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I, Roberta A. Marlowe, Ph.D., declare:

1. I am a sociologist currently employed by the State of

California, and if called to testify in this matter, I could and

would testify to the facts as set forth in this declaration.

2. I am Assistant Director of the Department of

Developmental Services, State of California, with responsibility

for strategic planning. A major portion of my responsibilities

is to manage the mortality studies for which the Department has

contracted and in other ways keep abreast of literature and

actions related to mortality among persons with developmental

disabilities in California.

3. I have worked for the State of California for more than

25 years, 18 of these years as an employee of this Department. I

have held a variety of positions for the State, all in the areas

of research, evaluation, and planning. I have designed and

conducted research or evaluation studies in the areas of aging,

mental illness, substance abuse, and developmental disabilities.

For eight years I headed the Office of Planning and Policy

Development in this Department, during which time I not only

conducted and supervised research but also directed the efforts

of those staff who abstracted and analyzed data from the

Department's various client databases, including the Client

Development Evaluation Report (CDER) and the Client Master File.

4. I received a bachelor's degree in Literature in 1960

from Reed College in Portland, Oregon and a doctorate in

Sociology in 1969 from Washington University in St. Louis,

Missouri.
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5. As manager for the Department's mortality studies, I am

aware of the controversy engendered by the publication or

dissemination of articles on mortality by Dr. David Strauss and

various colleagues. In essence the Strauss studies indicate that

mortality rates among persons with developmental disabilities who

are or have been served by this Department are higher for certain

persons who live in the community than for those who live in the

state institutions known as developmental centers. Furthermore,

the Strauss articles state that a major factor in these increased

chances of death in the community is likely to be inadequate

medical and other kinds of health care in the community.

6. As manager of the Department's mortality studies, and

as a sociologist with many years of experience conducting and

reviewing research in human services areas, I had occasion to

review the articles written by Dr. Strauss and his various

colleagues. Several things are clear to even an educated lay

reader of the Strauss articles on mortality:

(a) The two published articles present the results of

analyzing data stemming from the period 1980-1992, which may

not reflect current conditions.

(b) . The two published articles deal with mortality among

• severely disabled children age 0-14 and the whole population

of adults age 40 or more excluding those who have Down

Syndrome; the studies do not examine mortality among

children who are not categorized as "severely disabled" or

among people who are between the ages of 14 and 40. Both of

these are sizeable groups. To obtain an estimate of the

size of the population that was not included in the Strauss

3.
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1 analyses, one can look at the current population. Among the

2 117, 539 persons served by the Department on January 7, 1997

3 for whom CDER data were available, some 56,250 people (48%

4 of the population) were between the ages of 15 and 39. This

5 means that, using age alone, nearly half of the population

6 of persons with developmental disabilities were not included

7 in the Strauss mortality studies. These people appear to be

8 less impaired than the older group that was studied by

9 Strauss: 97 percent were not technology dependent,

10 90 percent had something other than profound mental

11 retardation, and 80 percent had no discernable medical

12 problems. Similar results are found when one looks at the

13 children. Of 32,213 children age 13 or less, 96 percent

14 were not profoundly retarded, 94 percent were not classified

15 as technology dependent, and 79 percent had no medical

16 problems of any description. Using the most conservative

17 figure of people having no medical problems, it is likely

18 that at least 25,000 children without severe disabilities

19 were excluded from Strauss' analyses. Taken together, these

20 two groups -- persons aged 1 5 - 3 9 and children who are not

21 severely disabled -- comprise about 70 percent of the

22 i current population. There is no reason to believe that such

23 a proportion would have changed much over time. Therefore,

24 one can conclude that Strauss' mortality studies were based

25 on about 30 percent of the population served by this

26 Department. To the extent that these excluded groups were

27 less severely disabled than the groups studied by Strauss,

28 one would expect lower mortality rates. This could have

4.



dramatically changed the overall findings of Dr. Strauss'

mortality studies.

(c) While Dr. Strauss' articles state that the lack of

quality medical care in the community was a likely reason

for the higher community mortality, none of the articles,

published or unpublished, present any data to support this

hypothesis. Inadequate medical care may be related to the

mortality findings, but the Strauss studies can only

speculate about this factor.

(d) The Strauss studies do not provide any information

about the causes of deaths of the individuals included in

the studies, nor about whatever factors -- medical,

personal, environmental -- might have been associated with

or contributed to those deaths. The articles and the data

analyzed by Dr. Strauss and his colleagues are unable to

answer the all-important question of why the deaths

occurred.

7. In my capacity as manager of the mortality studies for

the Department, I have reviewed articles prepared by other

researchers pertaining to the Strauss studies. Several other

researchers have expressed reservations about various aspects of

the'Strauss mortality studies. Drs. Zaharia and O'Brien, in a

Readers' Reaction article responding to the Strauss study of

persons over 40 in the American Journal on Mental Retardation,

question whether the statistical model used by Strauss was the

correct one, given the kind of data that were available. They

also note that previous research has shown conflicting findings

on the issue of mortality and point out that "mortality rates may
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be so susceptible to many other factors, in addition to health

care, that conclusions drawn from aggregate or grouped data

cannot be easily extrapolated across settings." [See Exhibit C ]

8. Dr. Jane R. Mercer, Professor of Sociology Emerita from

the University of California at Riverside, testified at the

February 25, 1997, hearing held by the Senate Select Committee on

Developmental Disabilities and Mental Health. Dr. Strauss was

also present and provided testimony regarding his research.

Dr. Mercer has conducted research in the field of developmental

disabilities since the early 1960s and, as a long-time teacher of

research methods courses to both undergraduate and graduate

students, has a very down-to-earth, straight-forward way of

presenting complicated statistical and other concepts. At the

hearing, Dr. Mercer summarized the Strauss studies in language

that could be understood by non-statisticians, and made several

important points. Dr. Mercer questions the way Strauss chose to

present and interpret his findings. She states, in the study of

adults, that one way of reporting the major finding:

" [I] s to say that the odds of dying in the community in any
given year are 72% higher than in an institution. At first
glance, these percentages appear large and ominous.
However, a percentage in the abstract has no meaning for
social policy. It must be translated into the terms of the
real world. . .. The above findings could just as well be

' presented more positively. We could speak of the odds of
surviving in any given year. Based on Strauss' findings, if
the odds of surviving in an institution in any given year
are 99 in 100, the odds of surviving for the entire year in
a community care facility would be 98.3 in a 100."

Dr. Mercer does a similar analysis of the findings of the study

of severely disabled children, then points out that:

" [T] he purpose of this discussion is to emphasize the fact
that the actual, substantive differences in the risks for
persons with developmental disabilities living in
institutions compared to those living in their own homes or

6.
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in community care facilities are very small...Thus is it
critical that we not over react or over interpret their
importance. They do not indicate a serious problem."

[Dr. Mercer's testimony and a follow-up letter containing

information she provided verbally at the hearing are included as

Exhibit D.]

9. Dr. Maureen S. Durkin, in an editorial in the edition

of the American Journal of Public Health that published the

Strauss study of children, makes several points about the study

and cautions against public policy changes based on studies such

as those of Dr. Strauss, which focus only on the narrow outcome

of mortality and neglect social integration and quality of life

outcomes. She states that:

"No advocate for children or for public health in general
would recommend institutionalization as a strategy for
reducing mortality in children without mental
deficiencies... [even if such a strategy would reduce
mortality by as much as 25%] ... We /would not recommend such
a course because the costs in terms of quality of life and
human rights would outweigh any reductions in mortality.
Should these considerations be any different for children
with mental retardation?" [See Exhibit E.]

10. Because the health and well-being of persons with

developmental disabilities is of paramount importance to the

Department, the Department has taken several actions to emphasize

the importance of health care for the persons whom we serve.

First, stemming not only from the implications of the Strauss

studies but from information received from other sources over the

years, the Department has launched a "Wellness Initiative." In

conjunction with regional centers, other state departments, and

universities and colleges, this Initiative is designed to

increase access to high quality medical, dental and mental health

care for persons with developmental disabilities throughout

7.
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California. [A summary of components of this initiative is

contained in Exhibit F.]

11. Second, because it is impossible to solve a problem

until it has been defined, the Department has contracted for a

study that will determine why people with developmental

disabilities were dying, whether any of those deaths were the

result of poor health care or other factors that could have been

remedied to avoid the death, and what kinds of individuals are at

greatest risk for death. The "Causes and Contributing Factors"

study is being conducted by the Department of Health and Human

Services at California State University - Sacramento. This study

will investigate mortality among all persons with developmental

disabilities who died during 1994, not just the young and the

older parts of the population. The study has two parts. In

part I, causes of death as reported on tjhe individuals' death

certificates will be examined to determine the most prevalent

causes of death for individuals of different ages, attributes and

living arrangements, and to identify whether mortality rates

differ for various sub-groups. Part II will involve collecting

additional data on each death from the records of regional

centers and other agencies. Once complete case files have been

obtained on all individuals, a panel of expert physicians and

epidemiologists will examine the death records and rate whether

any of the deaths were preventable or avoidable. Data from this

study will be used to identify any areas in which the service

delivery system could be improved to enhance the health and
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well-being of persons who are served by the Department, and to

identify risk factors which can be used in future social policy.

I declare under penalty of perjury under the laws of the

State of California that the foregoing is true and correct.

Executed on this #& day of March 1997, at
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, California.

Roberta A. Marlowe, Ph.D.
Assistant Director
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EXfflBIT C



READERS' REACTIONS

Mortality: An Individual or
Aggregate Variable?
E. S. Zaharia
Park Cicy, UT

Kevin O'Brien
East Carolina University

Because of our own research in the area
(O'Brien, Tate, & Zaharia, 1991). we are
particularly appreciative of the effort that
went into the Strauss and Kastner (1996)
study on the comparative mortality of indi-
viduals with mental retardation living in
institutional and community seaings. How-
ever, we would like to raise some issues
because of the volatility of feeling in this
area and the tendency to polarize rapidly
without adequate information or data.

As the authors suggested, this re-
search must be replicated. Their findings
of a 72% higher likelihood of mortality in
California community settings than in insti-
tutional settings for those individuals with
mental retardation over age 40 during the.
period 1980 through 1992 should not auto-
matically lead to a conclusion that we
should return to a public policy of selective
deinsiitutionalization. Additional support
should be established for these findings
before major policy changes are contem-
plated. Although we concur that the choice
of the consumers and professional judg-
ments should drive decision-making in this
arena wherever appropriate, we amplify
Strauss and Kastner's (1996) cautionary
note by suggesting that many more indica-
tors than this one study in this one area of
mortality should be considered (e.g.,
Conroy, Efthimiou, & Lemanowicz, 1982;
Heller, 1934; Utzinger, Duvall, & Little,
1993)

All research published prior to Strauss
and Kastner's (1996) study has indicated

that institutional mortality rates are higher
than those found in community settings,
even when severity of disability has been
controlled (Eyman & Borthwick-Duffy,
1987; McCurley, MacKay, & Sally, 1972;
Miller & Eyman, 1978). Results of some
previous research has suggested compa-
rable mortality rates in community and
institutional placements (Eyman, Grossman,
Tarjan, & Miller, 1987), but Strauss and
Kastner are the first to suggest higher
mortality rates among people with severs
disabilities in community placements than
in institutional placements.

There is an extensive and long-stand-
ing body of literature relative to mortality
among people with mental retardation. A
review of published studies in this area can
be summarized by noting that the conclu-
sion of most researchers in this area rela-
tive to community versus institutional death
rates has been that it is unlikely that place-
ment plays a dominant role in survival,
although access to services may have an
impact (Eyman et al., 1987).

dearly, people with mental retarda-
tion seem to generally have a higher mor-
tality rate than do individuals without mental
retardation, and this differential rises with
the increasing severity and incidence of
disabling conditions no matter where they
live (Eyman, Chaney, Lopez, & Lee, 1986;
Eyman, Grossman, Chaney, & Call, 1990;
Eyman, Grossman, Chancy, & Call, 1993).
However, Kastner et al. (1993) and O'Brien
« al. (1991) have suggested that mortality

424 ©American Association on Mental Retardation



rates among people with mental rearda-
tion could be.'ou/cr than chat among people
in the general population. There is also
some suggestion that mortality rates in this
group have betn (and can be) modified
and improved over time (Carter & Jancar,
1983; O'Brien et ai., 1991). The ne: result,
for those interesced in this area as public
policy, is that morality rates may be so
susceptible to many other factors, in addi-
tion to health are , that conclusions drawn
from aggregate or grouped daca cannot be
easily extrapolated across sellings.

Methodological Concerns
Our addicional caveats center around the
methodological and statistical aspects of
this srudy. The pooled observations method
used by Scrauss and Kastner (1990 was
described in Cupples. D'Agostino, Ander-
son, and Kannei (1988). The method was
initially used to investigate risk or heart
disease in the Frsmingham study, which
had special data requirements due to bien-
nial examinations. Covariate or risk factor
profiles (e.g., blood pressure, cholesterol)
often change over time in a longitudinal
cohort study. Incorporating the changes in
these covariates within an analysis was an
obvious need because the updated vaiues
might be more predictive of the event of
interest. The method employs person-time
exposure units, which are used in most
studies of rates. The periodic evaluations
are assumed to take place essentially at the
same time for each period. Information on
each individual under study contributes to
a data file, a number of person-time units
equivalent to.the number of periods they
are followed. For example, 10 subjects
each followed for 5 yearly periods contrib-
ute 50 person years to a file. The logistic
regression analysis based on person-time
units, as used by Strauss and Kastner (1996),
requires some fairly strong assumptions
for its validity.

The first of these is a Markov assump-
tion regarding the periodic covariates and
the outcome being studied. This assump-

lion maintains that the only set of risk
factors or variables of import for predicting
the event are those most recently mea-
sured st the last period anniversary. All
prior life-event history is irrelevant, par-
ticularly cumulative exposures that affec:
risk over time. The assumption that a
person's previous life history (previous
placements, health are events, abuse or
neglect, quality of life) is irrelevant is a
strong one that needs to be closely exam-
ined. If this assumption does not com-
pletely hold, then there may be less
information for modeling risk than that
indicated by the number of person years.
In addition, this assumption places a heavy
burden on the covariate set to be complete
and unchanging over time, in the sense of
including or removing variables. The fact
that individuals changed living situations
possibly several times during the interval,
dropped from being at risk by leaving the
system, and possibly returned to again be
at risk adds to the uncertainty of what
results apply to which living conditions.
Yet the Markov assumption states that only
the final placement before a death matters.

The second assumption of the pooled
risk observation method is that the process
governing the occurrence of the events is
time homogeneous. This assumption im-
plies that the risk of an event has not
changed over time. For example, a 20-
year-oid individual with a certain risk pro-
file in 1990 would have the same chance of
dying as would a 20-year-oid with thesame
risk profile in 1980. The assumption that
the period from 1980 to 1992 was an
undisturbed era of continuous and unvary-
ing treatment, monitoring, and system ca-
pacity is one that can be challenged by
those familiar with the world of mental
retardation. The failure of this assumption
would result in a masking of changes in
risk (effect attenuation through averaging
over periods) brought about by interven-
tions or changes in care during the interval
under study, unless, of course, these
changes were recorded in the covariate
profile.

Readers' Reactions 425



The third assumption states that the
relations between the risk factors and the
mortality process have remained constant
over the time interval examined. This latter
assumption is plausible because ic rypicaily
relates to biological/physiological relations.

The pooled risk observation tech-
nique combines the person-time observa-
tions into an analysis of mortality risk for
an interval of time equal co the length of
the periodic examination interval. In the
Strauss and Kastner study (1996), this pe-
riod is 1 year. It may well be that the higher
adjusted mortality in community settings
holds for each of the 12 years in the study
interval or that higher adjusted mortality
holds for some years and not others. Did
the authors look at any period effeca, for
example, by dividing the study period into
two or three segments? These concerns
relate to the second assumption delineated
previously.

The question of long-term mortality
was not addressed. Movement from insti-
tutional care to placement in the commu-
nity may be stressful and riskier over a
short period of adjustment, but the long-
term survival might acually be improved.
This possibility was not considered by
Strauss and Kastner (1996).

The analysis method employed by
Strauss and Kastner was a specific case of
model strategies proposed by Wu and
Ware (1979). The m«hod is, within this
class of models, the model with the least
parameters and the model requiring the
strangest assumptions about the data. There
are intermediate models within this class
that would not have required all of the
previously stated assumptions and would
actually serve as a means of examining the
assumptions. These intermediate models
would have greatly added to an under-
standing of the mortality dynamics for the
population studied. Furthermore, the added
information would have been especially
helpful for public policymakers given the
volatility of this issue.

Although the pooled risk observa-
tions strategy is an accepted analytic ap-
proach for longitudinal cohort data, its

assumptions require dose examination.
The implementation of the method by
Strauss and Kastner (1996) is not well-
documented and leaves several important
questions unanswered. The authors did
provide ample references and explained
the relation of the method to other statisti-
cal approaches. However, they did not
describe information regarding the spe-
cific application to the data.

There was no discussion as to how
the recoding of the many ordinal variables
related to function and mobility might
impact the statistical adjustment of the four
groups. For example, would recoding the
highest function/mobility levels to lower,
more moderate levels on the scale have no
impac? The percentage distributions of
Tables 2 and 3 in the Strauss and Kastner
(1996) article indicate that individuals in
the community and home placements
tended to score at the higher (highest)
leveis on these variables. Collapsing or
combining categories under these condi-
tions could remove important differences
among the groups, especially when
covariate adjustment is to be employed in
making the groups statistically comparable.

In lieu of the fact that the crude rates
for institutions and community placements
were virtually identical (1.8 vs. 1.6 per 100
in Strauss and Kastner's, 1996, Table 2). it
is not surprising that 'adjustment* for dif-
ferences for several medical and functional
variables would lead to an adjusted rate
favorable to institutions. The most perti-
nent question is whether the rates for
institutions were lower than those for the
community placements under all condi-
tions. Are there situations where equality
of rates existed or where community rates
were lower? The model offered by Strauss
and Kastner makes no allowances for such
possibilities. The formulation of cheir model
allows only for the institutional rates to be
lower in all conditions. This result may well
be the case, but no relevant information is
provided because the authors omitted im-
portant modeling strategies that would have
clarified this issue. Statements defining an
"initial" mode! were never given. Whatlevel
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used is that they do net match the format
for which the pooled risk observacions was
developed. The method, as oudined by Wu
and Ware (1979) and Cupples et ai. (1988),
was designed for longitudinal data col-
lected from a cohort of individuals on a
periodic basis. Scrauss and Kastner (1996)
stated that their data do not meet this
format. Their description of their data dees
not fit any particular epidemiological de-
sign. Some individuals were followed lon-
gitudinally, some were not; some were in
che risk set during one interval, out during
another, and then back again later. We
wonder whether chere was a subset of che
database (like che 92% who contributed
consecutive person years) chat would have
more doseiy met the data strucure for
which chese models were developed. In
addition, chose records with consecutive
years of foilow-up could have been used to
study intervals of survival longer than a
single year.

We dislike questioning what Strauss
and Kastner (1996) did and why they did it,
but unless specific statements describing
che procedures are provided, readers must
be encouraged to question what was done.
Although no one of the aforementioned
concerns necessarily invalidates their find-
ings, the incomplete reporting does re-
quire that we suggest these caveats
regarding che results and che conclusions.

The California database on which che
Strauss and Kastner (1996) study is based
is complex. The information it contains
was gathered outside che format of any
particular epidemiological design. There is
possible clustering due to the various place-
ments as well as movement among the
several placements. The statistical analysis
offered by Strauss and Kastner is just one
of several possible analyses, and it requires
strong assumptions about che dynamics of
mortality. There is a compelling need, there-
fore, to examine chese same data with
different models and methods that would
address issues regarding che Markov as-
sumption, short-term as well as long-term
survival, and other trends in mortaiicy that
might have existed.

cf interactions were considered, especially
interactions with piaccmer.c? Indications or*
how well che final mode!, noced in Strauss
and Kastner's Table 3. fie to the data were
not provided. The authors reported that
this model fit the data and that they exam-
ined a goodness or fit test, but they did not
reveal the value or degrees of freedom.
Why did they not provide a deviance able
(see, for example, Frome & Checkoway,
1985) for the set of hierarchical models
they fie' Such a able would have provided
a great deal of information on the models
and how well they fit. Had the authors
categorized age in che modeling, as in
Table 2, assessment of fit would have been
improved (Breslow & Day, 1987). This
information would have been useful to
readers wanting to issass not only how
accurately the tncdeis fit, but also how
model dependent the primary result
might be.

Reporting chat standard variable se-
lection methods were used is somewhat
vague, when in che same number of words
the exact technique could have been stated.
The initial pool of variables is never de-
scribed with regard to this issue. Cohen
(1991) has demonstrated that unless a
separate dummy variable is coded for each
level of a categorical variable, problems
can arise in forward stepwise variable se-
lection methods. Strauss and Kastner (1996)
were aiso vague with regard to examina-
tion of the time homogeneity and che
Markov assumptions.

As a final comment on Strauss and
Kastner's (1996) incomplete reporting, we
note that they never stated the number of
deaths nor why chere were two age coeffi-
cients in Table 3. one for males and a
second for females. Was the age effect
stratified in the modeling and. if so. why?
Further, what did they mean by noting that
che odds ratios had a 'nonintuitive' mean-
ing? Why, for example, did they not stratify
,on che age or self-help variable and pro-
duce models in which the interaction and
che nonincuitive odds would have been
eliminated?

A problematic feature of the data
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survival and general health care (e.g., com-
munity hospital bioechics committees are
more likely/less likely to authorize Do Not
Resuscitate orders than are corresponding
committees in institutions.)

As a maner of good public policy,
state service delivery systems, whose gov-
erning bodies have been scrutinizing the
deaths of people living in institutions in
order to improve the quality of health care
by focusing on learning from preventable
deaths, should be doing no less in publicly
funded out-of-home community place-
ments. Results of a recent survey of all SO
state directors of mental retardation ser-
vices in which they were queried about
their mortality review policies (Zaharia,
1996) suggest that only a third of the sates
have formalized mortality revieworreport-
ing requirements of their community resi-
dences. AJl have, in one form or another,
formalized reporting or reviewing proce-
dures for their state-operated facilities.
Further, this has not substantially unproved
over the past decade from previous similar
surveys (Parker, 1987). Every state should
be monitoring deaths and reviewing pre-
ventable deaths in order to preemptively
intervene with potential trends, such as
those suggested by Strauss and Kastner's
(1996) study. Even if this trend is not there,
public policymakers need to be vigilant
against its potential emergence.
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There are two recent articles written by David Strauss and his colleagues published in •

recognized journals that examine mortality rates for persons with developmental disabilities living

in institutions as compared with similar persons living in their own homes or in community care

facilities (Strauss and Kastner, 1996; Strauss, Eyman, and Grossman, 1996). I have been asked

to comment oa the scesrific merit of the research reported in those articles and the implications

of the reported findings for public policy in the State of California.

Both research projects use similar research designs and statistical procedures. Both use

similar scales for measuring functional deficits. Both are based on th"e same massive data set, the

Client Development Evaluation Report (CDER) maintained by the California Department of ' '

Developmental Services (DDS) on each. cHeat served. Both utilize sophisticated statistical

procedures that are widely recognized in the scientific community. Both reach similar

conclusions. Both projects represent tremendous effoa and ingenuity and, in my opinion, merit

our careful consideration.

One project examines differential mortality rates for 13,362 adults over 40 years of age

who received services from the DDS bcween January 1980 and December 1992. The other

examines differential mortality rates for 7241 children with severe developmental disabilities

between 2 and 14 years of age who were served by DDS between January 1,1980 and December

31,1992. However, the unit of analysis in these studies is not the individual client It is

individual "person-year," defined as each complete year in which each of these clients was served

by DDS for which a complete record of that year appears in the CDER. Hence, findings for the

study of adults are based on 105,099 person-years of DDS experience. Those for children are

based on 24,465 person-years of DDS experience.



These huge samples of person-years make it possible to control statistically for more

characteristics of individual clients than was possible in earlier studies based on smaller samples.

These gargantuan samples greatly enhance the power of the analysis. Just as the Hubble

telescope makes it possible to reliably detec: ever more distant galaxies, large samples make it

possible to reliably detect ever smaller distincions between groups.

Earlier studies controlling for fewer client characteristics either found no differences

between monaiity rates for clients living in the community and those living in insuturions (Eyman,

Grossman, Tarjan, & Miller, 1987) or found differences favoring the community (Eyman &

Borthwick-Duffy, 1987). The studies by Strauss and bis colleagues have attracted widespread

attention because they, for the first time, detect small differences in mortality rates that favor

institutional placement. : __

We turn now to a summary of the findings. For adults 40 jnd-over, the investigators

report that the odds ratio of dying in any given year for ciieats4iving in, institutions when

compared with community care is .53. This ratio means that the odds of dying in an institution in

any given person-year are 42% lower than in the community (1.00 - .58). Another way of

reporting the same finding is to say that the odds of dying in the community in any given year are

72% higher than in an institution (.42A58).

Ax first glance, these percentages appear large and ominous. However, a percentage in

the abstract has no meaning for social policy. It must be translated into the terms of the real

world. To interpret the social significance of these percentages, we must deal with actual

mortality rates. In terms of actual mortality rates, if the probability of dying in an institution in

any given person year is 1 per 100, the probability of dying in community care would be 1.72 per

100. If the risk of dying in an institution is 2 per 100, then the risk in the community would be

3.44 per 100. The actual size of the increase depends upon the size of the base mortality rate.

Since the base mortality rates are quite low, the increase in risk is, substantively, quite small.



The above findings could jus: as well be presented more positively. We could speak of

the odds of surviving in any given year. Based on Strauss' findings, if the odds of surviving in an

institution in any given year are 99 in 100, the odds of surviving for the entire year in a community

care facility would be 98.58 in a 100.

Figure 2 in their article provides us with specific information that presents the same

findings graphically. The authors have divided the 105,099 person years into eight groups

containing equal numbers of deaths and ranked by level of risk from low to high. They present

the mortality rates for clients living in community care and in institutions for each of the eight risk

groups. Although it is difficult to read precise rates from the chart, it appears that community
i . '

mortality rates average about 1.3 points higher than those in institutions. This difference is

constant even for the high risk groups which have, overall, a mortality rate that is 4 to 6 times

higher than that for lower risk groups.

We turn now to the study of children with severe mental retardation. The investigators

used the rates for children living with their own families as the reference group and compared

them with other placements. They found no difference in mortality rates comparing children

living with their own families and those living in community care or in health facilities. They did

find that children in institutions had a lower mortality rare than those living with their own

families. The odds ratio of .81 corresponded with a 19% reducaon in mortality odds for those

living in an institution as compared with those living at home (1.0 -.81). Stated in another way,

there is an increase of 23% in the probability of dying in any given year for those living at home as

compared to those in an institution (.19/.S1).



Again, we must ask, "Whir is the ££2£l size of this difference?" If chances of dyina in an

institution are 1 per 100 in any given year, the chances of dying for similar persons living a: home

are 1.23 per 100; if they are 2 per 100 in an institution they are 2.46 per 100 in own home. Or,

stated in terms of survival, if chances of surviving through any given year are 99 in 100 in an

institution then chances of surviving whiie living at home would be 98.81 per 100; if they are 98

in 100 in an institution, they would be estimated as 97.54 per 100 living at home, and so forth..

The purpose of this discussion is to emphasize the fee: that the aerial,

differences in risks for persons with developmental disabilities living in institutions compared to

those living their own homes or in community care facilines are very smalL They are so small thai

they could not eves be detected in earlier, less powerful studies. Thus, it is critical that we not

over react or over interpret their importance. They do not indicate a serious problem.

In both articles, Strauss and his colleagues speculate that less access to medical care may

be a factor explaining the slightly higher rates of deathfor persons jiving in their own homes and

in community care facilities. However, their studies present ncy information on access to medical

care and no measures of quality of medical care. They present no evidence that differential

access to medical care is "causing" the differences in mortality rates. At this point, differential

access to medical care is simply a hypothesis, not a finding — a hypothesis worthy of further

research but not worthy of precipitate social acaon.

There are many factors that could be producing somewhat elevated mortality rates in the

community. Each time we drive on a freeway, visit the maQ, eat in a restaurant, fly on an

airplane, attend a ball game, go to school, or attend church we are increasing our risk of dying on

that particular day over what it would have been if we had remained cloistered in our homes. We

know we are risking accidental death, exposure to infectious disease, the possibility of homicide

and all the other hazards of living when we participate b the community. We do not know the

exact size of the risks we are taking but we know the/ are real. Nevertheless, we continue to

drive on freeways, fly in airplanes, and visit the mall because we judge that the pleasure and



benefits we derive from participating in sociscy are worth the risk. We are unwilling to live in a

bubble or to live, like Howard Huehes, sequestered in a hospital room. Is it any different for

persons with developmental disabilities?

Maureen S. Duxkin wrote an editorial comment published by the Journal of Public TrTeaith.

in response to the Strauss article published in that journal (Durkin, 1996). I conclude my remarks

by quoting from her editorial:

The (Strauss) study negleca social integration and quality of life, outcomes
more difficult to measure and hard to came by, but perhaps no less
important (than mortality). No advocate for child or for public health in
general would recommend instnutionalizarion as a strategy for reducing
mortality in children 'without mental deSciencies. Yes it is not implausible
that a strategy invorvmgrestricnon of environment and opportunity as ^ ...
severe as institutional placement could reduce mortality by as much as 25% *
or more in all children. We would not recommend such a course because
the costs in terms of quality of life and human rigbs§ "would outweigh any
reducaonin mortality. Should these considerations be^any different for
children whh mental retardation?
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Figure 2. Mortality rates for community care and for
institutions within risk octiles. (Using community care
as referent population, we directly standardized institu-
tion rstes). Note that the finding of a 72% increase in
mortality in the community refers to the ratio of the
odds of dying in a given year. Although the ratios of
community to institutional rates appear to vary across
the eight groups in the figure, there is no suggestion of
any systematic trends in these ratios. As explained in
the Appendix, it is not appropriate to base statistical
tests or confidence intervals on the results of Figure 2;
such procedures are more properly applied to the
logistic model itself (Table 4).
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Dear Mr. Amundson:

This letter is in response to a request that I received from your staff asking me to review

the manuscript "Mortality in Persons with Developmental Disabilities After Release Into

Community Care" co-authored by David Strauss, Robert Shavelle, and Alfred Baumeister. This

manuscript is currently being reviewed for publication by the American Journal of Public Health.

It is highly irregular for papers undergoing peer review to be circulated to the public and, under

ordinary circumstances, it would be inappropriate for me to comment on such a draft manuscript.

However, the highly inflammatory article in the San Francisco Chronicle on February 25, 1997

authored by Edward W. Lempinen cited findings reported in this manuscript. Hence, the

manuscript is already a public document which frees me to provide you with my independent

evaluation.

The Research Question

The research question as stated by the authors is, "Has the release of persons with

developmental disabilities from state institutions into the community since April, 1993 been

accompanied by a change in mortality rates?"

Research Methods

Although the authors convey the impression that their study compares the mortality rate

for "mover's" with that for "stayers" by presenting a detailed comparison of the characteristics of

"movers" vs "stayers" in Table 2, this is not. the comparison they make in their analysis. Rather

the authors compare the mortality rate for "movers" (the outplaced group of 1,878 clients

released from state developmental centers between April 1993 and December 1995) with the

mortality rate for 9,572 clients in institutions 1987 through 1993.

There is one serious problem with this design — the samples are not independent.. The

"movers" were still in institutions during the base period and comprised about 20% of the



population on which the institutional mortality rates were calculated. They, of course, were

survivors or they would not have been available for placement. To complicate matters funher, the

7 year baseline period overlaps the period during which releases were being made by about 9

months. Approximately 530 individuals were released during the 9 months of overlap. The

authors do not tell us how they handled this anomaly. It is hard to know what effect, if any, this

cross-contamination of the samples may have had on the outcome. The analysis would have been

much cleaner if the authors had directly compared mortality rates for "movers" with that for

"stayers" during the 32 month period following the Coffeit decision.

The authors state that roughly equal numbers were released each month during the 32

month period, i.e. approximately 59 persons per month. Length of exposure to risk of dying in

the community was based on the time from release until the end of the study or until death. The

59 persons released the first month would have 32 months of exposure to risk while the 59

persons released in the last month would have only one month of exposure to risk. These are

verv short term predictions for an event as infrequent as death. The authors do not explain how

they treated fractions of person-years.

The authors present two sets of findings, with and without cancer patients in the sample.

They argue that cancer patients should be excluded because clients with diagnosed cancer are

typically not placed in the community and this selective placement artificially decreases the

community mortality rate compared to the institutional rate. One difficulty with this line of

reasoning is that there are many factors taken into consideration when clients are selected for

placement, faaors which may also influence mortality. The impossibility of controlling for such

factors, one-by-one, is precisely why statistical controls for tube feeding, motor skills, and self-

help skills are used as unbiased indicators of physical status. It is a questionable practice for

investigators, after looking at the data, to selectively eliminate variables in order to modify their

findings in a pre-determined direction. It is my opinion that the findings based on the entire

sample arethe most valid.

Statistical Procedures

To estimate the "expected number of deaths" in the mover population, the authors

developed a statistical model based on mortality rates for persons living in developmental centers

' between January 1, 1987 and December 31, 1993. During these 7 years there were 760 deaths.

The 9,572 clients yielded 47,307 person-years of data., defined as each complete year in which



each of these clients was served by DDS. The model selected for calculating "expected"

mortality rates included controls for age. gender, tube feeding, motor skills, and self-help skills.

The rates yielded by this model "were then applied to the exposure time for the community group,

resulting in an expected number of community deaths on the basis of institution rates." In this

analysis the authors use statistical models and procedures that are standard in the field of

epidemiological studies.

Findings

1. Have mortality rates changed ?

Their answer is "Yes" and my answer is "No." It depends upon what you mean by

"change."

The authors conclude that mortality rates "changed" because community rates after the

Coflfelt decision are higher than institutional rates. The authors assume that the institutional

mortality rate for the 7 year period represents the rate the "movers" would have experienced if

they had remained in an institution. That institutional mortality rate was 11.7 per 1000 (Table 3).

There were 45 movers who died during the 32 months (2552 person-years) following placement

in the community, a mortality rate of 17.6 per 1000 per person-year C45/2552). This means the

community rate is 50% higher (17.6/11.7) than the institutional mortality rate (p<.05). The

authors interpret the 50% higher rate as a "change" in rate.

Looked at from a different perspective, the mortality rate in the community did not

change. In his two earlier papers, Strauss reported that community mortality rates for some

types of placements were 23% higher for children and 72% higher for adults over 40 th?n

institutional rates. These differences are based on data going back as far as 1980. The 50%

increase in mortality rates over institutional rates found for the Coffelt sample falls mid-way

between the two historic rates. The ratio between community and institutional rates has been

surprisingly stable. There is no evidence of catastrophic increases following the Coflfelt decision.

Table 3 in their paper provides a more detailed look at their findings. When "movers" are

grouped by year of release, the 1993 releases have a mortality rate 26% higher and the 1994

releases have a mortality rate 48% higher than the institutional rate for comparable persons but

neither of these differences are statistically significant. The 1995 releases have a mortality rate

112% higher than the institutional rate and that is significantly higher, p <.O5. In short, the

mortality rate for the approximately 700 persons who had been in the community less than a year,



many of them for only a couple months, was significantly higher than the institutional rate but

rates for those who had been in the community longer were not significantly higher. It appears

that the significantly higher rate for the entire sample may be an artifact of the higher rates in the

1995 cohort which contains persons who have been in the community less than one year.

2. Are short-term mortality risks for "movers" greater than long-term mortality

risks?

Their answer is uYes." In Table 4, the authors group the 45 observed deaths according

to the length of time between placement and death. They found that 10 persons had died within

60 days of placement. Only 4 persons would have been expected to die such a short time after

placement if the deaths had been equally spaced across the 32 months. They conclude that the

risk of death for movers is significantly higher immediately following placement than it is after the

first 60 days in the community.

This is probably the most interesting and useful finding in their study. It replicates the

findings of Dingman, Eyman, Tarjan and other researchers at Pacific State Hospital in the 1970's

who found increased mortality among mentally retarded patients immediately after they had been

moved from one hospital to another in order to alleviate overcrowding. The authors refer to it as

the "relocation syndrome." It is possible that reduction in the trauma of relocation might reduce

short-term mortality rates. This finding does have implications for social policy.

3. Are mortality risks greater for lower functioning than higher functioning

persons?

Their answer is, uNo." Using their statistical model, Strauss and his colleagues calculate

the number of deaths that would have been "expected" in the "mover" group if they had remained

in an institution. They conclude that 30 deaths would have been "expected" while 45 deaths

were, in fact, observed — a difference of 15 deaths.fTable 5). Unfortunately, they do not present

similar predictions for the 5437 persons who stayed in an institution. There were 384 deaths

among the "stayers." If the author had included the other half of Table 5, it would have placed

their findings in a broader context and perhaps prevented the wild misinterpretation of their

findings which appeared in the Chronicle.

The authors grouped the 45 deaths into four categories by level of functioning and

calculated the expected number of deaths in each category based on institutional rates for

comparable subjects. They found no significant differences. Persons with poor motor and self-



help skills did not have higher rates of monality than persons in relatively good physical condirion.

This rinding seems to contradict Strauss' hypothesis that poorer medical care in the community

than in institutions is probably the major factor causing higher monality rates in the community.

If such were the case, we would expect persons with the greatest need for medical care to suffer

the most from inadequate medical care and to have significantly higher mortality rates. That did

not happen.

Critique:

The statistical procedures used in the paper are standard epidemiological models widely

used in similar studies. The date file is the CDER collected by the Department of Developmental

Services. I have no quarrel with either. I believe the design is flawed by the non-independence

of the samples but doubt that this irregularity had any major effect on the findings.

I have three major criticisms of the paper. The first has to do with the adversarial tone of

this article as well as the other two articles. The authors keep pushing their hypothesis that

monality rate differences reflect poorer access to medical care in the community. Unfortunately,

naive readers, such as Lempinen, are lead to believe that their hypothesis is a "finding" when, in

fact, they present absolutely no data on medical care. I believe that the adversarial stance they

assume partially explains mis-interpretations of their findings by the general public.

The second criticism has to do with the wisdom of predicting a specific number of deaths

over such a short period of time when the numbers are so small. Epidemiological studies provide

rates for populations not for individuals. Those rates tend to be more stable when populations are

large and predictions are long-term. The predictions made in this study are for a relatively small

population (2552 person years), a very short period of time, and yield very small numbers..

Mortality rates for approximately 700 persons (those released in 1995) must have been based on

less than one year in the community. Not surprisingly, the 95% confidence interval for the

standardized mortality rates for 1995 releases is much larger (indicating more variability) for this

sub-group than that for the 1993 and 1994 subgroups. Furthermore, Strauss found higher

mortality rates immediately following placement, a finding that would tend to inflate rates in a

short-term study. Hence, I think the findings should be treated cautiously until confirmed over a

longer period of time.



My third criticism is related to the second. "Death", especially the death of a family

member, is a highly emotional event. Tables 4 and 5 compare "expected" deaths (30) with

"observed" deaths (45) without error terms, without explaining that the predictions are for

populations and not individuals, and without cautionary comments about the hazards of short-

term, statistical prediction.. They do not present comparable data for the "stayers." It was

inevitable that lay persons would not comprehend that the authors are talking about probabilities,

not actual, identified persons. It was inevitable that families would conclude that out there,

somewhere, there were 15 persons with developmental disabilities who "should not have died." It

was inevitable that they would ask, "Who died that shouldn't have died? Who was responsible for

their death?" Worse yet, the author of the article in the San Francisco Chronicle completely

misunderstood - he thought that none of the 45 clients who died should have died! If the tables

had contained data on the 385 institutional deaths and there had been appropriate cautionary

statements, I think most of these misunderstandings could have been avoided.

I hope you find my comments helpful.

Sincerely yours,

Jane R. Mercer, Ph.D.

Professor of Sociology, Emerita

cc David Strauss, Ph.D.
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After cur phone csnvar saicn about tha artlcla 'Comparative Mortality cf Pacp!ev

with Mental Retardation In InstlftiUcna and the Community" authored by Strauss and" •
Kaar.er in tha currant Issue cf AJMR, I reread their article ftr a second time focusing '
on the issues we discussed. ' •

So far as I can see, thair methodology is sound and their conclusions would be
difficult, if not impossible, tc assail on statistical or methodological grounds. However,
they are dealing with huge samples. Consacuantiy, even tubstantively minor
drffarencas can attain jtstisical 'significance" The question for policy makers,
however, is whether those differences are 'substantivaly* different WTwther, In the
real world, they are something to b« concamed about

To answer that question. I locked deseiy at Figure 2. In Figure 2
ths authors present the morality rates as a % cf person-years by placement
(community v« institution) for each of tha risk categories. The Mortality Rstaa In th«
LcwflTt Risk group ara apprcximateiy tna same for both types cf placement and ere
very lew - aocut half a percent. In Risk Category two, the rate for Instituticns rises to
1% while t^at in the community rises to 2%. In Risk category three, ths rate is 1 % fcr
institutions and slightly over 2% fcr tha community. In category four, the institutional
rate jumps tc slightly over 2% while the community rata is 2%. In category five, the.
institutional rats remains around 2% while the csmmunity rate moves to 4%. In
category 6, tha Institutional rate moves up to just under 4% while the community rats
move* to just over 6%. In category 7, the Institutional rata Is just under 6% and the
community r«te is 7%. In category 8 which contain* individuate at very high risk, both
rate* move up crarnatlcaily-th* institutional rate is just undar 11% whllB the community
rate it just ever 12%.

What impresses me atsut the«« figures It how very dose they era to each
cthar. sutstantively. One chanca in a hundred of dying vs two cMancas in a hundred,
2 chancas in a hundred vs tnree cnoncas In a hundred, and so forth. And these
O!ffaranc«« ara consistently small acrcis all risk categories. Them 18 only a 1%
drfforonca in «von tht highest risk category.



It seems to ma ffst tha nggligible.incraeaea in tha risk cf dying that =ra '
3«c=:a:a<i with living In the csmnunily SMITI reasonable, S |v 8n tha incraaaa**

! ! f ^ 8 ^ C U I ?Mai<Wl t0 ^'5iantS ' and tc th8 crtinary h a ^ * of llvmc in
an even rattsr tftan a dcistirsd environment. In short auch small dWarsncas can ha
viewjd aa the prfca that e«ch cf us pay fcr living In the csmmunity rather than in a
bubble. M d {hat prica Is aurprliincly amilll

I think it wpuld b« a mistaka ta axi;s«rata the Impcrtanca of these dtfTarencaa
and c.c ssanrin; fcr a. smckins gun. It wema to ma thet thcaa cf ua wno have
adyscatad deae^ragttad aettings should be delight*: to Iesrn that the prlca is so small
fcr imprcvBmana in the quality cf life that are 8a great

SIncsraly ycurs,

£
Mercsr
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Editorial: Beyond Mortality—Residential
Placement and Qualit}' of Life among Children
with Mental RetardationyrvsfGfAraI,Ph%.MS ( 1 9 9 S J ^ i ^ C ^ .

2i ir!ey rA7£Be^cr^P^.^
The idea that sociery at large has a

responsibility to provide care and protec-
tion to persons with mental retardation is
not very controversial in the United States
today, where public funds of dose to 520
billion are spent annually on residential
services for this population.1 What is
controversial—and has been in the field
of mental retardation for decades—Is
whether this care is best provided in large
institutional settings or in smaller commu-
nity-based facilities and homes.1 Thofs in
favor of large institutions include some
parents and professionals who feel that
these settings are better equipped to
provide the health support required to
sustain individuals with multiple and
severe disabilities.1 There is also a percep-
tion that these facilities are more likely to
provide long-terra security and continuity
of care (which is especially important as
children with severe developmental dis-
abilities increasingly are outliving their
parents). On the other hand, advocates of
community placement (who also include a
broad range of parents and professionals)
argue that insritudonalization is an unnec-
essary restriction on the person's quality
of life, social integration, and basic human
rights.4

What is lacking in the debate about
institutional' vs community placement is a
body of research based on controlled
comparisons with dearly conceived and
measured outcomes and with adequate
statistical power.2 Notwithstanding the
controversy and lack of scientific evi-
dence, in the past 25 years, the Untied
States and the developed world in general
have experienced a sea change in the way
residential services and health care are
provided to persons with mental retarda-

tion. The shift has entailed a steady
process of deinstirutionalization, along
with the rapid proliferation of group
homes and other community-based resi-
dential facilities. In the United States
between 1970 and 1993, the prevalence of
residence in suic-funded facilities among
persons with mental retardation re-
mained relatively stable, at 12 to 1.3 per
1000 population. In the same period, the
average number of residents per state-
operated facility dropped by 96% (from
neariy,1000 to 59 per facility), and the
total number of facilities receiving state
and federal funding (including private,
usually smaller facilities) increased by
more than sixfold.1 Ideologically speaking,
this paradigm shift was facilitated by
normalization, the idea that the social
environments of people with intellectual
disabilities should be as much as possible,
like those of their nonretarded peers.1 On
a practical level, the shift was facilitated
by the establishment of programs such as
Medicaid and Medicare in the mid-1960s.
These programs allowed parents to keep a
mentally retarded child at home or in a
community facility and sull have access to
medical support.* Finally, legally, the shift
was facilitated by Public Law 94-142
(enacted in 1975), which mandated states
to provide to ail children with developmen-
tal disabilities and special needs, a free
public school education in the least
restricted environment possible.7

Today there is no going back to the
model of institutional care for the major-
ity of children with mental retardation.
Yet it may still be worth asking whether

LswreasBcrgner.MD, MPH (1996) . - :
con G: BnihnJPliP (1997) "-""'v.V ?:."-" •.

Beatrice

labineJ.BesIer - -
linear of Pubtkaiions
»Cna NL Chung'- •_•;-; -;

Uiaxiene Bright, Marilyn Butler^/ ••7^"T^~

Editor's Note. See related article by Strauss et
aL (p 1422) in this issue.
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the large institution should have a pla. A
a I] in the range of current and future
residential choices to be made available to
mentally retarded persons and their fami-
lies. In this context, the study by Strauss
and colleagues in this issue of the Journal
has a profound policy implication and is a
welcome contribution for its sound re-
search methodology.1 In their research of
mortality among more than 7000 severely
disabled children with mental retardation
in the state of California over a 12-year
period, Strauss et al. found that children
in institutional care, as expected, were
both more severely disabled and at greater
risk of death than children in smaller
community facilities and homes. The
authors then developed a way to control
statistically for indicators of level of
disability. In previous landmark work* as
well as in the present study, they have
shown these indicators to be strong
predictors of mortality in dcvelopmcatally
disabled children. The indicators include
immobility, tube-feeding, and paucity of
interaction with peers. In the controlled
analysis, the adjusted mortality differen-'
tial is reversed, and the rate of death is
actually 25?& higher for residents of less
restrxrjve environments (community facili-
ties and homes) than for residents of
institutions. The implication is that chil-
dren with severe developmental disabili-
ties may be safer in institutions than in
community settings.

This is a provocative finding. For two
reasons I will discuss, I believe that it calls
for further research rather than direct
translation into policy. Cne reason is that
the adjusted analysis does not distinguish
between impairment and disability. This
omission may have resulted in overcontrol
for level of impairment, thus producing a
mortality disadvantage for children in
community settings that is apparent but
not real.

The distinction between impairment,
disab&N, and handicap originated in medi-
cal sociology10-}1 and later was developed
into a system of classifying health out-
comes by the World Health Organization
in its International Classification of Impair-
ments. Disabilities and Handicaps.I: Impair-
ment refers to a loss of function at the
level of the organ or body part (e.g.,
spasticity, brain disorder); disability refers
to funaional limitation at the level of the
individual (e.g., inability to walk or learn
language); and handicap refers to limita-
tion in social roles and activities such as
school, work, recreation, and family life.
Others13-14 have used different terminol-
ogy to distinguish similar levels of func-

tioning to make the point that distinct
prevention strategies are needed to target
each of the three levels. For example,
given an impairment resulting in a per-
son's inability to walk, handicap may be
prevented and disability minimized by
assistive devices, such as ramps, curb cuts,
elevators, and other environmental modi-
fications, and by legal and educational
interventions, thereby allowing fuller ac-
cess and mobility.

How might the distinction ber*-een
impairment and disabiliry affect the find-
ing of Strauss et al? Severity of disabiliry,
as indicated by variables such as mobility,
tube feeding, and frequency of peer
interactions, is a strong predictor of
mortality. It is nonetheless possible that
severity of brain impairment leading to
mental retardation has an erlect on
morality that persists after one controls
far the level of disabiliry. If, among
children with aH degrees of impairment,
residence in community settings promotes
better mobility, peer intsraciens. and
language skills than do institutions, then '
children in community settings with a
eiven level of disability may actually be
more severely impaired and at higher risk
of death than individuals with comparable
disabiliry ratines in institutions.

The finding reported by Strauss et aL
that "as more variables... are statistically
controlled, the more the comparison
favors placements with higher Jcveis of
care" is consistent with the possibility that
controlling for each additional disabiliry
indicator results in a comparison that
spuriously favors children in institutions.
Studies have suggested, if not unequivo-
cally shown, that the change from in-
stitutional to community residence can
enhance the functioning (e. j , communica-
tion, social interaction, employment op-
portunities) of individuals with develop- •
mental disabilities.13-16 If this is true, it
follows that chijdren in community set-
tings with high levels of functioning may
actually be more severely impaired and at
higher risk of mortality than children with
comparable functional scores residing in
institutions.

Thus, controlling for level of disabil-
iry in the analysis to isolate the effect of
residential placement may spuriously in-
flate the adjusted mortality rate in commu-
nity settings relative to that in institutions.
If the researchers had controlled for level
of impairment rather than, or in addition
to, disability, they might have found the
advantage of institutional care to be
reduced. Unfortunately, routine data sys-
tems such as that available to Strauss et ai.

often do not contain indicators of the
distinct dimensions of impairment and
disability, not to mention handicap.

Another limitation of the study by
Strauss et aL is the narrowness of its
outcome (mortality). The study thus ne-
glects social integration and quality of life,
outcomes more difficult to measure and
hard to come by, but perhaps no less
important. No advocate for children or for
public health in general would recom-
mend insritutionalizarion as a strategy for
reducing mortality in children without
mental deficiencies. Yet it is not implau-
sible that a strategy involving restrictions
of environment and opportunity as severe
as institutional placement could reduce
mortality by as much as 25% or more in all
children. We would not recommend such
a course because the costs in terms of
quality -ouluVand human rights would
ourweight any reductions in mortality.
Should these considerations be any differ-
ent for children with mental retardation?

The large institution may still have a
place in the range of residential services
for persons with mental retardation. How-
ever, we cannot determine that place
from studies that look only at effects on
mortality. Badly needed are scientific
studies and cost-benefit analyses that
consider a fuller range of outcomes,
including mortality; measures of physical,
cognitive, and social f "ioning; and
individual and family > .facrion (i.e.,
quality of life).

The International Classification of
Impairments, Disabilities and Handicaps,
in conjunction with the International Clas-
sification of Diseases, provides a frame-
work and draft classification system for
use in routine data systems, allowing
systematic monitoring of these out-
comes. CJ7 The onus is oh public health
researchers and practitioners to use this
system, to criticize and improve it. and to
attend to the multiple ways in which
disabiliry affecs peoples' lives and the
multiple dimensions to be targeted by
prevention programs and services. O

Maurtai 5. Dur&n
Serpevshf Center

Columbia University
and the New York State

Psychiatric Institute
New York, NY
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iditorial: Social Class and Asthma—Distinguishing between the Disease
ind the Diagnosis

Recent work has identified inner
ities as areas of high asthma morbidity
nd mortality.1 Much interest has.cen-
tred arourv whether these areas also
ave high r: . . of asthma prevalence. At
•ast one inr.ir-city area, the Bronx in
ew York City, has been identified as an
re3 with an extraordinarily high level of
sihma—ILSfc—among children less
un 18 years of age.: More recent work
as discovered that high asthma preva-
:nce is not limited to inner cities. Los
Jamos. NM. a predominantly White
liddle/upper-dass community, was re-
oned to have ah asthma rate of IJTO
mong 12- to 14-year-oIds.J Prevalence
inferences tend to be more consistent
ross racial groups. In both^US, national
:alth surveys, the National Health' and
utrition Examination Survey (NHANES)
nd the National Health Interview Survey
"fHIS). African-American children re-
orted higher rates of asthma than White
iildren.°

In this issue of the Journal, Cunning-
am and colleagues4 report the results of
school-based survey among 9- to 11-year-
ds in Philadelphia, Pa. Diagnosed active
uhma was more common among African-
jnerican children than among White
tildren. However, there was no racial
fference in the presence of persistent
heeze. Seventy-two percent of African-
/nerican children with wheezing had
;en given the diagnosis of asthma, as
jmpared with only 57% of White chil-
ren. Potential confounders, including

social position, did not "explain" these
differences.

From these data, it appear that, at
least in Philadelphia, a racial difference
costs in the acquisition of the diagnosis of
asthma, given that a child has persistent
whetr'ng. In the United States, race is a
surrogate for social position. Disparities
in social position play a large role in the
racial differences in many forms of morbid-
ity and mortality/ What is the potential
role of social position in this difference in
the diagnosis but not in the symptoms of
disease?

A number of studies have obtained
results similar to those of Cunningham et
aL* among children 6 months to 11 yean
old from the 1976-1980 NHANES. diag-
nosed asthma and wheezing were more
frequent among Blacks than among
Whites, but in the final logistic models,
wheezing was not associated with social
position although diagnosed asthma in-
creased with decreasing family income
and inner-dry residence.' In the Bronx,
among children younger than 18 years,
wheezing for those without the diagnosis
of asthma was not related to family
income.: Again, the frequency of the
diagnosis of asthma increased with de-
creasing family income. In East Boston.
Mass, among predominantly Italian-
American children 4 to 10 years old.
persistent wheezing did not relate to
density of persons per room.' In rural
Pennsylvania, by contrast, among children
5 to 14 years old, social position had no

influence on either wheezing or diag-
nosed asthma.10 Thus, in urban settings
and among the US population as a whole,
the prevalence of wheszing seems to be
independent of social position, but that of
diagnosed asthma is not.

An early national British snidy
yielded somewhat different results. The
1958 British Birth Cohort study found
that, among children aged 11 years,
wheezy bronchitis without the diagnosis
of asthma had no relation to social
position, but diagnosed asthma increased
with increasing social position." More
recent work in Great Britain found
that among 5- to 17-year-olds, diagnosed
asthma was not related to social posi-
tion.i: Similarly, in Montreal, Canada, a
school-based survey of 5- to 13-year-old
children found that social position was not
related to either wheezing or diagnosed
asthma.13

The absence of an excess of diag-
nosed asthma among the lower social
classes in Canada and Great Britain and
its presence in urban United States
possibly could be a reflection of differ-
ences in health care systems. St. Peter «
al.M evaluated access to care among
children less than 18 years of age. using
data from the 1988 Child Health Supple-
ment of the NHIS. Children receiving
Medicaid were less likely than children
living above the poverty line to identify a
physician's office as their site for routine

Editor's .Not*. See related article by Cunning-
ham et aL (p 1406) in this issue.
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Attachment- 5--

DDS WELLNESS INITIATIVE

Mission: To promote the health and well-being of all Californians with developmental
disabilities.

Track I: Weilneas Focua of the Department of Developmental Services:

Focus of responsibility:

• Policy direction

• Public Awareness
• Training and technical assistance
• Research and evaluation

. Current Activities and Projects:

(1) Managed Care Policy Development and Problem Resolution

This project is a collaborative effort with the Department of Health Services to ensure
that persons with developmental disabilities receive needed medical services within
managed care systems.

Time frame: Current year and on-going ""
Resources: Existing DDS staff resources /

(2) Task Fores on Mental Health Services for Persons with Developmental Disabilities

DDS, the Department of Mental Health (DMH), the Association of Regional Center
Agencies (ARCA), and the County Mental Heallh Directors Association (CMHDA) are
collaborating on guidelines for improving the provision of local mental health services to
regional center consumers.

Time Frame: Current year, to be completed June, 1997.
Resources: Existing operations resources.

(3) Developmental Center/ Regional Center Teiehealth Project"

This pilot project will utilize teiecommunications technology to allow regional centers to
access the uniquely experienced medical and clinical staff at developmental centers.
Time frame: FY 96-97: planning and start-up

FY 97-98: full implementation
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Resources: Current year DC and RC operations resources

(4) Quarterly "Wellness Letter*

DDS wiil publish a quarterly "Weilness Letter' to provide the best information available
on medical, dental and mental health issues. The letter will be distributed statewide to
consumers, families, providers and practitioners. The first edition will focus on dental
health and will be published in spring, 1997.

Time frame: Current year and on-going
Resources: Current year DDS operations

(5) DDS Web Page for Wellness and Assistive Technology

DDS will add new components to its existing Web Page to expand on the Wellness Letter
and to provide information on ways to obtain Assistive Technology (resources, funding,
eligibility, etc.).

Time frame: March 1,1997 and on-going
Resources: Current year DDS operations i

(6) £raansion of Psychology Internship Program

Three psychology internship programs have been developed with the graduate programs
of the University of the Pacific (1987), UCLA (1996) and the University of Judaism
(1997). Behavioral supports and services are provided by graduate students under the
supervision and guidance of developmental center staff to persons who are in jeopardy of
losing their community placement due to their challenging behavior.

Time frame: Current year and on-going
Resources:. Existing DC resources

(7) Conferences

The Department is sponsoring the following conferences:

National Developmental Disabilities Nursing Conference — March 3-5, 1997, San Diego,
CA. (In collaboration with Columbus Medical Services)

National Physicians' Conference on Developmental Disabilities Medicine — March 3-5,
1997, San Diego, CA. (In collaboration with Columbus Medical Services)

"Partners in Prevention V" - February, 1998
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Resource: DDS operations resources/federal Eariy intervention resources

(8) FY 96-97 trainings

The following trainings have been planned for consumers, family members, service
providers, regional and developmental center staff, and other professionals. The trainings
are delivered in multiple locations, with a combined attendance of over 3,000.

• Whole Person Assessment and Treatment — A two-day workshop about
appropriate diagnosis and treatment on mental health and medical needs of people
with developmental disabilities. Emphasis on transdisciplinary assessment,
interagency collaboration and specific interventions that produce positive
outcomes.

• Positive Behavioral Supports— A one-day overview of the process for supporting
change in individuals with challenging behaviors.

• Psychophannacologicai Medications: Safety Precautions for Persons with
Developmental Disabilities- A one-day workshop conducted by clinical experts
who have direct and extensive experience with people with developmental^
disabilities. Focus in on drug interactions, dosages, identifying over/under
medication, ere.

Time frame: Current year (FY 96-97) >

Resources: DDS operations resources

Track TIr WeHneas Focna of Regional Centers

Focus of responsibility: „

• Outreach to and liaison with local medical, dental and menial health communities.

• Monitoring of consumer health outcomes.
• Program and resource development
• Provider training and technical assistance.
• Resource information for consumers and families.
Current Activities and Project:

The Department issued a Request for Idea Statements from regional centers for wellness projects
to be funded during FY 96-97. 52 idea statements have been received from 16 regional centers ,
totalling approximately S3.2 million. The projects all address medical, dental or mental health
needs.
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The Department will continue to refine and expand these partnerships during FY 96-97
and FY 97-98. It is hoped that several partnership projects wiil secure grant funding during this
time period. (Initial contacts with charitable foundations have been encouraging.)

Summary

The DDS "Wellness Initiative" represents a planned, comprehensive and multi-
dimensional strategy designed to enlist the support of all segments of the developmental services
system in pursuit of a common goal: the health and well-being of ail Caiifomians with
developmental disabilities.

s

2/20/97:jj


