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Services to Families of Adults With
Schizophrenia: From Treatment
Recommendations to Dissemination
LLiissaa  DDiixxoonn,,  MM..DD..,,  MM..PP..HH..
AAllaann  LLyylleess,,  SScc..DD..,,  MM..PP..HH..
JJaacckk  SSccootttt,,  SScc..DD..
AAnntthhoonnyy  LLeehhmmaann,,  MM..DD..,,  MM..SS..PP..HH..
LLeettiicciiaa  PPoossttrraaddoo,,  PPhh..DD..
HHoowwaarrdd  GGoollddmmaann,,  MM..DD..,,  PPhh..DD..
EElliizzaabbeetthh  MMccGGllyynnnn,,  PPhh..DD..

Objective: Data from the Schizophrenia Patient Outcomes Research
Team project were examined to determine the extent to which families
of adults with schizophrenia receive services and whether training staff
in the provision of family services increases service availability. Meth-
ods: For patients with a diagnosis of schizophrenia, paid claims for fam-
ily therapy were identified in 1991 in a nationally representative sam-
ple of Medicare data and one state’s Medicaid data. In a field study in
two states, 530 patients were asked about services received by their
families. A quasiexperimental dissemination of a family intervention
was done at nine agencies; staff at four agencies received a standard di-
dactic presentation, and staff at five received that standard presentation
paired with intensive training. Results: In the representative national
Medicare sample of 15,425 persons with schizophrenia, .7 percent
(N=108) had an outpatient claim for family therapy. This figure was 7.1
percent in the Medicaid sample of 5,393 persons with schizophrenia in
one state. Of the 530 patients in the field study who reported having
contact with their families, 159 (30 percent) reported that their families
had received information, advice, or support about their illness, and 40
(8 percent) responded that their families had attended an educational
or support program. At the four agencies where staff received only di-
dactic training, no changes in family services were found after one year.
Three of the five agencies where staff participated in intensive training
enhanced their family services. Conclusions: A minority of families of
persons with schizophrenia receive information about the illness from
providers. Implementation of model family interventions is possible
with considerable technical assistance. A gap exists between best prac-
tices and standard practices for families of persons with schizophrenia.
(Psychiatric Services 50:233–238, 1999)

The importance of families in
the lives of adults with schizo-
phrenia is well documented.

Persons with schizophrenia frequent-
ly live with their families of origin or
have significant family contact (1).
Families of persons with schizophre-
nia cite their own need for education
and support to cope with their family
member’s illness (2). 

Furthermore, numerous studies
support the benefits of interventions
designed to meet the needs of family
members. Well-designed and rigor-
ous clinical psychoeducation pro-
grams for families reduce patient re-
lapse rates and enhance compliance
better than individual therapy alone
(3). Other family education programs
enhance family knowledge and well-
being (4,5).

The Schizophrenia Patient Out-
comes Research Team (PORT) has
developed treatment recommenda-
tions for the care of persons with
schizophrenia (6). These recommen-
dations were derived from an exten-
sive review of the treatment literature
that emphasized methodologically
rigorous studies. Recommendations
cover both psychosocial and psy-
chopharmacologic treatments, with
three recommendations specifically
addressing family psychosocial inter-
ventions.

The first recommendation is that
patients who have ongoing contact
with their families should be offered a
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family psychosocial intervention that
spans at least nine months and that
provides a combination of education
about the illness, family support, cri-
sis intervention, and training in prob-
lem-solving skills. Second, family in-
terventions should not be restricted
to patients whose families are identi-
fied as having high levels of “ex-
pressed emotion.” Third, family ther-
apies that are based on the premise
that family dysfunction is the etiology
of the patient’s schizophrenic disor-
der should not be used.

These recommendations do not
prescribe one specific family inter-
vention. Rather, the first recommen-
dation details the necessary compo-
nents of an effective family psychoso-
cial intervention. Nor do the recom-
mendations assert that all families
must participate in a family psychoso-
cial intervention to optimize care.
Families should be offered these ser-
vices, but the recommendations allow
for the fact that families may or may
not choose to participate. Notably, oth-
er efforts to define standards for best
practices, such as the American Psy-
chiatric Association’s practice guide-
line (7) and the expert consensus
guideline series (8), recommend that
families receive education and sup-
port. The factors influencing whether
families would choose to participate
in a particular intervention are un-
clear.

Little is known about the extent to
which families actually receive educa-
tion and support services in routine
care. Previous studies have tended to
focus on selected cohorts of family

members, such as members of the
National Alliance for the Mentally Ill
(NAMI) and families receiving ser-
vices at one or a few institutions in a
single geographic area (2,3,9,10), that
may yield results not generalizable to
the population at large. No large-
scale studies have examined penetra-
tion of family services to families in
usual community settings.

This paper presents information
collected by different components of
the Schizophrenia PORT project on
the extent to which families of per-
sons with schizophrenia received ser-
vices and on challenges to changing
current practice. The combined data
from different components of the
PORT project permits an assessment
of services to families that is more
representative of persons in treat-
ment for schizophrenia than studies
previously conducted. 

Methods
The PORT study was designed to ex-
amine patterns of treatment for per-
sons with schizophrenia in usual care
and the implications of variations in
care in light of current scientific
knowledge of treatment efficacy
(6,11). The Schizophrenia PORT pro-
ject had three interrelated compo-
nents. One component examined
practice variations in the public sec-
tor using administrative data collect-
ed from national insurance systems—
Medicare and a state Medicaid pro-
gram—which have large databases.
In another component, a field study,
primary data on patient outcomes and
service variations in two states were

collected by interviewing patients and
reviewing their charts. Table 1 shows
the demographic characteristics of
subjects in the Medicare and Medic-
aid samples and in the field study. A
final component of the PORT project
attempted to disseminate treatment
recommendations. 

Administrative claims data
Medicare. Medicare covers disabled
persons under age 65 with previous
work experience and almost all Amer-
icans age 65 and over. Calendar year
1991 was the index year for selecting
the study population of all persons
with at least one diagnosis of schizo-
phrenia (ICD-9-CM 295) in any set-
ting of care. A total of 331,617 per-
sons met the eligibility criteria of re-
siding in the 50 states, having a diag-
nosis of schizophrenia during a hospi-
talization or at a doctor’s visit in 1991,
having continuous Medicare parts A
and B coverage, and surviving for all
of 1991. A 5 percent random sample
of the total study population was
drawn, resulting in a group of 16,480
persons for analysis (6,12). 

Data examined in the study report-
ed here are from 1991 only. To allow
direct comparison of whites and
African Americans, our final sample
included 15,425 persons; data for per-
sons of races other than black or
white were omitted from the analy-
ses. For this study, we determined the
proportion and demographic charac-
teristics of people with a paid claim
for family therapy as well as the per-
person annual payment for family
therapy for those who had a paid
claim for family therapy. 

Medicaid. Medicaid data in 1991
from a Southern state were provided
by the Health Care Financing Ad-
ministration. The same sample selec-
tion criterion used for Medicare was
used—all persons with at least one di-
agnosis of schizophrenia (ICD-9-CM
295) in any setting of care. Only per-
sons who were continuously enrolled
in Medicaid for the full year were in-
cluded; persons who were dually eli-
gible for Medicare were excluded be-
cause their claims would be incom-
plete (12). 

The final sample included 5,393
persons with a diagnosis of schizo-
phrenia who were listed as white or

TTaabbllee  11

Demographic characteristics of three samples used in the Schizophrenia Patient
Outcomes Research Team project and the percentage of patients whose family re-
ceived a service

Received a 
Age in years Male White family service

Sample Mean SD N % N % N %

Medicare
(N=15,425) 52.69 19.30 8,125 52.7 12,263 79.5 108 .7 

Medicaid
(N=5,393) 40.65 12.10 2,024 37.5 1,812 33.6 383 7.1

Field study 
(N=530) 43.10 12.04 334 63.0 286 54.0 159 30.0



PSYCHIATRIC SERVICES ♦ February 1999   Vol. 50   No. 2 223355

African American. As in the Medicare
sample, we assessed the proportion
and demographic characteristics of
people with a paid claim for family
therapy as well as the per-person an-
nual payment for those who had a
paid claim for family therapy. 

Field study
The PORT project surveyed a strati-
fied random sample of 719 persons di-
agnosed as having schizophrenia in
two states, one in the South and the
other in the Midwest. The sampling
frame provided for a random, al-
though not necessarily epidemiologi-
cally representative, sample of per-
sons receiving community care in
public and private settings, including
settings in the Veterans Affairs system.
The sampling approach has been de-
scribed in detail elsewhere (13).

Interviews with the subjects were
conducted from December 1994
through March 1996. All subjects
provided written informed consent
and received $10 for their time. The
interview took about 90 minutes, and
subjects were asked about services to
their families, the extent of their fam-
ily contact, and their satisfaction with
family relationships as measured by
the Lehman Quality of Life Inter-
view (14).

Dissemination
A final PORT component was com-
munity dissemination of the recom-
mendations. The family treatment
recommendations were disseminated
for two reasons. First, the research on
which the family psychosocial treat-
ment recommendations were based
was especially strong. Second, the re-
sults of the PORT components al-
ready described suggested that there
was little implementation of family
interventions in the samples exam-
ined. Consequently, we studied the
relative effectiveness of two ap-
proaches to disseminating the recom-
mendation of offering a supportive
and educational family program. 

The multiple-family group (15) was
selected as a model of services to fam-
ilies, which, if offered, would be in
compliance with the treatment rec-
ommendation. This model was cho-
sen because it was found to be effec-
tive in rigorously designed research

studies and had been implemented in
a variety of communities in public-
sector settings. Furthermore, the cre-
ators of the model had extensive ex-
perience in training and agreed to
participate in this phase of our re-
search. 

Using a quasiexperimental design,
we evaluated whether our dissemina-
tion approaches changed service de-
livery at the agency level and en-
hanced family participation in treat-
ment observable at the patient level.
Agency data, rather than patient or
family data, are presented here. We
also aimed at identifying agency fac-
tors or attitudes that impeded or fa-
cilitated successful implementation
of the model.

The quasiexperimental design com-
pared a standard educational didactic
presentation with that standard pre-
sentation paired with intensive site-
level training. Both interventions
were presented to agency staff who
work with families. The standard non-
intensive intervention consisted of a
lecture explaining the treatment rec-
ommendations, presenting the sup-
porting data on the efficacy of family
psychoeducation, and describing how
the model intervention works. The
lecture was followed by a discussion
in which providers, family members,
and consumers participated. The lec-
ture and discussion were part of a
full-day seminar that included other
findings of the PORT projects and
treatment recommendations and that
was conducted in the spring of 1996
at two locations near the agencies. 

The intensive site-level training
consisted of a two-day program con-
ducted in June 1996 by the origina-
tors of the standard educational pre-
sentation. In the intensive training,
the trainers used books, a manual,
and a video, as well as role play. The
two-day program was followed by on-
going technical assistance by tele-
phone and two subsequent on-site
visits by the trainers over a one-year
period. 

Agency staff members at five agen-
cies in the geographic region defined
as the experimental area received the
didactic presentation combined with
the intensive training. Staff members
at four agencies in the geographic re-
gion defined as the control area re-

ceived the didactic presentation only. 
Assessments to determine whether

the agencies changed the services de-
livered to families included inter-
views with key informants at each
agency before the intervention and
one year after the intervention. A
PORT investigator conducted the in-
terview with agency staff involved
with the implementation of the inter-
vention. The 34 staff who participated
in the intensive training were given
pre- and posttraining tests of their
knowledge and at the time of the in-
tensive training completed a survey
intended to assess their attitudes to-
ward implementation of the family
model and any obstacles encoun-
tered. 

Results
Medicare
A total of .7 percent (N=108) of the
nationally representative Medicare
sample of 15,425 persons with schizo-
phrenia had a paid outpatient claim
for family therapy. Gender and race
were not associated with the likeli-
hood of having a paid claim for fami-
ly therapy. However, most persons
with such a claim were under age 65.
A total of .9 percent of persons under
age 65 in the sample had a paid claim
for family therapy. Logistic regression
analyses revealed that the older pa-
tients with schizophrenia were less
likely to have a paid claim for family
therapy (beta=–.03, odds ratio=.971,
p<.001). 

For those who had a family therapy
claim, the mean±SD per-person ex-
penditure for family therapy for the
year was $153±$235. In the same
Medicare sample of 15,425 persons
with schizophrenia, 52 percent (N=
8,003) had a claim for individual ther-
apy, 7.5 percent (N=1,151) had a
claim for group therapy, and 23 per-
cent (N=3,505) had a claim for psy-
chiatric somatotherapy. A total of 65
percent of the sample (N=9,947) had
at least one claim for an outpatient
ambulatory service for schizophrenia. 

Medicaid
A total of 7.1 percent (N=383) of the
Medicaid sample of 5,393 persons
with schizophrenia had a paid outpa-
tient claim for family therapy. The
probability of having a paid claim for



PSYCHIATRIC SERVICES ♦ February 1999   Vol. 50   No. 2223366

family therapy did not differ between
persons who were over 65 or under
65. When age was examined as a con-
tinuous variable, older people were
less likely to receive family therapy
(beta=–.02, OR=.98, p<.001). Logis-
tic regression analysis revealed that
two groups were more likely to re-
ceive family therapy—men (beta=
.32, OR=1.37, p<.001) and whites
(beta=.37, OR=1.45, p<.001). 

For those who had a family therapy
claim, the mean±SD per-person an-
nual expenditure for family therapy
was $125±$158. In the same Medic-
aid sample of 5,393 persons with
schizophrenia, 67 percent (N=3,620)
had a claim for individual therapy, 15
percent (N=789) had a claim for
group therapy, and 13 percent (N=
683) had a claim for case manage-
ment. A total of 4,120 persons in the
sample (76 percent) had at least one
claim for an outpatient ambulatory
service for schizophrenia. 

Field study 
In assessing the extent of services re-
ceived by families of patients in the
PORT field study in two states, we

considered only clients who were
white or African American (N=650)
who reported having social contacts
with family members (N=530, or 82
percent). The field study provided a
number of options in assessing re-
ceipt of services by families (11). The
most directly relevant survey ques-
tion was “Did anyone in your family
receive information about your illness
or your treatment or advice or sup-
port for families about how to be
helpful to you?” Of the 530 patients
interviewed who reported having
contact with their families, 159 (30
percent) reported that their families
had received such help. Forty pa-
tients (8 percent) responded affirma-
tively to the question “Did your fami-
ly member attend any kind of educa-
tional or support program about
schizophrenia and treatment?” All of
the persons who responded affirma-
tively to the latter question respond-
ed affirmatively to the former. 

In the field study sample, logistic
regression analysis revealed that age
was inversely related to the likelihood
of receiving family education (beta=
–.017, OR=.983, p<.05). Those most

likely to receive a family service were
whites (beta=.46, OR=1.59, p<.05)
and persons with more family contact
(beta=.34, OR=1.41, p<.01). Receipt
of a family service was not related to
type of insurance (private insurance,
Medicare, Medicaid, and no insur-
ance). 

Dissemination
At the four control agencies, where
staff received only the didactic train-
ing, no changes in the types and cate-
gories of services to families were
found at one year postintervention.
The four agencies—two hospitals, a
health maintenance organization, and
a community mental health center—
reported that their services to families
both before and after the intervention
consisted of ad hoc family contact
with referral to community groups.

In contrast, three of the five sites
where staff members participated in
the intensive training enhanced their
family services. One state hospital
added a component on specific prob-
lem-solving techniques to ongoing
family groups. One of the three com-
munity mental health centers fully
implemented the multiple-family
group model. Another had partially
implemented the model by the time
of the one-year follow-up.

At the five intensive-training sites,
the trainees at the two sites where
family services did not change per-
ceived different preintervention ob-
stacles and attitudes than the trainees
at the three sites where change oc-
curred. Staff at sites where change
was implemented rated the multiple-
family group intervention as more
consistent with their philosophy and
mission. They also rated the methods
and techniques of the model as more
consistent with the general mode of
providing services at their agency. 

Furthermore, compared with the
agencies where no change occurred,
the agencies that changed their fami-
ly services rated several factors as less
significant obstacles to implementing
the family model. These factors were
lack of competent staff to carry out
the intervention, low priority given to
persons with severe mental illness in
the agency, lack of guidance and lead-
ership to implement the model inter-
vention, skepticism of staff about as-

TTaabbllee  22

Ratings by field study participants in the Schizophrenia Patient Outcomes Re-
search Team project of the importance of obstacles to implementing the model in-
tervention, a multiple-family group, at their agency1

% rating
issue as 

Obstacle to implementation Mean SD important

Intense work pressure on staff carrying out the 
intervention 3.94 .80 95 

Uncertainty about financing of the agency 3.67 1.46 80 
Uncertainty about financing of the intervention 3.39 1.42 71 
Agency bureaucracy inhibits ability to add a new service 2.83 1.04 68 
Skepticism of staff about added value of the intervention 2.67 1.09 60 
Skepticism of staff about assumptions of the intervention 2.56 .86 55 
Confidentiality 2.71 1.44 45 
Inability to provide services to families on evenings and 

weekends 2.47 1.23 40 
Lack of guidance and leadership to implement the 

intervention 2.33 1.28 40 
Lack of support for the intervention among family 

members 2.41 1.00 40 
Confusing nature of the intervention 2.06 1.06 33 
Lack of competent personnel to carry out the intervention 2.11 .83 28 
Too few eligible patients and families 2.11 .83 15 
Low priority given to persons with serious mental illness 

at the agency 1.39 .85 10 

1 The number of respondents varied from 25 to 29. Ratings were made on a 5-point scale: 1, not at
all important; 2, almost not at all important; 3, moderately important; 4, very important; and 5, crit-
ically important. 
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sumptions of the model, inability to
provide services to families during
evenings and weekends, and confi-
dentiality.

Table 2 shows the relative impor-
tance attached to each of the poten-
tial obstacles by participants in the in-
tensive training. Issues related to lack
of resources were perceived as the
most important obstacle. 

Discussion
Although data from each of the
PORT components have significant
limitations, several overall conclu-
sions can be drawn when the differ-
ent PORT components are consid-
ered together. First, even though
families report they need education
and support from mental health
providers, only a minority of families
of adults with schizophrenia receive
family education from mental health
providers. Medicare and Medicaid
claims data for patients with this diag-
nosis revealed very few paid claims
for family therapy, although a large
proportion had paid claims for other
ambulatory services for schizophre-
nia. Less than a third of patients in-
terviewed in the field study who re-
ported family contact also reported
that their families received education,
support, or advice.

Although the overall percentages of
paid claims for family therapy for
both Medicare and Medicaid were
extremely low—.7 and 7.1 percent,
respectively—there is an order-of-
magnitude difference between them.
The difference is striking and unex-
plained. The almost negligible per-
centage of Medicare claims for family
therapy may reflect that program’s
strong orientation toward acute care
and medical care, compared with
Medicaid, which has typically paid for
elements of psychosocial rehabilita-
tion for patients with chronic illnesses
such as schizophrenia (16,17). 

Claims data are limited by billing
practices and do not indicate the spe-
cific type of family therapy service for
which the claim is submitted. In addi-
tion, some informal services may be
delivered to families for which no
claim is submitted. Unless a claim for
family therapy is submitted, claims
data provide no way of ascertaining
whether a patient has any available

family members and provide no data
on family contact. It is interesting that
if the percentage of patients who had
family contact in the Medicaid sam-
ple was similar to that reported by pa-
tients in the field study—80 per-
cent—the proportion of Medicaid pa-
tients with family contact who re-
ceived a family therapy service would
rise only from 7.1 percent to 8.9 per-
cent. Allowing for the possibility that
20 percent of the Medicaid patients
do not have family contact does not
substantively increase the estimated
rate of receipt of family therapy. 

Interview data from the field study
were limited by the patient’s knowl-

edge about the services their families
received. None of the samples pro-
vide information on the possibility
that families were offered services
and refused them. Nevertheless, even
if these limitations resulted in some
underestimate of the true extent of
services delivered to families, the
magnitude of unmet need appears
considerable.

Another consistent theme in these
data is the influence of demographic
factors on the receipt of family ser-
vices. In the Medicaid and field study
samples, whites were up to one and
one half times more likely than Afri-
can Americans to receive a family ser-
vice. In the field study, analyses were
able to control for the extent of family
contact. Many possible reasons can be
offered for more whites receiving a
family service, including differential
willingness of providers to offer this

service and differential desire for a
family service by race. Previous litera-
ture suggests that black families expe-
rience less subjective burden due to
mental illness (17,18). The fact that
this difference in receipt of family
therapy by race was observed in both
the Medicaid and the field study sam-
ples demands further study. 

In the Medicare, Medicaid, and
field study samples, families of
younger people were more likely to
receive a service, which may be ap-
propriate and may reflect greater in-
volvement of families of younger indi-
viduals with schizophrenia. However,
it may also indicate that families re-
ceive less attention from profession-
als as persons with schizophrenia age. 

Findings from the dissemination
component of the study suggest that
although it is difficult to change prac-
tice at an agency, doing so is possible
with sufficient training and technical
assistance. Traditional continuing ed-
ucation interventions do not produce
changes in providers’ behavior. An
important factor in effecting change
was staff members’ agreement with
the principles and philosophy of the
model intervention. Why do innova-
tive interventions flourish in some or-
ganizations and not in others? Cur-
rent conceptualizations of the process
of successful implementation of inno-
vation have begun to emphasize orga-
nization members’ perceptions of the
“fit” of the innovation with their val-
ues and the organization’s climate for
the implementation of an innovation
(19). On the preintervention survey
in our study, the agencies that imple-
mented the model had several indica-
tors of better fit and a more favorable
climate for the model. This finding
suggests that future technology trans-
fer efforts should attend to and at-
tempt to influence organizational cul-
ture and attitudes.

Staff ratings of perceived obstacles
to implementing family psychoeduca-
tion programs highlight the impor-
tance of availability of resources. Al-
though research suggests that family
psychoeducation may be cost-effec-
tive in the long run (14,20), cost sav-
ings may be realized only down-
stream.

The low overall rate of delivery of
services to families, coupled with the

Although 

research suggests

that family psychoeducation

may be cost-effective in the

long run, cost savings 

may be realized only 

downstream.
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difficulty of changing practice, has
important implications. With the an-
ticipated large-scale movement of
Medicaid, and eventually Medicare,
into managed care, oversight of ser-
vices provided to people with schizo-
phrenia must specifically include
measures of family interventions. A
concern with managed care is under-
treatment or increased barriers to ac-
cess; given the demonstrated low lev-
els of adherence to the treatment rec-
ommendation for family services,
moving from fee-for-service arrange-
ments to managed care may exacer-
bate this situation to the detriment of
patients.

Our analyses address only family
services provided through profession-
al medical channels. Some of the un-
met needs suggested by our analyses
may be met by informal sources of
family services and family self-help
provided by organizations such as
NAMI (5). Greenberg and associates
(2) suggest the importance of infor-
mal sources of help from the medical
community, other family members
and friends, clergy, support groups,
and the media. The role of such ser-
vices and the opportunities they rep-
resent must be examined so that all
appropriate existing resources can be
used to meet the great need for ser-
vices among families of persons with
schizophrenia. ♦
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VViiddeeooss  FFrroomm  PPSSRRCC  RReennttaall  LLiibbrraarryy
CCaann  SSttrreennggtthheenn  EEdduuccaattiioonn  EEffffoorrttss

The video rental library of the Psychiatric Services Re-
source Center (PSRC) offers videos on a wide range of
topics for use in staff education and training and com-
munity outreach programs. The collection includes nu-
merous videos focused on topics covered in this issue of
Psychiatric Services.

Examples of such videos (and the page numbers of re-
lated articles) are Compulsive Gambling: The Invisible
Disease (page 167); Depression and Manic-Depression
(page 201); Families Coping With Mental Illness, Schiz-
ophrenia: A Family Dilemma, and Introducing Behav-
ioral Family Management (pages 233 and 239); and Be-
yond Stigma: The Compassionate Application of Elec-
troconvulsive Therapy (page 264).

Free copies of the 1999 Video Rental Library Catalog
describing more than 200 videos in the collection are
available from the Psychiatric Services Resource Cen-
ter, American Psychiatric Association, 1400 K Street,
N.W., Washington, D.C. 20005; phone, 800-366-8455;
fax, 202-682-6189; e-mail, psrc@psych.org.


