
or promote good care of dying patients is limited.'*"*!
Although some studies'** provide information on obsta-
cles, no reports provide data on both the frequency and
intensity of specific obstacles or supportive behaviors.

Caring for dying patients is most
stressful to nurses who must constantly
attend patients, whereas other
providers can visit and then walk away.

The study reported here was designed to measure
critical care nurses’ perceptions of both the intensity and
frequency of obstacles and supportive behaviors in pro-
viding end-of-life care to patients and their families.
The research questions included the following:

* Which obstacles to providing end-of-life care do
critical care nurses perceive as both the most intense
and the most frequently occurring?

* Which supportive behaviors in providing end-of-
life care do critical care nurses perceive as both the
most intense and the most frequently occurring?

Methods
Sample

A geographically dispersed, random sample of 1500
members of the American Association of Critical-Care
Nurses (AACN) was surveyed. Potential respondents
were randomly selected from a membership of 68 000.
The subjects were currently employed staff nurses who
had worked at least part-time in a critical care setting,
were living in the United States, were able to read
English, and had cared for at least 1 patient who was
at the end of life.

Instrument

A questionnaire,” National Survey of Critical-Care
Nurses Regarding End-of-Life Care, was developed,
pretested, and administered in 1998. The original ques-
tionnaire was mailed to 300 randomly selected members
of AACN. The highest rated obstacle in the first study
was patients’ families continually calling nurses for
information on the patients. For this study, the question-
naire was adapted by adding the component of fre-
quency of occurrence, for both obstacles and supportive
behaviors, to determine if the most frequently listed

396

items reported in the original study were still the
most frequently listed when nurses were also asked to
report how often each item occurred (0 =never occurs,
S=always occurs).

Other changes from the first questionnaire included
adding 5 new obstacles and a single support item as
suggested by the nurses in the original study. The added
obstacle items were as follows:

1. physicians who do not let patients die from the
disease process,

2. physicians who are evasive and avoid having con-
versations with family members,

3. multiple physicians involved with a patient who
differ in opinion about the direction care should go,

4. continuing to provide treatments to dying patients
because of financial benefits to the hospital, and

5. when nurses’ opinions about the direction a
patient’s care should go are not requested, not valued, or
not considered.

One additional supportive behavior item was added
about the use of unlicensed personnel available to help
care for dying patients. The final questionnaire con-
tained 72 items: 29 obstacle items, 24 supportive behav-
ior items, 4 open-ended items for nurses to add any
items that the survey did not cover, and 15 demographic
questions. Approval for the study was obtained from
the appropriate institutional review board.

The first mailing was sent to the entire sample of
1500 nurses. A second mailing was sent approximately
5 weeks later to all nonresponders (n=936). A third
mailing of the entire survey was sent to the remaining
nonresponders approximately 8 weeks after the second
mailing (n=686). The questionnaires were returned in
pre-addressed postage-paid envelopes that were pro-
vided to the nurses for their convenience.

The Cronbach o was .89 for the 29 obstacle size
items, suggesting that scale scores were internally con-
sistent. This o was slightly higher than the o (.86) in the
first study because of the addition of 5 pertinent obstacle
items suggested by the nurses in the original study.
Internal consistency estimates of reliability were also
computed for the 29 obstacle frequency items (.89), the
24 supportive behavior items (.86), and the 24 support-
ive behavior frequency items (.81). The o for the sup-
portive behavior data was slightly higher than the o
(.82) in the original study because of the addition of an
item recommended by the nurses in the original study.

Data Analysis

Responses were analyzed by using SPSS software
(SPSS, Inc, Chicago, Ill). Two researchers checked the
accuracy of the entered data for all returned question-
naires. Frequencies, measures of central tendency and
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dispersion, and reliability statistics were calculated for
all obstacle and supportive behavior items. Items were
then ranked on the basis of their mean scores to deter-
mine which ones were perceived to be the most intense
obstacles or supportive behaviors and which items
were perceived to occur most often. Each item’s inten-
sity mean was multiplied by the item’s frequency mean
to obtain a perceived intensity score for the obstacles™
or a perceived supportive behavior score for the sup-
portive behavior items. Intensity scores for both obsta-
cles and supportive behaviors were then ranked from
highest score to lowest score.

Results
Demographic Data

Of the 1500 potential respondents, 955 returned the
questionnaire. Of these, 91 were eliminated from the
study sample either because the questionnaire could not
be delivered (n=1) or because the recipients reported
that they were ineligible (n=90) because of retirement,
health issues, or a change in position. Usable responses
were received from 864 nurses, or about 1.3% of the total
AACN membership (as reported in 2002). The complete
demographic information is reported in Table 1.

As determined by the mailing addresses of all 955
surveys returned, respondents (both usable and ineligible)
lived in the following time zones: Eastern (n=512), Cen-
tral (n=230), Mountain (n=48), Pacific (n=155), or other
(Alaska, Hawaii/Aleutians, or Army Post Office/ military
address; n=10). More returns were received from the
Eastern and Central time zones because of the higher per-
centage of AACN members who lived in these areas.

Obstacles

Highest Scoring Items. On a scale of 0 (not an obsta-
cle) to 5 (extremely large obstacle), mean intensity
scores for items in the obstacle section of the question-
naire ranged from 1.62 to 4.03 (Table 2). The 3 items
perceived as the most intense obstacles to providing
end-of-life care were having multiple physicians who
differed in opinion about the direction of a patient’s
care (mean=4.03), patients’ family members and
friends who continually called a nurse for an update on
the patients’ condition rather than calling the designated
contact person (mean=4.02), and physicians who were
evasive and avoided conversations with patients’ family
members (mean=4.00).

The largest obstacle to providing
end-of-life care was multiple physicians
who differed in opinion about the
direction of a patient’s care.

Table 1 Demographics of the sample*

Characteristic Value
Sex, No. (%)

Male 57 (6.6)

Female 799 (92.4)

Did not report 8 (1)

Mean SD Range

Age, years 44.2 8.1 26-72
Years as registered nurse 19 8.2 3-50
Years in ICU 15.4 7.0 2-40
Hours worked per week 36 9.8 0-80
No. of beds in unit 15 8.1 1-88
Dying patients cared for, %

>30 68.5

21-30 9.9

11-20 8.6

<10 4.0

Other 9.0
Highest degree, %

Diploma 14.0

Associate’s 19.4

Bachelor’s 51.7

Master’s 14.1

Doctoral 0.8
Ever CCRN, %

Yes 73.4

No 26.6
Currently CCRN, %

Yes 68.4

No 9.6

No answer 22.0
Years as CCRN 9.14 4.8 1-24
Practice area, %

ICU/CCUs 60.5

CV/shock-trauma-neuro 20.0
ICUs

Medical/surgical 11.3

Other 8.2
Hospital type, %

Nonprofit, community 59.5

University medical centers 15.5

For-profit, community 14.7

Other 10.3

*N = 1500; 955 surveys were returned, 864 were usable, and 91
were not eligible.

Abbreviations: CCRN, nurse with certification in critical care; CCU,
critical care unit; CV, cardiovascular; ICU, intensive care unit.

Of the other top 10 obstacle items, 4 involved
issues with patients’ families: families not understand-
ing what the term lifesaving measures really meant
(mean=3.91), angry family members (mean=3.85),
families not accepting a patient’s poor prognosis
(mean=3.64), and families wanting life-sustaining
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Table 2 Intensity, frequency, and perceived intensity scores (PIS) for obstacles in end-of-life care

Intensity* Frequency'
Obstacles Mean SD Rank Mean SD Rank PIS*
1. Family continually calls nurse for update 4.02 0.98 2 3.69 0.95 1 14.83
rather than the designated contact person
2. Family not understanding the term 3.91 1.00 4 331 1.01 3 1294
“life-saving measures” and its implications
3. Physicians differing in opinion about care of a patient 4.03 1.10 1 292 1.1 7 1177
4. Physicians evasive and avoid family 4.00 1.09 3 290 1.10 8 11.60
5. Nurse too busy offering life-saving 3.58 1.10 11 3.07 1.04 5 10.99
measures to provide quality end-of-life care
6. Families not accepting poor patient prognosis 3.64 1.01 8 294 0.87 6 10.70
7. Nurse having to deal with angry family members 3.85 1.03 5 271 0.97 13 1043
8. Nurse having to deal with distraught 3.24 1.13 17 321 1.04 4 10.40
family while still caring for patient
9. Nurse not being able to communicate with patient 3.63 1.06 9 2.84 1.03 9 1031
to learn of his/her wishes regarding treatment due
to sedation or depressed neurological status
10. Physicians won't allow patient 3.72 1.18 7 274 1.08 12 10.19
to die from the disease process
11. Family requesting life-saving measures 3.81 1.18 6 2.62 1.06 14 9.98
contrary to patient’s wishes
12. Physicians overly optimistic to 3.50 1.09 13 2.81 0.92 10 9.84
family about the patient surviving
13. Nurse called away from patient 3.27 1.15 15 281 1.16 11 9.19
and family to perform other duties
14. Patient’s treatments continue, 3.58 1.23 10 253 1.10 16 9.06
although painful or uncomfortable
15. Family fighting about life support 3.57 1.10 12 247 0.89 17 8.82
16. Nurse's opinion about patient’s care not valued 3.45 1.30 14 243 1.18 18 8.38
17. Nurse knowing poor prognosis before family 2.29 1.56 24 339 1.1 2 7.76
18. Family members not having private 2.85 1.57 19 261 149 15 7.44
place to grieve at patient’s bedside
19. Family legal action is a threat, thus patient 3.24 1.33 16 221 1.7 19 7.16
intensive care continues despite poor prognosis
20. Patient having pain that is difficult to control or alleviate 2.97 1.34 18 2.00 0.93 23 5.94
21. Family not with the patient when he/she is dying 2.7 1.18 20 213 081 20 5.77
22. Nurse not trained regarding family 2.64 1.36 21 211 120 21 5.57
grieving and quality end-of-life care
23. Families grieving in culturally diverse ways 2.47 1.19 22 204 093 22 5.04
24. Family visiting hours too liberal 2.06 1.72 28 1.96 0.56 24 4.04
25. Family grieving time limited to 2.47 1.59 23 1.49 1.10 27 3.68
accommodate new admissions
26. Unavailability of ethics board or committee 2.28 1.69 24 1.60 1.41 26 3.65
to review difficult patient cases
27. Family not having a support person 2.18 1.47 26 1.63 1.13 25 3.55
eg, social worker or religious leader
28. Family visiting hours too restrictive 1.62 1.69 29 1.48 1.40 28 2.40
29. Continuing to provide advanced treatments to dying 2.10 1.86 27 098 1.13 29 2.06

patients because of financial benefits to hospital

*Choices were 0, not an obstacle, to 5, extremely large obstacle.
TChoices were 0, never occurs, to 5, always occurs.
*PIS = mean for intensity multiplied by mean for frequency.
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measures to be continued even though a patient’s advance
directive requested no such treatment (mean=3.81).

The lowest scoring obstacle items were related to
visiting hours. Visiting hours being too restrictive
(mean=1.62) was the lowest rated item; visiting hours
being too liberal was the second lowest (mean=2.06).

Frequently Occurring Items. On a scale of 0 (never
occurs) to 5 (always occurs), mean frequency scores
for the items in the obstacle section of the question-
naire ranged from 0.98 to 3.69 (Table 2). The 3 items
with the highest means were having patients’ friends
and family continually call a nurse rather than the des-
ignated contact person for an update of a patient’s con-
dition (mean=3.69), nurses knowing a patient’s poor
prognosis before the patient’s family knew the progno-
sis (mean=3.39), and patients’ family members not
understanding what the term lifesaving measures really
meant (mean=3.31).

Perceived Intensity Scores. To determine which
obstacle items were perceived as both the most intense
and the most frequently occurring, a perceived inten-
sity score was calculated (mean obstacle intensity
multiplied by mean obstacle frequency). Scores ranged
from 2.06 to 14.83 (Table 2). The item receiving the
highest score was having patients’ families and friends
continually call a nurse rather than calling the desig-
nated family member for updates on a patient’s condi-
tion (mean=14.83). This item not only had the highest
score but also was 1.89 points higher than the next
closest item. None of the other 28 items had as large a
difference between perceived intensity scores.

The most frequently occurring obstacle
to providing end-of-life care was
patients’ friends and family continually
calling a nurse for an update on the
patient’s condition rather than the
designated contact person.

Of the remaining top 10 obstacles with the high-
est perceived intensity, 4 involved family issues: fami-
lies not understanding what lifesaving measures really
meant (12.94), family members who did not accept
that a patient was dying (10.70), nurses having to deal
with angry members of a patient’s family (10.43), and
nurses having to deal with a patient’s distraught family
members while still caring for the patient (10.40).

Items with the lowest perceived intensity scores
included the concepts that advanced treatments were
being provided to dying patients so that the hospital

would benefit financially (2.06), that visiting hours
were too restrictive (2.40), and that no support persons,
such as social workers or religious leaders, were avail-
able to a patient’s family (3.55).

Supportive Behaviors

Highest Scoring Items. On a scale of 0 (not a sup-
port) to 5 (extremely intense support), mean intensity
scores for the items in the supportive behaviors section
of the questionnaire ranged from 2.61 to 4.59 (Table 3).
The items with the highest mean scores were agree-
ment among physicians about the direction a patient’s
care should go (mean=4.59), family members’ accep-
tance that a patient was dying (mean=4.57), and des-
ignation of a single family member as the contact
person for all the other family members about infor-
mation on the patient (mean=4.49). Of the remaining
top 11 items, 4 dealt with supportive behaviors that
occurred after a patient’s death and were in some way
helpful to the patient’s family. Behaviors perceived as
the least supportive included the availability of unli-
censed personnel to help provide care (mean=2.61) and
having patients’ family members physically help care
for a dying patient (mean=3.20).

Frequently Occurring Items. On a scale of 0 (never
occurs) to 5 (always occurs), mean scores for fre-
quency of items in the supportive behaviors section of
the questionnaire ranged from 0.77 to 3.96 (Table 3).
Providing a patient’s family members with unlimited
time alone with the patient after death (mean = 3.96)
and creating a peaceful, dignified bedside scene after a
patient’s death (mean=3.90) were the 2 most frequently
occurring supportive behaviors. Other frequently occur-
ring behaviors were teaching patients’ families how to
act around a dying patient (mean=3.66) and nurses
allowing a patient’s family unlimited access to the
patient (mean=3.28).

Supportive behaviors that occurred least fre-
quently were having members of the ethics committee
routinely attend unit rounds (mean=0.77) and having
unlicensed personnel available to help care for dying
patients (mean=1.34).

Perceived Supportive Behaviors Scores. To deter-
mine which items were perceived as both the most sup-
portive and the most frequently occurring, perceived
supportive behaviors scores were calculated (mean
intensity score multiplied by mean frequency score).
The range for all items was 2.63 to 17.58 (Table 3). The
2 items perceived as most supportive and most fre-
quently occurring were allowing a patient’s family mem-
bers adequate time alone with the patient after death
(17.58) and providing a peaceful, dignified bedside
scene (17.36).
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Table 3 Intensity, frequency, and perceived supportive behavior scores (PSBS) for supportive behaviors in end-of-life care
Intensity* Frequency®
Supportive behavior Mean SD Rank Mean SD Rank PSBS*
1. Family members having adequate time to be 4.44 0.70 5 3.96 0.96 1 17.58
alone with the patient after his/her death
2. Family members having a peaceful and 4.45 0.69 4 3.90 0.96 2 17.36
dignified bedside scene
3. Families being taught how to act around dying patient 4.19 0.75 9 3.66 0.89 3 1533
4. Family members show gratitude to nurse 4.28 0.83 7 3.05 0.99 5 13.05
for care provided to patient who has died
5. Physicians agreeing about direction of patient care 4.59 0.64 1 2.73 0.95 8 1253
6. Family members accept that patient is dying 4.57 0.61 2 2.67 0.77 9 12.20
7. Families having unlimited access to the dying patient 3.71 1.24 17 3.28 1.10 4 1217
8. Nurse drawing on previous experience with 3.83 0.98 15 2.98 1.09 6 1141
the critical illness or death of a family member
9. Family designating one family member as 4.49 0.72 3 2.53 1.02 11 11.36
contact person for the rest of the family
10. Nurses offer words of support to each other 3.90 1.15 14 2.81 1.18 7 10.96
11. Nurse having enough time to prepare the 4.28 0.74 8 248 0.82 12 10618
family for patient’s death
12. Nurses scheduled so that patient 4.13 0.85 10 2.57 1.07 10 10.618
receives continuity of care
13. Unit designed so family has a place to grieve in private 4.31 0.85 6 246 1.46 13 10.60
14. Staff compiles all paper work to be signed 3.99 1.10 12 241 1.4 14 9.62
by the family before they leave the unit
15. Nurses offer supportive physical touch to each other 3.64 1.25 19 233 1.29 15 8.48
16. Physicians meet in person with the 414 0.91 11 1.90 1.21 21 7.87
family after the patient’s death
17. Nurses having a supportive person outside of the 3.57 1.36 21 2.16 1.60 16 7.71
work setting to listen after the death of a patient
18. Physicians putting hope in tangible terms for family 3.66 1.26 18 2.06 0.96 18 7.54
19. Letting the social worker or religious leader 3.59 1.09 20 2.08 1.18 17 7.47
take primary care of the grieving family
20. Nurse talking with patient about his or her 3.92 0.91 13 1.85 0.92 22 7.25
feelings and thoughts about dying
21. Nurses take care of patients while affected nurse 3.71 1.23 16 194 1.36 19 7.20
"gets away"” for a moment after the death of a patient
22. Family physically helping to care for the dying patient 3.20 1.15 23 1.92 094 20 6.14
23. Having unlicensed personnel available to 2.61 1.51 24 134 1.21 23 3.50
help care for dying patients
24. Ethics committee constantly involved in the unit, 3.42 1.38 22 0.77 1.15 24 2.63
so they are involved from the beginning should
an ethical situation arise later
*Choices were 0, not a support, to 5, extremely intense support.
fChoices were 0, never occurs, to 5, always occurs.
*PSBS = mean for intensity multiplied by mean for frequency.
5Tie is due to rounding of numbers.

Three other highly scoring items were related to ~ how to act around a dying patient (15.33), having mem-
nurse-family interactions: teaching patients’ families  bers of a patient’s family thank the patient’s nurse, in
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some way, for caring for the patient (13.05), and nurses
using their own experiences with a critical illness or
death of a loved one to help a patient’s family (11.41).

Acceptance by patients’ families that the patients
were dying (12.20), allowing patients’ families unlim-
ited access to the patients—even at the expense of the
patients’ care (12.17), and having patient’s families
designate a single contact person for all other family
members for information about the patient (11.36)
were also among the top 10 most intense and frequent
supportive behaviors.

Items with the lowest perceived supportive behav-
iors scores included having members of the ethics
committee routinely attend unit rounds (2.63), using
unlicensed personnel to help care for dying patients
(3.50), and having a patient’s family members physi-
cally help care for the patient (6.14).

Discussion

Providing end-of-life care for patients and their
families can be stressful for nurses because the nurses
may be insufficiently trained to manage the pro-
cess.”* Job stress associated with working in ICUs
may lead to burnout or a state of emotional and physi-
cal exhaustion.”* As working conditions decline, job
performance may deteriorate, the quality of care may
diminish, and employee turnover may increase.”

The process of dying in an ICU can be messy,
noisy, and complicated.® Healthcare personnel who
have chosen to work in an ICU environment can find
the chaos associated with death unpleasant.® A better
understanding of the most intense and the most fre-
quently occurring obstacles that restrict nurses from
providing quality end-of-life care could lead to the
development and testing of interventions to lower both
the intensity and the frequency of these obstacles, thus
lessening the burden of care. An understanding of the
most intense and most frequent supportive behaviors
could lead to the development of interventions to
maintain the highly rated supportive behaviors and
increase the lower rated supportive behaviors.

The response rate for our survey, after 3 mailings,
was 61.3%, slightly lower than the rate for the initial
study (68.5%). One possible reason for the difference
is that the original survey was mailed during the early
summer months, whereas the survey for this study was
mailed in the fall. Most likely, fewer surveys were
returned in this study because of the busy holidays
that occur toward the end of the year.

Our results validate the information obtained in
the original study and add to the literature in several
ways. First, the top 2 obstacles in the original study
were still perceived as the most intense in the survey

for this study, despite the additional efforts at refine-
ment of measuring. Second, the 3 additional obstacle
items added to the survey as suggested by the nurses
in the original study were rated as the 3rd, 4th, and
10th most intense obstacles in this study. Third, obsta-
cle items with low intensity scores in the original
study also had the lowest intensity scores in this study.

Information on frequency of occurrence helped
clarify the perceived intensity of obstacles; 6 of the
obstacle items included in the original study continued
to be among the top 10 most intense obstacles, thus
validating their importance. Four items dropped below
10th position and were obstacles of less intensity than
the first study had originally suggested. Three of the
added obstacle items were perceived as both intense
and frequently occurring and thus scored higher than
10th position on obstacle intensity.

Obstacles

The mean scores for perceived intensity for items
in the obstacle section were higher than the scores in
the original study. This finding suggests that serious
deficiencies in end-of-life care continue to exist and
either may be getting worse or may be more obvious
because nurses are more cognizant of deficiencies in
care. Another possibility is that this sample of highly
experienced nurses perceived these obstacles as being
more intense than the initial study nurses did because
the nurses who responded to the survey for this study
cared for the sickest ICU patients, who are more often
at the end of life.

Serious deficiencies in end-of-life care
in intensive care units continue to exist.

Of the 5 obstacle items added to the current study
questionnaire, 3 (items 3, 4, and 10) were rated among
the top 10 in intensity. All 3 are related to different
aspects of physicians’ behavior. The high ratings of these
obstacles confirm the findings in the original study that
nurses experience these added items as additional obsta-
cles to providing end-of-life care.

The obstacle perceived as the most intense was hav-
ing patients’ family members continually call a nurse for
updates on the patients’ condition. This obstacle was also
the No. 1 obstacle in the original study, because fre-
quent telephone calls directly stop nurses from providing
care. In addition, critically ill patients cannot communi-
cate on their own and therefore require another person, a
nurse or a significant other, to become the gatekeeper of
information about their condition. For patients’ families,

AMERICAN JOURNAL OF CRITICAL CARE, September 2005, Volume 14, No. 5 401

Downloaded from ajcc.aacnjournals.org by on March 12, 2010


http://ajcc.aacnjournals.org

however, the same technology that is used to monitor a
patient’s current condition and allows rapid interven-
tions is also the most sensitive to electrical interference;
therefore, few types of cell phones can be used in
ICUs and so contacting patients’ family members from
outside the hospital is difficult. This protective ICU
environment isolates patients’ families so that the fami-
lies’ need to remain close to their ill loved ones com-
petes with trying to communicate with others outside
the hospital. A patient’s family members can make calls
from the waiting room telephone, but incoming calls
to the family members must almost always be routed
through the unit to the patient’s nurse.

The problem of numerous incoming phone calls is
not new. Medland and Ferrans®™ recognized that provid-
ing information about a patient’s status was an essential
part of patients’ care; however, they also realized that
frequent interruptions by patients’ families created an
additional burden for the patients’ nurses. These investi-
gators™ used a 2-group, pretest, posttest quasi-experi-
mental design with 30 family members of patients in a
medical ICU to test a structured communications pro-
gram. The program consisted of a 3-step process in
which half of the families were formally introduced
(within 24 hours of the patient’s admittance) to unit pro-
cedures for accessing information on the patient’s status,
were given an informational pamphlet, and were called
daily (by the patient’s nurse) to inform them of the
patient’s current condition. The other 15 families served
as the control group. Medland and Ferrans found that
the number of incoming calls from the experimental
group was significantly lower than the number from the
control group. Further, in the experimental group, both
satisfaction with care and the family members’ percep-
tions of how well their information needs were met
increased significantly compared with pretest data.

The second most intense obstacle in our study was
having patients’ family members not understand what
using lifesaving measures might really mean to a patient.
A possible explanation for this highly rated obstacle
can be found in a study by Pierce.” Pierce interviewed
29 family members of 75 decedents (39% participa-
tion rate) and reported that families wanted to have
everything possible done for their dying family mem-
bers; however, everything possible did not necessarily
mean medical interventions. In these participants’
minds, doing everything meant being physically close
to the patient, touching, talking, and keeping the patient
clean and comfortable. A majority (62%) also wished
that caregivers had given the families more informa-
tion about the patients’ status and wished to have the
information addressed in a more blunt and direct man-
ner than it usually was.

The obstacle with the third highest perceived
intensity score was nurses’ perceptions that physicians
involved in caring for a patient often disagreed about
the goals of the patient’s care. Physicians’ disagreements
about treatment and care goals caused much staff con-
fusion and increased the nurses’ work because the nurses
then tried to act as arbitrators.

Supportive Behaviors

The ranges of mean scores for supportive behaviors
were much higher than the ranges for obstacles because
the behaviors with the highest scores were usually
behaviors that a nurse could control and thus were per-
ceived as being very helpful. Other more frequently
occurring items were related to supportive behavior
toward nurses that was provided by either a patient’s
family or by other staff members. Items perceived as
both helpful and frequently occurring (high perceived
supportive behavior scores) were, again, behaviors
usually in the control of nurses. Behaviors controlled
by physicians received lower scores mainly because
these behaviors occur less often than do nurse-con-
trolled behaviors.

Additionally, many of the supportive behaviors dealt
with supporting a patient’s family after the patient’s
death; only a single obstacle item concerned a care
behavior implemented after a patient’s death. The time
after a death tends to evoke more helpful, nurturing
behaviors than does the time preceding death, which is
more likely to have obstacles that constrain ideal care
of patients.

In summary, in terms of intensity, the order of
items on supportive behavior changed very little
between the original study and this study. Supportive
behaviors that occurred most often were behaviors
that nurses control. Other more frequently occurring
items were related to supportive behavior for nurses
provided by either a patient’s family or by other staff
members. Items perceived as both helpful and fre-
quently occurring (high perceived supportive behavior
score) were, again, usually in the control of nurses.
Behaviors controlled by physicians had lower per-
ceived supportive behavior scores mainly because
these behaviors are perceived to occur less frequently
than do nurse-controlled behaviors. Having similar
items (on both the obstacle and supportive behaviors
sections) score in the same direction supports the
notion that the questionnaire was consistent, much as
a reverse scoring item would do.*

Recommendations
Issues associated with communication of informa-
tion about a patient’s condition, use of treatments in
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hope of a meaningful recovery, and agreement with
the current plan of care are obstacles to providing end-
of-life care in ICUs. Knowing the intensity and fre-
quency of obstacles and supportive behaviors is an
important step in developing meaningful interventions
that improve end-of-life care.

Recommendations for decreasing the intensity
and frequency of the obstacles that had the highest
scores in our study include the following:

 Explore new ways of disseminating information
about patients to the patients’ family members on a
regular basis to diminish the number of incoming calls
handled by nurses.

* Educate physicians and nurses about the wishes
of patients’ family members for direct, clear, and honest
information on patients.

* Clarify with patients and their family members
their understanding of terms such as lifesaving measures
to ensure that all who are involved clearly understand
how treatment options might really affect the patients.

* Educate and encourage physicians to communi-
cate directly, in a more open manner, with each other
and with patients and patients’ families.
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