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uring the past several vears, numerous studies have

been conducted regarding advance directives (that

ts, living wills and durable powers of attorney
(DPAs) for health care). Studies have examined how many
individuals have executed advance directives,’ who is more
likely to execute such directives,” and whether factors such
as education,” income,* race,’ religiosity,* or family status’
affect the likelthood of having executed an advance direc-
tive or one’s willingness to do so. Studies have also inves-
tigated the effectiveness of different educatiorial strategies
aimed at increasing the number of individuals who ex-
ecute these documents.® Finally, 2 number of researchers
have looked at the implementation of advance directives
(that is, whether they are followed in the institutional set-
ting).’

Although we now have a better understanding of some
of these issues, one area that has been virtually ignored is
the reliability, validity, and overall user friendliness of the
advance directive forms themselves, and, in particular, of
the staturory advance directive forms. While physicians
and bioethicists writing in this area have focused on the
process of “advance care planning”' and consider the forms
as only one part of a continuum of services that must be
made available to patients to allow them to express their
wishes regarding medical care if they become incapacitated,
consumers most often are faced only with the forms and
they themnselves must decipher them and figure out how to
complete them. Little empirical research has been done on
the manner in which individuals complete these forms,
whether they are internally consistent in their responses,
or whether their responses represent their true wishes,

The development of advance directive forms in many
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states has been the result of state or federal legislation.
Public policy has greatly encouraged the execution of ad-
vance directives. In December 1991, the federal Patient
Self-Determination Act'' (PSDA) became effective. The
PSDA requires that all hospitals, nursing homes, and other
Medicare and Medicaid providers ask patients on admis-
sion whether they have executed an advance directive. All
states now have a law or laws setting out the procedures
for executing these documents and the situations in which
they apply.

While some states do not have a statutory advance
directive form, most do. Virtually all states with a living
will or medical directive statute have a statutory form.'? As
regards DPAs, as of January 1996, only twelve of fifty stares
did not have a statutory DPA form applying to health care.?
At least nine states have established statutory combined
living will and DPA forms or medical treatment directive
forms.™* Although in a few states the forms must be sub-
stantially followed, in most with a statutory form, the form
ts optional—individuals can alter it or use other forms to
express their wishes. Even in states where the forms are
solely optional, they are widely used by the public and
become the “norm” for these documents in the state. As a
resalt, the wording and format of these forms is a matter
of importance.

Because the development of the statutory forms oc-
curs in the legislative arena, their content is the result of a
political rather rhan a “scientific” process. The forms are
not tested on a randem sample of consumers; rather, they
are developed in the context of political debate. In some
cases, the debate is heated, and significant controversy has
arisen over the content of the forms. In many states, the
Catholic Church and right-to-life organizations, as well ag
cvil rights and elderly advocates, are vocal participants in
this debate.’s As a result of political compromise, many of
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the forms ultimately passed by the legislatures are not op-
timal from a consumer perspective. The forms may be dif-
ficult to understand and confusing to those attempting to
complete them without assistance.

Development of state advance divective forms:
survey results

A recent trend in state advance directive forms is to pro-
vide individuals with greater choice in selecting the types
of medical treatment they would want in various health
scenarios. One of the earliest forms of this type——allowing
patients multiple treatment options for different health sce-
narios—was put forth by Emanuel and Emanuel.'® Despite
some criticism of the approach,” the trend seems to indi-
cate, in part, a belief that specific disease state or specific
therapy advance directive forms allow more choice for con-
suniers and may be more likely followed by physicians.®

Although these newer forms provide consumers with
greater flexibility than most of the early living will forms,
they may also create some confusion among consumers. A
recent survey of advance directive statutes in all fifty states
found that, as of March 1996, twenty-six states had statu-
tory advance directive forms that allow the person com-
pleting the document to choose among specified options
regarding treatment—in some states, under various health
scenarios. In many cases, the forms allow an individual to
initial or check off the option or options that he/she pre-
fers. These states include Alaska, Arizona, Colorado, Con-
necticut, Georgia, Hawaii, Idaho, Illinois, Indiana, Ken-
tucky, Maine, Maryland, Nevada, New Hampshire, New
Mexico, North Carolina, North Dakota, Oklahoma, Or-
egon, Pennsylvania, South Carolina, South Dakota, Ten-
nessee, Vermont, Washington, and Wisconsin." In some
states, these forms are included in living will statutes; in
others, they are part of a DPA stamte; and in others they
are found in new statutes combining elements of both liv-
ing wills and DPAs.? In the latter cases, the forms may be
referred to as advance directive forms or bealth care in-
struction forms. A few states have more than one form
that provides some choice to an individual, typically a DPA
and a living will or medical directive form.?' In general,
these “multiple choice” forms differ from state to state; no
two are exactly alike. They vary in terms of length, com-
plexity, and the number of choices afforded the decision
maker. Some are quite straightforward and include only
one choice—typically, regarding receipt of artificial nutri-
tion and hydration.22 Others allow several choices.

All of the multiple choice state forms, except those in
Georgia and Illinois, give individuals the option to state
explicitly whether they want artificial nutrition and hydra-
tion as distinct from other forms of life-sustaining treat-
ment. At least one state allows an individual to choose
separately whether he/she wants nutrition or hydration.”
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A fow state forms make it clear thar withholding or with-
drawing attificial nutrition and hydration may result in
death by starvation or dehydration.® Individuals in these
jurisdictions must state clearly that they do not want such
interventions despite this possibality.”

About half of the forms allow the decision maker to
state that he/she dees or does not want life-sustaining treat-
ment under certain health simations. Other states do not
provide a choice. They limit the options regaiding redical
interventions to situations where the patient is terminally
il or to cases where the patient is terminally ill or in a
persistent vegetative state (that is, the decision must apply
to both conditions).”” Cf those states that give decision
makers an option to decide if they want life-sustaining pro-
cedures in certain health conditions, most allow the deci-
sion maket to state whether they want life-sustaining treat-
ment if they have a terminal condition and to state sepa-
rately if they want life sustaining treatment if they are ina
persistent vegetative state. ™ Two states, Maryland and Or-
egon, go beyond these swo conditions. In Maryland, the
form also allows individuals to choose whether they want
life-sustaining treatment if they have an “end stage condi-
tion.”® In Oregon, the instructions to an agent in a DPA
allow decision makers to state whether they want “tube
feeding” or any other “life support” if they are “close to
death,” “permanently unconscious,” have an “advanced
progressive illness,” or are expertencing “extraordinary suf-
fering.” For cach of the interventions {that is, life support
or tube feeding), the decision makers have three options:
they may choose not to have the iniervention, to have the
intervention, or to have the intervention only as their phy-
sician recommends.*

A few states diffcrentiate the types of life-sustaining
treatnient that one may be offered and allow the decision
maker to decide about each one. The state that provides
the most options in this regard is Pennsylvania. The Pena-
sylvania advance directive form allows decision makers to
choose whether they want: (1) cardiac resuscitation; (2)
mechanical respiraticn; (3) tube feeding or any other arti-
ficial or invasive form of nutrition {food) or hydration (wa-
ter); (4) blood or blood products; (5) surgery or invasive
diagnostic tests; (6) kidney dialysis; and (7) antibiotics if
they are “in a terminal condition or in a state of permanent
unconsciousness.” They may also state whether they want
to make an anatomical gift of all or part of their body.*!

At least twelve states include an option that allows the
decision maker to elect to receive all available medical treat-
ment or maximum treatment.’? (Indiana actually has a sepa-
rate form called the “Life Prolonging Procedures Declara-
tion,” which the decision maker must complete if he/she
wants to exercise this option.) The wording of this option
differs from state to state, but at least four state statutes
{Georgia, lllinois, Nevada, and South Carolina®) explic-
itly state that cost is not to be considered in making this
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decision. For example, the South Carolina form allows a land statutory advance directive form. We then assessed
decision maker to choose the following option: whether they completed that form in a manner consistent

with prior verbal expression of their desires and whether
DIRECTIVE FOR MAXIMUM TREATMENT. i they were internally consistent in their completion of the

want my life to be prolonged to the greatest extent form. The state of Maryland was selected because it was
possible within the standards of accepted medical one of the first states to adopt a statutory form with mul-
practice, without regard to my condition, the chances tiple choices for the decision maker.

Ihave for recovery, or the cost of the procedures.**

Three states, Maine, Maryland, and New Mexico,* allow Development of the Maryland advance directive form

the decision maker to state a preference regarding pain The Maryland advance directive form is included in the
medicatior. Other forms discuss pain medication but do Maryland Health Care Decisions Act,® which became ef-
not provide this option; they assume the decision maker fective on October 1, 1993. The act covers advance direc-
would want pain medication under all conditions. tives and surrogate decision making for individuals who
In addition to these tecent revisions to state advance lack decision making capacity. It includes two suggested
directive ferms, in 1993, the National Conference of Com- forms for the purpose of advance care planning;: a living
missioners on Uniform State Laws finalized a Uniform will form and an advance directive form. The living will
Health Care Decisions Act,* which includes model health form allows individuals to state whether they want life-
care instructions. These instructions also allow an indi- sustaining treatment, artificial nutrition and hydration, or
vidual to make choices regarding life-sustaining treatment, all available trearment if they are terminally ill or in a per-
artificial nutrition and hydration:, and pain medication, The sistent vegetative state,
model instructions appear in Table 1. Advance directive The advance directive form has two parts. Part A, called
forms in Maine and New Mexico are based on the model “Appointment of a Health Care Agent,” allows individuals
health care instructions in the Uniform Act.? to appoint health care agents to make health care decisions

for them if they lack decision-making capacity. Part B, called
“Health Care Instructions,” allows individuals to leave in-
strucrions about their medical care if they become inca-
pacitated. With respect to termination of life support, Part

Ability of individuals to complete accurately
statutory advance directive forms

While the newer forms provide citizens both with more B allows drafters to specify whether they want life-sustain-
flexibility than the earlier advance directive forms and with Ing treatment or artificial nutrition and hydration if they
the ability to choose among various health care options, have a terminal condition, are in a persistent vegetative
the wording of the forms may create confusion for the state, or have an end-stage condition (a condition caused
public, especially if completed without assistance. To de- by injury, disease, or illness, as a result of which the patient
termine how well individuals are able to complete a statu- has suffered severe and permanent deterioration, indicated
tory advance directive form that allows them a variety of by incompetency and complete physical dependence, and
choices, we asked a random sample of elderly outparients for which, 10 a reasonable degree of medical certainty, treat-
in the Baitimore metropolitan area to complete the Mary- ment of the irreversible condition wou!d be medically inef-

(6) END-OF-LIFE DECISIONS: I direct that my healds care providers and others involved in my care to provide, withhold, or

withdraw treatment to keep me alive in accordance with the choice I have initialed below:

[ 1 (a} I'donot wantmy life to be prolonged if I have an incurable and irreversible condition that will result in my death within
a relatively short time, if I become permanently unconscious, or if the likely risks and burdens of continued treatment
would ourweigh the expected benefits,

OR

[ ] (b} lwant my life to be prolonged as long as possible within the limits of generally accepted health care standards regardless
of my condition.

(7) ARTIFICIAL NUTRITION AND HYDRATION: If I do not initial the box at the end of this paragraph, artificial nutrition and
hydratm_n.must be provided, withheld, or withdrawn in accordance with the instructions concerning treatment given in paragraph
(6). If I initial the box at the end of this paragraph, artificial mutrition and hydration must be provided regardless of my condition.

[}

(8) RELIEF FROM PAIN: Except as 1 state in the following space, 1 direct that treatment for alleviation of pain or discomfort be
provided at ail times, even if it hastens my death:

Table 1. Model Health Care Instru ctions, Uniform Health Care Decisions Act (selected portions).
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fective). Alternatively, it allows individuals to specify that
they want all available medical treatment “in accordance
with accepted health care standards,” no matter what their
condition. It also allows individuals to specify that they do
not want medication to relieve pain and suffering if it would
shorten their remaining life. An individual may complete
Part A alone, Part B alone, or both parts. A copy of rel-
evant sections of Part B of the statutory form, as initially
passed, appears in Table 2.%

The inclusion of both forms and the wording on each
was the product of political compromise; the forms were
tested neither for readability nor for reliability. The inclu-
sion of two forms, a living will form and an advance direc-
tive form, is decidedly unique. However, as stated above,
the inclusion of a check-off with various options is not
unique to Maryland. This aspect of the Maryland form
was taken in large part from carly drafts of the National
Conference of Commissioners on Uniform State Laws’s
Uniform Health Care Decisions Act® and the Veterans
Administration’s Treatment Preferences Form.*! The Veter-
ans Administration form appears in Table 3.

While the Maiyland form is enticely optional and in-
dividuals may write their own document custoni-tailored
to their own preferences, the forms are widely disteibuted
by the state legislature, Office of Legislative Reference, the
Office of the Attorney General, and by some lawyers and
health care providers. Initial experience with the forms
proved problematic. Anecdotal reports from attorneys
whose clients used the forms indicate that a number of
individuals completed the forui incorrectly. They checked
items that are murually exclusive (for example, stating that
they did not want life-sustaining treatment if terminally ill
but also stating that they wanted all available medical treat-
ment nio matter what their condition). At least one indi-
vicual stated that the form “invites inconsistency” by in-
structing one to “initial all those that apply.”*

Study design and methodology

To assess the user friendliness of the form and the degree to
which the form acinally conveys a patient’s true prefer-
ences, we asked a randem sample of senior citizens in the

instructions as set forth below. (Initial all those that apply.)

expectation of my recovery,

dration artificially.

tion artificially.

hydration artificially.

remaining life.

standards.

HEALTH CARE INSTRUCTIONS

Please initial those statements you want others to follow in the event you are unable to make health care decisions for yourself.

If 1 am incapable of making an informed decision regarding my health care, 1 direct my health care providees to follow my

(1)If my death from a terminal condition is imminent, and even if life sustaining procedures are used there is no reasonable
I direct that my life not be extended by life sustaining procedures, including the administration of nutrition and hy-

I direct that my life not he extended by life sustaining procedures, except that if 1 am unable ro take food by mouth, |
wish to receive nutrition and hydration aruficially.

()If I am in a persistent vegetative state, that is, if | am. not conscious and am not aware of iny environment or able to interact
with others, and there is no reasonable expecration of my recovery,
[ direct that my life not be extended by life sustaining procedures, including the administration of nutridon and hydra-

[ direct that my life not be extended by life sustaining procedures, except that if 1 am uniable 1o take food by mouth, |
wish to receive nutrition and hydration artificially.

(3)If I have an end stage condition, that is, a condition caused by injuty, discase, or illness, as a result of which I have suffered
severe and permanent deterioration indicated by incompetency and coraplete physical dependence and for which, to a reason-
able degree of medical certainty, treatment of the irreversible condition would be medically ineffective,

I direct that my life not be extended by life sustaining procedures, including the administration of nutrition and

I direct that my life not be extended by life sustaining procedures, except that if I am unable to take food by mouds, I
wish to receive nutrition and hydration artificially.

(41 direct that no matter what my condition, medication not be given 1o me to relieve pain and saffering, if it would shorten my

(5)1 direct that no matter whar my condition, I be given all available medical treatment in accordance with accepted health care

Table 2. Maryland Advance Directive Form (Part B).
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aty of Baltimore and Baltimore County to completc the interviewed by a stranger in their home. In a small number
form. The study sample base was chosen from senior citizens of cases (nine}, interviews were conducted by telephone if
who were on patient lists at a geriatric clinic in downtown the individual agreed to be interviewed but not to meet
Baltimore, Maryland, or at a private physician practice with face to face with an interviewer. The total number of inter-
offices in Baltimore and in a Baltimore suburb. These two views completed was 110 (48 percent of the eligible sample).
practices were selected in order to reach a variety of indi- Nonrespondents did not differ significantly from respon-
viduals with different demographic characteristics. dents with respect to gender, age, or source of health insur-
A random sample of $50 patients was selected from ance.

the patient lists of both practices (stratified for gender, age,
and source of health insurance, that is, Medicaid or non-

Medicaid recipients), To be eligible, the individual had to Measurement
be living in a noninstitutional sesting, be sixty-five years of The survey instrument consisted of eighty-four questions
age or older, and be competent enough to understand and and took approximately sixty minutes to complete. Re-
respond to the questions posed. Based on these criteria, spondents were initially asked a series of demographic
231 persons were found to be eligible for participation (319 questions. These were followed by a set of questions on
could ot be located or were deceased, incompetent, or living wills, including awareness of the term and whether
institutionalized). they had a living will. An identical set of questions was
Trained interviewers contacted these individuals by asked about DPAs. A third set of questions related to pref-
telephone to arrange an interview. Of the 231, 121 (52 erences for Jife-sustaining treatment under various scenarios.
percent) refused to participate. The most common reason Respondents wete given three scenarios relating to their
given for refusal to participate was an unwillingness to be medical condition and asked whether they would want
1, (print name} intend for this document to guide my health care provider and my health care agent,

guardian or representative and for it to be used in conjunction with a living will or durable power of attorney for health care.

Below are listed some situations 1 may encounter. [ recognize these cannot exactly predict what might happen, but I instruct my
agent to use this informatior: to the best of his/her ability in making treatment decisions for me and on my behalf.

A, TERMINAL ILINESS WITHCUT EXPECTATION OF RECOVERY AND PERMANENTLY LACKING DECISION MAK-
ING CAPABILITY.
If the situation should arise in which I am in a terminal condition, am perimanently lacking of decision making capability,
and there is no reasonable expectation of my recovery, I direct that [ be allowed to die a natural death and that my life not
be prolonged by extraordinary measures. I do, however, ask that medication be given t0 me as necessary to relieve pain and
suffering, even though this may shorten my remaining ife. YES _ NO__ INITIALS

B. PERMANENT UNCONSCIQUSNESS
Whether or not 1 am terminally ilf, if I become permanently unconscious, 1 direct that life support be discontinued.
YES NO INITIALS

€. BRAIN DAMAGE - UNABLE TO COMMUNICATE
Whether or not T am termirally ill, if I become unconscious and have very little chance of ever recovering consciousness,
and would almost certainly be very brain damaged if I did recover consciousness, I direct that life support be discontinued.
YES _ NO___INITIALS

D. DCES LIFE SUPPORT INCLUDE FOOD AND FLUIDS?
The above situations (A, B, or C} may occur such that life can be prolonged when food and fluids are provided by tubes or
other invasive measures. These include TUBES IN THE NOSE OR STOMACH and INTRAVENQUS FEEDINGS. If one
of the above situations develops, | direct that tubes or other invasive measures for providing food and fluids not be started.
If they are started, they are to be discontinued in the following situations (see above descriptions):

A Terminal Hlness YES NO INITIALS
B. Permanent Unconsciousness YES NO __ _INITIALS
C. Brain Damage YES NO INITIALS

E. TRIAL OF THERAFPY

If 1 am not termina_lly ill but recovery is very unlikely (5% or less chance of getiing better), I request that a trial of therapy
be given as determined by my agent and my physician(s). This therapy may include (but is not limited to) mechanical
vent:lation, antibiotics, and artificially provided feedings.

YES NO ___INITIALS

9
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certain types of life-sustaining treatment in that condition.
The conditions were:

(1) An incurable illness such as cancer, with only two
months to live, pain that affected their ability to func-
tion and enjoy life, accompanied by incapacity to
make medical decisions.

(2) Permanent unconsciousness with no hope of re-
covery and no awareness of surroundings, inability
to feel pain, but a potential to live for years with life
support.

(3) Advanced Alzheimer’s disease characterized by an
inability to recognize friends or loved ones and total
dependency on others for care, with a life expect-
ancy of one or two years.

The life-sustaining treatment interventions they were asked
about included:

(1) CPR (“revival if your heart stopped beating”).
{2) Ventilatory support (“put on a machine that would
breathe for you if you could no longer breathe on
your own”).

(3) Artificial nutrition and hydration (“tube fed if you
could not eat for yourself”).

In the final segment of the questionnaire, respondents
were given a copy of Part B of the Maryland Advance Di-
rective Form and asked to read and complete it. They were

then asked if they had any difficulty understanding the
guestions and where they thought clarification was needed.
To determine external consistency, their responses to the
questions on the form were matched with their oral re-
sponses to the scenatios. The internal consistenicy of their
responses to the questions on the form was also assessed.

Analysis

Data were tabulated in the form of frequencies and pei-
centages for demographic variables, knowledge and atfi-
tudes about advance directives, and external and internal
inconsistencies in the completion of the advance directive
form. To determine whether differences were significant
between certain groups in terms of inconsistencies in the
completion of the form, bivariate comparisons were made
with chi-square tests of differences with respect to age,
sex, gender, level of education, professional status, race,
and if an individual had previously completed an advance
directive form.

Survey results

Desmographic information

Table 4 displays the demographic characteristics of the

sample. The sample was predominantly female (72 per-

cent) and African American {61 percent). The average age

of the respondents was 74.7 years. In terms of levels of
education, 70 percent haid no more than a high school

N
74.7
2.3

Age (mean)
Number of children (mean)
Gender
Male
Female
Health Insurance
Medicaid
Non-Medicaid
Race
Caucasian
African American
Education
No more than high school graduate
High school graduate
Some college
College graduate
Graduate education
Occupation
Human services {child care, etc.)
Homemaker
Blue collar
Clerical
Managerial
Nonhealth care professional
Health care professional

%

28%
72%

7%
93%

39%
51%

38%
32%
17%

30
10%

9%
8%
30%
22%
5%
21%
6%

education. Thirty-one percent of respondents were pro-
fessionals or owned or managed a business. Sixty-nine
percent were nonprofessionals (blue collar workers, cleri-
cals, homemakers, or human services workers).

Advance directives: knowledge and attitudes

Seventy-five percent of respondeats had heard the term
living will; 28 percent had completed one, A smaller pro-
portion (46 percent) had heard the term durable power of
attorney for bealth care; 20 percent had completed one.
Seventeen percent had completed both a living will and a
DPA.

Scenarios

Responses given to questions regarding life support un-
der various scenarics are shown in Table 5. The results
indicate no major variation in responses from scenaric to
scenario or among the three different types of health care
interventions. In general, more individuals seemed to want
artificial putrition and hydration than the other forms of

Table 4. Demographic Characteristics of Respondents (N=110).
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life support, but these differences were not statisrically
significant.
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[ CPR® Ventilatory ANGHE ment except artificial nutrition
Support and hydration. Fifty respondents
Terminal/cancer/with a life expectancy of two months/pain _ (61 percent) said they would not
;}es (definizely or probably) 13{(';) i%g/f %gg:g want any type of life-sustaining
ot sure (1] L . .
Probably not or definiely not 76% 75% 60% procedures given to them if they
were In a persistent vegetative
Permanently unconscious/no hope of recovery/ state, while twenty (24 percent)
ne pain/could Yive for years said they would want only artifi-
‘éc“; (definitely or probably) lgz? 1?;? 2(5)3/{] cial nutrition and hydration if in
ot sure (4 (1 G : o : .
Probably not or definitely not 749 79% 74% this condition. Fifteen percent said
they were unsure what they would
Advanced Alzheimer’s disease/inability to recognize friends or relatives/total dependence | want or left the question blank.
on others for care/life expectancy 1 to 2 years In response to the third op-
‘I{?S (definitely or probably) 1;‘:;: Ig;fﬂ 12(5/0 tion on the form regarding end-
ot sure b b -
Probably nor or definitely nor 73% 79% 720 stage condition, four respondents
O indicated that they did not want

Table 5. Desired Level of Life Support for Three Medical

Conditions.”

* Between 1.and 2 percent of respondents did not answer these gestions,
¥ CPR refers to cardiopulmonary resuscitation.

© ANGH refers to artificial magtrition and bydration.

Completion: of advance directive forms

A total of eighty-two subjects responded to this portion of
the survey. Telephone interviews (N = 9) were not incleded
in this portion of the study because it was not possible to ask
the respendents to complete the form. Also, fifteen individuals
refused to complete the form, primarily due to time con-
seraints. [n four cases, individuals were unable to complete
the form due to an inability to read or a language barrier. A
copy of the advance directive form is provided in Table 2.

I response to the first option on the advance directive
form, three respondents initialed both responscs, thus in-
dicating that they did not want any form of life support if
terminally iil and that they did not want any form of life
support except artificial nutrition and hydration. Although
this may indicate some confusion on the part of the re-
spondents, for this study, these answers were coded as if
the respondent did not want any type of life-sustaining
treatment other than artificial nuteition and hydration.
Forty-seven respondents (57 percent) said they would not
want any type of life-sustaining procedures sdministered
to them if they were terminally ili. Twenty-three (28 per-
cent) sard they would not want any type of life-sustaining
procedures other than artificial nutrition and hydration, if
terminally ill. The remaining twelve (15 percent) left the
option blank. Of the twelve, three said they were uncertain
what they wanted. The remaining nine respondents (11
percent) presumably wanted some other type of life sup-
port in these circumstances.

In respense to the second option on the statutory ad-
vance directive form regarding persistent vegetative state,
twa responcents again initialed both options; again, their
responses were counted as rejecting all life-sustaining treat-

11

any form of life-sustaining treatment or life-sustaining treat-
ment except artificial nutrition and hydration. Again, they
were counted as wanting only artificial nutrition and hy-
dration. Fifty-two respondents (63 percent) said they would
not want any type of life-sustaining treatment if they had
an end-stage condition, while 25 percent said they would
only wanr artificial nutrition and hydration if in such a
condition. Twelve percent either were not sure what they
would want under those circumstances or did not inidal
this option, presumably because they wanted some form
of life-sustaining treatment under the circumstances. Table
6 summarizes the responses to options one through three.

In response to the fourth option on the statutory form
regarding pain medication, one respondent refused to an-
swer the question and two stated thar they did not under-
stand it. Of the remaining respondents, 30 percent said
they would not want medication given to them to relieve
pain and suffering, no matter what their condition, if that
medication would shorten their life. Five percent said they
were unsure what they would want in these circumstances.
The remaining 65 percent did not initial this option, pre-
sumably indicating that they wanted pain medication even
if it would shorten their life.

In response to the fifth option on the statutory form
regarding receipt of all available treatment, one respon-
dent refused to answer the question because she thought it
too general and another stated that she did not uaderstand
it. Of the remaining respondents, 39 percent said that no
matter what their condition, they wanred to be given “all
available medical treatment in accordance with accepted
health care standards.” Four percent said they were unsure
how to respond. The remaining 56 percent did not initial
this option, indicating that they did not want all available
medical treatment under certain conditions.

Finally, respondents were asked if they had any diffi-
culty completing the form, and for each question were asked
whether they had any problems or needed dlarification.
For the first three questions, approximately 20 percent of
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Terminal Condition PV&s

Do not want any LST® 57% 610

Do not want any LST except 28% 24%
artificial nutrition and hydration

Unsure or No Response 15% 15%

find-Stage Condition| = “Didi’t make sense to me;

535% wording is confusing.”
25% * “Changed my mind after [ read
(20 it a few times.”

70

* “Does this mean { do or don’t

Table 6. Completion of Advance Directive Form (N=82).
@ PVS refers to persistent vegetative state.
it LST refers to life-sustatning treatment.

respondents had difficulty with each question or needed some
clarification. Some of the specific comments made by indi-
viduals when asked whether they had any difficulty an-
swering or completing a question are listed below.

Question 1:

« “Differences berween first and second choices are
not clear to me.”

* “Wording is confusing.”

* “Trouble with phrasing of second option {that is,
nutrition].”

» “Not clear [what] ‘no reasonable expecration of
recovery’ means.”

Question 2:

* “Don’t know what persistent vegetative state means.”
* “Unclear about administration of nutrition and hy-
dration artificially.” [The respondent initially chose
second option, but, on explanation, emphatically
chose the first.]

* “Not clear what kind of treatment they are refer-
ring to and not certain what the choices mean.”

Question 3:

» “Never heard of end-stage condition; difficulty with
second half; what is physical dependency; choices
are confusing.”

One person admitted that “All questions seem to overlap
and are confusing.”

Questions 4 and 5:

Questions 4 and § presented more problems for respon-
dents. Approximately one-third bad difficulty with them.
In response to the question about pain medication, 36 per-
cent of respondents had problems. Some of the specific
comments about these questions are as follow.

Questions 4:

* “Tricky wording; had to reread to make sure I
understood.”
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want medication?”
* “This doesn’t make sense. [ think ‘shorter” should
be ‘lengthen’. What are ‘accepted standards’?”
+ “Didn’r understand what the sentence imeant-—had
to read it three times.”
» “Wording was confusing; assumes you've been there
and know what the options are-—difficult to answer.”
* “I'm not even going to try to answer that.”

One-third of respondents had difficulty with guestion 5.
Specific comments made by respondents are as follow.

Question 5:

« “If possibility of recavery, would say YES. Buc if no
quality of life, would not wait life support systems.”
» “Confusing —how do we know what the healthi care
standards are?”

* “Does medical treatment in accordance with ac-
cepted care standards mean life support?”

* “What are ‘accepted standards’?”

» “Doctors may have different opinions on what is
accepted.”

Internal consistency of responses

Responses were assessed for internal consistency. I consis-
tent, those who said they did not want life-sustaining treat-
ment under the three different scenarios should have also
stated, in response to question 5, that they did not want all
available medical treatment given to them no marter what
their condition. Many respondents were inconsistent in how
they answered these questions, as shown in Table 7. In
respense to question 1, of those who said they did not
want any type of life-sustaining treatinent if terminally ill
and who also responded to question 5 (N=435), thirteen
(29 percent) said they would want all available medical
treatment no matter what their condition. Of those who
said they would only want artificial nunrition and hydra-
tion if terminally ill (N=23), fifteen {65 percent) said they
would want all available medical treatment no matter what
their medical condition. Similar figures were evidenced for
the other two health scenarivs. Overall, 41 percent of per-
sons were inconsistent in thefr respornses.

External consistency of responses

Responses to options on the startory form were also com-
pared with respanses to the three scenarios included in the
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Niumber and percentage wanting all available medical |
treatment no matter what their condition”

If terminally ill

Do not want any LST® (N=45) 13 (29%)

Do not want any LST, except AN&H¢ (N=21) 15 (659)
28 (41%)

If in PVSe

Do not want any LST (N=48) 15 (31%)

Do not want any LST, except AN&H (N=20) 13 {65%0)
28 (41%)

If bave an end-stage condition

Do not want any LST (N=50) 15 (30%)

Do not want any LST, except AN&H (N=20) 14 (70%)
29 (41%)

two of fifty (4 percent) said they
would want to be put on a ma-
chine that would breathe for them
if they could not do so them-
selves; and three of fifty (6 per-
cent) said they would want to be
tube fed under these circum-
stances. Of those who said they
would not want any type of life-
sustaining treatment other than
artificial nutrition and hydration
if in a persistent vegetative state
{on the advance directive form),

Table 7. Responses Indicating Lack of Internal Consistency (N=82).* ‘
? Totals do 1ot equal 82 withirc each scerario because some respondents did not indicate a preference for these
options. N for each scenario represents those twho expressed that preference and also responded to question §

(allowing them to state a preference for the receipt of all medical treatment).

*Percentage is based on N for that response.

“L8T refers to life-sustaining treatment.

TANGH refers to artificial mutrition gnd bydration.
*PVS refers to persistent vegetative state.

interview. Responses to the first, second, and third sce-
narios should have been consistent with responses to the
first, second, and third questions, respectively, on the ad-
vance directive form.

Advance directive form (Q1): terminal cancer

Of those who said they would not want any form of life-
sustaining treatment in responsz to option one on the ad-
vance directive form (involving a terminal condition)
(N=47), seven (15 percent) said they would definitely or
probably want to be resuscitated if their heart stopped beat-
ing and they had terminal cancer; three (6 percent) said
they would want to be put on a breathing machine; and
seven (15 percent) said they would want to be tube fed. Of
those who said they would only want artificial nutrition
and hydration if terminally ill on the form (N=23), four
(17 percent) said they would want to be revived if their
heart stopped; one (4 percent) said he/she would want to
be put on a breathing machine if he/she could not breathe
for hinvherself; and ten (43 percent) said they would want
to be tube fed. Forty-three percent also said they would
definitely not or probably not want to be tube fed—a di-
rect contradiction.

Advance directive form (Q2): permanent unconscionsness

Of those who said, in response to option two on the ad-
vance directive form, that they would not want any form
of life support if they were in a persistent vegetative state
and who also responded to the scenarios, three of fifty (6
percent) said they would want to be resuscitated if their
heart stopped beating when presented with that scenarios
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five of twenty (25 percent) said
they would want to be resusci-
tated if their heart stopped beat-
ing and they were permanently
unconscious; four of twenty (20
percent) said they would want to
be put on a breathing machine if
unable to breathe for themselves;
and eleven of twenty (55 percent) said they would defi-
nitely or probably want to be tube fed. Nine of twenty (45
percent} said they would probably not or definitely not
want to be tube fed under this scenario.

Advance directive form (Q3): end-stage condition

Of these who said they would not want any type of life-
sustaining treatment if they had an end-stage condition (in
response to option three on the advance directive form),
six of fifty-two (12 percent) said they would definitely or
probably want to be revived if their heart stopped if they
were in the advanced stages of Alzheimer’s disease; five of
fifty-two (10 percent) said they would want to be put on a
machine that could breathe for them; and six of fifty-two
(12 percent) said they would want to be tube fed. Of those
who said they would not want any type of life-sustaining
treatment other than artificial nutrition and hydration if
they had an end-stage stage condition, seven of twenty (335
percent) said they would want to be resuscitated if their
heart stopped beating and they were in the advanced stages
of Alzheimer’s disease; seven of twenty (35 percent) said
they would want to be put on a machine that would breathe
for them if they could not breathe for themselves; and ten
of twenty (50 percent) said they would want to be tube fed.
Nine of twenty (45 percent) said they would definitely or
probably not want to be tube fed. These findings are pre-
sented in Tahle 8.

Internal and external consistency: differences
among demographic groups

To determine any differences among groups in their inter-
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RESPONSE TO SCENARIOS {043
Response on Form Percentage Percentage Percemntage Percentage
Wanting Wasiting Warnting Wantimy No
Resuscitation Ventilatory Support ANeHr ANGH

Q1 Scenario 1
No LST? if rerminally ill 15% 6% 15%
N = 47
Only AN&H if 17% 494 4300 440
terminally il}
N =23

Q2 Scenaric 2
No LST if in PVS* 6% 49 6%
N = 50
Only AN&H if in PVS 250% 20% 55% 45%
N =120

Q3 Scenario 3
No LST if in end-stage 12% 10% 1204 -
condition
N =352
Only AN&H, if in 350 35% 50% 45%
end-stage condition
N =20

Table 8. External Consistency

of Responses to Advance Dircctives (N= :82).-"

« Totals do not equal 82 within cack scenaric because some respondents did not indicate a prefercnce for these options. N for sach respovse ne the
represents thase who cxpressed that preferences and also responded to the guestioss about the relevant scenaria

b Percentage is based on N for that responsc.
© LST refers to life-sustaining treatment.
4 AN&-H refers to artificial nutvition and hydration.

nal and external consistency in completing the advance
directive form, groups were compared based on gender;
education (not more than high school versus more than
high school); occupation (professional or managerial ver-
sus nonprofessional); race {African American versus Cag-
casian); whether the respondent already had 2 living will
or not; and whether the respondent already bad a DPA or
not. We found no statistically significant differences based on
gender, education, occupation, or whether the respondent
already had a living will or DPA. The only statistically signifi-
cant factor was race. However, after controlling for differ-
ent levels of education, while race maintained its signifi-
cance relative to both internal and external consistency for
respondents with no more than a high school education, it
was no longer significant for respondents with more than
a high school education. African Americans with less thar
a high school education were both more likely than whites
to be internally inconsistent in their responses (37 percent
vs. § percent; P<.005) and more likely than whites to be
externally inconsistent (39 percent vs. 5 percent; P<.01).
The difference may be a result of variation between the
two groups in the level of education below the twelfth grade.

Discussion and implications of findings
Many of those who were asked to complete the Maryland
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statutory advance directive form made it clear that they
were confused by the language of the form. Confusion was
also evident from the lack of inrernal and exwernal consis-
tency in responses to questions on the form. On the form
itself, a few individuals said that they wanted no life-sus-
taining treatment grd that they wanted ne life-sustaining
treatment except artificial nutrition and hydration in a given
scenario. Many individuals (41 percent} also said they
wanted no life-sustaining treatment or only artificial nutri-
tion and hydration for at least one of the specified medical
conditions, yet they wanted “all available medical treat-
ment in accordance with accepted health care standards.”

This problem of internal inconsistency may be some-
what unigne to the Maryland form. The form does not
instruct individuals #zot to initial the option in order to
receive all available medical treatment if they have also
initialed a statement declaring that they do noi want life
support in a given scenaric. In addition, language such as
“in accordance with accepted bealth care standards™ may
be confusing to many people, for they may believe that
withholding life-sustaining treatment from a patient in a
persistent vegetative state, for example, is in accordance
with accepted health care standards. The readability of the
Marvland form may also be above the reading comprehen-
sion of many elderly individuals or individuals who are
not in the health care field. Other studies have found that
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“patient education materials, health questionnaires, and
hospital ferms are given to patients with little regard for
their ability to read these forms.”*

We also found a lack of external consistency between
responses to the scenarios presented and responses to state-
ments on the form. Of those requesting no life-sustaining
treatment on the advance directive form, berween 4 and 15
percent said they definitely or probably wanted some in-
tervention (resuscitation, ventilator, and artificial nutrition
and hydration) in response to the scenarios; for those re-
questing only artificial nutrition and hydration on the advance
directive form, between 4 and 35 percent said they defi-
nitely or probably would want additional interventions (re-
suscitation or ventilator) in response to the scenarios, Of
this last group, those requesting only artificial nutrition and
hydration on the advance directive form in response to at
least one of the three questions, 44 to 45 percent said they
detinitely or probably did not wanr artificial nutritior. and
hydration in response to the scenarios presented.

These findings raise a broader question about the va-
lidity and reliability of advance directive forms in general.
While some studies have been addressed the stability of
patient preferences regarding life-sustaining treatment over
time,* und how strictly patients want their advance direc-
tives followed,* almost no attention has been given to the
degree to which statutory advance directive forms capture
patients’ trae preferences.

The issue of patient preferences, however, has been
given some attention in the literature. Wetle has written
that “[i}t is not uncominon for individuals to express pref-
erences or execute living wills that, on their face, are in-
consistent and contradictery. This is, in part, attriburable
to misunderstanding the conceprs, but also may result from
the complexity of the issues and the fact that few of us
have spent any time considering these topics in any de-
tail. " Forrow further argues that answers given to close-
ended multiple choice questions regarding life-sustaining
treatment are inaccurately labeled patient preferences be-
cause the wording of any question “matters tremendously”
and different answers can result from minor changes in the
way a question is posed,”

We perceive a number of public policy implications
from these findings. In Maryland and other states inter-
ested in developing a usefu! and effective advance directive
form, some effort should be made to assess the reliability
and validity of any form included in a statute, whether it
be an optional or mandatory form. This advice is not lim-
ited to statutory forms, but applies to any “model” form
that is likely to be widely distributed in a state. In some
cases, these “model” forms are developed by the state bar
association or attorney general’s office.

In addizion to this recommendation, states may want
to consider requiring that the execution of an advance di-
rective be accompanied by a discussion with a health care
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provider—physician, nurse, or social worker—familiar with
advance directives. This requirement would accomplish at
least two objectives: (1) it is likely to increase communica-
tion between patients and health care providers about these
documents; and (2) it is likely to reduce inconsistencies in
the completion of the forms, to allow health care provid-
ers to discuss options with patients, and to get better infor-
mation from patients about their true “preferences.” In a
letter to the editor of the Journal of the American Medical
Association, Emanuel, Emanuel, and Orendicher made a simi-
lar suggestion. They recommended that all advance direc-
tives include a section “in which the patient’s physician ac-
knowledges that he or she has seen the document and has
had an opportunity to discuss its content with the patient.™*
Alternatively, states may want to encourage the comple-
tion of DPAs for health care and generally discourage the
completion of medical instruction forms. This approach
would allow an agent or proxy to make decisions for an inca-
pacitated patient in the context of a real clinical setting.

Conclusion

While public policy has pushed the execution of advance
directive forms, some individuals may be exposed to sig-
nificant risks in completing some of the “standard” ad-
vance directive forms. In some cases, the forms are poorly
designed and in need of refinement. In others, to be under-
stood, they require an educational level above that of the
average citizen. Inconsistencies were discovered in the
completion of these forms by individuals who were rela-
tively healthy, community-dwelling, literate volunteers. If
the goal is for individuals to complete these forms and to
complete them in 2 way that makes sense and reflects an
individual’s true preferences, greater efforts need to be ex-
pended to design the forms for reliability, validity, and over-
all user friendliness. Forms used in many states have never
been rigorously tested and may be providing patients and
health care providers with a false sense of security about
their wishes being carried out in case of incapacity. With a
poor form and a patient completing it under less than op-
timal circumstances (that is, unassisted and perhaps at a
time when he/she is ill), dangers arise that the form will be
filled out either incorrectly or in a way that does not reflect
the individual’s true preferences. This type of inaccuracy
also raises questions about the efficacy and ethics of dis-
tributing such forms at senior centers and other pubiic places
without providing individuals with assistance in complet-
ing the documents.
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