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INTRODUCTION

"Just listen to her. She is really telling it like
it is. Can you believe we are here?" (Comment overheard
at People's First Convention, Otter Rock, Oregon, 1974.)

This is a study of mild and borderline mentally
retarded adults living in Multnomah County, Oregon, who at
one time in their lives were patients at Fairview Training
School. As the above quote and the event (People's First -

a conference put together by and for mentally retarded
adults) indicates, we are at the beginnings of a new era
in dealing with mental retardation. The concept of
'normalization' is merging with the political necessity
of 'advocacy' to create a different role for the traditional-
ly silent and previously institutionalized retarded citizen,
along with new roles for the professional worker with the
retarded. As Gozali (1971) notes:
In the past few years, national concefn with the
plight of the minority groups and the poor in our
society has redirected the attention of some workers
to the quality of life that many adjusted, mentally
retarded persons lead in the community. 1}
Mentally retarded citizens have only receﬁtly begﬁﬁ to
speak out for themselves; even less frequent it seems, has

been any concerted listening on the part of the public or

the professional community which deals day to day with the



retarded citizen in the community. This study represents
some first steps toward 1istening to the retarded citizen's
new voice, toward a more humanistic appraisal of the life
styles of this group.

We have been concerned with the elusive concept of
dependent versus independent living in the day to day life
of this population, i.e., Educable Mentally Retarded (EMR)
adults. Since very little is known about this population
in our community, our effort can be considered an explora-
tory descriptive study of the life styles of mild/border-
line previously institutionalized adults.

Fedkdkkkdkk

In Oregon, as in the rest of the couhtry, there has
been a change in approach to the problem of mental retarda-
tion in recent years. Societal responses fo the retarded
have, until recently, focused on the differences between
them and the 'normal’ éopulation. This policy led to
special treatment and training in special settings. These
settings, whether labeled training school, asylum, hospital,
or the generalized term 'institution,' all have practiced
an admixture of custodial and rehabilitative functions,
addressing themselves to an extremely hetercgeneous popula-
tion, ranging from the profoundly mentally and physically
disabled to, until recently, borderline retarded individuals
with contingent emotional and psychiatric disabilities.

The significant thrust of change in the response to



mental retardation has been to 1.) reduce the size of the
institutionalized population by looking for community based
treatment facilities, 2.) focus on the potential for normal
behavior rather than the differences from normal. This new
general approach, known as 'normalization' is defined by
Wolfensberger (1972) as:

Utilization of means which are as culturally norma-

tive as possible in order to establish, and/or

maintain personal behaviors and characteristics

which are as culturally normative as possible.(z)

The .State of Oregon Comprehensive Developmental
Disabilities Plan (1972) reflects this principle of normali-
zation in stating as a primary goal: " (to) Train, educate
and habilitate the mentally retarded to a degree consistent

"with their capacities in order that they may achieve maximum
self—sufficiency.*(3)

A number of policy shifts have occurred in Oregon over
the past ten years. An assumption is that maximum self-
sufficiency can be attained by mild and borderline adults
more efficaciously in the community than in large institu-
tions. This results in more EMRs being mpved from the
institutions into the community now, and é probable trend
for more Trainable Mentally Retarded (TMR) in the near

future. This reflects the belief that TMRs can also achievé

maximum self-sufficiency through social integration rather

* It should be noted that this plan was developed in
order to be eligible for federal funding, and thus is a
reflection of national policy toward retardation.



than institutionalization. Institutionalization will be
the treatment of choice only for the‘profoundly retarded.
Although this population of mental retardates in the
community is increasing and will increase, there is, as
Tarjan et. al. (1973) note, ''practically no informatiﬁn

available concerning the adjustment of the retarded in the

community."(A)
While there hag been a considerable number of follow-
up studies of the mentally retarded in the community (e.g.,
Fairbanks - 1933; Baller - 1936, 1939; Jewell - 1941;
Muench - 1944; Abel - 1945; Charles -~ 1953; Dinger - 1961;
Kennedy - 1962; Miller - 1965), there seems to be little
consistency in the findings. As Katz (1968) points out,
the findings are, in fact, contradictory. For example, in
one review of the literature, Windle:
Came to the disappointing conclusion ﬁhat little
could be generalized from the extensive literature
on the subject . . . . On the other hand, after
reviewing many follow-up studies of the social and
occupational adjustment of mentally retarded persons
who had been in state institutions, Goldstein con-
cluded that a large majority of the retarded patients
released ha? Tade a generally successful community
adjustment. 5
Katz also reports a study by Miller which indicates that
former patients have a difficult time in the community.(6)
What all of these studies have in common, despite

their contradictory findings, is that they do not take into

account the point of view of the retarded person
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herself.* In a recent study, Henshel (1972) succinctly
summarized the situation by stating:
Examination of the literature on the EMR had re-
vealed that the majority of studies were conducted
from a single perspective, primarily from official
files and via the opinion of virtually everyone
but the individuals investigated. Parents and
psychologists, counselors and teachers, - all con-
gregated, in the literature, to explain the retard-
ate's problems, attitudes, and, more rarely, joys.
Few studies indeed had extended the subjects the
opportunity to discuss their life experiences from
their own point of view.
It was from precisely this point of view, i.e., to extend
to mentally retarded adults the opportunity to discuss
their life experiences, that we undertook this study.
Consultation with professionals in the community
who work with the retarded (Multnomah Association for
Retarded Citizens, Child Development and Rehabilitation
Center staff, Service Coordinator for Developmental Disabili-
ties, Fairview administration and field staff) indicated a
local need and interest in a study of adults living in the
community. The earlier referred to People's First Conven-
tion occurred as we were planning the design of this study
and lent further impetus to a study which would take into
account the perspective of the retardate himself. It was

as guests to this event that we first heard mentally

retarded adults express their own perceptions of their

- am - . a —— —

* Throughout this report, use of male and female pro-
nouns is interchangeable.



For the past several years there has been a steady
flow of retarded persons to the Multnomah County area - es-
timated at approximately 130 per year* - from Fairview
Tréining School and Hospital. Multnomah County, which is
the largest metropolitan area in the state, is recognized
as a major provider of service to the developméntally dis-
abled which include the mentally retarded. Figures from

the State of Oregon Developmental Disabilities Plan state

that approximately 3,000 mentally retarded individuals are
served in Multnomah County each year.(8) Because the nature
of service provision is on an individual basis, i.e., a
casework model, professionals in the comﬁunity‘have specific
knowledge of individual retarded citizehs and their func- |

tioning. However, a consistent professional concern was
with the lack of a more general population description,
especially for EMR adults.

Given our understanding of the kind of research that
had previously been conducted 6n EMR adults, and the needs
expressed by the professional community, we decided to
conduct a study which would have as its focus the day to
day life of the retardate as she experiences it. In this

study we therefore used the self-report**of the individual
interviewed as the primary source of data, in an attempt

to formulate a personalized view of her life.

* Personal communication from Area Service Coordinator.

Foke For a critique of some of the problems of self-report
as a source of data, see Selltiz et al (1959), p. 236-237.
We anticipated additional problems which are discussed more
fully in the design section of this paper.



Besides producing a purely descriptive study of the
populaticﬁ, we hoped to identify problems that people had
in the cormunity, in order to share this knowledge ﬁith the
appropriate professionals. We did not focus on the exist-
iﬁg gaps and lacks in the service network, but rather
attempted to assess the individual's preparation and indivi-
dual coping abilities in his environment, as it exists;.
i.e., her ability to use those resources that do exist.

We also were receptive to any needs and difficulties which
they experienced in their day to day life. Another practical
aspect of the research, which we had not anticipated at its
inception, became the task of unifying the various lists of
people reported to be in the community. This was done in
conjunction with the Service Coordinator and the Fairview
Field Workers.

Fekdedokkkk

As noted previously, there is a padcity of literature
dealing with the mentally retarded in the community from
the perspective which we attempted. However, two studies
were of particular importance to us, both.in terms of the
ideas for the design of our study, and in terms of the
particular stance, i.e., their value orientation, which was
especially influential to us.

Edgerton's classic study The Cloak of Competence (1967)

was the first attempt to enter into the culture and the

world of the mental retardate, and to attempt to experience
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that world throﬁgh his senses. Edgerton's background as an
anthropologist gives his study a uniquely intimate and in
depth view of 'life on the outs.'

The other study, to which we previously referred, is

Henshel's more recent study titled, The Forgotten Ones - A

Sociological Study of Anglo ‘and Chicano Retardates (1972).

On a much smaller scale, we adopted much of the design of
the Henshel study for use in this project. Our indebted-
ness to both of these studies is. considerable and their
influence in our thinking pervasive.

One clear éxample of this influence is in the areas
of concern on which we focused in our interviews. As

Edgerton stated:

Both the important commonality and the wvariability
in their lives can be understood by concentrating
on those dimensions of life that the expatients
themselves saw as being either critical to their
ability to exist 'on the outs' or as a foci upon
which their interests and energies centered. By
these criteria there were three central concerns:
1. How to make a living, 2. The proper management
of sex, marriage and reproduction, and 3. the ways
in which leisure can best be utilized.(

For our purposes we called these areas work, avocation and
interpersonal relations, also allowing for some overlapping
of these categories.

We were searching both for a description & la the
anthropological/sociological style of Edgerton and Henshel,
and for unmet needs of theleducably retarded in our community

as expressed by the retardate. As Katz (1968) states:



There has been little systematic study of the re- -
tarded adults expressed needs. The ideal way to
determine these needs would be to obtain the infor-
mation directly from the retarded adult himself,
and whenever possible this method should be used.
There are many limitations to such an approach.
Many retarded have poor comprehension or distorted
ideas of what their needs are, based on incorrect
knowledge or inadequate judgement. There are many
who cannot express themselves verbally and cannot
state what they need. In many instances, it is
the parents and guardians who express what they
believe the retarded adult needs, and this may
represent what the parent needs rather than what
the retarded person needs.

It was in this spirit that we undertook this study - to

hear what the mentally retarded adult experiences and

what he perceives as his needs.

Fededededdedod
We will conclude this section with some'definitions of the
major terms and concepts utilized in the study: namely,
mental retardation, independence/dependence, work, avocation,
and a differentiation of the respondents' living arrange-
ments.

This study.was conducted with people who had in their
lives been judged mentally retarded or mentally deficient,
and who had been placed for training in the Fairview
Hospital and Training Center. Thus, in our formulatiops
and design of this study, the question what is a mentally
retarded person wés a given the populatioﬁ already having
been diagnosed. We therefore accepted the clinical defini-
tion of mental retardation as our model. This point of view
is exemplified by the standards set by the American Asso-

ciation on Mental Deficiency (AAMD). Katz relies heavily
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on this model in his definition of mental retardation:

The AAMD has defined individuals subaverage general
intellectual functioning as performance which is
more than one standard deviation below the popula-
tion mean of his own age group. To characterize
the relative degree of severity of impairment in
general functioning, an individual may be classi-
fied in one of the five levels of subaverage
general intellectual functioning: borderline,
mild, moderate, severe, and profound - depending
on his intelligence test score expressed as an
I.Q. score....Table I presents the level of
measured intelligence for intelligence test scores
characterizing subaverage general intellectual
functioning.

Table I

Levels of Measured Intelligence*

Range in
Levels Description SD Units I1.Q. Range

Wechsler/ Stanford/

Bellevue Binet

I  Borderline ~-1.01 to -2.0 70 - 84 68 - 83

II Mild _ -2.01 to -3.0 55 - 69 52 - 67

I1I Moderate -3.01 to ~-4.0 40 - 54 36 - 51

IV = Severe -4.01 to -5.0 .- 20 - 35
\Y Profound below 5.0 below 20

*Adapted from Heber (1961) (11)

Tﬁe population which we sampled was all in the first
two categories, namely borderline and mild.

The second consideration in a clinical approach to
the question 'what is mental retardation?' is concerned
with impairment in adaptive behavior. Katz defines adapt-
ive behavior as 'a complex process invol%ing learning
abilities and social adjustment".(lz) He goes on to quote

from Heber as follows:
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Learning ability refers to the facility with which
knowledge is acquired as a function of experience
Social adjustment... at the adult level... is
assessed in terms of the degree to which the indi-.
~vidual is able to maintain himself independently
in the community and in gainful employment as well
as by his ability to meet and conform to other
- personal and social resgonsibilities and standards
set by the community.(13)

Thus, those people who are actively identified as
mentally retarded are judged so based both on intellec-
tual functioning (IQ) and adaptive behavior functioning,
although definition and measurement of this factor are
still being developed. Both of these determinants of the
label, 'mentally retarded', are strictly clinical, and in
our study we utilized these definitions.

However, it should be noted that there is a different
school of thought, the social system perspective, on the
phenomenon of mental retardation, especially as it would
apply to the more borderline and mild forms which do not
manifest organic, biological pathology. Mercer (1973),

a leading exponent of this viewpoint, states, "From a
social system perspective, 'mental retardate' is an
achieved social status and mental retardation is the role
associated with the status.'(14)

While it is beyond the scope of this study to en-
counter thesé definitional problems, it should be realized
that the phenomenon of mental retardation is not subject
to simple definition, epidemiology or etiology; and that,

indeed, a relativistic view is perhaps necessary to begin

to formulate relevant research questions. Mercer's



12
critique of the limitations of a purely clinical perspeective
is telling and poses important methodolegical questions to
the researcher. As she states:

The intellectual problem of mental retardation in
the community is, ultimately, a problem of classi-
fication and nomenclature. ~The perspective from -
which human behavior is viewed determlnes its
meaning.

For this study, in summary, mental retardation is
viewed in terms of a clinical perspective. 'Additionallj,
each individual had at one time in her life occupied a
formal status as a mentally retarded person at Fairview
\Hospltal |

Edgerton in his classic study stated

No effort was made to define independence precise-

ly - the working definition was simply a subject-

ive judgement of the extent to which the person

was 11v1n§ without the need for assistance from

others.
We attempted in this study to delineate with some precision
and reliability the relative independence/dependence of
. our sample. The conceptualization utilized by Bjaanes and
Bulter (1974) in their study of care facilities became the
basis for our observations and served as our definition as

well:

Independent-dependent: where independent was

defined as an activity in which the individual was
dependent on himself for cues, guldance and judge-
ment in the performance of the activity. Dependent
was defined as an activity in which the retarded
person was dependent upon another person for guidance,

%§;§ and judgement in the performance of the activity.
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The difficulties of making these judgements, even with the
guidelines outlined, will be discussed in the body of this
report.

Work is defined as the structured activity in a job’
setting, with payment for services, as usually understood;
and also for those activities which the retarded person
considers és~her work, irregardless of payment. This might
be a sheltered workshop or some other program which might
not Ee included in a normal understanding of work. Commun-
ity workers with the retarded stressed the importance of
including these other activities which the retarded person
considers her work or training.

Avocation is the sum of leisure time activities which
have a specific structure or form, i.e., going to dances,
going fishing, drawing, as opposed to sitting at home
watching televisioﬁ - which is certainly an activity but
not an avocation by our definition.

A group home is a living arrangemeﬂt wherein more than
one retarded person resides under the supervision of para-
professionais. This home may be independently operated or
under the auspices’of a social agency.

Family living is defined as a situation in which the
retarded person lives with his family of origin, and supef-
vision is provided by parenté. |

A foster home living situation is defined as one in

which the retarded person lives as a member of a family,

in the style of family living, but 'parental' supervision
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is provided by paraprofessional foster parents designated
and paid by an agency for the care they provide.

Independent living is defined as a situation in which

the individual lives alone, or with a spouse if married,

in an apartment or house, and does not recieve day to day
supervision from any outside source.
Jededededededek

This concludes our in troduction. The remainder of
this report consists of chapters on design and implementation,
report of the data, and coneclusions and implications. An
appendix is also included and contains the interview guides

and other pertinent material.
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DESIGN

Interview Guide

In order to describe the sample retardate population,
to examine the state of community functioning, and to gain
a sense of the dependent/independent functioning of the
retarded person, the areas of work, avocation and inter-
personal relations were explored.

The members of this project held a series of consul-
tation meetings with Portland area Fairview field workers,
social workers from the Multnomah Association for Retarded
Citizens, staff persons from the University of Oregon Child
Development and Rehabilitation Center, and other persons
who work directly with retarded persons. Following these
consultations, quéstions were constructed for each of the
three areas. These questions were subsedﬁently critiqued
for‘revisions.

In order to test the efficacy of the interview guide
and the introductory format, names were obtained of three
retarded adults who closely fit the criteria of the popula-
tion, but had never resided in Fairview. Each of the members
of the research team then selected one of the three areas
of the interview guide, and conducted a trial interview.

From this pretest, it was determined which questions seemed
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to work and which questions needed reworking. These trial
interviews also served to sensitize the interviewers to
some of the complications which might arisé in the inter-
view process. |

Not only developing the questions, but also deciding
how to present the questions seemed a crucial area for

consideration. It was decided to conduct three one-hour

interviews with each member of the sample. It was assumed

that in the process of conducting the interviews, a rela-
tionship would be formed with the interviewee. The first
interview session, therefore, would probably be most
productive if it was limited to questions focused on the
less personal areas of work and work related matters. By
the second interview, it was assumed that the interviewer
and the interviewee would have formed a relatively moré
familiar and trusting relationship. The questions concern-

ing avocational activities and personal interests seemed

- more likely to be received and openly responded to. It

was concluded that questions concerning personal relation-

ships and family would consequently be most easily discussed
in the third and final interview. Although it was concluded
that this sﬁructure would generally be the best presentation
format, it was decided to ultimately follow the interests

of‘the interviewee. For example, if she were sharing informa-
tion on personal relationships during thé second interview,
the interviewer would pick up on her verbalized and affect-

ive content, and include questions at the time which seemed
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most confortable and approrpiate for the individual res- |
pondent.

The questions for each of the areas of work, avoca-
tion and interpersonal relationships were intended to be
flexible, as was the timing of their presehtation. The
questions for each area were meant to serve as guidelines.
The researchers realized that for each respondent, these
questions would have to be adapted and also presented in
a language and style which the individual interviewer felt’
would most likely lead to a full and comfortable response.
The interviewer would utilize the information he was hear-
ing from the respondent to make fﬁrther inquiries more
specific to the individual's setting. As an example, if
the respondent mentioned the name of his supervisor and
the location of his employment, these specifics would
then be used in asking further questions about job related
situations. |

The follow;up questions which used specifics provided
by the interviewee were designed not only to allow the

interviewee to offer more situation specific replies and

.amplifications, but also to check for consistency of res-

ponse. By using several types of questioﬁs, all of which
aimed at specific sub-areas of inquiry, we hoped to deter-
mine the subject's consistency on how he described his
perceptions of feelings and"béhaviors; YWE Qould also know
how clearly he understood our questions. This procedure

served as a reliability test.
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Selltiz comments that any interview guide or research
technique which depends upon the self report of the res-
pondents will have biases and weaknesses. (18) In Henshel's
study, itbwés noted that the discrepancies in a retarded
adult's self reported perceptions and feelings would sure-
ly present a problem for researchers attempting to quantify
their data. However, as Henshel noted, these discrepencies
in the retardate's perceptions reflect that person's point
of view of the world, and his position in the world. In
other words, discrepency in the self reported information
must be acceptedkénd worked with, for it likely represents

the person's view of himself and the world around him, (19)

Interviewers

Interviewing was done by the three authors of this
study, two white males and one white female, all in their
late 20's.. Each interviewed both male and female subjects,
with subjects assigned to interviewers according to geo-
graphical proximity of their respective homes. Each inter-
viewer identified himself as a graduate sfudent at Portland
State University,‘bbnducting research for the purpose of
fulfilling requireﬁents for a Master's dégree in social

work.

Data Processing

Interview data was processed in two ways: tape-

recording of interviews and the use of a post interview
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checklist. At the onset of the first coﬁtact with a res-~
pondent, it was explained that in order to make it easief
to listen and to later tabulate data, taperecording of
the‘sessions was»dgsired. The confidentiality of these

tapes was explained thoroughly. All but two of the twelve

_ respondents consented to the recording of our meetings.

Immediately following each interview, the interviewer com-
pleted an interview guide checklist (see appendix). This
checklist was used to immgdiately record impressions and
perceptions of the categories of information which the

open-ended questions helped generate.

Pqpulation

The population under study was borderline and mildly

mentally retarded adults between the ages of 18 and 40,

. residing in Multnomah County, who had been previously

institutionalized at Fairview Hospital and Training Center,
and who had returned to the community between January 1,

1969 and December 31, 1974.%

Samgle

The population described above was estimated by

* It should be noted that there have been programs for
Educable Mentally Retarded in the community provided by the
school system for many years. It may be concluded that the

- population under study had additional problems in adaptive

and social functioning which led to their institutionaliza-

tion rather than integration through the community. Presently
the EMR's would not, except in extreme cases, be institution-
alized.
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Fairview and MARC professionals to number approximately 300.

Since it would have been impossible, within the scope of

this study, to interview the entire population, it was

decided to extract a simpie random sample of 30 individuals,
10 percent of the population.

fhe first step in sample preparation involved enumerat-
ing the population. This was begun by obtaining a printout,
from Fairview, of all persons released from the institution
between 1969-1974. The printout contained information as
to the birth date, AAMD level, date of admission to Fairview,
date of release to the community, and county to which each
individual was released. Not all of this information was
always present-for each individual, however. From this
master list, the names of all those persons who ﬁet the
criteria for the study were extracted. This cohort consis¢-
ed of 85 individuals. |

The researchers had been cautioned'by profeséionalS°
that there is a certain amount of mobilify among retarded
persons released from Fairview, and that;some persons
released to a county other than Multnoméh might have moved
to Multnomah County since release. In order to include
these people in the cohort, lists of all retarded persons
receiving follow-up services from Fairview field workers
in Multnomah County were obtained and examined for names
not already enumerated. Through this process, two addi-
tional members of the cohort were located. The entire

population consisted of 87 individuals, rather than the
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300 initially predicted. It was, therefore decided to
select a proportionately smaller random sample than the
originally proposed 30.

A simple random sample was drawn by the method of
numbering each individual in the population, putting cor-
respondingly numbered slips of paper in a bowl, and draw-
ing slips one at a time, replacing the slips before the
next draw. In this manner, a sample of 18 individuals was
drawn, as well as an alternate list of six additional
individuals who could be used to replace any member of the
sample who was not available for interviews.

The next step consisted of contacting the various
mental retardatioﬁ professionals in Multnomah County in
ordef to obtain current addresses for each member of the
sample and for each alternate. We were able to obtain
addresses for 14 members of the sample and for four of
the alternates. These 18 individuals comprise the cohort.
Actual place of residence or consent to be interviewed
could not be obtained from six members of the cohort.
Thus, the total sample consisted of 12 individuals, each

of whom was interviewed at least once.

Anticipated Problems

Based on the readings and consultations undertaken
prior to initiating the study, it was predicted that there

could be a number of difficulties in conducting a study of
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a mentally retarded adult population. It was anticipated

'that problems would fall into two broad categories: making

and maintaining contact with the individual; and obtaining
information and data from the individuals which would
honestly reflect their perceived experiences and feelings,
rather than responses which were offered to 'pass,' or
merely to please the interviewers.

The interviewers were aware of the sensitive issue
of being labeled 'mentally retarded.' It was imagiﬁed that
approaching individuals, explaining the purpose and reason
for being there as that of studying retarﬁed citizens would
create a distance and defensiveness which would deter the
likelihood of getting open, genuine responses. Since the
population had resided in Fairview within the last five
years, it was additionally supposed that the individuals
might be fearful and/or suspicious that they were being
checkeé up on to determine if he or she should be returned
to Fairview, despite any verbal reassurances which might be
made. Thus, if this were a fear held by individuals, they
might feel forced to consent tokinterviews in order to make
a positive impression on aArepresentative of the institu-
tion which for many years had controlled and influenced
their lives.

The researchers realized that there might be a diffi-
culty in coﬁveying.to the retardate that he had a free

choice to participate in the interviews. The need to convey
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the freedom of choice was important to create a plimate
for easy discussion and exchange of personal information,
as well as to insure the safeguarding of the individual
rights of each subject.

Not only was it imagined that theré would be doubts,
hesitations and possible defensiveness oﬁ the part of the
retarded citizen towards strangers entering their 'turf,’

but also it was anticipated that those surrounding and’

- working with retarded persons would feel defensive for and

protective of the retarded person. Edgerton calls those
living near and working with the retarded "benevolent
conspirators.”(zo) These are people like home providers,
group home parents, guardians, parents, énd caseworkers.
The researcher expected that these people might tend to
shelter and protect the retardate from inquiries and
interactions with strangers who wanted to explore their
lives. |

Once a successful entry and introduction to the re-
tarded person was made, it was expected that inquiries and
questions might be viewed as a test to bé ﬁassed or failed.
The retarded person who has been institutionalized and
subsequently released often has experienced a string of
situations which éonvey that he is different, inferior,
or unable to do things as norméls do them. The interview-
ers realized that their presence and their inquities might
help to create the anxiety that,.here again, was a situation

which would show the retardate to be incompetent. To create
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yet another experience which would expose the retarded

person's lack of performance was not desired. The
researchers realized the need to conduct the interviews

and conversations in a manner which would avoid forcing

the retardate to merely respond 'yes' or 'mo' to activities,

behaviors, feelings, or abilities.

Implementation

After obtaining the addresses of the sample popula-
tioh, it was discovered that many of the potential res-
pondents had moved. Often many hours of leg work and
multiple contacts were requifed before locating a current
residence. "Some of the addresses provided proved to be
inaccuraté,‘some did not even exist.

Another difficulty sometimes arose after the initial
interview with a respondent. When the researcher would
make arrangements for the second or third‘interview and
arrive to conduct it, the respondents sometimes were not
at home. This usually meant that severai attempts and
visits had to be made to arrange for the next interview.
Even though the voluntary nature of participation in the
study was thorougﬁly explained, and in fact, repeated
during each interview, there was often some difficulty
in obtaining a specific 'yes' or 'mo' to a request for
another interview. The interviewers often encountered,

upon arrival for an interview, a respondent who did not
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wish to do the formal interview, but did want a receptive
ear for listening, or relating variéus physical ailments
or current problems. At times this would lead into the
actual interview, Often it would not, and another timé
would have to be scheduled.

The difficulties encountéred with initial cortact,
entrance, and subseduent interviewing fell between the
reported experiences of the Henshel and Edgerton studies.
Edgerton reported no trouble locating and conducting
interviews with his retarded adult population.(21) Henshel
reported that her interviewers encountered immense problems
and prolonged delays in finding and completing the inter-
views. (22)

Another problem which was encountered and which has
implication for the analysis and results involved the
respondents' willingness to reply to somévof the question
area. As the interviews progressed from first to third,
some of the respondents chose not to commént on certain
questions. For some questions only six of 12 respondents
provided replies whiéh could appear as daﬁa. Thus, on some
tables in certain question areas the replies represent a

smaller portion of the sample population.



RESULTS

Due to the open-ended nature of much of the interviews,
a consideraﬁlé amount of material was generated on each
respondent. This section of the report, therefore, con-
sists of three sub-sections. A checklist of certain "hard
data" was utilized to make the analysis more manageable.
The first subsection is a reporting of the hard data which
was to be obtained for all respondents, and which was‘
gathered by collapsing the interviewee's answers into
categories condensed from the interview guide. The second
subsection reports data pertinent to dependent versus
independent.behavior and lifestyle. The third subsection
presents three composite vieﬁpoints of a dependent, a semi-
independent, and an independent retarded adult in the
community.

In each of these sketches, names have been changed
and a composite of behaviors assembled to protect the
privacy of all participants in this study. It should be
noted that each of these descriptions was written by a
different member of the research team, and thus varies
stylistically. This was a purposeful stfategy'for this
subsection of the data which, by its very nature, is
highly subjective. The authors Qished to maintain the

individual perspective each researcher had in reporting
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on his experience with the retarded person described.

Demographic Characteristics of the Cohort

Demographic characteristics of the cohort (age,
length of institutional stay, length of residence in the

community, and AAMD level) are presented in Table II.

TABLE II
CHARACTERISTICS OF THE COHORT

Male Female Total
N=7 N=11 N=18
Age- (range) 19-31 . 18-38 18-38
Age (mean) 24.9 26.3 25.7
Length of Institutional
Stay (range) 2.00-16.00 2.50-25.00 2.00-25.00
Length of Institutional
Stay (mean) 8.50 9,78 9.30
Length of Time in
Community (range) 1.50-5.25 .75-6.25 .75-6.,25
Length of Time in
Community (mean) 3.00 2.80 2.88
AAMD Level I (Borderline) =2 . N=1 =3
AAMD Level IT (Mild) N=4 " N=8 N=12
AAMD Level Undetermined N=1 st =3

Demographic Characteristics of the Sample

Demographic characteristics of the sample are pre-.

sented in Table III.
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TABLE III
CHARACTERISTICS OF THE SAMPLE

Male Female ‘ Total
N=5 N=7 N=12
-Age (range) 19-31 18-38 18-38
Age (mean) 24.0 26.7 25.6
Length of Institutional
Stay (range) 3.0-12.0 2.5-25.0 2.5-25.0
Length of Institutional
Stay (mean) 8.25 9.82 9.25
Length of Time in
Community (range) 1.50-5.25 .75-6.25 .75-6.25
Length of Time in
Community (mean) 3.19 3.18 3.18
AAMD Level I (Borderline) N=2 N=0 ‘N=2
AAMD Level II (Mild) N=2 N=6 N=8

AAMMD Level undetermined N=1 N=1 N=2

Means of age, length of institutional stay, length of
residence in the community, and distribution of AAMD levels
are similar for both the cohort and the sample, indicating
that those individuals suécessfully contacted and inter-
viewed are represehtative of the cohort.

The mean age of the sample was 25.6 years, with the
mean age of men 24.0 and the mean age of women 26.7. The
mean length of institutional stay was 9.25 years, with the
mean for men 8.25 years and that for the women 9.82 years.

There was a very broad range of institutional stay - from

mm e b e -
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2.5 years to 25.0 years - and it should be noted that the

25-year institutionalization of one woman has inflated the

- mean. Had she not been included in the sample, the mean

length of institutional stay for the sample would have
been 6.98 years rather than 9.25 years, and the mean for
women would have been 6.25 years (less than that for the

men). rather than 9.82 years (more than that for the men).

The mean length of time in the community was 3.18 years,

with the mean for men 3.19 years and for women 3.18 years.

It was not possible to determine the specific AAMD
level of two members of the sample; i.e., whether they
were Level I or Level II. Of the remaining ten members,
two were Level I and eight were Level II.

One person was black, all others were white. Four
individuals were married, eight were single. Six lived
in their own apartments, either alone or with a spouse;
three lived in group homes; one in a foster home; and two
with their families. Data pertaining to marital status

and living arrangements are presented in Table IV.

TABLE IV
LIVING ARRANGEMENTS OF THE SAMPLE

Married Single  Total

N=4 N=8 N=12
Apartment 3 3 6
Group Home 1 2 3
Foster Home 0 1 1
Family 0 2 2
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Work

Ten of 12 (83%) of the sample were employed at the
time of interview. Of the two who were unemployed, one
respondent had recently left a work setting, and the other

had never been employed as she was still in school. See

Table V;#
TABLE V
CURRENT EMPLOYMENT STATUS
Male Female Total
N=5 N=7 N=12
Currently Employed , 5 | 5 10
Currently Unemployed 0 1 1
Never.Been Employed 0 1 1

Four (40%) of the employed respondents had held their
current job for over two years, four (40%) had been employed
on the current job for six to 12 months, with the remaining
two (20%) having been employed from three to six months on

their current job. See Table VI.

* Although, because of the small N's involved, data are
not presented in the body of this report according to sex

of respondent, stratification by sex has been included in
several of the tables for the benefit of readers who may be
interested in this type of comparison.
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TABLE VI
LENGTH OF TIME ON CURRENT JOB

Male Female Total B
N=5 N=5. N=10
1-3 months - - : -
3-6 months 1 1 2
6-12 months 1 3 4
12-24 months - - -
over 24 months 3 1 4

When asked if they enjoyed their current job, nine
of the ten (907%) responded in the affirmative with only
one (10%) responding negatively.

Only one of the respondents had never held a work
position since release from Fairview Training Sechool.
Three of the 12 respoqdents (25%) had held one job. Five
respondents (41.6%) had held two jobs and two (16.6%) had
held six jobs. Thus, a total of 25 jobs had been held by
ail respondents. This yields a mean of 2.1 jobs per

respondent since release from Fairview.

Respondents were asked "How would you find a new job?"

Interviewers assessed responses in terms of independence vs.
dependence. Three of the 12 respondents (25%) would seek
a job independently; i.e., without relyiﬁg on the assist-
ance of another person. Three (25%) were assessed as
semi-independent; they would, on their 6ﬁﬁ initiative,
seek out a vocational counselor and request assistance in

finding a new job. Six persons (507%) were assessed as
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dependent because they would nof make efforts to find a new
job unless another person suggestéd an idea to them and
located the job for them. These figures are based on how
the respondents themselves reported they would attempt to

get a new job. See Table VII.

TABLE VII
HOW TO FIND A NEW JOB

Male Female Total
N=5 N=7 N=12
Independently 3 0 3
Semi-Independently 0 3 3
Dependently 2 4 6

Respondents were asked a number of questions regarding
behavior at their jobs. Responses of the one person who
had recently left her job are included so that N=11 for
this section of the data.

Respondents were asked about their lunch eating pat-
terns. Ten of the 11 (91%) ate lunch with others at their
place of employment. One person (9%) ate lunch alone.
This person would leave his place of employment and eat at
his apartment, which was located near his job.

When questioned about what they would do if they had
a problem with another worker, one respondent could not
imagine this occurring. Of the remaining ten respondents,

seven (70%) would talk with either the worker or the super-
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visor to solve the problem, while three persons (30%) would
not talk about the problem.

When asked, "If you got the flu and had to stay home

from work, what would you do about your job?," nine persons

(81.8%) stated that they would notify their employer them-
selves. This was assessed as independent functioning. One
person (9%) would rely on others to notify the employer -
semi-independent functioning. One person (9%) would take

no specific action - dependent functioning. See Table VIII.

TABLE VIII
RESPONSE TO ILLNESS ON JOB

Male Female Total

N=5 N=6 N=11
Independent 4 S 9
Semi-independent 0 1 1
Dependent 1 0 ' 1

The last question regarding the management of the
respondents' work-related life concerned how they handled
their paychecks or reimbursement for services. For this
question area, N=10. Five of the ten (50%) héndled their
paychecks independently; two persons (207%) handled their
checks semi-independently (with some assistance from other
persons), and three people (307) were totally dependent on

others to handle money for them. See Table IX.



34
TABLE IX
HANDLING OF PAYCHECK

Male Female Total

N=5 N=6 N=11
Independently - 3 2 5
Semi—independently 1 1 3
Dependently 1 2 2

Respondents were asked to rank order the foilowing
attributes of a worker: (a) works fést, (b) is on time for
work, (c) smiles on the job, (d) asks questions, and (e)
follows instructions. The one notable finding was that
ten of the 12 respondents (847%) considered punctuality to
be the most important attribute of a good worker. There
was no pattern of significance for the other attributes as

Table X indicates.

TABLE X
RANK ORDERING OF WORKER ATTRIBUTES

(N=12)
Attributes
Rank On time Smile Instruct. Quest. Work fast
1st 10 2 - 0 | 0 0
2nd 1 2 2 1 4
3rd 0 2 4 2 1
4th 0 1 1 4 4
5th 1 3 3 2 1
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Avocation

Ten members of the sample were interviewed regarding

. their social and leisure activities.

Three of the ten (30%) reported having hobbies.
Seven persons (70%) did not have any kind of hobby.

Six persons (60%) reported that they left .their homes
in the evening to seek entertainment, recreation, or asso-
ciation with other people. Four persons (40%) did not go
out in the evenings.

When asked about specific types of‘out-of-home
activities, three respondents (30%) reported going to
taverns or cafe-type places, three respondents (30%) re-
ported attending church services or church-related meetings
or activities, and one respondent (107%) réported being a
participating member in a formally-organized club. This
respondent was, however, planning to terminate his asso-
ciation with the club as he disliked the fact that all
members were mentally retarded.

In contrast to the above, seven persons (70%) stated
specificélly that they never went to taverns or cafes,
seven (70%) reportéd that they never attended church func-
tions, and nine (907) belonged to no formai clubs.

Respondents reported contact with their neighbors in
the following frequency: four persons (40%) indicated that
they spoke with neighbors at least twice wéekly while five

persons (507) reported speaking to neighbors only once a
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month. One respondent (10%) reported that she never saw or

sought verbal contact with her neighbors. See Table XI.

TABLE XI
CONTACT WITH NEIGHBORS

Male  Female Total

N=3 N=7 N=10
Never 0 1 1
Seldom 2 3 5
Often 0 0 0
1 3 4

Very often

In regard to actively seeking out further contact
with a newly-met person, three respondents (30%) indicated
that they would ask for an address or phone number or go
visit the person or specifically arrange another meeting.
Two respondents (207%) indicated that they would do nothing
to seek or assure another meeting. And five respondents
(50%) felt that they had never been confronted with this

type of situation and had no idea how they would handle it.

Interpersonal Relationships

When respondents were asked how often they saw their
families, all reported having at least some contact. One
person (10%) had contact less than once a month; three
persons (30%) had contact at least once a month; four per-

sons (40%) had contact at least once a week; and two persons
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(20%) lived with their families. See Table XII.

TABLE XII
FAMILY VISITATION

Male Female Total

- N=4 =6 N=10
Never 0 0 0
Less than once a month 0 1 1
Once a month 2 1 3
Once a week 1 3 4
Lives with family 1 1 2

Five out of nine reépondents (56%) said that they had
a special friend, while four of the nine (44%) did not have
a special friend.

Four members of the total sampie were married. Seven
of the remaining eight responded to questions about male-
female relationshipé. Of these, three persons (43%) report-
ed having a boyfriend or girlfriend, while four persons
(57%) did not have such a relationship. |

Seventy-one percent of the respondents wanted to get
married eventually, while 29 percent did not ever want to
marry.

Eight respondents were interviewed regarding their
desire to havg}children. Fifty percent did want to have
children, while 50 percent did not. The desire to have
children does not reflect the ability to have children;

some of those who reported a desire for children had been
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sterilized. Although respondents were not asked whether
they had been sterilized, six of the 12 sample members
(five women and one man) volunteered the information that
they had undergone this procedure. |

| Seven people discussed their knowledge of birth con-
trol. It was felt that three persons (437%) had a func-
tional knowledge of at least some reliable method of birth
control; i.e., could make use of a method if they chose to
do so. The remaining four persons (57%) had heard of birth
control but it was judged that their knowledge was not
adequate to enable them to reliably use ény method.

Six people were asked how they would respond to a
friend who thought that‘hevhad a venereal disease and
wondered what to do about it. Three of the respondents
(50%) knew that the ffieﬁd should see a doctor. Two per-

sons (337%) had heard of VD but did not know what the

Ifriend should do. And one person (17%) had never heard of VD.

Dependence/Independence

One of the goals of this study waé to assess the-
relative independence in functioning of méﬁbers of the
sample, in terms of a five-category scale'ranging from
Very Dependent to Very Independent. This assessment was
made in two ways. The first method involﬁed assigning,
on the basis of an overall subjective sense of the indivi-

dual's functioning, each individual to one of the five
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categories.*
. The second method involved assessing the individual's
responses to six particular questions which, it was felt,
specifically measuied indepéﬁdence of functioning, and -
assignihg a weighted value to the individﬁal’s answer.
The six questions were (a) how the person would find a new
job, (b) how he would handle illness in regard to employ-
men, (c¢) how he handled his money (if employed), (d) the
kind of social/avocational activities in which he parti-
cipated, (e) how he would follow up 6n a social contact,
and (f) a composite view of respondents' self-awareness
based on their knowledge of birth control and venereal
disease. Responses were assigned a score of 1.0 if they
appeared to represent dependent functioning, 2.0 if they
represented semi-independent functioning, and 3,0 if they
represented independent functioning. |

After the individual's responses to each of these
questions was scored, an average was obtained by dividing
the total score by the number of questions which had
been scored.

When the individuals' average scores were compared

with the original subjective assessment of overall func-

* As Henshel notes: 'We attempted to assess the
individuals as they would be assessed by 'normals,' by
anyone with whom they might come in contact. Cues which
the average person would probably use in making a similar
judgement were therefore utilized. Grant%gfghese assess-
‘ments were not charitable - nor is life." (23
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tioning (see Table XIII), it was found that there was

virtuaily complete correspondence between the two measures
of independent functioning. That is, individuals subject-
ivély assessed as Very Independent had higher average
scores than those assessed as Largely Independent; those
assessed as Largely Independent had higher average scores

than those assessed as Semi-Independent, etc.

TABLE XIII

ASSESSMENT OF DEPENDENT TO INDEPENDENT FUNCTIONING

111
I 11 Semi v v
Very Largely inde- Largely Very
. Dependent Deépendent pendant Indepéndent Independent
Number of
Individuals 1 1 3 3 4
Individual's 1.6 2.0 2.6
Scores - 1.0 1.75 1.8 2.2 g'g
2.1 2.5 3.0
Average ]
Score 1.0 1.75 1.9 2.2 2.8

When an average score was computed for each category,
based on the scores of all individuals assigned to that
category, it was found that there was a progression from
lower score to higher score which corresponded to the pro-
gression from Very Dependent to Very Independent. The Very
Dependent category had an average score of 1.0, the Largely
Dependent category had an average score of 1.7, the Semi-

Independent category had an average score of 2.2, and the

Very Independent categbry had an average score of 2.8.
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The one anomaly which appears in the table, a res-
pondent with a numerical score of 1.6 was assessed as
Semi-Independent whereas the respondent who was assessed
as Largely Dependent had a numerical score of 1.7, is the
result of the original subjective assignment of individuals
to categories. In this case the Semi-Independent respond-
ent was assessed as having an overall more independent
lifestyle than the Largely Dependent respondent.

Table XIV presents a comparison of the assessed
independence/dependence of fhe sample to the length of

institutional stay and to the length of community resi-

dence.
TABLE XIV
DURATION OF COMMUNITY AND INSTITUTIONAL
RESIDENCE RELATED TO INDEPENDENT
FUNCTIONING
I 11 III v ' v
Level on Very ' Largely Semi- Largely Very
Which Dependent Dependent Independent Independent Independent
Functioning N=1 N=1 N=3 N=3 N=4
Average
Length of
Time in 75 mos. 60 mos. 14 mos. 18 mos. 50 mos.
Community
Average
Length of
Time in 30 mos. 300 mos. 102 mos. 72 mos. 126 mos.
Institution

Data for the first two categories are not considered
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to be significant or representative because of the small
N's. Persons in the Semi-Independent category had been at
Fairview for an average of 102 months and in the coﬁmunity
an average of 14 months. Those in the Largely Independent
category had been at Fairview for an average of 72 months
and the community for an average of 18 months. Those in
the Very Independent category had been at Fairview for an
average of 126 months and in the community for an average
of 50 months. It should be noted that one of the Vefy

Independent respondents had been institutionalized in a

-neighboring state immediately prior to his admission at

Fairview; his total institutional life, rather than just
time at Fairview, was used to determine the category average.
There does not appear to be any definite relation-
ship between length of institutional stay and level of inde-
pendent functioning. There does, however, appear to be a
positive reiationship between length of community residence
and level of functioning; that is, fespondents who had
lived in -the community 1onger‘tended to be more independent
in their functioning.
Assessed independence/dependence was also compared

with the living arrangements of sample members .
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TABLE XV

ASSESSED INDEPENDENCE/DEPENDENCE COMPARED
TO LIVING SITUATION

I II 111 ‘ Iv v
Very Largely Semi~ Largely Very
Dependent Dependent Independent Independent Independent -
N=1 N=1 N=3 N=3 N=4
Independ-
ent —— — 1 1 4
Living '
Group ——— 1 1 1 —
Home :
Foster or
Family 1 e 1 1 —
Home '
Totals 1 1 3 3 4'

As Table XV illustrates, there was a rather even dis-
tribution of living arrangements between group homes or
.family/foster family situations for all but the most independ-
ent individuals. All four individuals designated as Very
Independent lived in an independent living arrangement, either
alone or with a spouse. It should be noted that the living
arrangement itself was not one of the criteria upon which

the assessment of independent functioning was based.

Three Retardates in the Community: A Composite View.

Mary Ann: A Dependent Respondent

Méry Ann is 18 years old, but could easily be mistaken for
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12 because she is petite and slender with delicate, child—
like features. A quick temper which frequently gets her
into fights at home and at school contrasts with her
demure appearance.

Mary Ann lives ﬁith rather elderly foster parents
who have cared for her since her release from Fairview
six years ago, and with a 15-year-old foster sister who
is also mentally retarded. Their home is located in a
lower middle-class suburban neighborhood of small ranch
houses.

She attends a tfaining center/school for retarded
children from which she will graduate this June.

Mary Ann is almost totally dependent on her en-
vironment for behavioral cues. Her foster mother wakes
her in the morning, tells her what to wear, and reminds
her to attend to personal grooming chores. Followiﬁg
breakfast, she is told wheh it is time to catch the
schoolbus, which picks her up in front of the house.

She attends school for approximately six hours dur-
ing the day, apparently following whatever routine the
teachers suggest without much comprehension of an overall
schedule. She was unable to describe a typical day at
school and had no particular likes or dislikes beyond
saying that lunch time is the only good part of the school

day. Mary Ann does not like going to school because, as

she explained, "there are a couple of retarded kids there."
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When Mary Ann comes home from school, she spends her
free.time watching TV or, occasionally, working jigsaw
puzzles. She could not think of any household chdfes
which she is expected to perform.

Mary Ann was interviewed a week before she was to
begin an "apprenticeship" training in a sheltered workshop
in conjunction with her school program. It is planned -
by her school counselors - that she will work there
regularly following completion of school. She know that
she wa; going to be spending time away from her school
and that she would have to ride a city bus to and from
the place she was going, but displayed né understanding
of what kind of place she would be going to, what she
would be doing there, or why this change in routine was
happening to her.” She seemed neither alarmed nor excited
about the change, just docile and accepting of the fact
‘that her counselor had told her she would be doing this.
She had no idea of how to use the city bus system
but seemed to assume that somehow she would get where
‘she had to go. |

Mary Ann's mother and sister visit her in the foster
home every week; she does not know how these visits are
~arranged nor how she would take the initiative to cancel

a visit or arrange for an extra one.

She occasionally attends dances for retarded citizens
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with a coupselor; again, she does not know what group
sponsors the dances or when or where they are held but
ﬁill go along to one if thebcounselor suggests it. She

refers to this counselor as a '"sister,"

understanding
that she isn't a real sister, unsure of what the relation-
ship actually is, but expressing the sentiment that this
woman is ''close as a real sister'" to her.

Mary Ann appears to be content with her lifestyle,
willing to depend on others to tell her what to do, and
when and how to do it. She displayed no resentment about

her lack of self-determination nor any initiative to

achieve increased control over her own life.

Roberta: A Semi-Independent Respondent

Morning comes to the rooming hotel, along with the
sounds of the early risers, In the small, clean but
cluttered room that is their home, George and Roberta Q.
are about to begin another day. Roberta is a retarded
person; her husband is normal. George is probably awake
already; he will allow Roberta to sleep a little longer,
then awaken her. For Roberta the day often begins with a
cue, a permission from her husband to get up, much like a
young child. The day continues as a mixture of dependent
and independent behavior.

The hotel where they live is in a run-down part of
town. The Q.'s are presently supported by welfare, al-

though until recently Roberta supplemented this with
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income from a job which she quit. Most of the other
roomers in the hotel are transients. The Q.'s ﬁave lived
‘here for approximately six months. Roberta is a friendly,
open woman with a garrolous teasing nature. Her husband
is older and treats her in a fatherly manner. Roberta
- takes the dog for a<morning walk and goes to the store to
buy some milk. The neighbors know her. If anyone should
"bother with" her, she has friends to look out for her.
Especially one A---, another older man who lives in the
same building.

Today is one of the days when George will let
Roberta cook, being careful that she doesn't use the
oven, but allowing her to fry up some chicken on a burner.
Roberta is grateful for the protection and support she
gets from her husband, including learning how to‘cook.
For her part, she is a conscientious cleaner and keeps
their small world, which is stuffed with pictures and
electrical appliances, mény of them in disrepair, orderly.

Roberta has no special hobbies, although she used to
dance before she was married, and also iikes to draw. She
is trying to learn how to write words and letters. Her
drawings are on the walls and door of the small room.

After an early afternoon dinner, Réberta will visit
with her foster family, something she does quite often.
She takes the bus herself to spend the day with this large

extended family. When she enters her foster mother's home,



all the nieces and nephews run up to her, wanting to play.

~She has a special talent with children her husband has

observed.

Roberta's foster mother has heard of an employer
who needs help and hires mentally retarded. persons.
Roberta is interested in the job and together they drive
to see the employer. Roberta herself goes into the inter-
view. The position involves sorting‘and pricing used
merchandise. Roberta and her foster mother return home,
excited about having a new job. She hopes that things
will work out better at this job than at a previous job
where her hot temper caused some problems with co-workers.
At this job she had some friends to keep her out of
trouble. She still maintains contact with one of these
friends by phone, but doesn't see hér.often.

After supper, Rﬁberta will play with her nieces and
nephews and other kin. Tonight she is babysitting for
one of her foster sisters, a job she enjoyé and does quite
often. The evening consists of watchiﬁg television and
playing with her relatives. She will get a ride back to
the downtown hotel later in the evening, happy and eéger
to be with her husband and perhaps a few acquaintances
and residents of the hotel before she retires for the day.

I have attempted to portray in this 'day in the life'
a semi-independent retarded adult as I observed her and

by her report. In many ways her life appears independent,
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i.e., she is married to a normal man, maintains a home,
has worked, rides busses, etc. Héwever she herself feels
she needs ''someone to help if I fall."

Roberta is happy to live her life outside of "Salem,"
the euphemism for the Fairview Training School. She hopes
to be married a long time.. She has a rich family life
through her foster family and extended relationships.

An interesting anecdote, while I was waiting for one
meeting with Roberta, I wandered into a local shop to
browse and keep warm. The store oﬁner, noticing my tape-
recorder, asked what I was doing. In very general terms,
I explained the nature of our research.. She then asked,
"You mean you are visiting the lady with the little dog."
I did not reply, explaining that I could not reveal the
identity of any interviewee. This incident served to
indicate more ¢learly that Roberta lives in a fairly
secure world where she is known to be 'different' yet
helped and given some amount of protection and support.
Roberta can do much.for herself, but also recognizes her
need for others. She seems to have little anxiety regarding

this need and the ensuing dependency relationships..

Fred: An Independent Respondent
Fred Franklin is an example of one of the more
independent members of the sample population we interviewed.
If you met Fred on the street, in a store, at a bus stop,
or walking in a park, and talked With'him (which would

probably happen because he would strike up a conversation
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with you), you woﬁld probably assume youlwere conversing -
'with a man who was well within the range of 'passing"
norméléy. Neatly and conservatively dressed,‘Fred would
comfortably chat with you about himself, you, or a topic
~of mutual interest. He might discuss his past, present,
or his hopes for the future. He would ask you questions
to}clarify or individualize the content of your conver-
sation.

Fred is 31, lives by himself in a studio apartment
which is one of several such units within an old house.
Fred works as a kitchen dishwasher in a large Portland
institution. He hés worked there regularly for more than
two years and earns $3.26 per hour. Fred's job is a
large source of pride and identity for him. He openly dis-
cusses both the skills he has and those he is learning,
as well as the mistakes and problems he has encountered.
Fred notes that he knows he must pay attention and ask
questions about the responsibilities at work he is not
clear on. He adds. that he must watch himself so he does
not talk so much that he cannot complete his duties.

Fred displays his awareness of and coping skills
with others when he discusses the special needs of his
boss; whom Fred describes as an especiaily nervous person
who cannot stand a lot of loud noises.

Fred independently administers his own finances.

With his paycheck he buys his own groceries, pays his
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bills, and purchases items which he uses in his spare
time. He explains that only by saving from each paycheck
can he afford to buy fishing gear, radios, tape recorders,
~éalcu1ator§, and other items he has or wants to have for
his own entertainment. Fred explains that he has found
certain stores which sell things more cheaply than others.
He also realizes that he has a phone bill which frequently
iﬁcludes long distance calls to his parents in another
part of the state.

During his non-working hours, Fred selectively
spends time alone at home working, éleaning, amusing
himself with several hobbies; and visiting places and
people in various parts of Portland. He devotes much
time to his fishing equipment and to planning fishing
outings which he takes on weékends or days off. Fred
uses the bus to get to places he decides to go. He has
developed a thorough knowledge of the bus system so that
he can get himself to all parts of town, as well as into
the country to fishing spots. The bus is also used to
transport himself south to the town where his parents
reside. |

Fred explains that he likes to visit his folks on
his free weekends "because they are getting older and
can @se my help around the house and garden and because
I enjay going fishing with them." Although Fred looks

forward to his visits with his folks, it is clear that
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'the choice and times for the visits are his to implement.

Fred openly discusses his family's history. He describes
in detail the times and places he and his family have |
lived, both together and separately. This awareness of
the past does not seem to be a preoccupation but rather

a concrete part of his conception of himself. Right along
with this is an open reference to his lengthy stay in the
Fairview Training School. Fred relates his perception of
his handicaps and limitations both past and present.
"Sometimes I get excited and get to talking too fast and
jﬁst run one thing into another, so will you stop me if
you hear me doing this?" "There are some things I have
some problems with, like understanding some written in-
structions, so I ask people to help me."

Fred is a '"self-cueing" person. ﬁe does not wait
for things to happen to him. Ihstead, he selects activities
to pursue and seeks interactions with people he knows.
Calling another person on the phone, going on the bus to
another part of town to a store, a movie, or a dance are
regular and self-planned activities. As mentioned earlier;'
Fred is awaré of his limitations. He explains that he
knows people both at work and around the neighborhood
whom he calls to ask for help when he needs to be taken

some place or if, for example, he needs assistance cashing

a check.



53

Even though Fred actively initiates most of his
social and personal activities, he also actiﬁely protects
himself from situations he considers unsafe. He explains
that he has turned down cdr rides from people he has
learned drive too fast. He comments that he does not
like to be out alone after dark because it is unsafe.

Fred divides his friends into two cafegories:
people he has known at Fairview or whom he has met in
Portland who had been in Fairview, and people he has met
at work who help him out or give him suggestions and who
he in return tries to Help through doing a favor or pay-’
ing for some gas or some treat. |

Fred has a girlfriend he calls up and who calls
him up. * They go to movies, wrestling matches, or to
dances. He met her in Fairview and says they waited 12
years before going with each other because he had other
girlfriends at Fairview. Fred says that someday he would

like to get married but agrees with his parents that he

.is not ready yet. "I still have some prbblems I need to

work out and I'll probably be ready to get married when
I'm 35." Fred speaks in practical terms about the changes
marriage would bring for him in terms of needing to have

a larger place to live and needing to pay twice as much
for living expenses. He also says he will wait because

of the things he hears about divorces, fights, abandonment,
and two-timing. He stresses that none of these things

does he want when he gets married.
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Fred's View.of what his marriage would be like is
one where his wife would not have to work too long her-
self. She would stay home, would care for their apart-
ment, and would cook ekcept when she was too tired.
Then Fred would cook and would also teach her some of
the things he has learned from his kitchen work. Fred
notes that he would like to adopt some kids since he
cannot have any “because I've been sterilized." Fred
openly appraises his chances to adopt kids and says
raising kids is a big responsibility. He acknowledges
the complications involved in adoption and says that it
might be difficult for him because he would have to prove
he was capable of handling children.

In my interviews with Fred, I was struck by his
openness and willingnéss to talk about many personal sub-
jects. Fred was eager to express his pride and competenc-

ies.and he was equally willing to state his needs, weak-

nesses, and areas of incomplete knowledge. This is best

reflected in our conversation concerning birth control
and venereal disease. Fred clearly and without embarras-
sment was able to imagine giving information and advice
to a friend, but even more significantly, volunteered to
direct his responses to his personal experiences. He
noted that throﬁgh films and talks with health department
officials he had learned about "intercourse, reproduction,

syphilis, and gonorrhea.'" His statements about contra-
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ception, intercourse, and the symptoms and ways to contact’
venereal disease were thorough and consistent. He also
explained that he had earlier in his stay in Portland been
reluctant to ask questions about VD or sex but had decided
that the only way to find 6ut was. to ask. An example
given was when he had talked with a landlady about a
sexual contact he had and was concérned about.

Fred Franklin is operating independently in the
Portland community. His daily routine is one in which
he initiates his own interactions with people and activities.
He gathers and processes new information:from his eiperienc-
es, compares these with his prior repertoire of experiences,
and chooses adaptations or additions to his routines,

behaviors .and attitudes.



CONCLUSIONS AND TMPLICATIONS

A wide range of empirical and subjective iﬁformation
on the sample population was accumulated and presented.
With a subjective general sense, the researchers assess
the sample population as ably living in, interacting with,
and functioning within the Portland community. This is
not to say there were no day-to-day problems in general
life functioning that were either reported by the res-
pondents or directly observed by the interviewers. How-
ever, no respondent reported or appeared to be incapable
or unwilling to live in the éommunity. In fact, all
respondents related behaviors that suggest they are
functioning within the community at personally pleasing
levels of behavior. No one reported or éppeared unable
to live.;p the community within the subjective standards
generally termed 'socially acceptable." Nor did any
respondent report or demonstréte a need for the supports
and structure which Fairview had once provided.

In terms of dependence-independence, the sample was
assessed as~varying from very dependent to very independent
in levels of personal and commuﬁity functioning. There is
a broad range of dependent to indépendent functioning
among the retarded population that has the label '"mild

to borderline.”" Although a wide range on this variable
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was reported, a noteworthy trend is‘observable. The res-
pondents assessed as largely, very, and semi-independent
are also the respondents who have livé& in the éommunity
the greatest length of time. No one assessed at these
relatively independent levels has resided in the com-
munity for less than three years. The length of stay
within the Fairview Training School does not appear to

coincide with the assessed levels of independence for the

. sample. The researchers conclude that independent func-

tioning is likely to be a function of time lived outside
of an institutional setting.

| Another conclusion concerﬁs the li§ing situation of
the respondents and how that relates to independent levels
of functioning. Those respondents who iived alone were
those assessed as very or highly independent. Those res-
pondents who lived in private family homés or group home
settings,. where a more 'closed" and structured interac-
tional environment existed, were the respondents who, on
the whole, were not as independent. This conclusion
coincides with that of the Bjaanes and Butler study where
the retarded citizens who lived in the minimally supporﬁive
environment of rooming houses were judged to have a better
social adjusfment to community life than(retarded persons
who lived in foster homes or other self contained commun-
ity settings.24 This finding has implications for the

kinds of "community care' settings where the mentally
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retarded adult is being placed in Oregon. If retarded
adults are being placed in group home settings, are pro-
fessionals, thereby, merely creéting the opportunity for
decentralized, "mini-institutions?" And are they thus
c:ééting alternativé institutionallenvironmenté which
are less likely to encourage and support the potential
for maximum self-sufficiency in an adult retarded popula-
tion?

No matter what the living sifuation or assessed
level of independent to dependeﬁt functioning, the sample
population spoke directly about or made reference indirect-
ly to an absence of social contact with normals. Repeat-
edly the interviewers heard or observed that there were
few opportunities-for socigl activities with non-mentally
retarded éitizens. Most of tﬁe sample population had
minimal personal contact with normals except in terms of
the formal and informal "benevolent conspiracy.'" The
sample had received some contact with normals who func-
tioned to help them out, or to aid them through specific
difficulties or crises. This network of aid and assistance
is undoubtedly wanted and necessary. In addition, the

respondents expressed a desire for social activities with

other people who are not retarded and who would not

further create, by association, the stigma of ''retarded."

At the People's First convention in the fall of 1974, the

researchers also heard retarded persons saying they had a
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'need to be considered-and treated as normal people first.

‘During the research interviews this request for purely

personal, non-stigmatizing interaction with other people

‘was again expressed. The rationale for supporting and

helping to create social and living environments where

retarded adultsAhave more control over their lives and

can work, live, and socialize with others of similar

abilities is based on the idea that retarded persons need
to be protected from additional failure experiences.

This is one viewpoint which certainly arouses empathy and
nuturance from the helping Eommunity. We report that the
retarded adult is clearly saying he would like thé chance.

to experience and relate to normal people in normal social

settings.

Qualifications

The above conclusions, and indeed the rgPort of the
data, as presented in the previous chapter of this study,
need to be qualified and considered in light of the small
size of the sample. This study was meant to be an explora-
tory study, due to constraints in time, manpower, and
money. This fact, coupled with the difficulty in securing
all of the intended interviews, limited the potential
actual sample interviewed. The effect of this small sam-

ple becomes more acute when dealing with the questions

and considerations of interpersonal relations. Compre~
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hensive interviews were completed wifh only six respondents,
as opposéd to an original sample pool of 12. Obviously,
further investigations should be conducted on a larger
scale. We did, however, ascertain that informatign can
be gathered on highly personal aspects of the lives of
ﬁentaliy refarded adults.

| Another question which can be raised is: was the
sample representative of the Educably Mentally Retarded
in Multnomah County, or only of that population which had
been in Fairview Training School and Hospital? Do per-
sons who have been diagnosed EMR, but who have not had
careers as residents of an institution, lead lives which
are significantly different, especiaily in terms of de-
pendence/independence,'than our small sample lead? This
raises the questién of whether a previously institution-
alized population has perhaps different needs (especially
emotionally) than a population which has.not been in- |
stitutionalized. This study does not attempt any com-
parisons; thus the data should be considered representative
only of the ex-institutionalized population.

Another qualification which has been previously
noted concerns the use of self-reported data. The re-
searchers were consistently faced with ambiguities aﬁd
conflicting reports when attempting to ésséss temporal
sequencing of events in the lives of the sample respond-

ents. Weeks, months, and years as abstractions were not
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as clearly conéeptualized and understood for many of our
respondents as for a normal population. It is possibly
neceséary to do more verification, where possible, with
secoﬁda%y sources when dealing with temporal issues
with this population than the researchers undertook.

A last qualification is highly subjective, but

deserves mention. It is extremely easy to become another

.one of the 'benevolent conspirators' when one enters into

the world of the mentally ietarded adult. The possibility
of interviewer bias, especially in unconsciously shaping
the response of the interviewee to a particular quesﬁion,
seems to be a real facter in this type of study. The
design did not adequately control for the intrusion of
this possible biés; however, this could be done in future
studies without difficuity. Certainly, one must allow

that differences in interviewer style:and skill affected

" the data generated. These inherent differences and

possibie biases should be considered when examipimg the

data.

Implications for Further Research

Several implications for future research arise from
this descriptive study of a mentally retarded population.
As the researqhers attempted to assess tﬁe level of func-
tioning of the sample, they were aware of the lack of.

validation of the criteria utilized and hence the sub-
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jective nature of the judgements they made. There is'need,
through further research, to validate the criteria for
independent functioning (or develop new ones) and from
this to devise an objective means of assessing the level
of functioning of an individual in the community.

Once valid and reliable assessment means are avail-
able, they should be utilized to study the factors which
promote independent fuﬁctioning. Such a study would
have implications for the design of education/training/
service delivery programs which would facilitate the
independent funcﬁioning of mentally retarded adults.

One possible avenue of such exploration revealed by this
study is the apparent relationship between length of com-
munity residence and functioning level. Are there as-
pects of community residence that promote independent
functioning?

The researchers conclude that there was great
value in letting the retarded spéak for themselves about
their lives and would encourage future researchers to
continue employing this approach. Not only does this
type of design follow the principle of normalization;
it also is the only reliable method of ascertaining
what the retarded perceive themselves to be, to have, and
to need. Thus this design avoids the trap of attributing
one's own desires to another group when developing pro-

grams.
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This study revealed one particular area in which
this'type of research should 5e undertaken - a social and
recreational needs assessment. The people interviewed
had very limited social/recreational outlets, despite the
existence of several specific social programs for the
retarded in Portland. Apparently the programs that exist
do not adequately meet needs. A needs assessment from
the point of view of retarded individuals themsélves
would indicate the manner in which existing programs
could be modified or supplemented in order to be more

effective in serving the population.
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INTERVIEW GUIDE CHECKLIST

Number of jobs held __ Working now? __ (yes) ___ (no)

Number of months working current job _(1-3). ____(3-6)
___(6-12) (over 12)

| ____(over 2

Like current job? = (yes) _ (no)

How find new job? __ (indep.) ' (semi-indep.) _(depend.)

Eat lunch alone? ___ (yes) __ (no)

Flu question - (indep.) __(semi—indép.) ____(depend.)

Problem with other worker - (yes/talk) __  (no/not talk)

How handle péycheck? ____(indep.) ______(semi-indep.) ___(depend.)

Have hobbies?  (yes) ___ -(no)

Go out in evening? ______(yes) __ (no)

Tavern? _ (yes) ___ (no)

Church? _ (yes) _ ___ (no)

Clubs? __ (yes) ____ (no)

Neighbors? __ (mever) __ (seldom) ___ (monthly) j_(weekly)

Friend in park? _;_(yes) ___ (no) '

See family?. __(never) (seldom) _ (monthly) _ (weekly)
__(lives with family) |

Have special friend? _ (yes) __ (mno)

Have boyfriend/girlfriend? ___ (yes) _ (mo) _ (married)
Want to have children? __ (yes) __ (no)

Knowledge of birth control? __ (none) __ (some) _ (functional)

Knowledge of VD? _ (none) _ (some) __ (functional)
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INTERVIEW GUIDE

. How did you get your first Job?.

How many jobs have you had since you have been in
Portland?

What were they?

How long did you have your last job?

Why did you leave your last job?

When you first came to Portland, what type of job did
you wish to find?

. Where do you work now?

. How long have you worked there?

. How did you find this job?

. What do you do at work?

. Do you like what you do?

. What do you like best about your job?
. What don't you like about your job?

(if you don't like) Have you thought about getting a
new job?

. How would you find a new job?

. What kind of new job would you like?
. Wheredid you learn to do your job?

. How do you get to work?

. Where do you eat lunch?

. Do you eat lunch by yourself?

(if eats with a friend) Do you see this person after
work?

. If you got the flu and had to stay home from work, what

would you do about your job?

. If you had a problem with another worker, what would

you do?

. Who would you talk to about this problem with another

worker?
If your boss was in a bad mood, what would you do?
If you don't understand directions (give example ac-
cording to person's job), what would you do?

. When do you get paid?

. Do you get a check?

. What do you do with your check once you get it?
. Do many other people work where you do?

. Do you know their names?

If you could have any job in the world.

. The one thing I wish my boss would do is.
. The hardest thing about my job is.
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35.
. The best thing about my job is. . .

37.

76
When I first started to work, the hardest thing was...

What things do you think make a good worker (rank)
" a) working fast

b) on time

c) smiling

d) asking questions

e) following instructions

38. What do you think is important when you go to apply
for a job? . oL
39. What do you think is important in getting a job?
Avocation
1. After work, what chores do you have do to?
2. What do you do in the evening after the chores are done?
3. What do you do if it's raining?
4. Do you have any hobbies?
5. When did you start doing that?
6. Who got you interested in- that?
7. What else do you do for fun?
8. How often do you go out in the evening?
9. Is there a tavern in your neighborhood that you like?
What is it called?
10. What do you do while you are there?
11. Is there a church in your neighborhood that you like?
12. How often do you go there? :
13. What do you do while you are there?
14. Are there other places in this neighborhood that you like?
15. Do you belong to any clubs? When did you join it? How
s did you first find out about it?
16. What did you do last night after supper?
17. What did you do last weekend? With whom? °
18. How do you usually find out about places to go after
work or on weekends? '
19. If you had two weeks off from work, what would you like
to do? - ‘
20. Have you ever done that before?
21. If you met someone at work or at a park and liked them,
29 would you see that person again? How would you do that?

. Do you ever get a chance to talk with your neighbors? Do

you like them?

Personal Relationships

1. How often do you see your family? How often would you

like to see them?

2. When you see your family, where do you usually get

together?



. What does "a friend" mean to you?

Do you have a special friend?

What kinds of things do you do together?
HOW‘then do you see each other?

How old is your friend?

. How did you meet your friend?
. Do you have a boyfriend/girlfriend? What's his/her name?:
. How long have you known him/her?

. What do you like to do together? What did you do the

last time you were together?

. What do you like best about your boyfriend/girlfriend?
. Is there anything you'd like to change about him/her?
. How do you get a boyfr1end/g1rlfr1end° 4

. What do you ook for 1n a boyfrlend/glrlfrlend9

. Why do people think it's good to have a boyfriend/

girlfriend?

. Do you think you are a good boyfriend/girlfriend?

. Would you like to get married someday?

. When do you think you might get married?

. How does a person find someone to marry?

. How would your life be different if you were married?
. What would your perfect husband/wife be like?

. Some people who are married have children and some do

not. If you get married, do .you want to have
children? -

If you don't want to have children (or not right away),
how do you keep from having a baby? ' (to follow up)
What do you mean? Where do you get that?

If you had a friend who had VD and he/she asked you
what he/she should do about it, what would you tell
him? (to be followed up dependlng upon answer).
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