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ABSTRACT

Background: Several studies have reported that African Americans are more likely than whites to
prefer aggressive treatments at the end of life.

Objective: Since the medical information presented to subjects is frequently complex, we hypoth-
esized that apparent differences in end-of-life preferences and decision making may be due to dis-
parities in health literacy. A video of a patient with advanced dementia may overcome communi-
cation barriers associated with low health literacy.

Design: Before and after oral survey.

Participants: Subjects presenting to their primary care doctors.

Methods: Subjects were asked their preferences for end-of-life care after they heard a verbal de-
scription of advanced dementia. Subjects then viewed a 2-minute video of a patient with advanced
dementia and were asked again about their preferences. For the analysis, preferences were di-
chotomized into comfort care and aggressive care. Health literacy was measured using the Rapid
Estimate of Adult Literacy in Medicine (REALM) and subjects were divided into three literacy cat-
egories: low (0—45, sixth grade and below), marginal (46-60, seventh to eighth grade) and adequate
(61-66, ninth grade and above). Unadjusted and adjusted logistic regression models were fit using
stepwise algorithms to examine factors related to initial preferences before the video.

Results: A total of 80 African Americans and 64 whites completed the interview. In unadjusted
analyses, African Americans were more likely than whites to have preferences for aggressive care
after the verbal description, odds ratio (OR) 4.8 (95% confidence interval [CI] 2.1-10.9). Subjects
with low or marginal health literacy were also more likely than subjects with adequate health lit-
eracy to have preferences for aggressive care after the verbal description, OR 17.3 (95% CI 6.0-49.9)
and OR 11.3 (95% CI 4.2-30.8) respectively. In adjusted analyses, health literacy (low health liter-
acy: OR 7.1, 95% CI 2.1-24.2; marginal health literacy OR 5.1, 95% CI 1.6-16.3) but not race (OR
1.1, 95% CI 0.3-3.2) was an independent predictor of preferences after the verbal description. Af-
ter watching a video of advanced dementia, there were no significant differences in the distribution
of preferences by race or health literacy.

Conclusions: Health literacy and not race was an independent predictor of end-of-life preferences
after hearing a verbal description of advanced dementia. In addition, after viewing a video of a pa-
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tient with advanced dementia there were no longer any differences in the distribution of preferences
according to race and health literacy. These findings suggest that clinical practice and research re-
lating to end-of-life preferences may need to focus on a patient education model incorporating the
use of decision aids such as video to ensure informed decision-making.

INTRODUCTION

SEVERAL STUDIES have reported that African Amer-
icans are more likely than whites to prefer more
aggressive treatments at the end of life.!~® Speculation
about this finding has focused on African Americans’
unique cultural and spiritual belief systems,*7- and
their lack of trust in the health care system perhaps
due to historical experiences such as Tuskegee, in
which African American men were deprived of treat-
ment for syphilis as an experiment.!* Although low
health literacy is a prevalent barrier to accurate com-
munication and could confound the relationship be-
tween race and informed decision-making, no prior
studies on end-of-life decision-making have explored
the confounding effects of health literacy.

More than 90 million adults in the United States
have insufficient literacy skills to be independent
health care users,'® and low health literacy is associ-
ated with race, age, education, and having chronic ill-
ness.!! Distinguishing the effect of health literacy from
race is important in this context.!? Ethnicity and cul-
ture are factors that may shape preferences and should
be respected. By contrast, low health literacy is an ob-
stacle to communicating information for informed de-
cision-making that we should strive to surmount so
that we can accurately elicit and respect individual val-
ues.

There are multiple communication techniques that
could be used to overcome barriers posed by health
literacy. Visual images have been shown to improve
communication of information with patients.!3-17
Prior interventions to improve decision-making have
included print, audio, video, and Web-based pictorial
materials, 21325 with mixed results.2® The medium of
video allows patients to envision health states in a
manner not easily captured with verbal communica-
tion and can both engage people and efficiently com-
municate information about the experience of illness.?’

We hypothesized that after hearing a verbal de-
scription of advanced dementia, subjects’ preferences
for care at the end of life for themselves would be in-
dependently predicted by health literacy and not race.
Additionally, we hypothesized that a video of a patient
with advanced dementia would overcome communi-
cation barriers associated with low health literacy.

METHODS

Participants

Patients over the age of 40 scheduled to see a gen-
eral internist at six study sites were eligible to partic-
ipate. The age of 40 was chosen since most adults af-
ter that age have usually been involved with end-of-life
decision making for a loved one. Patients were given
a flyer outlining the study at the time of their clinic
visit. The study sites consisted of urban and suburban
primary care clinics affiliated with two teaching hos-
pitals in the greater Boston area. Subjects were ex-
cluded if they had previously had a close relationship
with a person with advanced dementia, since they will
likely have had first-hand experience and knowledge
of the disease. Previous work suggested that subjects
who had a close relationship strongly favored comfort
care and that a video did not better inform prefer-
ences.?’ Subjects were also excluded if, in the judg-
ment of the physician interviewer, they lacked med-
ical decision-making capacity at the time of the
interview, or if they did not speak English, the lan-
guage of our validated tools. Only subjects who self-
reported their race as African American or white were
included in the analysis since this study attempted to
compare the preferences of African Americans and
whites. All interviews were conducted by two white,
male physicians between December 1, 2005 and Jan-
uary 31, 2007. Approval for the project was granted
by the Institutional Review Boards of the affiliated
hospitals.

Design

A structured questionnaire was developed for this
study. Survey questions were generated from a review
of the medical ethics literature, and consultations with
medical ethics, palliative care, geriatric, and neurol-
ogy experts. Early versions of the survey were tested
with subjects recruited from primary care clinics.

After obtaining verbal informed consent, inter-
viewers defined advanced dementia in simple lan-
guage, highlighting functional impairments based on
the Functional Assessment Staging (FAST)?® criteria
including inability to communicate understandably
with others, inability to ambulate without assistance,
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and inability to feed oneself?’ (See Appendix A for
verbal description). We then outlined three levels of
medical treatments and the goals associated with each
level. The first level, life-prolonging care, aims to pro-
long life at any cost. It includes all medically indicated
treatments. The second level, limited care, aims to
maintain physical functioning. It includes treatments
such as hospitalization, intravenous fluids, antibiotics,
and artificial nutrition and hydration, but excludes at-
tempted cardiopulmonary resuscitation and treatments
in the intensive care unit. The third level, comfort care,
aims to maximize comfort and to relieve pain. It in-
cludes oxygen and analgesics but excludes intravenous
therapies and hospitalization unless necessary to pro-
vide comfort. Subjects were asked which level they
preferred in the event they developed advanced de-
mentia. Subjects not able to select a level of treatments
were documented as “don’t know.”

Each subject next viewed a 2-minute video of a
white patient with advanced dementia. The video de-
picts the salient features of advanced dementia. The
narrative that accompanies the video is identical to
the verbal description used to assess subjects’ initial
preferences. The design, content, and structure of the
video intervention were reviewed for accuracy by
three geriatricians and five neurologists, all of whom
specialize in the care of patients with dementia. The
video was also designed with the close collaboration
of caregivers of patients with advanced dementia.?’
The video was available only in English. (The
film clip is available online at advancecareplanning
videos.com.

The subject was then asked exactly the same ques-
tions as previously regarding preferences for level of
medical care. Answers to sociodemographic questions
(age, race, gender, etc.) were self-reported by the sub-
jects. Health literacy was measured at the end of the
interview using the validated Rapid Estimate of Adult
Literacy in Medicine tool (REALM).?° The survey is
available upon request.

Statistical analysis

The main outcome measure was preferences for care
after hearing a verbal description of advanced demen-
tia. We dichotomized preferences into two groups:
comfort care and aggressive care (life-prolonging care,
limited care, and do not know). As others have done,
we included subjects preferring “do not know” in the
aggressive care group since in clinical practice the
default for such patients is life-prolonging treat-
ments.2”-30

Our measure for health literacy was the 66-word
REALM.?° This is a 2- to 3-minute English test of
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medically relevant vocabulary. The REALM is a valid
test of word pronunciation and has been shown to cor-
relate well with tests that evaluate a range of literacy
skills.3! As others have done, we defined three cate-
gories for literacy: low literacy (REALM score of
0-45, sixth grade and below); marginal literacy
(REALM score of 45-60, seventh to eighth grade); and
adequate literacy (REALM score of 61-66, ninth grade
and above).!!32 Fisher’s exact test was used to com-
pare the proportion of subjects who chose comfort care
across levels of health literacy.

Univariate analyses for subject characteristics
(health literacy, age, gender, education, marital status,
religion, religious attendance, and health status) with
race and preferences for care were conducted utilizing
the Fisher’s exact test. Unadjusted odds ratios (ORs)
were calculated using contingency tables to compare
subject demographic characteristics to their prefer-
ences.

Multivariate logistic regression analyses were
used to identify factors independently associated
with preferences. Stepwise algorithms were used to
assess the independent role of each variable. Factors
significant at p < 0.10 were retained. Factors thus
selected were simultaneously entered into the logis-
tic regression model. Another backward stepwise al-
gorithm, using p < 0.05, was used to determine the
final model.

The distribution of levels of care after the verbal de-
scription compared to the distribution of preferences
after the video were analyzed utilizing the McNemar’s
test of correlated proportions. All p values are two-
tailed. Data were analyzed using SAS software, ver-
sion 9.1 (SAS Institute, Cary, NC).

RESULTS

Study participants

A total of 214 subjects were approached to partici-
pate in the study, of whom 173 (81%) agreed to be in-
terviewed. The most common reason given for not par-
ticipating was lack of time. Of the 173 subjects
recruited for the study, 23 were disqualified due to a
prior history of a close relationship with a person with
advanced dementia. Four subjects were excluded due
to being Asian American (1), Native American (1), or
Latino (2); 2 subjects were excluded from the analy-
sis due to refusal to participate in the health literacy
assessment. The resulting dataset included 144 sub-
jects.

Table 1 describes the characteristics of the sur-
vey sample. Of the 144 subjects, 64 (44%) were
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TABLE 1. CHARACTERISTICS OF STUDY SAMPLE
Characteristics Total African Americans Whites p value
Number of subjects, no. (%) 144 80 (56) 64 (44)
Age, mean (SD) 57 (11) 56 (11) 58 (12) 0.3
Women, no. (%) 92 (64) 55 (69) 37 (58) 0.22
Health literacy, no. (%) <0.0001
Low 27 (19) 23 (29) 4 (6)
Marginal 30 (21) 26 (33) 4 (6)
Adequate 87 (60) 31 (39) 56 (88)
Education, no. (%) <0.0001
High school or less 80 (56) 65 (81) 15 (23)
College or beyond 64 (44) 15 (19) 49 (77)
Marital status, no. (%) 0.001
Married 77 (53) 33 (42) 44 (69)
Nonmarried 67 (47) 47 (59) 20 (31)
Religion, no. (%) <0.0001
Christian 116 (81) 74 (93) 42 (66)
Non-Christian 28 (19) 6 (8) 22 (34)
Religious attendance, no. (%) 0.0001
Two times per month of more 61 (42) 43 (54) 18 (28)
One time per month or less 23 (16) 16 (20) 7 (11)
Never 60 (41) 21 (26) 39 (61)
Self-reported health status, no. (%) 0.0002
Very healthy 77 (53) 31 (39) 46 (72)
Somewhat healthy 61 (42) 44 (55) 17 (27)
Not healthy 6 (4) 5 (6) 12

SD, standard deviation.

whites and 80 (56%) were African Americans.
African Americans had significantly lower health
literacy, lower education, more religious atten-
dance, and poorer health.

Outcomes

After hearing a verbal description of advanced de-
mentia, treatment preference was associated with race,
health literacy, education, and health status (Table 2).

Preferences after verbal description by race

Of the 64 whites, 55 (86%) preferred comfort care
and 9 (14%) preferred aggressive care (Fig. 1). Of the
80 African Americans, 45 (56%) preferred comfort
care and 35 (44%) preferred aggressive care (Fig. 1).
Few whites or African Americans indicated “do not
know” as their preferences after the verbal description,
2 (3%) and 5 (6%) subjects, respectively.

Unadjusted analysis revealed that compared to
whites, African Americans were more likely to have
preferences for aggressive care after the verbal de-
scription, OR 4.8 (95% CI 2.1-10.9; Table 2). In the
multiple logistic regression stepwise model, the effect
of race was no longer significant, OR 1.1 (95% CI
0.3-3.2; Table 3).

Preferences after verbal description
by health literacy

Preferences after the verbal description were also
strongly associated with health literacy (Fig. 1). Of the
27 subjects with low health literacy, 18 (67%) pre-
ferred aggressive care. Of the 30 subjects with mar-
ginal health literacy, 17 (57%) chose aggressive care.
Of the 87 subjects with adequate health literacy, only
9 (10%) selected aggressive care. There was an in-
creasing preference for comfort care after the verbal
description with increasing health literacy that was
highly statistically significant (p < 0.0001).

Unadjusted analyses revealed that subjects with low
health literacy were more likely to have preferences
for aggressive care after the verbal description when
compared to those subjects with adequate health liter-
acy, OR 17.3 (95% CI 6.0-49.9), as did those with
marginal health literacy, OR 11.3 (95% CI 4.2-30.8;
Table 2). In the multiple logistic stepwise model,
health literacy remained a significant and independent
predictor of preferences for care (low literacy OR 7.1,
95% CI 2.1-24.2; marginal literacy 5.1, 95% CI
1.6-16.3; Table 3).

Of all the other characteristics (age, education, gen-
der, marital status, religion, religious attendance, and
health status), only education remained in the model
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TaBLE 2. UNADIJUSTED ODDS RATIOS
OF INITIAL PREFERENCES FOR AGGRESSIVE
CARE AFTER VERBAL DESCRIPTION

Initial preferences
for aggressive care®
after verbal description

Characteristic Unadjusted OR 95% CI

Race
African American 4.8 2.1-10.9
White 1.0

Health literacy
Low 17.3 6.049.9
Marginal 11.3 4.2-30.8
Adequate 1.0

Education
High school or less 15.0 5.0-45.2
College or beyond 1.0

Gender
Male 1.0 0.5-2.1
Female 1.0

Marital status
Nonmarried 1.8 0.9-3.7
Married 1.0

Religion
Non-Christian 1.8 0.7-4.8
Christian 1.0

Religious attendance
=1 month 1.3 0.5-3.8
=2 month 1.7 0.8-3.7
Never 1.0

Health status
Not healthy 1.6 0.3-9.7
Somewhat healthy 2.1 1.04.4
Very healthy 1.0

2Aggressive care includes those subjects who chose one of
the following: life-prolonging care, limited care, or don’t know.
OR, odds ratio; CI, confidence interval.

after the stepwise approach (Table 3). Education was
also associated with preferences after the verbal de-
scription. Subjects with a high school education or less
were more likely to have preferences for aggressive
care when compared to those with a college or higher
education, OR 15.0 (95% CI 5.0-45.2; Table 2). In ad-
justed analysis controlling for race and health literacy,
education was still a significant and independent pre-
dictor of preferences after the verbal description, OR
4.5 (95% CI 1.1-18.6; Table 3).

Change in initial preferences after the video

The distribution of subjects’ preferences after view-
ing the video changed significantly compared to the
distribution of preferences after hearing the verbal de-
scription (p < 0.0001). The vast majority of subjects
across both races and all health literacy groups chose
comfort care after viewing the video (Fig. 2). After the
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video, no whites and 10 (13%) African Americans pre-
ferred aggressive care (Fig. 2). After the video, 3
(11%) subjects with low health literacy and 3 (10%)
subjects with marginal health literacy preferred ag-
gressive care. Of the subjects with adequate health lit-
eracy, 4 (3%) preferred aggressive care after the video.

DISCUSSION

Previous studies have suggested that African Amer-
icans are more likely than whites to prefer aggressive
care at the end of life. This finding was observed in
the current study as well; however, adjusted analyses
reveal that health literacy mediates the relationship be-
tween race and end-of-life preferences for African
Americans. The influence of health literacy on end-of-
life decision-making reflected a dose-response effect
with increasing health literacy leading toward comfort
care. This suggests that race should not be the primary
focus of research and patient care regarding end-of-
life preferences. Rather, health literacy and a height-
ened commitment to patient education and communi-
cation should be the top priority. The importance of
patient education and communication is corroborated
by the finding in our study that a video intervention
designed to compensate for low health literacy skills
had a large impact on patient preferences. Indeed, af-
ter viewing the video there were no significant differ-
ences in end-of-life preferences by race or health lit-
eracy status. Carefully crafted video decision aids
designed to overcome barriers posed by health liter-
acy may improve decision-making at the end of life
for patients with low health literacy. Furthermore,
racial disparities in features of clinical medicine that
may be heavily dependent on health literacy, such as
we found to be the case in this study, can be influ-
enced by interventions like video that target deficits in
health literacy. Video offers a unique and widely ac-
cessible means of communication that engages pa-
tients in a way not achieved with words.

None of the studies previously cited regarding
African American preferences at the end of life stud-
ied health literacy,! and few asked about educa-
tion.>3:¢ Education is closely related to health literacy,
but the two variables clearly represent different con-
structs. Education level represents how far a person
progressed in formal education, not how much liter-
acy skill he/she acquired. Various forces such as so-
cial promotion can lead to significant variance between
education level and observed literacy. In this country,
the average adult English reading level is between
eighth and ninth grade,?? and, the quality of educa-
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FIG. 1.

Preferences after verbal description by race and health literacy. The Fisher’s exact test was used to compare each vari-

able (race, literacy) with the proportion of subjects who chose comfort care.

tional outcomes varies significantly.>* Our results
show that both education and health literacy were in-
dependently associated with end-of-life care prefer-
ences. We posit that health literacy will be more
closely related to communication barriers than educa-

TaBLE 3. ApjusteD ODpDS RaTIOS
FOR INITIAL PREFERENCES FOR AGGRESSIVE
CARE AFTER VERBAL DESCRIPTION

Initial preferences
for aggressive care
after verbal description

Characteristic* Unadjusted OR 95% CI

Race
African American 1.1 0.3-3.2
White 1.0

Health literacy
Low 7.1 2.1-24.2
Marginal 5.1 1.6-16.3
Adequate 1.0

Education
=High school 4.5 1.1-18.6
=College 1.0

a0ther characteristics (age, gender, religion, religious atten-
dance and health status) were excluded from the stepwise model
as they were not related to the outcome at a p < 0.10.

OR, odds ratio; CI, confidence interval.

tion because health literacy is a direct measure of a
patient’s current skills. Future studies exploring in de-
tail the increasingly recognized roles of health literacy
and education at the end of life are important.3>-3¢

Our study has several important limitations. First,
the distribution of low or marginal health literacy be-
tween African Americans and whites was not parallel.
There were only 8 whites with low or marginal health
literacy. Future research on the relationship between
race, health literacy, and end-of-life preferences could
benefit from a more balanced or simply larger analytic
sample. This would permit exploration of additional
potential confounders, such as socioeconomic status.
In addition, our sample was drawn from the metro
Boston area. These findings should be evaluated in a
nationally representative sample that includes other
large minority groups such as Latinos and Asian
Americans.

We used a before and after study design in which
individual subjects heard the description of dementia
twice, verbally and then with the video. Subjects with
limited health literacy may simply have benefited from
the repetition of information. Future studies isolating
the effect of the video would be helpful. Additionally,
preferences for level of care at the end of life may
change over the course of time. Our study looked at
the preferences of subjects at a particular point in time.
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FIG. 2. Preferences after video by race and health literacy. The Fisher’s exact test was used to compare each variable (race,

literacy) with the proportion of subjects who chose comfort care.

Future work looking at the stability of preferences over
time would be helpful, especially in the context of
completing advance directives or more formalized ad-
vance care planning that incorporates the video.

Video is a powerful medium that can be manipu-
lated to sway patient perspectives. We studied the
use of a single video clip that was designed to por-
tray advanced dementia in order to overcome barri-
ers posed by health literacy. Future studies explor-
ing the designing and filming of videos to overcome
literacy barriers would be useful. It would also be
interesting to explore the preferences of subjects us-
ing other video clips that varied the features of the
patient, such as race and gender. It is important to
note that special care needs to be taken to develop
patient education materials and decision-aids that
empower—not manipulate—patients. Our study
asked questions about preferences if patients would
be in a state of advanced dementia, a common end-
of-life scenario. Preferences for end-of-life care in
other disease states may be different. Other studies
using disease states such as a persistent vegetative
state, severe stroke, end-stage chronic obstructive
pulmonary disease (COPD) and severe congestive
heart failure (CHF) may be fruitful.

Discussions regarding treatments at the end of life
will increasingly involve a more diverse pool of pa-
tients, and consideration of each patient’s culture is
important. Yet our data show that accepting a patient’s
preferences based on a verbal conversation about a fu-
ture disease state may not reflect a patient’s fully in-
formed preferences for end-of-life treatments: the di-
versity of preferences that have often been attributed
to racial and cultural differences are a result of differ-
ences in health literacy, not race. Video in addition to
improved verbal communication may be one means to
overcome barriers posed by health literacy. Prema-
turely accepting aggressive preferences for end-of-life
treatments may inadvertently condemn patients to an
unwanted and misunderstood course of medical treat-
ments at the end of life.

ACKNOWLEDGMENTS

We thank Drs. Michael Barry, Susan Mitchell, and
Miguel Ariza for their contribution to the project.

Dr. Volandes had full access to all of the data in the
study and takes responsibility for the integrity of the
data and the accuracy of the data analysis.


http://www.liebertonline.com/action/showImage?doi=10.1089/jpm.2007.0224&iName=master.img-001.jpg&w=455&h=285

END-OF-LIFE CARE PREFERENCES

10.

11.

12.

13.

14.

15.

16.

17.

REFERENCES

. Garrett JM, Harris RP, Norburn JK, Patrick DL, Danis M:

Life-sustaining treatments during terminal illness: Who

wants what? LGen Jntern Med 1993;8:361-368.

. Caralis PV, Davis B, Wright K, Marcial E: The influence

of ethnicity and race on attitudes toward advance direc-
tives, life-prolonging treatments, and euthanasia. J Clin
Ethics 1993:4:155-165.

. O’Brien LA, Grisso JA, Maislin G, LaPann K, Krotki KP,

Greco PJ, Siegert EA, Evans LK: Nursing home residents’
preferences for life-sustaining treatments. JAMA 1995;
274:1775-1779.

. Blackhall LJ, Frank G, Murphy ST, Michel V, Palmer JM,

Azen SP: Ethnicity and attitudes towards life sustaining
technology. Soc Sci Med 1999;48:1779-1789.

. Crawley L, Payne R, Bolden J, Payne T, Washington P,

Williams S: Palliative and end-of-life care in the African
American community. JAMA 2000;284:2518-2521.

. Hopp FP, Duffy SA: Racial variations in end-of-life care.

LAm Geriatr Soc 2000:48:658—663.

. Johnson KS, Elbert-Avila KI, Tulsky JA: The influence of

spiritual beliefs and practices on the treatment preferences
of African Americans: A review of the literature. J Am
Geriatr Soc 2005;53:711-719.

. Sehgal A, Galbraith A, Chesney M, Schoenfeld P, Charles

G, Lo B: How strictly do dialysis patients want their ad-
vance directives followed? JAMA 1992;267:59-63.

. Klessig J: The effect of values and culture on life-support

decisions. West J Med 1992;157:316-322.

U.S. Department of Education, National Center for Education
Statistics: 2003 National Assessment of Adult Literacy. ¢http://
nces.ed.gov/NAAL/index.asp?file=AssessmentOf/HealthLit-
eracy.asp&PagelD=1 61) (Last accessed July 1, 2007).
Paasche-Orlow MK, Parker RM, Gazmararian JA, Nielsen-
Bohlman LT, Rudd RR: The prevalence of limited health
literacy. LGen Intern Med 2005;20:175-184.
Paasche-Orlow M: The ethics of cultural competence. Acad
Med 2004;79:347-350.

Frosch DL, Kaplan RM, Felitti VJ: A randomized con-
trolled trial comparing internet and video to facilitate pa-
tient education for men considering the prostate specific
antigen test. LGen Intern Med 2003;18:781-787.

Morgan MW, Deber RB, Llewellyn-Thomas HA, Glad-
stone P, Cusimano RJ, O’Rourke K, Tomlinson G, Detsky
AS: Randomized, controlled trial of an interactive video-
disc decision aid for patients with ischemic heart disease.
LGen Intern Med 2000;15:685-693.

Edwards A, Elwyn G, Mulley A: Explaining risks: Turn-
ing numerical data into meaningful pictures. BMJ 2002;
324:827-830.

Houts PS, Doak CC, Doak LG, Loscalzo MJ: The role of
pictures in improving health communication: A review of
research on attention, comprehension, recall, and adher-
ence. Ratient Educ Coung 2006;61:173-190.

Ditto PH, Danks JH, Smucker WD, Bookwala J, Coppola
KM, Dresser R, Fagerlin A, Gready RM, Houts RM, Lock-
hart LK, Zyzanski S: Advance directives as acts of com-
munication: A randomized controlled trial. Arch Intern
Med 2001;161:421-430.

18.

20.

21.

22.

23.

24.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

761

Woolf SH, Chan EC, Harris R, Sheridan SL, Braddock CH
3rd, Kaplan RM, Krist A, O’Connor AM, Tunis S: Pro-
moting informed choice: Transforming health care to dis-

pense knowledge for decision making. Apn_Jlotern Med
2005;143:293-300.

. Mitchell SL, Tetroe J, O’Connor AM: A decision aid for

long-term tube feeding in cognitively impaired older per-
sons. LAm Geriatr Soc 2001;49:313-316.

O’Connor AM, Stacey D, Rovner D, Llewellyn-Thomas H,
Rovner D, Holmes-Rovner M, Tait V, Tetroe J, Fiset V,
Barry M, Jones J: Decision aids for people facing health
treatment or screening decisions. Cochrane Database Syst
Rev 2001(3):CD001431.

Ouslander JG, Tymchuk AJ, Rahbar B: Health care deci-
sions among elderly long-term care residents and their po-
tential proxies. Argh Intern Med 1989;149:1367-1372.
Deyo RA, Cherkin DC, Weinstein J, Howe J, Ciol M, Mul-
ley AG, Jr: Involving patients in clinical decisions: Impact
of an interactive video program on use of back surgery.
Med Care 2000;38:959-969.

Dunn RA, Shenouda PE, Martin DR, Schultz AJ: Video-
tape increases parent knowledge about poliovirus vaccines
and choices of polio vaccination schedules. Pediatrics
1998;102:e26.

Wallace C, Leask J, Trevena LJ: Effects of a web based
decision aid on parental attitudes to MMR vaccination: A
before and after study. BMJ 2006;332:146-149.

Barry MJ: Health decision aids to facilitate shared decision
making in office practice. ApnJntern Med 2002;136:127-
135.

Flory J, Emanuel E: Interventions to improve research par-
ticipants’ understanding in informed consent for research:
A systematic review. JAMA 2004;292:1593-1601.
Volandes A, Lehmann LS, Cook EF, Shaykevich S, Abbo
ED, Gillick MR: Using video images of advanced demen-
tia in advance care planning. Arch Intern Med 2007;167:
828-833.

Sclan SG, Reisberg B: Functional assessment staging
(FAST) in Alzheimer’s disease: reliability, validity, and or-
dinality. [nL Psvehooeriatr 1992;4(Suppl 1):55-69.

Doak CC, Doak LG, Root JH: Teaching Patients with Low
Literacy Skills, 2nd ed. Philadelphia: J.B. Lippincott, 1996.
Goodlin SJ, Zhong Z, Lynn J, Teno JM, Fago JP, Desbi-
ens N, Connors AF Jr, Wenger NS, Phillips RS: Factors
associated with use of cardiopulmonary resuscitation in se-
riously ill hospitalized adults. JAMA 1999;282:2333-2339.
Davis TC, Long SW, Jackson RH, Mayeaux EJ, George
RB, Murphy PW, Crouch MA: Rapid estimate of adult lit-
eracy in medicine: A shortened screening instrument. Fam
Med 1993;25:391-395.

Davis TC, Wolf MS, Bass PF, 3rd, Thompson JA, Tilson
HH, Neuberger M, Parker RM: Literacy and misunder-
standing prescription drug labels. Agn_Intern Med 2006;
145:887-894.

Communicating with patients who have limited literacy
skills. Report of the National Work Group on Literacy and
Health. J Fam Pract 1998;46:168-176.

National Assessment of Adult Literacy (NAAL): U.S. De-
partment of Education. (http://nces.ed.gov/NAAL/index.
asp) (Last accessed July 1, 2007).




762

35. White DB, Braddock CH, 3rd, Bereknyei S, Curtis JR: To-
ward shared decision making at the end of life in intensive
care units: Opportunities for improvement. Arch Intern
Med 2007;167:461-467.

36. Campbell MJ, Edwards MJ, Ward KS, Weatherby N: De-
veloping a parsimonious model for predicting completion
of advance directives. LNurs Scholarsh 2007;39:165-171.

Address reprint requests to:
Angelo E. Volandes, M.D.
General Medicine Unit
Massachusetts General Hospital
50 Staniford Street, 9th Floor
Boston, MA 02114

E-mail: avolandes @partners.org

APPENDIX A. NARRATIVE DESCRIBING
ADVANCED DEMENTIA

“I am going to describe to you an illness called advanced
dementia, like advanced Alzheimer’s dementia, that you
may or may not be familiar with. Advanced dementia is
an incurable disease of the brain in which one is not able
to communicate with others. People in advanced de-
mentia are not able to move around or walk, get out of
bed independently, eat by oneself, or communicate un-
derstandably with others. People with advanced demen-
tia often have difficulty chewing or swallowing, and re-
quire assistance with feeding oneself. Advanced
dementia is an incurable disease and most commonly
occurs after many years of Alzheimer’s disease or as the
result of strokes. People are not able to answer any ques-
tions or tell you about themselves.”

Narrative Describing the Goals of Care

“I am going to ask you a question about your pref-
erences for medical care if you had a disease called

VOLANDES ET AL.

advanced dementia. I will ask you what you prefer.
You have three choices for medical care if you
had this condition. I will first review these three
choices with you. The three choices for medical
care that i want you to think about for advanced de-
mentia are life-prolonging care, limited care, and
comfort care.

Life-prolonging care

The goal of this category of care is to prolong life.
There are no limits to care. This choice includes every-
thing a modern hospital has to offer to maintain your
life. Such procedures include: cardiopulmonary resus-
citation or CPR in which a doctor pushes on your chest
when the heart stops and will often use electricity to
shock the heart. Being placed on a breathing machine,
also known as life support, in which a tube is placed
down your throat into the lungs. And other medical
procedures performed in the intensive care unit or [CU.
The goal is to prolong life.

Limited care

The goal of this category is to maintain physical and
mental functions. Care will depend on your physical
and mental functioning. Such care includes intrave-
nous (IV) therapies like antibiotics, feeding tubes and
hospitalization. But does not include CPR and ICU
care. The goal is to maintain physical and mental func-
tioning.

Comfort care

The goal of this category is to maximize comfort. Only
measures that comfort or relieve pain are performed.
The aim is to relieve pain and to be kept as pain-free
as possible. Comfort care does not include CPR res-
pirators, ICU care, and generally would not include IV
therapy, feeding tubes, or hospitalization. The goal is
maximizing comfort and relieving pain.



