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Objective: This study measured state public policy makers’ ratings of
the importance of several key schizophrenia treatment outcomes and
compared them with the ratings of primary stakeholders in schizophre-
nia treatment. Methods: Three groups of policy makers (40 administra-
tive decision makers, 40 state legislators, and 20 legislative aides) and
three groups of core stakeholders (20 persons with schizophrenia, 13 of
their family members, and 20 of their mental health care providers)
were recruited in Florida. Participants rated 12 descriptions of schizo-
phrenia-related health states that reflected better and worse outcomes
in six domains: psychotic symptoms, deficit symptoms, medication side
effects, productive activity, daily activity, and social activity. Results: All
participants valued functional outcomes, such as improved productive
and social activity, more than they valued improvements in symptoms.
Public policy makers and primary stakeholders differed in the value
they placed on two of the six outcomes. Compared with primary stake-
holders, policy makers valued improvements in social functioning sig-
nificantly more and improvements in medication side effects signifi-
cantly less. Conclusions: Policy makers and primary stakeholders place
similar value on some of the major goals of schizophrenia treatment,
with both groups valuing functional outcomes most highly. However,
the difference between groups in the importance placed on medication
side effects may lead to conflicts in the allocation of resources to the
provision of newer and more expensive medications, which are associ-
ated with fewer side effects. This initial examination of policy makers’
views provides a starting point for developing consensus about schizo-
phrenia treatment policies. (Psychiatric Services 54:1124-1128, 2003)
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ublic funds account for 64 per-
Pcent of expenditures for the

treatment of persons with
schizophrenia (1), which makes pub-
lic policy makers important—but of-
ten invisible—stakeholders in the
treatment of this population. The leg-
islative and administrative policy
makers who allocate treatment re-
sources at the federal, state, and local
levels play major roles in shaping the
nature and content of the public
treatment system. Policy makers’ de-
cisions determine the types and
amount of treatments that are avail-
able and who is eligible to receive
them.

Given the importance of public
policy makers, it is ironic that we have
little systematic knowledge about
their views of schizophrenia treat-
ment outcomes or how their prefer-
ences for certain outcomes compare
with those of primary stakeholders in
the treatment process, such as pa-
tients, their families, and mental
health care providers.

Policy makers and primary stake-
holders may have different decision
frameworks that lead to different pat-
terns of outcome preferences. Public
policy makers may consider the over-
all public good that is presumed to re-
sult from a particular policy or alloca-
tion decision rather than the more
personal benefits or harms that may
result for a primary stakeholder. Poli-
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cy makers might therefore be expect-
ed to prefer outcomes that preserve
public order and safety or that in-
crease the overall productivity of
communities. For example, the re-
duction of symptoms might be more
highly valued than the reduction of
side effects, and work productivity
might be more highly valued than
meaningful social relationships. Giv-
en the indirect relationships between
policy decisions and outcomes for
persons with schizophrenia, policy
makers may prefer outcomes that ap-
pear to be directly related to their ac-
tions, such as improved housing sta-
tus, over outcomes that appear to be
more socially mediated and complex,
such as meaningful interpersonal re-
lationships. Finally, given the widely
held attitudes toward the nature and
legitimacy of mental disorders, policy
makers may prefer clearly visible
treatment outcomes, such as adaptive
functioning, to those that are more
difficult to observe, such as overall
quality of life.

Policy makers clearly play an essen-
tial role in guiding public treatment
systems, which effects treatment op-
tions and outcomes for primary con-
sumers and their families. Thus un-
derstanding the outcome preferences
of policy makers may be an important
first step in framing public policy dis-
cussions. A better understanding of
similarities and differences in the
preferences of policy makers and oth-
er stakeholders can inform strategies
to reduce areas of conflict and im-
prove the coherence of public policy
goals and personal outcomes.

Three groups of state policy makers
play particularly important roles in
shaping health and mental health
care systems. Administrators, legisla-
tors, and legislative aides contribute
to the interpretation and implemen-
tation of federal policies and regula-
tions, design and execute state-level
policies, and often oversee city and
county health and mental health pro-
grams (2). Administrators in public
health agencies have a wide range of
oversight responsibilities, including
licensing and quality control, admin-
istration of program funding, and op-
eration of direct services (2). State
legislators enact laws and regulations
that span a similar range of health and
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mental health care activities, yet time
and resource limitations often keep
legislators from fully mastering all the
issues that they must address. As a re-
sult, legislators often rely on career
legislative staff for information, espe-
cially on complex issues that are not a
high priority for the individual legisla-
tor or for his or her political party (3).

Given state policy makers’ broad
span of responsibility and limited
time, some evidence suggests that
their personal attitudes may be a key
factor in shaping state health policy
(4). Thus it is possible that personal
attitudes and preferences may affect
policy makers’” decisions about schizo-
phrenia treatment. In this study we

-
Policy
makers’
decisions determine
the types and amount of
treatments that are available
and who is eligible to
receive these

treatments.

undertook an initial examination of
public policy makers™ preferences for
schizophrenia treatment outcomes.
This study extended a study of pa-
tient, family, and provider prefer-
ences for such outcomes to include
three groups of state-level public pol-
icy makers, with the goals of measur-
ing policy makers” preferences for
schizophrenia outcomes and compar-
ing their preferences with those of
primary stakeholders in schizophre-
nia treatment.

Methods

Participants

Three groups of policy makers and
three groups of primary stakeholders
were recruited in Florida. All phases

of the study were approved by the
University of South Florida’s institu-
tional review board, and all partici-
pants provided written informed con-
sent after receiving both written and
verbal explanations of the study.

Policy makers were recruited and
interviewed between July 2000 and
July 2001. The three groups of policy
makers were administrators oversee-
ing behavioral health and Medicaid
programs (N=40), state legislators
(N=40), and legislative aides (N=20).
A list of eligible respondents was
compiled for each group, and poten-
tial participants were contacted in
random order and asked to partici-
pate in the study. Fifty-three adminis-
trators were approached, and 13 (25
percent) did not participate: five
could not be reached, four were too
busy, and four declined for other rea-
sons. Eighty-nine legislators were ap-
proached, and 49 (55 percent) did not
participate: eight could not be
reached, 32 were too busy, and nine
declined for other reasons. Thirty-
five legislative aides were ap-
proached, and 15 (43 percent) did not
participate: two could not be reached,
four were too busy, and nine declined
for other reasons.

The three primary stakeholder
groups were persons receiving treat-
ment for schizophrenia, their family
members, and their mental health
care providers. A sequential sample of
27 persons receiving schizophrenia
treatment in the public mental health
systems of Orange, Osceola, and Bre-
vard counties who were enrolling in
the Schizophrenia Care and Assess-
ment Program (SCAP), a multisite ob-
servational study of schizophrenia and
its treatment (5), were asked to take
part in the preference assessment
study. Seven potential participants (26
percent) declined to participate in the
study: four refused and three could
not be reached. With patients’ per-
mission, a family member (N=13) and
a primary mental health care provider
(N=20) were also asked to participate.
We did not maintain detailed data on
family members and providers who
refused to participate, because pa-
tients were asked to provide the
names of multiple potential partici-
pants. All primary stakeholder partici-
pants were interviewed between Jan-
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Table 1

Characteristics of three groups of public policy makers who participated in a study
of their preferences for schizophrenia treatment outcomes

Administrators Legislators Legislative aides
(N=40) (N=40) (N=20)

Characteristic N or mean % Normean % N or mean %
Age (mean+SD years) 45.49+11.28 47.63+9.08 41.05+14.94
Gender?®

Female 27 68 12 30 17 85

Male
Ethnicity

African American 5 12 7 18 1 5

White 31 78 29 72 17 85

Other 4 10 4 10 2 10
Education?

Graduate or professional 25 63 16 40 2 10

Four years of college 14 35 17 43 10 50

Less than four years of college 1 3 7 18 8 40
Party affiliation

Democrat na 15 38 9 45

Republican na 25 62 11 55
Years of experience

(mean+SD) 5.33+4.92 6.33+7.10 7.10+8.27
Schizophrenia knowledge®

A little 11 28 21 53 14 70

Moderate 19 48 16 40 6 30

A lot 10 25 3 8 0 —

4 %%=19.95, df=2, p<.001 for the difference between groups
b %2=25.45, df=6, p<.001 for the difference between groups
¢ x?=14.82, df=4, p<.01 for difference between groups

uary and April 1999 and were com-
pensated $20 for their participation.

Data collection and

interview procedures

Data on preferences for schizophre-
nia treatment outcomes were collect-
ed during individual interviews that
lasted for 30 to 45 minutes. Identical
procedures were used for all partici-
pants. Interviewers and participants
had matched copies of the interview
materials (described below). To maxi-
mize comprehension and accuracy of
responses, interviewers read the in-
terview out loud and recorded partic-
ipants’ responses.

Most of the interview time was
spent on rating 12 descriptions of
health states associated with schizo-
phrenia, employing methods devel-
oped and used in previous studies of
preferences for schizophrenia treat-
ment outcomes (6,7). The descriptions
were presented as single paragraphs of
“diary excerpts,” which were written in
the second person and described a
health state lasting one year. The de-
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scriptions portrayed six key schizo-
phrenia outcome domains, and each
was described in two ways, reflecting
better and worse outcomes. The levels
and their descriptions were based on
data collected from initial SCAP study
participants and reflect the magnitude
and nature of symptoms and function-
ing reported by persons receiving care
for schizophrenia.

The six domains were psychotic
symptoms (delusions and hallucina-
tions), deficit symptoms (lack of in-
terest and energy), side effects of
standard antipsychotic medications
(akathisia), productive activity (work-
ing or going to school), daily activity
(shopping and household chores),
and social activity (interactions with
friends and family). The health state
descriptions were created from the
statements describing better and
worse outcomes in each domain, us-
ing a fractional factorial design that
permitted examination of relation-
ships between domains (8).

The following is an example of one
of the health state descriptions: “You

often feel that people are spying on
you and saying bad things about you.
You don’t do things very often with
your {riends or family. You sometimes
feel fidgety. A lot of the time you feel
tired and don't feel like doing any-
thing. You don’t have a job. Every day
you do chores around the house like
cleaning, cooking and shopping.”

Participants were asked, “Think
about how you would feel in the
health state.” Then they were asked
to provide a global rating of each
health state on a scale ranging from 0,
the best possible health state, to 100,
the worst possible health state. Policy
makers provided some basic demo-
graphic data and characterized their
knowledge about schizophrenia as “a
little,” “moderate,” or “a lot.”

Computing weights

Each participant’s ratings of the
health state descriptions were used to
compute weights for his or her indi-
vidual valuations of the six outcome
domains; metric conjoint analysis was
used for the computations (9,10). For
each participant, the conjoint analysis
produces a set of preference weights
that sum to 1. The domains rated as
more important have larger weights.

Results

Participants’ characteristics
Characteristics of the three groups of
policy makers are summarized in
Table 1. The three groups differed
significantly in their responses to a
question about their knowledge of
schizophrenia; administrators report-
ed the highest level of knowledge and
legislative aides the lowest. Charac-
teristics of the three groups of pri-
mary stakeholders are summarized in
Table 2.

Outcome preferences

Differences in preferences across
outcome domains and stakeholder
groups were examined by using a re-
peated-measures analysis of variance
model in which the independent clas-
sification variable was the group and
the within-subjects dependent vari-
ables were each participant’s impor-
tance weights for the six outcome do-
mains obtained from the conjoint
analysis (participant-level data not
shown). A significant main effect for
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domain was found, indicating that
overall the outcome domains differed
in importance to the participants (F=
15.21, df=5, 146, p<.001). As illustrat-
ed in Figure 1, all participants tended
to value productive activity and social
activity outcomes more highly than
outcomes associated with medication
side effects and deficit symptoms.

Figure 1 also illustrates the differ-
ences in outcome preferences be-
tween policy makers and primary
stakeholders. At the aggregate level,
the two groups differed in their pref-
erences for two of the outcome do-
mains. Compared with primary stake-
holders, policy makers placed more
value on improvements in social func-
tioning (F=7.46, df=1, 150, p<.01)
and placed less value on reductions in
medication side effects (F=3.83, df=
1, 150, p=.05).

No statistically significant differ-
ences were found between the pref-
erences of the three policy maker
groups or the three primary stake-
holder groups, which indicated rela-
tively greater similarity within the
policy maker and primary stakeholder
groups than between them.

Discussion and conclusions
This initial examination of public poli-
cy makers’ views of schizophrenia
treatment outcomes suggests that pol-
icy makers and primary stakeholders
have convergent views on some of the
major goals of schizophrenia treat-
ment. Both groups generally valued
improvements in functioning, specifi-
cally productive and social activity,
more than they valued improvements
in symptoms, particularly deficit
symptoms and medication side effects.
This finding underscores the impor-
tance of including functional out-
comes in evaluations of treatment ef-
fectiveness and improving our under-
standing of which policy alternatives
best promote functional outcomes.
The results also indicate that, to a
large extent, the differences in pref-
erences that we might assume to exist
between the more distally involved
policy makers and persons more prox-
imally involved in coping with schizo-
phrenia are not as large as we might
have expected. Both groups seem to
place more value on outcomes related
to community participation while be-
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Table 2

Characteristics of three groups of primary stakeholders who participated in a study
of their preferences for schizophrenia treatment outcomes

Patients Family members  Providers
(N=20) (N=13) (N=20)
Characteristic N % N % N %
Age (mean+SD years) 40.31+10.69 52.58+23.27 39.75+13.65
Gender
Female 9 45 9 69 16 80
Male 11 55 4 31 4 20
Race
African American 7 35 4 31 1 5
White 10 50 6 46 18 90
Other 3 15 3 23 1 5

ing less concerned about symptoms of
social withdrawal and medication side
effects.

However, differences were found
between the views of policy makers
and primary stakeholders that may
point to potential areas of conflict in
the consequences of resource alloca-
tion strategies. The finding that policy
makers view medication side effects
as less important than do primary
stakeholders may make policy makers
less likely to allocate resources for the
widespread purchase and use of atyp-
ical antipsychotic medications, which
have more favorable side effect pro-
files but are substantially more expen-
sive than conventional agents. Re-
search that investigates the associa-
tions between use of the new medica-
tions and social participation, perhaps
as a function of improved medication

adherence, may be particularly impor-
tant in this regard.

The modest size of the samples in-
cluded in this study clearly limit the
accuracy and specificity of the find-
ings. The statistically significant dif-
ferences among the primary stake-
holder groups in the valuation of out-
comes that have been observed in
larger samples (7,11-13) were not ev-
ident in the small samples participat-
ing in this study. In addition, differ-
ences between the policy maker
groups may emerge in studies of larg-
er samples. However, because most
policy decisions are local in character
(14), it is not completely clear that
policy makers who do not share a lo-
cal context can be meaningfully
pooled to increase sample size and
power. In relation to this point, we
had substantial difficulty recruiting

Figure 1

Ratings of policy makers and primary stakeholders of the importance of schizo-
phrenia treatment outcomes in six domains®
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* Each group’s six mean ratings sum to 1; higher ratings indicate greater importance

*p<.01 for the difference between groups
*p=.05 for the difference between groups
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policy makers for the study, particu-
larly legislators. Fifty-five percent of
the legislators we contacted declined
to participate, compared with 25 per-
cent of administrators and 26 percent
of patients.

Given the potential biases that may
result from the differences between
groups in response rates, we must con-
sider these findings suggestive and
continue to develop methods for ob-
taining accurate data on policy makers’
views that are less time-consuming,
because legislators’ time constraints
were the primary reason for their non-
participation. In addition, the data col-
lected in this study focus only on rat-
ings of importance and do not include
measures of attitudes or beliefs or oth-
er factors that may have played a role
in the participants’ decision processes.
Thus these data provide little insight
into the formation of preferences for
schizophrenia outcomes. The differ-
ences in preferences between policy
makers and primary stakeholders
would be more interpretable if we
knew whether policy makers’ prefer-
ences reflected those of the majority of
their constituents and whether their
preferences are based on previous
knowledge of mental health issues or
solely on the content of the preference
assessment interviews.

Nonetheless, both the similarities
and the differences in outcome pref-
erences detected in this study provide
a starting point for understanding the
perspectives of public policy makers
who shape publicly funded schizo-
phrenia treatment. Collecting data on
these preferences will promote more
informed discussion of the relation-
ships between resource allocation
strategies, program designs, and antic-
ipated outcomes. This information
can be used to develop dissemination
and education strategies that are tai-
lored to the differential preferences of
the multiple stakeholder groups in-
volved in mental health care and to
construct an initial framework for de-
veloping consensus on the most im-
portant effects of treatment and sup-
port for persons with schizophrenia. ¢
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2003 Institute on Psychiatric Services
Focuses on Access to Integrated Care

The Institute on Psychiatric Services—APA’s annual
clinical conference on community care and advances in
service delivery—will be held October 29-November 2
at the Boston Marriott Copley Place. An innovative pro-
gram of symposia, lectures, and workshops will give par-
ticipants the tools they need to care for the most vul-
nerable patients at a time when public mental health
systems are in critical condition.

The preliminary IPS program appeared in the June
issue of Psychiatric Services. It is also available on APA’s
Web site at www.psych.org, along with on-line registra-
tion. Order the preliminary program by calling 888-357-
7924. Lower-cost advance registration closes Septem-
ber 29! For institute information, call Jill Gruber, asso-
ciate director, Institute on Psychiatric Services, at 703-

907-7815.
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