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ABSTRACT

This 1s a report of a descriptive study in which
a random sample of fifty out of four hundred returned
questionnaires from parents with a mentally retarded
child were analyzed. The focl of analysls were: (1)
parental attitudes toward the child; (2) the changes
experlienced by the famlily as affected by birth order
and sex of the mentally retarded child; (3) how the
diagnosis was accomplished; and (4) how in their opin-
ilon serv;ces during this dlagnostic period could be
improved.

) The data revealed that: (1) protectiveness toward
the child is the predominant parental response; (2)
negative changes are probably twice as high with an
only child who 1s retarded; (3) male retardates are
somewhat more disruptive than are female; (4) diagnosis
must be lndividuallized; however, generallzatlions which
can be made include: wunderstandable language,

patlence, empathy, and above all honesty.
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INTRODUCTION

Every parent who has had a retarded child must at
some point in time face the disappointment and sorrow
that accompanies the discovery or the final confirma-
tion of hls susplcions. Whether the news comes at
birth or 1s delayed until the early school years, the
experience is extremely palinful for the parents, and
an exacting task for the person who must do the tell-
ing.

In 1968 a descriptive study was undertaken to
obtain parental perceptions and opinlons regarding the
manner 1in which they were first told of their child's
mental retardation, the effects of this upon their
attlitudes toward the child, the changes experienced by
the famlly, and finally how they were told and what
they liked most and least about the teller. The pur-
pose was to use this data in the curriculum for traln-
ing medilcal students 1n counseling parents. Such
information could also be useful to social workérs,
psychologlists, specilal educafors, or any professional
who will be, or may be working with the families of

retardéd children.



CHAPTER I
METHOD OF INQUIRY

An elght page questionnaire was constructed by
professionals at the Crippled Children's Division of
the University of Oregon Medical School. This was then
tested on a small group‘of parents for additions and/or
suggestions. It was decided to use some open-ended
questions as well as those of an objective nature.
Although the open-ended questions were seen as enabling
a more exact account of the parents' attitudes, the
objective form was necessary for later coding, managlng
and evaluating the data. Each of the open-ended ques-
tions was, however, duplicated as to general content by

an obJectlve question.

Procedure for Obtalning the Data

The original populatlon was chosen from parents
who belonged to the Multnomah County Assoclation of
Retarded Children. Questlonnaires were sent‘to all one
hundred members. From thls population there was a
50 per cent return. Followling thls the questionnaire
form was changed slightly so as to include more demo-
graphlc information. Eleven hundred questionnaires

were then sent to Fairview, the Oregon State Institu-

H
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tion for the Mentally Retarded. The return from this
mailout was approximately 40 per cent.

For the analysis, a random sample of fifty com-
pleted questionnalires was chosen from those returned by

the parents with children at Fairview.

Coding and Tabulation of Data

A coding sheet was devised and the coded informa-
tion for each respondent was then punched on IBM cards.
Due to the numerous cholces for some questions as well
as the open-ended questions, not all answers could be
coded, so some answers were tallied directly from the

questionnaires.

Problems of the Study

An institutlionalized sample elimlnated most or all
of the retardates classifled as educable, and consisted
malnly of the trainable and severely retarded.

The use of a questlonnaire method of 1nquiry in
i1tself poses problems for the researchers. Wolfens-
berger (1967) has stated:

There are a number of difficultlies with
questionnaire and Interview approaches

to parental feelings. On a structured
questlonnalre, the parent may tend to
answer only that which 1s asked and other
feelings he may be aware of may thus not
be recorded. With less structured inter-
view materials, problems in classifying
or lnterpreting responses 1increase . . . .



With both technlques one must remember
that confllcts are likely to be and have
been so strong, needs so urgent and
repression so likely, that any verbal
statement of parents regarding past and
“present findings cannot easily and for-
ever be accepted at the manifest level.

(p. 334)

Several other considerations need also be born in
mind: (1) ©No independent information was avallable as
to what the informing professional actually sald or
did, (2) the 40 per cent who elected to answer this
questionnalre may have had some prejudicial reasons for
responding, (3) there was no information about the 60
per cent who chose not to answer, and (4) quite apart
from prejudlicial motives, the ability and willingness
of the parents in the sample to answer a long question-
nalre about such a painful event sets them apart--one
simply cannot assume them to be representative of
parents of the retarded in general. Finally it must be
noted that the data for thls study was gathered 1in
1968; that five years have elapsed betweén the research

and 1ts evaluation.



CHAPTER II

DESCRIPTION OF THE STUDY IN DETAIL

The Respondents

The questlonnalires were fllled out by twenty-eight
mothers (56 per cent), five fathers (10 per cent), anﬁy
in sixteen cases by both (32 per cent). One didn't
answer this question.

The age of the parents lay in the middle range,
and in most instances both parents had completed high
school. The range of education of the parents extended
from less than grade elght to the completlon of grad-
uate school.

Fathers' occupations were well distributed: 18
per cent professional and technical, 10 per éent pro-
prietors and managers, 4 per cent sales or clerical, 24
per cent skilled workers, 6 per cent unskilied, and 4
per cent were retired. Slxty-elght per cent of the
mothers were homemakers.

Most famllies were 1n the middle income bracket:
48 per cent earned between $5,000 and $10,000 a year,
and the resident locatlon for these famllles ranged

from a rural setting (16 per cent) to a city above
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100,000 (26 per cent). Demographic information in more

detail 1is shown 1n figures in the Appendix.

The Mentally Retarded Child (MRC)

The sample contalns thirty-five boys and fifteen
girls who were born, for the most part, during the
1040's and 1990's. Fifty per cent were dlagnosed as
mongololid, 44 per éent as a premature birth, and 6 per
cent were hydrocephallic. These dlagnoses were made in
84 per cent of the cases under one year of age. Ninety-
two per cent of these chlldren were 1nltially or even-

tually institutlonalized.

Memory of Reaction

There were nine posslible responses to the question
which asked for a description of the parents' memory
of their reaction upon first being told of thelr
child's retardation (see Questionnaire, item 12).
Although there were not any formalized efforts to
establish construct validity for these reactions, it
was declided that two of the cholces could be seen as
indicating reactions of "relief," one of '"sadness," one
of "guilt," two of "shock," two of "denial," and one of
"ahger." It 1s unfortunate that these emotions were

not more evenly represented.
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The two most often checked responses (both with
42 per cent) fell under the categories of relief ("I
now knew that what I had suspicioned was true," "I was
glad that someone finally told me"), and sadness, ("I
Just felt sad and miserable"). Followlng reactions
were: gullt (22 per cent), shock (20 per cent), denial
(6 per cent), and anger (2 per cent). Answers to this
question could be checked singly or in any combination.
Table I 1llustrates thls breakdown as well as the tdtal
percentage checked 1in each category. Forty-six per
cent of the sample checked only one answer, 32 per cent
checked two responses, 8 per cent checked three cate-

gorlies, and 14 per cent did not answer,



TABLE I
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The range of feellngs reported is noteworthy--
there appears to be no one reaction that a professional
could consistently count on. There 1s also wide agfee-
ment 1n the literature that the reactions to diagnosis
are highly individualistic. (Begab, 1956; Cohen, 1962;
Schild, 1964; Wolfensberger, 1967)

The intenslty of response and the mani-

festation of reaction vary widely within

and between people depending on a varlety

of dynamic factors: 1Individual person-

ality, nature of the marital relation--

ship, parental aspirations, feelings about

deviancy, parental roles, soclo-economlc

statuses, etc. (Schild, 1971, p. 434)
Describing thils variety of response, Schild notes that
prominently mentioned reactions are gullt, ambivalence,
disappointment, frustratlion, anger, shame, and sorrow.

Most often mentioned 1n the literature 1s the
feeling of gullt, usually due to the fact that the
parents do not feel for thelr child as they belleve
they should. (Grebler, 1952; Hastings, 1948; Hersh,
1961; Zwerling, 1954) Wolfensberger (1967) however,
conslders possible benefits of parental gullt for the
child via additional or stronger motivation to provide
extra attention. ~He points out that little research
has been done 1n the area of gullt. Recent writers

seem to be more cautlous about automatlcally assuming

the universality of this reaction and have begun to
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stress other reactions. (Wolfensberger, p. 332) Pat-
terson, a parent, thinks that "regret" might be a
better term, particularly for the display of occasional
negative behavior toward a retarded child. (Patterson,
1956) Only 22 per cent of these respondents indicated
feeling guilty and one parent sald,

« « « « A word about guilt feelings--

we once had a psychologist at our school

who categorically stated that all parents

of retarded children have gullt feelings.

This 18 nonsense! I don't feel gullty,

and in 14 years of meeting parents with

retarded children I have never met any

parents who felt gullty. Psycholcgists

and soclal workers who hammer on this

point are inclined to make us feel

gullty because we don't feel guilty.
Whether gullt was expressed or suppressed by the parents
in thlis sample 1s academic--elght of the eleven who
checked thls response also remembered feellng sad and
miserable.

Written comments from the parents indicate that
emotions at this time were intense. One mother said,
"The heartache was unbearable . . ." This study indi-
cates that sorrow was one of the strongest reactions.
It 1s well documented that though some emotions abate
with time, not infrequently the grief, sorrow and
mourning can be chronic or prolonged. (Beddie and

Osmond, 1955; Cohen, 1962; Farber, 1960; Goodman, 1964;

Olshansky, 1962; Owens, 1964; Roos, 1963; Solnit and
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Stark, 1961; Thurston, 1960; Tisza, 1962) Beddle and
Osmond 1liken the institutionalization of a retarded
child to the death of that child, yet a death without
proper rites. Thus mourning may be prolonged or
delayed. Olshansky's proposal 1s that these parents
suffer from a pervasive reaction he terms chronic sor-
row, particﬁlarly when the child is severely impaired.
He suggests that the parent finds it culturally unac-
ceptable to express this pervasive grief and therefore
attempts to deny his sorrow.

This tendency 1is often reinforced by

the professional helper's habit of

viewing chronic sorrow as a neurotlc

manifestation rather than as a natural

and understandable response to a tragic

fact. (p. 192)

Kanner (1953) conslders the parents! prior emo-
tional adjustment an Important variable when consider-
Ing parental reactlons:

Thelr own llfe experlences which have
helped to shape thelr personalitiles,

have contributed to the manner in which
they adjust to the pleasant and unpleasant
realities 1In general and to the presence
of a handlcapped child in particular.
(Kanner, p. 232)

It can be noted, In summary, that these parents
indicated a wide varlety of reactions. Among these,
the feelings of relief and sadness were predomlnant.

These findings contrast somewhat from the literature
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which rarely mentions positive feelinés and stresses
gullt reactlons. Professionals working with parents at
thlis time should recognize the possibllity of rellef
reactlons along with feelings of griéf and sorrow, and
attempt to prepare parents for potentially reoccurring

or sustalined sadness.

The Advice Glven

Parents indicated from a.choice of slx possibili-
ties what advice was glven to them by professionals
(see Questionnaire, item 9). Fifty-four per cent of
the sample checked "Place child in an institution,"

20 per cent were not advised at ail ("none"); 12 per
cent were told to "Go home and think about it"; 10 per
cent checked. "Keep the child through early childhood
and then place in an institution'; 8 per cent 1indicated
"Other," without further clarification; 6 per cent were
advised to send their child to a special school; and 2
per cent were encouraged to "Keep the child indefi-
nitely." This data 1s consistent with the fact that

92 per cent of these chlildren eventually ended upAin an
institution. Sixty-four per cent of the advice glven
implicated Iinstitutionalization. It must be kept 1n
mind that this advice was gilven in the 1940's and

1950'8 and was, therefore, Influenced by the theorles
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of the times. It was more commonly felt, then, that
retarded chlldren almost invariably belonged in an
Institution where they could receive expert help, be
among thelr own kind, and not be damaging to the devel-
opment of thelr normal siblings nor to the personal
fulfillment of thelr parents. Today it 1s more widely
recognized that this 1is not the simple issue that it
was once thought to be and, while institutionalization
1s of value and/or necessary in some instances, the
routine

. « practice of institutionalizing

all or even most retarded children

would frequently ignore both the wel-

fare of the chlild and the realities

of family relations. Such a practice

would, 1n addition, be economically

unfeasible. (Robinson and Robinson,

1965, p. 524)
However, as Wolfensberger warns, "pro-institutional"
vliews are now rarely seen In print, but traditlonal

thinking has by no means died out. (Wolfensberger,
1967, p. 369)

To Whom Parents Turned For Help and Support

First knowledge of retardation represents a severe
adjustment for parents in their expectations, hopes and
plans for thelr child. The next section of this study
addressed itself to the question of where parents find

help and support.
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Parents could make any number of checks (see Ques-
tionnaire, item 15), but for purposes of tabulation
these were clustered into seven categorles. Table II
shows this breakdown. It was discovered that 62 per
cent of the sample used a combinatlion of sources, while

38 per cent used only one.
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The most used source of support was the physlcian
(56 per cent in combination, 12 per cent only, totaling
68 per cent). This could reflect the time lapse in the
study as current increase 1in avallabllity of services
in the area of mental retardation appears to lessen
support on physicilans. Related professions such as a
soclal worker, psychologist, public health nurse, etc.,
followed with a total of 58 per éent, (48 per cent in
combination, 10 per cent only). Fifty-four per cent of
these parents first turned to an institution or agency
(46 per cent in combination, 8 per cent only). God and
religion proved to be an important source of help for
52 per cent of the respondents (46 per cent in combina-
tion, 6 per cent only), and 20 per cent found books
important although they were always used supplementary
to other supports. Only 8 per cent turned to friends
and relatives, and two parents (4 pér cent) checked
"No one."

The data was also viewed from the perspective of
"external" versus "internal sources of support.
Regarded as "external" were sources which involved
other people or organizations of a professional nature,
while "internal" was seen as anything distinctly per-
sonal or solitary. Ninety per cent of the respondents

used external sources; 30 per cent of these used thils
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type of help only. Ten per cent relied excluslively on
internal sources for help, and thls combined with the
60 per cent who used both types of support, showed that
a majority (70 per cent) found internal types of help
important. The fact that 52 per cent of these parents
turned to religlious sources of help supports the many
writers in the fleld who attest to the value and/or
need of religion for parents faced wlith this crisis.
(Boyd, 1951; Dybwad, 1964; Holt, 1958; Murray, 1959;
Roos, 1963; Zwerling, 1954) Of the twenty-six parents
who checked either "God" or "minister, priest, or
rabbl," fifteen, or 58 per cent of them, indicated, in
a later question, that they were '"closer together" as
a family. This compares to 38 per cent who indicated
this answer in the total sample. None of these twenty-
six respondents reported marital difficulties.

With regard to books, Wolfensberger points out
that guided reading is one of the "least-exploited
options in parent counselling." (p. 363) Other
writers as well have supported the 1dea that parents
need, and can get from written material well grounded
factual informatlon about retardation and how others
have experlenced and coped constructively with this
crisis. (Bhatla, 1962; Schucman, 1963) Wolfensberger

ends a very thorough discussion of what 1s sultable and
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avallable by strongly suggesting "that much more care
and emphasis be placed on parental self-education via
reading." (Wolfensberger, 1967, p. 363)

In general, then, 1t can be seen that although
parents turn to the most obvious medical and profes-
slonal sources of support at this crucial fime, many
also make use of thelr connections with a church or
minister. Professionals working with these parents
might well make use of thelr less obvliously related
colleagues, and encourage the use of pertinent>read1ng.

Attitudes of Parents Toward
MRC After Belng Told

A scale was de?eloped_to measure the following
attitudinal clusters: (1) overprotection-take control,
(2) indulgence-feel sorry, (3) demanding-punitive, and
(4) neglect-rejection. To obtailn construct validity
for this scale, a team consisting of a psychlatrist, a
soclal worker, and two psychologlists were asked to sub-
mit questionnaire items desligned to reveal the atti-
tudes listed above. The team submitted thirty-two
ltems to several graduate classes who declded which
elght items would be used for the questionnaire.‘ It
should be cautioned that these are indicators of attil-
tudes, not actions. There was no way of confirming

whether or not parents behaved iIn a manner conslstent

with thelr stated attitudes.
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The respondent was asked to check the two state-
ments which came closest to describing his attitude
(see Questionnalre, item 21). The instructions were
not always followed. Some checked none, others more
than two, and some only one.

As 1t can be seen 1In Table III, the strongest
fésponse was to the attitude of "need more protection"
(27.06 per cent). This attitude 1is the most widely
discuséed parental response 1n the lliterature--one that
until recently was seen almost entirely as harmful and
indicative of underlying rejection. Waterman (1948)
points out that sometimes overprotectiveness 1s a means
of achleving satlsfaction from the chlld. He describes
a "martyr syndrome" in which the parents maintain some
feeling of self-worth through extreme devotion to the
needs of the retarded child. Roos (1963) softened this
point of view by seelng 1t in terms of amblvalence, and
Wolfensberger (1967) views 1t as almost a necessity,
due to the prolonged dependency demands. '"High pro-
tectliveness may thus be an adaptlve and desirable
dynamlc 1n the parent, especlally the mother, rather
than a pathogenic one." (p. 345) There 1s, however,
still disagreement 1n thils area.

For mothers who answered the questlionnaire alone

(56 per cent of the sample), '"make most of his deci-
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sions for him" and "felt sorry for him" came next,
both with 15.9 per cent, followed by "feeling useless"
and "take time to teach in order to prove to others he
could learn," both with 13.5 per cent. These last two
attitudes, according to the frame of reference
described above, respectively imply a rejecting and
demanding attitude. However, there was not one inci-
dent when a.mother checked both of these responses.

Fathers alone (10 per cent‘of the sample) indicated
two prevalent and equal attitudes, "more protective"
and "more firm discipline," both with 18.5 per cent.
This contrasts wlth the mothers! responses in which
discipline came next to last. Posslbly thils reflects
the cultural tradlition of mother 1n a nurturing role
whilé father malntalns a disciplinary role.

Questlionnalres which were fllled out by both
parents (16 per cent) follow the pattern of responses
made by thé mothers alone falrly closely.

In summary, 1t can be noted that the most predoml-
nant parental attltude was protectiveness. The next
two most important attitudes were ''make decisions for
him," considered to be part of overprotectiveness, and

'

"felt sorry," which 1is consistent with previously

reported parental reactions. There seemed to be lower,
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but equal, inclinations to feel like withdrawing ("felt

useless") and to be demanding ("teach").

TABLE IIT

ATTITUDE OF PARENTS TOWARD MRC
AFTER BEING TOLD
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—
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More i
Protective (P)

Make

Decisions  (P)
" Felt

Sorry (8)

Felt

Useless (R)

Took Time

Teaching (D)

Make 1t up

to Him (s)

Firm
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~Effect of Sex on Parental
Attitudes Toward the MRC

The dominant reaction of parents of the thirty-
five male retardates was '"make decisions" for the child
(19.3 per cent), followed by "more protective" (15.7
per cent), "felt sorry" and "useless" (both 14.5 per
cent), and "firm dilscipline" (11 per cent).

The responses glven by the parents of the fifteen
female retardates had "more protective' as the first in
importance (23.3 per cent) which was a good deal
stronger than for males. Next was "felt sorry" (16.6
per cent), and third, all equal in occurrence, were four
attitudes: '"make 1t up to her," "take time to teach,"

"make decisions,"

and "useless," (all at 13.3 per cent).
The parents of girls put discipline very low (3.3 per
cent), and the rejecting’attitude of "find new
interests" was low for both boys and girls (3.7 per
cent).

In general, then, 1t can be sald that for this
sample, the parents seemed to feel substantially more
protective of a girl. They also avold attitudes which
imply discipline for a girl. If the child was a boy
there seemed to be a greater tendency toward use of

discipline and take control: 1i.e., "make declisions for

him."
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Effect of Birth Order on Parental
Attitudes Toward the MRC

It was reasoned that the parentél attitudes which
have been discussed might vary_predictably with the
birth order of the retardate, and that such information
could prove helpful to professionals in dealing with
parents.

The data showed that feeling protective was low
for the first child (15.6 per cent) in comparison to
the mean résponse (21.6 per cent). It rose, however,
1f the retardate was second or third in the family
(24.0 per cent and 24.9 per cent). Conversely, "make
decisions”" for the child decreased with more children,
(first--18.7 per cent, second--16.0 per cent, third or
more--10.7 per cent). These results are puzzling since
this particular response ('"make decision for him") had
been postulated as part of the overprotective cluster.
Indeed for the sample as a whole thé two do tend to
increase together. However, 1In contrast to the total
sample, when one focuses on birth order, the attitude
cluster of protectiveness-take control (make decisions)
seems to divlide--1t increases for protectliveness, and
decreases for control. It could be that with other
older siblings present, responslbility 1s less concen-

trated, or there may simply be too many decislions and

tasks and too little time.
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Feeling sorry and feeling indulgent both rise
markedly when the retardate 1s placed third or more 15
the family. For fhe first and second born 12.4 per
cent and 10.0 per cent respectively checked "felt
sorry," but 24.9 per cent of the parents checked this
response 1f the child was born third or later in the
family. Similarly, the desire to "make 1t up to him"
substantlially lncreased as the retardate was preceded
by more normal siblings (first-born--9.3 per cent,
second--8.0 per cent, third or more--17.5 per cent).

It 1s Interesting to note that both these attitudes
decreased slightly when the retardate was second born,
and then rose markedly 1f the child was placed third

or more in the famlly. It 1s difficult from thls study
to make any hypothesls regardihg this finding, but it
can be sald that since both these responses were in the
Indulgent-sorry cluster, the likellhood of these attl-
tudes increases conslderably when the retardate has two
or more older siblings.

Lastly, the more demanding-punitive attitude indi-
cated by checking "I wanted to spend extra time teach-
ing him in order to prove to others that he could
learn' was comparatively higher for the first-born
(18.4 per cent). It was 12 per cent for the second

born, and zero for a chlild placed third or later. It
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seems that parents tended to be more demanding--to have
a greater deslre to change the condition of their child
1f he occupled a more significant position in the
family. "Entirely different parental dynamics are
operant during the first creatlion of a child than in
later ones." (Wolfensberger, 1967, p. 346) When the
retardate had older siblings, 1t could be that many
parental expectatlons, hopes and meanlings had already
been satisfled.

In summary, these results indicate when the
retardate was the first chilld, the parent was 1inclined
toward a high degree of 1nvolvement. The strongest
emphasis was on making decisions for the chlld and tak-
ing time to teach him. These attitudes became more
insignificant and 1n some cases disappeared 1f the
retardate was third or more in the family, and were
: replaced by the attitudés of feeling more protective
and sorry for the child.



CHAPTER III
CHANGES IN THE FAMILY

To indicate changes which occurred to the family
following the knowledge of retardation, parents could
check any of twelve items (see Questionnaire, 1item 20).
As 1llustrated in Table IV, four of these were viewed
as positive, and eight as hegative. It can be seen
that the strongest positive responses were "closer
together," (38 per cent), and "better and stronger per-
sons,"”" (36 per cent), while the most often occurring
negative responses involved marital difficultles
(28 per cent), decreased social 1life (30 per cent),
increased cost (30 per cent), and even more often,

"fearful of more children," (36 per cent).



TABLE IV
CHANGES IN THE FAMILY

Percentage of Responses
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Almost half (48 per cent) of the parents in this
study checked both positive and negative changes; 26
per cent indlcated only negative changes; 12 per cent
reported only positive changes, and 14 per éent did
not answer the question. Though it might be reasonable
to assume that most commonly a family would experience
both positive and negative effects, the results of this
study 1n all likelihood reflect a cognitive dissonance
resolution process in which a softening of effects takes
place over time. Sixty per cent of the parents in this
study reported positive changes of some sort, and this
is similar to Kramm's (1963) findings in his study of
families with a mongoloid child. He found that after
an initial negative reaction (the first six to ten
years) 7O per cent of the parents in his study saw
their retarded child as having been good and/or
strengthening for them.

On the other hand, 1t can also be polnted out that
although 26 per cent of the parents in this study indi-
cated only negatlive effects, several of these same
negative results are common to parenthood in general,
and there 1s no way of knowlng how these parents would

have adjusted to a normal child.
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Changes in the Famlly With
Regard to Sex of the MRC

Male retardates were shown to have a somewhat
greater impact on changes in the family than females,
both positive and negative, as can be seen in Table V.,
It also can be noted that in general more positive
than negative.changes were reported, though negative

results did appear more pronounced for a male child.

TABLE V

MEAN PERCENTAGE QF ALL POSSIBLE
POSITIVE AND NEGATIVE CHANGES

0 108 20% '30% 4o% :

. N
BOYS N = 32 34.3%
_ 26.5%
GIRLS N = 13 1 2h.9%
16.5%
om . s NN 29.6%
21.5%

. Poslitive Negative

Table VI shows these reactions 1n more detall, and
it 1s interesting to see that although parentskof
either boys or girls scored almost equélly on "marital
‘difficulties," parents of girls checked "closer to-

gether" U46.1 per cent of the time, and zero on "wall
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between us," in comparison to parents of boys who
scored 40.1 per cent and 25.0 per cent respectively.
This would seem to conform to Farber's (1959-1960)
findings that boys tend to be mbre disruptive of mari-
tal integration than do girls. Farber stated, however,
that this difference was not evident if the child was
Institutionalized. The present data does not indicate
how long the children had been kept at home prior to
Institutionalization.



TABLE VI

THE EFFECT OF THE MRC's SEX ON
FAMILY INTEGRATION
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Cultural expectétions could be influential here.
It 1s more commonly acceptable for females to achleve
less and be dependent, while males are expected to
carry on famlly traditions and be the breadwinner.
Begab (1963) theorized that, at least in lower class
families, retardation may notlbe as tolerable among
boys as among girls where Eoys are seen as future pro-
viders.,

It can be said, however, that in general these
families had more adjustments to deal with 1if thelir
child was a boy.

Changes in the Famlly with Regard
to Birth Order of the MRC

Percentages for the following results 1llustrated
in Table VII, as well as those reported in Table VI,
were arrived at by comparing the number of actual
responses glven to the total number of possible respon-
ses, elther positive or negative, for any given group-
ing, 1.e., males, females, flrst-born, etc.

Table VII illustrates that the order of the
retafdate only seems to be significant if the child was
an only child. For an only child, negative changes
were reported almost twice as often as positive ones
(27.5 per cent to 15 per cent). In all other instances

‘the reported negative changes remained remarkably con-
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stant, though positlive changes seem to rise slightly
as there are more normal siblings.

Surprisingly little has been said,
and virtually nothing done, regarding
mental retardation in the first-born
or only chlld as compared with families
where the retardate 1s younger or has

younﬁgr siblings. (Wolfensberger, 1967,
p. 3 :

Kramm's study (1963) did find discontent highest in
families whose first-born was retarded. It could be,
however, that in the present study the time lapse
-between the event and 1ts report could have erased the
differences that may have exlisted.

For the famlily with an only chlld who 1is retarded
this data would indicate that the plcture 1s bleak
indeed.. This 1s most probably due to the almost com-
plete frustration of many meanings or expectancles
derived from parenthood. Some of these listed by
Ryckman and Henderson (1965) are: (1) the chlld as a
physical and psthological extension of self; (2) as
vicarious satisfaction; (3) as a measure of 1lmmortality;
(4) as a personalized love object; and (5) as enhance-
ment of self-worth.

Birth order, therefore, seemed to be an 1lmportant
variable only 1f the child was an only chlld. Negétive

changes 1n thils case were predominant. This might



33

point to the encouragement of families with retardates
as the first-born to have more children barring genetic

limitations.

TABLE VII

PERCENTAGE OF POSITIVE AND NEGATIVE CHANGES
ACCORDING TO THE BIRTH ORDER OF THE MRC

0 10% 20% 30% 40%
ONLY N = 5 15.0%
I 27.5%
FIRST N = 8 34.3%
I 25,08
27.3%

THIRD '

OR N = 16 39.0%
MORE I 05,74

. Positive Negative



CHAPTER IV

HOW PARENTS WERE TOLD -- HOW THEY
WOULD LIKE TO BE TOLD

Who Told Parents

Item 6 of the Questlionnaire asked parents: '"Who
first told you that your child was retarded?" As would
be expected, a physiclan told most of the parents (74
per cent), followed by 8 per cent who checked "other,"
6 per cent by a psychologist, 4 per cent by a soclal
worker, 2 per cent by a teacher, and 6 per ceﬁt did not

answer.

Characteristics of the Teller

Sixteen characteristics of a teller were llsted in
Questionnalire items 16 and 17, and parents were asked
to first check what was typlcal of thelr experience
and then check what they would like most and least
about a teller. Table VIII 1llustrates what parents
reportéd as having been typical, and of those who ex-
perienced each characteristic, what percentage of them
liked or disliked that characteristic. Table IX
deplcts these same characterlstics from a theoretical
" viewpolnt of preferences, and shows the flve most and

least desired characterilistics.
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It 1is clear that of all the characteristics
desired, "Gives information objectively and factually,"
with 82 per cent, was favored. This was experienced by
54 per cent of the sample and of these, all liked 1it,
none disliked 1it. One parent commented:

Would prefer to tell the exact truth
to parents so they could make future
plans for their chlild. Avoid vague
statements which would builld up false
hopes and maybe delay what treatment
could be glven.

Second in preference with 62 per cent of the sam-
ple was "Appear comfortable talking to us." This was
experienced by 32 per cent of the parents, and of
these, 26 per cent liked it and none disliked it. One
parent who obviously had not experlenced this wrote:

The doctor that was golng to tell us
was having such a difficult time find-
Ing words that, 1n sympathy for him,

I told him that he was trying to find
the words to tell us that our child
was retarded.

Third of the most desired characteristics, with 58
per cent, was "Gives specific advice." Thirty-two per
cent of the parents experilenced this, and of these, 28
per cent liked it and 6 per cent disliked it.

"Appears to understand our problems" rated fourth
in importance--44 per cent checked wanting this, and 38

per cent lndlcated this as actually having happened.
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Of these, 20 per cent liked 1t, and 4 per cent did not.
Parehts seemed to prefer this to "Expressed sympathy,"
though they were rated quite closely. It is possible
that parents themselves distinguish between "under-

!

standing," and "sympathy'"--a somewhat loaded word.

One parent clarified: "I feel compassion and pity
should be kept separate. If the doctor '"feels sorry"
for the parents; they too will likely indulge 1ln self-
pity . . ."

Two characteristics rated equally for the fifth
most desired characteristic. Forty per cent checked
both "Takes a lot of time" and "Impresses us with the
seriousness of the situation." Twenty-six per cent and
28 per cent respectively experienced the two, and 16
per cent in both cases reported liking these whille none
checked dislike. The former finding is supported by
item 14 of the Questionnaire in which 84 per cent of
the respondents indicated a desire for more than one
appointment. The necessity for more than one contact
concerning dlagnosis has been strongly emphasized»in
much of the literature. Waskowitz (1959) stressed the
fact that parents need time to absorb the meaning‘and
extent of their problem. Hersh wrote: "In our exper-

lence 'one-shot' evaluations are of little value."

(Hersh, 1961, p. 61) And Llewellyn (1962) stated that
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the accompllshment of parental acceptance 1s not ever
possible in one interview, or even a few. Parents,
like children, must go through a developmental process.
Finally Caldwell, Manley and Séelye (1961) found in
thelr study that a higher number of clinlc contacts was
assoclated with higher degrees of parental satisfac-
tion. One parent in the present study summed up:

The true facts. NO generalities. A return
visit or several after the 1initial shock
has worn off to ask questions and receive
factual answers; places to turn to for
advice and information. Also personal
counseling in the home would be most help-
ful. '

In general, it should be observed that the tellers
here reported, for the most part, performed a difficult
task quite well. Only two items show obvious discrep-
ancies: "Left decision up to us" was experienced quite
frequently, and thls was not among the most desired
characteristics, and "Took a lot of time" was not as
frequently experienced though 1t was among the most
desired.

Turning now to the negative, the following are the
five characteristics that parents liked least: (1)
"Seems busy and in a hurry" (84 per cent), (2) "Uses a
lot of big words" (78 per cent), (3) "Talks 'down' to

parents (76 per cent), (4) "Appears unconcerned about

our feelings" (70 per cent), and with less than a
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majority (5) "Does most of the talking" (40 per cent).
These results compare favorably to the parents!
reported experience in that these five characteristics
were rated among the lowest (see Table IX). Most tell-
ers were evlidently senslitive and aware enough to avold
most of the undesirable methods.

It was clear, however, from the wriltten comments,
>that in some 1instances the tellers were far too abrupt,
even callous:

The doctor was completely indifferent,

in a hurry, and offered no understand-

Ing or advice for the future. He told

me that he (the child) was a mongoloid

and that he would only be a vegetable.
And another:

It was late at night--that 1s, about

10:30 p.m., when he came to my hospital

room and said: "Your child is a mongolian

idiot." He then turned away and left the

room immediately.

The preceding data substantlates what has been
well documented in the literature (Ehlers, 1962; Koch,
Grallker, Sands, et.al, 1959; Mandelbaum and Wheeler,
1960; McIntire and Kiekhaefer, 1963; Rheingold, 1945)--

that the way 1in which parents are told 1s as lmportant

as what they are told.

Parents in thls study gave a clear mandate to pro-
fessionals to try to give this difficult information

obJectively and factually; to try to appear comfortable
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talking about these’matters; to offer some specific
advice and understand thelr problems, and be willing to
take time to "work through" these things. They want
professionals to avold being busy and in a hurry; using
blg, hard to understand words; talking down to them or
not giving them a chance to talk, and belng unconcerned

or unsympathetlc.



TABLE VIII

WHAT WAS TYPICAL OF THE TELLER
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TABLE VIII-~Continued
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TABLE IX

WHAT WAS DESIRED OF THE TELLER
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The Advice Wanted--What Would
Be Most Helpful

In 1tem 22 of the Questlonnalre parents were asked
to assume that they had the responsibility for inform-
Ing someone of thelr child's retardation, and what they
felt would be helpful to them 1in that first interview.
Six choices were avallable. In order of preference,
the responses were: 46 per cent--"Sympathy and under-
standing'; 40 per cent--"Advice regarding school or
training facilities 1in the community"; 36 per cent--
"General description of the child's condition without
specific advice"; 30 per cent--"Advice regarding manag-
ing (training) the child at home"; 28 per cent--"Advice
regarding placing the child outside of the home." '~ No
one checked, "Reassurance that it will probably be all
right." These findings seem consistent with previous
ones which stressed understanding and information.

| In the open-ended questions, parents elaborated:
"Know what you're talking about--don't give half-facts,
allusions, etc."; "Tell parents what to expect from
thelr child"; "Do not give advice, only information
(especially doctors!)"; "Take time with family and take
time for future calls"; "Direct parents immedlately to
other parents who have weathered this crisis"; "Develop
some guidelines for telling relatives, friends, etc.

Help parents know what to say and how to say it."
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Concerning this idea Sheimo (1959) polnts out that
pressures created by the attitudes from other children,
nelghbors and famlly toward the defective child and his
parents can so exacerbate existing inner turmoil and
dissatisfaction that there are times when to concen-
trate attention on the retarded child rather than on
the parental conflict 1s "attempting to deal with the
least relevant factor in the total situation." (p. 47)
In addition: "Give compassion, knowledge, and direc-
tion"; '"Memorize Simon Olshansky's article on !Chronic
Sorrow! . . . and use 1t" (from an informed parent!);
and finally, "Tell it like it 1s, giving time for
parents to absorb. Sympathy and understanding, and
then help parents plan what should be done."

As can be seen, the parents had a great varlety of
suggestlions, Thils varlety polints out the need for con-
siderable individualizatlon on the part of the profes-
sionals (Chamberlain, 1963; Kelman, 1953; Mahoney,
1958; Sheimo, 1951; Waskowitz, 1959; Zwerling, 1954.

It 1s also important to keep 1n mind that one cannot
talk to a Ph.D. as if he were a high school student.
Parents present a wilde range of capacl-
ties for accepting and understanding the
doctor!s discussion . . . no single form-

ulation of content can hope to serve so
varied a population. (Zwerling, 1954)
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Outslde of careful and even arduous listening, the
professional should perhaps conslder the simple process
of asklng parents at this tilme what would be most help-
ful to them.



CHAPTER V

CONCLUSIONS

Some effects of having a retarded child upon a

family and the manner in which parents experienced pro-

fessional involvement have been discussed in detaill.

The maln areas of conslderatlion for counselors in the

fileld are these:

Effects on the Family

ll

Desired

The initlal reactions tend to be relief at
finally knowlng, as well as sadness and
mlsery.

Religion appears to be an integrating source
of support.

The general parental reactlon tends to be pro-
tective. Counselors could help parents use
this natural feellng constructilvely.

More negative effects appear to be experlenced

N

1f the retardate is a male or an only child.

of the Professional

1’

2.

3.

Give Information objectively and factually.
Appear comfortable with the parents.

Glve specific advice when 1indlcated.
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5.

48
Show empathy for thelr situation and confi-
dence in thelir ability.

Offer continued contact,

Although more research is needed to enable a pro-

fessional to effectively individualize his involvement,

these findings support Waskowitz (1959, p. 324) who

stated:

A few generalitles can be made, namely,
that parents would want to be handled
gently and warmly at all times, in lan-
guage that they can understand, without
evaslveness, after thorough examination
and, with enough time to digest the sig-
nificance of such important material.
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FIGURE 5

LOCATION MOST OF MARRIED LIFE

: No. %
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Rural (farm) area 8 16
Town of less than 2,500 4 8
Town of 2,500 to 10,000 T 14
City of 10,000 to 100, 000 16 32
City of over 100, 000 13 26
20
19
18
17
16
15
14
13
12
11
10
9
8
7
6
5
4
3
2
1
0
o
o
o o o
(@] (@] -~
w0y (@] o
—~ - - O (@]
E 9 g 58
£ ] o o -
o o o o It o
a5 T 5 * o 9
o — o o
o o ) o S £
| 2] w0y - Q.
o =S ()] - (o] >
Z &© W o port o



FAMILY INFORMATION

(No Names, Please)

Parents Age Education Occupation

Father

Mother

Children Year of Birth  Sex Retarded (Yes or No)

Oldest 1.

.

2

3 -
4,
5

6

.
»

Location

Most of our married life we have lived in:

a clty of over 100,000 a town of less
than 2,500
a city of 10,000 to .
100, 000 - a rural (farm)
, area
a town of 2,500 to
10,000
Income

Our average annual income during the past five years
has been:

over $20,000 $3,000 to $5,000
$10,000 to $20,000 less than $3,000

_____$5,000 to $10,000
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QUESTIONNAIRE

Where 1s your retarded child now?

at home and not in any school or work situation
living and working in a sheltered workshop
living outside your home and wbrking

in an institution

iiving in a private boarding school

deceased

at home and attending a private school for the
retarded (for example, Children's Center)

at home and attending a publlic school special
education class

at home and working in a sheltered workshop (for
example, Goodwill Ind.)

at home and working

Other (specify)

To the best of your knowledge, did your child have
any of the followling conditions recognized in the
first six months of life?

premature birth obvious physical deformities
Mongolism selzures or convulsions
Hydrocephaly blindness or deafness

Other (specify)

None of the above as far as I know
Did your child "look different” to you at birth?

yes no
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'QUESTIONNAIRE (continued)

4. Did you suspect that your child was retarded before
you were told?

' yes no
If your answer to this question is "yes," for how
long did you "suspect'" retardation before you were
told?

5. How o0ld was your child when you flrst were told
that he was retarded?

6. Who first told you that your child was retarded?
(No names, please)
Obstetrician Social Worker
Pedlatrician Teacher
Neurologilst Relative
Family physician Friend of the family
Psychologist ____ Other (specify)

7. How did you happen to go to the person who first
told you that your chlld was retarded?
Because of questlons of my own
Someone else suggested 1t
Routine contact (such as school conferences or
regular physical examination)
Other (specify)

8. What were you told?

(this question continued on next page)
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QUESTIONNAIRE (continued)

What specific advice were you given at that time
about keeping or placing the child?

Place the child in an institution

Keep the child through early childhood and then
place in an 1institution

Keep the child indefinitely
Go home and think about 1t
None

Other (specify)

10.

What degree of retardation have you been told your
child has? ,

educable (borderline)  custodial (severe to
, profound)

educable (mild)

have not been told

trainable (moderate)

Do you agree with what you have been told about
your child!s retardation?

yes no

If you checked "no" to the above, which of the fol-
lowing best describes your present bellefl?

(this question continued on next page)
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QUESTIONNAIRE (continued)

12.

I think there 1s really nothing wrong with him.

He will be able to get along without all this fuss
about special training and the like.

I am sure he will outgrow it some day.
He 1s not as bad as they saild.
He could learn iIf he would only try.

He would be all right i1f he could only learn to
talk.

He would be all right 1f he could only learn to
walk.

He would be all right if some one person were able
to spend a lot of time with him.

He would be all right if they could only find
something that would calm him down.

He would be much better 1f the schools would Just
teach him,

He 1s worse than they said.

Other (specify)

Which of the followlng best describes your memory
of your reactlion when you were first told that
your child was retarded?

I was glad that someone finally told me.

I now knew that what I had susplicloned was true.

I felt that 1t was probably true and somehow my
fault.

I wanted further proof because I doubted that it
was true,

I didn't believe him; I was sure he was wrong.

(this question continued on next page)
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QUESTIONNAIRE (continued)

I was so shocked that I didn't know what to think.

I didn't realize until later that he had actually
told me.

I was angry.
I Jjust felt sad and miserable.

13. Did you feel that the person who told you that
your child was retarded understood how you felt?

yes no

14. Do you think more than one appointment is needed
for parents to understand the meaning of their
child'!s retardation?

yes no

15. To which of the following did you turn for help
and support after belng told?

a physiclan I had known for some time
a physician I had not known before

a soclal worker

a Psychologist

a Public Health Nurse

a Mental Health Clinic

a sc?ool official (such as Principal, Counselor,
etc.

a teacher of the retarded

a relative (what relationship?)

a friend
a Minister, Prlest or Rabbi

(this question continued on next page)
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QUESTIONNAIRE (continued)

an lnstitution for the retarded

an assoclatlon for parents of the retarded
a regular school teachér

No one

God

Books

Other (specify)

Which of the following were typlcal of, or shown
by, the person who first told you that your child
was retarded: '
gave information objectively and factually

did most of the talking

gave‘specific advice

appeared comfortable talking to us

took a lot of time

- talked "down" to us

used a lot of bilg words

expressed sympathy

seemed busy and in a hurry

expfessed confidence in us

impressed us with the seriousness of the situation
got us to talk

appeared to understand our problems

gave us encouragement for the future

(this question continued on next page)
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QUESTIONNAIRE (continued)

left the decislons up to us
appeared unconcerned about our feelings

17. Indicate which five of the following characteris-
tics you would most like to see 1n a person who
must tell a parent of retardation by making a
check (X) opposite them in the column headed MOST;
also indicate the five characteristics you would
least like in a person who must tell a parent of
retardation by making checks (X) in the column
headed LEAST. Remember, check only the flve most
and the five least; do not check the remaining
characteristics in either column.

MOST LEAST

Gives information objectlvely and
factually

Does most of the talking

" Gives specific advice

~Appears comfortable talking to
parents

Takes a lot of time

Talks "down'" to parents

Uses a lot of blg words

Expresses sympathy

Seems busy and in a hurry

Expresses confidence in us

Impresses parents with the serious-
ness of the situation

Gets parents to talk

Appears to understand parents'
problems

(this question continued on next page)
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QUESTIONNAIRE (continued)

MOST LEAST

Glves parents encouragement for
the future

Leaves the decislons up to the
parents

Appears unconcerned about parents!
feelings

18. What has been the most meaningful and useful
advice you have been given?

This advice was first given by a

(no specific names please)

19. What has been the least meaningful and useful
advice you have been glven?

This advice was first glven by a

(no specific names please)
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QUESTIONNAIRE (continued)

20.

What major changes did the knowledge of retarda-
tion make 1in your family?

Brought us closer together

Made us better or stronger persons

Brought us new friends

Brought our feelings out in the open
Made’more work for us

Increased our cQst of living

Cut down our soclal 1life

Upset our other chlldren

Made some of our friends turn away from us

"wall between us" for a period of time

It put a
Made us fearful of having more children
Brought on marital difficultiles

Other (specify)

2l.

Please check the two (2) statements from the fol-
lowing list which come closest to describing your
attitude toward your child after you were told
that he was retarded.

Mother Father

I thought he would require more

firm discipline because of hls
limited abllity to reason.

I thought he would need more

protection because others could
easily tease or hurt him.

(this question continued on next page)
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QUESTIONNAIRE (continued)

"Mother Father

I wanted to "make 1t up to him"

in some way.

I found new interests not

related to my child.

I wanted to spend extra time

teaching him in order to prove
to others that he could learn.

I realized that we would need to

make most of hils decislons for
him,

I felt sorry for him and wanted

to glve him things he could
enjoy.

I thought he could learn so

22.

little that I felt useless.

Assuming you had the training and had to tell a
famlily for the first time that thelr chlld was
retarded, which of the followlng do you think
would be the most helpful to them in that flrst
Interview?

Advice regarding placing the chlld outside your
home

Advice regarding managing (training) the child at
home

Advice regarding school or training facilitles in
the community

General description of the child's condition with-
out specific advice

Reassurance that 1t will probably be all right

Sympathy and understanding
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QUESTIONNAIRE (continued)

23. What, in your oplnion, are the most important
.things to be taught physlclans, socilal workers,
psychologists, and educators regarding "telling"
parents about retardation? (In your own words%

24, We would appreciate any additional remarks which
you think might be helpful to us.

25. Questionnaire completed by
Mother
Father
Mother and Father combined

Sometimes there are differences of oplnlon between
the father and mother on many of the questions. If
so, please drop us a note and we will be glad to

send another Questlionnaire so that both opinions can
be expressed.

Thank you agaln for your cooperation. It 1is through
you that we may learn and, having learned, teach others.

Please return the completed form in the enclosed,
stamped, self-addressed envelope’as soon as possible.

James Pomeroy, M.D.
Superintendent
Falrview Hospltal and

Training School
Salem, Oregon
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