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TABLE 2. Kappa Levels for Interrater Agreement on Trials of
Instrument Batteries Given to Vermont Study Subjects

Kappa

First Trial

Instrument Second Trial

Field instruments
Vermont Community Questionnaire
Cross-sectional

Interview 96* 972
Rater section .50b 700
Longitudinal
Interview 962 T .96
Rater section .64 59b
Hospital Record Review Form
First admission 41b
Episodes between first
and index admission 952
Index admission 400
Episodes after discharge .94°
Topical life history 670
Life Chart (expertmental) 982 78b
15<.001.
bp<.01.

(approximately 1 week apart) at his or her place of
residence by one of the two interviewers. In addition,
two or three people who knew the subject well were
interviewed in a structured protocol to verify current
status and historical data. These people included rela-
tives, general practitioners, counselors, clinicians, and
friends. All but 17 subjects (10%) resided in Vermont.
The subjects who lived elsewhere were interviewed
with the same protocol. Strict attention was paid to the
protection of patients’ rights such as privacy, confiden-
tiality, refusal, and informed consent.

Relatives, friends, and caregivers of the deceased
members of the original cohort were also interviewed.
A structured protocol documented the lives and the
levels of functioning of these subjects until the time of
their. deaths. The inclusion of these data provided a
more balanced view of the long-term course of severe
psychiatric disorders than has been available in past
studies, which have relied on data from survivors only.
A separate report will be devoted to the deceased
subjects.

RESULTS

This group of back-ward patients represented the
most severely ill group from Vermont’s only state
hospital. Two to three decades after a comprehensive
rehabilitation program and a planned deinstitutional-
ization, one-half to two-thirds of these patients were

. - rated as considerably improved or recovered. The

findings also showed a wide variation in any areas of
functioning for these patients.

Demographic Data for the Cobort at Follow-Up

Fifty-one percent of the 168 subjects who were alive,

did not have an organic disorder, and were interviewed .
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had not completed high school. However, an eighth-
grade education was considered to be the norm before
the 1940s in Vermont (43).

Nineteen percent (N=32) of the 168 subjects were
currently married, and seven percent (N=11) were
widowed. Fifty-one percent (N=86) were still single,
and 23% (N=39) were divorced or separated.

Eighty-eight percent of the subjects (N=148) lived
in residential and rural neighborhoods rather than
industrial or commercial areas. Fifty percent (N=81)
lived in independent housing (house, apartment, mo-
bile home, or rooming house), and 40% (N=¢64) lived
in boarding homes. (This information was coded for
an N of 161.) Five single middle-aged men were
currently in the hospital, seven were in level Il nursing
homes (institutions for individuals, including the men-
tally retarded, who do not require 24-hour nursing
care but who do require care above the level of room
and board), and four were in other settings. Of the
subjects receiving boarding home care, seven seemed
capable of living independently, often assisting the
boarding home operator and taking responsibility for
management of the home. An additional 23 were
actively involved in activities within the house, at the
local community mental health center, or in the com-
munity and were self-motivated. Longitudinal patterns
of residence revealed an average of two readmissions
for the group since release from the index hospitaliza-
tion. The average total length of stay was 2 years or
less.

Twenty-six percent (N=44) of the 168 subjects were
employed; half of them were classified as working in
unskilled jobs. Thirty-three percent (N=56) were un-
employed, 8% (N=14) were volunteers, and 5% (N=
8) were housewives. Due to the advanced ages in the
sample, an additional 26% (N=44) were classified as
elderly, widowed, or retired. Solid information was
unavailable on four (2%) of the subjects for this rating,

Our findings also indicated that 85% of the sample
had a gross income of less than $10,000 a year. In
1982 Vermont ranked 36th in the nation for per capita
income, with an average of $9,979 (44). Using an
assessment from the Community Care Schedule by
Schwartz et al. (45) and budget sheets outlining ex-
penses and income, we rated 77% of the subjects as
having an adequate income; the schedule’s definition
of adequate was that the “amount of money received
will cover the subject’s basic needs comfortably.”

Qverall Psychological and Social Functioning

The Global Assessment Scale (GAS) (42) was chosen
to provide a single score that would capture the

essence of the subjects’ psychological and social func- ﬁ

tioning. Scores on this scale showed that 68% (N=
114) of the study sample were functioning above the
cutoff point of 61 designated by the authors as “some
mild symptoms (e.g., depressive mood or mild insom-
nia) or some difficulties in several areas of functioning,
but generally functioning pretty well, has some mean-
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BURE 1. Global Assessment Scale Scores of 168 Subjects in the
rmont Study Who Were Alive and Were Interviewed at Follow-Up
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ngful relationships and most untrained people would
10t consider him sick.” A 2x2 (GAS by Sex) chi-
iquare test with Yates’ correction revealed no signifi-
:ant differences between the sexes in level of function-
ng (x*=0.13, df=1, p=.72), but it should be noted
‘hat 68% of those with a GAS score between 31 and
70 were men, while 62% of those with a GAS score
setween 71 and 90 were women (see figure 1).

In order to describe more of the individual compo-
nents that went into the assessment of overall func-
tioning, the Levels of Function Scale (41) was used. On
this scale, subjects are scored from 0 (poor) to 4 (best)
on nine items of interest; the reliability of the scale has
been demonstrated. A product-moment correlation
revealed that the overall total score was highly corre-
lated (r=.88) with the GAS score just reported. Table
3 summarizes.the findings from the Levels of Function
Scale. Individual areas of functioning were restored for
one-half to four-fifths of this group. Because of the
wide variation in outcome functioning at follow-up
within specific subjects, the global rating of slight or no
impairment was given to only 55% (N=92) of the
cohort. No impairment was rated for subjects who
were asymptomatic and living independently, had
close relationships, were employed or were otherwise
productive citizens, were able to care for themselves,
and led full lives in general. Other subjects did well in
some areas of functioning but not so well in others.
Theirs was a very mixed picture on a continuum
weighted toward dysfunction.

DISCUSSION

Current assumptions about the long-term course of
schizophrenia and other severe mental illnesses include
the idea that people with repeated episodes are at best
likely to achieve marginal levels of functioning over
time. Heterogeneity of outcome is expected, with a
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TABLE 3. Resuits From the Strauss-Carpenter Levels of Function
Scale for the 168 Subjects of the Vermont Study Who Were Alive
and Interviewed

Area of Functioning ) N %
Not in hospital in past year 140 83
Met with friends every week or two 111 66
Had one or more moderately to o

very close friends 128 76
Employed in past year® 79 47
Displayed slight or no symptoms 121 72
Able to meet basic needs 133 79
Led moderate to very full life 128 76
Slight or no impairment in overal

function ; 92 55

3Quality of work coild not be rated; issues of confidentiality
prevented visits to subjects’ work sites.

dichotomized split between “process” and ‘‘reactive”
patients (46), good premorbid and poor premorbid
functioning (47), or type I and type II illness (48), or
the familiar breakdown into “one-third get better,
one-third stay the same, and one-third get worse.” The
findings from the Vermont cohort, drawn from the
most chronically ill patients (the lowest third of the
hospital), revealed that over one-half of these once
profoundly ill, long-stay patients had achieved a much
higher level of functioning than had been predicted by
our own research team during the early days of the
patients’ community tenure. Their achievement is even
more remarkable given their original levels of chronic-
ity.
These findings hold for other subsets of the cohort as
well. For example, our companion paper in this issue
(35), about the subjects who were rediagnosed as
meeting the DSM-III criteria for schizophrenia, de-
scribes similar proportions of restored and heteroge-
neous functioning, as does our forthcoming paper
about the outcome of the deceased subjects before they
died. Another paper will delineate the reduction by
46% of the number of individual subjects who cur-
rently use the public mental health system in Vermont,
It appears that they have left the formal system and
turned to natural community supports over time.
Our findings of heterogeneity of outcome, with
significant improvement or recovery for half the co-
hort, corroborate the results of four other long-term
follow-up studies conducted within the last 15 years:
Manfred Bleuler’s 23-year study of 208 patients at
Burghélzli Hospital in Zurich (32), Ciompi and Miil-
ler’s 37-year study of 289 patients in Lausanne (49),
Huber and colleagues’ 22-year follow-up study of 502
subjects in Bonn (50), and the “lowa 500 study by
Tsuang et al. (51). The studies from Europe have not
been seriously regarded by some investigators because
of such methodological difficulties as the lack of reli-
able diagnostic criteria, the number of deceased and
missing subjects at follow-up (especially in the Laus-
anne and Bonn studies), and the use of less structured

" clinical interviews to assess psychopathology and ac-

quire outcome data (9). However, the lowa and Ver-
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mont studies have improved on many of these meth-
odological deficiencies, and the findings are nearly
identical to those of the European studies.

Thus, of the 1,300 subjects in the five studies who
were assessed two or three decades later, more than
one-half were found to have considerably improved or
recovered (52). Such similarities in the findings across
studies seem to override the differences. Together, the
data give evidence that, contrary to the expected
downward and deteriorating course for schizophrenia
or for other severe and chronic psychiatric disorders,
symptoms can be ameliorated over time and function-
ing can be restored. Further support for the heteroge-
neity of patients’ outcome functioning is supplied by
many other sherter follow-up-studies as well (41, 49,
53-55).

Although the Vermont Longitudinal Research Proj-
ect achieved a more rigorous design than many earlier
efforts, the study still has several shortcomings. In
19585, the original selection of the subjects depended
on referrals of patients by the staff to the rehabilitation
program. The original investigators then restricted
entry into the research cohort to the most chronic
patients only.

The project was primarily aimed toward establish-
ing a treatment program to deinstitutionalize the pa-
tients remaining in the back wards. This program
represented one of the first attempts at deinstitu-
tionalization in the United States and was one of the
few that was carefully planned. The study became a
follow-up study as time and contacts continued. The
standardization of assessments and the structured pro-
tocols were instituted as the study proceeded. Thus,
the study was not initially planned as a 32-year
follow-up but ended up as such.

There were no subjects who could become a control
group in the Vermont State Hospital, inasmuch as the
entire most severely ill third of the patients in the
state’s only hospital (excluding the geriatric popula-
tion) was selected to participate in the program. For
years an appropriate comparison sample was sought,
and recently a study was undertaken in the state of
Maine that matched each of the Vermont study’s
subjects by age, sex, diagnosis, and level of chronicity
with a patient from the Augusta Mental Health Insti-
tute. These new subjects are being interviewed with the
same protocols and instruments to determine their life
courses and illness trajectories. The primary difference
between the two samples is the presence or absence of
rehabilitation efforts. It is hoped that the difference in
outcome between rehabilitated and nonrehabilitated
subjects will be helpful in the study of mediating
factors in long-term course.

As we have noted, the Vermont subjects were se-
lected from the most disabled patients in the hospital.

We have portrayed the severity of their handicaps, the '

length of their institutionalization, their lack of re-
sponse to phenothiazines after an average of 2%2 years
of psychotropic treatment, the back-ward hopeless
atmosphere in which they had lived for years, the
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broken ties with family and community, as well as
impoverished financial and educational backgrounds.
In addition, many subjects behaved violently or in
other unacceptable ways in their communities and
were often brought to the hospital by local police. Few
of these subjects used street drugs, but some abused
alcohol.

Our findings should be generalizable to similar
long-stay patients, estimated by Minkoff (56) and

others to number about 1.1 million in the United &
States. The results of the study could be considered &
conservative for the long-term course of severe mental *
illness because anyone who is less severely ill, who has  :
spent less time institutionalized, and who is less se- Z%
verely handicapped may have a better chance of long- 3
term recovery. However, the use of Street drugs, 3
multiple short-term hospxtahzatxons and the predom- %

inance of DSM-III axis 1l diagnoses add new complex-
ities to the current picture of prolonged psychiatric
disorder, especially schizophrenia, for subgroups of
younger patients; these are currently being assessed in
the elegant studies of Test et al. (57) in Wisconsin.
Another aspect of the question of generalizability is
whether our subjects’ improvement was an artifact of
the quiet, benign rural environment. Zubin (58)
pointed out, “Where in the world would you get the
natural history of schizophrenia if not under the best
circumstances? You wouldn’t want to go to the ghetto,
where people are suffering from a lot of other sources
of distress, to see whether the outcome is good there.
You want to go to the best place, where triggering
mechanisms are at a minimum” (p. 407).
The impact of rural life on the course of illness is
very complex. In 1982 Vermont was a community of
518,846 people scattered in clumps across 9,273,
square miles (59, 60), with a density of 56 people pe
square mile. Vermonters tend to pride themselves on
Yankee individuality and independence (61, 62); there-
fore it is possible to regulate one’s social distance and
to find a niche sometimes for people with eccentric
behaviors. Despite its ecological niches and visual.
beauty, however, Vermont registers fairly high rates of
suicide (63), alcohohsm, and incest (64), as well as g,
unemployment, poverty, and long, difficult winters. }
Families and patients alike experience the pain of !
stigma and social rejection. Therefore, it is not clear;
whether the primary environment has been the decid- @
ing factor in the improvement process, but perhaps the
secondary effects of a rural environment, such as small
numbers and stability, have been helpful. As we sai
earlier in describing phase I of the project’s history, the
same five members of the clinical research team went!
with patients to the community and were available fo
support and clinical care over a 10-year period whei
the subjects were both in and out of the hospital.
continuity of contact persisted during the second 1
years, as people changed their roles from clinicians am
patients to friends and neighbors. (It also may explai
the 97% rate of original subjects found and the 5%
refusal rate.)

R
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Further, in any discussion of the effect of rural life, it
i important to point out that the data from the Bonn
nd Zurich studies came from industrialized cities and
aat Lausanne is a medium-sized city. Only lowa and
Termont are clearly rural localities, but the trends in
he data across all five studies with different environ-
aents are similar.

The knowledge gained from our study and others
hat there is a wide range of long-term outcomes
irovides an impetus to continue the search, begun by
he investigators in the three European studies, for
ongitudinal patterns of course of illness demonstrated
vy subgroups of patients who achieve considerable
mprovement or recovery and those who do not.
\dditional questions to be asked now are: When in the
:ourse of their illness did those patients who improved
segin to do so? Are there any predictors of future
»utcome status? Many older concepts of predictors
1ave not been as strong as once thought (32, 41, 65—
57, and our companion paper in this issue), and we
1ave begun investigations into these important ques-
ions.

The answers will begin to reshape our psychological
and biological concepts of severe mental illness and the
way in which service delivery systems and treatments
are designed.
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