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CHRONIC SORROW REVISITED:
Parent vs. Professional Depiction of the
Adjustment of Parents of Mentally Retarded Children

Lynn Wikler, Ph.D., Mona Wasow, M.S.W., Elaine Hatfield, Ph.D.

University of Wisconsin, Madison

In response.to a questionnaire mailing, parents of mentally retarded chil-
dren and social workers essentially agreed that such parents experience
periodic crises during the child's development, rather than time-bound
adjustment. Social workers tended to underestimate the impact on parents
of later developmental periods. Clinical implications of the findings, which
run counter to the prevalent professional view, are considered.

In the professional literature, there are
two incompatible notions about the
adjustment process of parents of re-
tarded children—that parents work
through their grief over time and that
sorrow is chronic.

Grief is time-bound. The most preva-
lent view is that, basically, parents go
through one predictable progression of
adjustment to the situation of having a
mentally retarded child. Most clinical
stedies have diagrammed the stages of
griefin the order of shock, despair, guilt,
withdrawal, acceptance, and finally
“adjustment.”” ' One popular medical
school text described the main stages of
parental acceptance as being shock,
followed by denial; helping profession-
als, it maintained, should recognize

shock, denial, and guilt, and help the
parents work through these feelings.”
Another example of this attitude has
been portrayed in a handbook on mental
retardation for the primary physician, in
which parents are said to

.. . usually go through three stages in adaptation:
1. emotional disorganization: 2. reintegration; and
3. mature adaptation, where parents . . . learn to
live without undue stress.!

In a study that typifies much in the lit-
erature, the author’ concluded:

The findings from the present study suggest that in
cases where the behavior characteristic of grief
persists beyond the initial two to three menths, the
grief process has become chronic because the
internal process of decathexis of the fost child has
not been carmied through . . . A recommendation
is then made for casework focusing on past fan-
tasies, until the completion of decathexis.
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This recommendation is based on the assumption
that the grief process can be concluded for the
mother prior to her assuming the care of the baby.

Chronic sorrow. A minority of profes-
sionals have expressed disagresment
with the view that the adiustment o
having a mentalls retarded child is
time-bound. All would agree that. im-
mediately after the diagnosis, parents go
through 4 phase of gneving. This group
would mainizin. however. that even
the best adjusted of parents mayv weli
find that, over time. there are numerous
occasions on which the intense grieving
feelings are re-evoked and experienced.

An astute and often reprinted article
reflecting this minority view was written
by Olshansky,? who presented a clinical
picture of the repeated sadness experi-
enced by parents of retarded children
and argued that the wise practitioner
would use this concept as a basis for
intervention. More recently, Searl!?
argued that his own experience as the
parent of a retarded child did not fit with
the prevalent view of parental adjust-
ment:

Parents of retarded people, the theorists tell us,
learn to live with their children’s handicaps. They
go through stages of reaction, moving through
shock, guilt and rejection to the promised Iand of
acceptance and adjustment.

My own experience as the father of a retarded
child did not fit this pattern. Instead, it convinced
me that most people seriousiy misunderstand a
PArent’s response 10 this situation. The standard
view does not reflect the reality of parents’ expen-
ence or lead (o heipful conciusions,

Professionals could heip parents more—and they
would be more realistic—if they discarded their
ideas about stages and progress. They could then
begin to understand something about the deep,
tasting chanpes that fife with 2 retarded son or
daughter brings to parents, And they couid begin
1o see that the negative feelings—the shock. the
guilt and the bitterness—never disuppear bul stay
on as & part of the parenty’ emotional lfe.
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Most parents, | believe, never fully resolve the
complexity of feelings ubout their child's retarda-
tion. They don't “adjust 10" or Taccepi’ tha
fact, at ieast not in the way psychology books de.
seribe 1m L

In each case conventional 258DMEtons ahnot
Prugressive
SEEM TO apply,

slages WwErd acleplanee did not

GOALS OF THE STUDY

It 15 criticul—for both professionals
and for parents of retarded children-—to
determine which of these two adjust-
ment patterns best reflecis the retarded
children’s purents’ experiences. 1f the
first view (of progressive stages toward
a compieted adjustment) i» correct,
professionals wouid: /) facilitate the
parents working through these stages,
2} discontinue services at the conclusion
of the adjustment process, and 3) identify
those parents who did not go through
these stages as dvsfunctional. On the
other hand, if the minority view (that
parents must expect to experience
chronic sorrow) is correct, there are
quite different clinical implications. As
Olshansky®* observed, professionals’
perceptions of the parent will be dif-
ferent if they accept the jdea that
chronic sorrow is a natural rather than 2
neurotic reaction: i.e.. that sorrow is a
natural response to a tragic fact. The
recognition of the periadic crises a fam-
ity of a retarded child may encounter
over the life-span of their offspring
would lead to the offering of a con-
tinuum of appropriate support services.

In order to determine which picture
more accurately reflects parental expe-
rience, we conducted this stody. We had
three major concerns: /) to determine
how parents of mentaily retarded chii-
dren reported their adjustment process:
2) 1o specify the exient to which re-
ported stress varied at designated points
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over time, and 3) to examnine whether
pfacticing mental health professionals
pelieve that parents experience time-
pound grief or expect parents to experi-
ence chronic sorrow. Since social work
as a profession has been very involved
in providing support services to families
of retarded persons, soctal workers
seemed an appropriate group upon
which to focus.

METHGD
Subjects and Procedure

The subjects included two groups—
social work practitioners and parents of
retarded children. Social workers (100}
were randomly setecied from a roster of
names from Dane County Department
of Social Services in Madison, Wiscon-
sin. Thus they were inchuded regardless
of their position:i.e., supervisor and so-
cial worker aides. Names of parents
were obtained from client listings at the
Diagnostic and Treatment Unit of the
Waisman Center for Mental Retardation
and Human Development. The clinic is
a federally-funded center at the Univer-
sity of Wisconsin, which offers free
evaluation services while training stu-
dents who are pursuing professional de-
grees in the area of developmental dis-
abilities. The first 100 parents of men-
tally retarded children who had received
evaluation services in the years 1975-77
were selected.

Questionnaires, designed for this
study, were mailed to subjects, along
with self-addressed return envelopes.
Only 16 of the parents responded to the
first mailing; 3! questionnaires were
retrrned with no forwarding address.
Telephone contacts were then made
with the rematning parents, to deter-
mine the reason for their lack of re-
sponse. Many parents reporied having
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difficulty responding because of the
evocative nature of the questions. The
questionnaire asked that they graph
their experiences, which was uncom-
fortable for some parents. Theorists
have observed that the mildest em-
pathetic probing of parents’ feelings in-
evitably reactivates an intense but tran-
sient grief.® The subject of the question-
naire, chronic sorrow, may have re-
stimulated the very feelings we were
trying to define. Those who agreed to 1t
by phone (38) were sent a second mail-
ing. This effort produced [6 additional
returns. Ultimately, there were com-
pleted questionnaires for 32 families.

The social workers returned 32 gues-
tionnaires after the first mailing, No ef-
fort was made to gain additional re-
sponses.

Questionnaire

The authors designed the question-
naire used in this study to examine par-
ents’ experiences of time-bound grief
vs. chronic sorrow. The questionnaires
sent to social workers and parents dif-
fered in only one respect; We askead so-
cial workers to depict their expectation
of how parents adjust te having a re-
tarded child. In contrast, we asked par-
ents to indicate how they really felt. The
questionnaire had three parts: a free-
form graph for depicting the adjustment
process, a structured graph, and a direct
question (Do you experience chronic
sorrow?). The contrasting notions of
time-bound adjustment and chronic sor-
row were explained to social workers
and parents as follows:

We are interested in the feelings that parents of
retarded chiidren expenience. Professionals have
writien about two differing patterns parerts might
experience in coping with the event of having a
retarded child: one is that afier the initial shock
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and sadness wear off, one gets gradually adjusted
and tiie pain decreases. The other thought is thut
the painful feelings never disappear and. in fact
Fonipels itk other Crises wlong Lhe way of the

child growing up |

The questionnaire showed sampie
graphs depicting these two processes,
on which parents’ feelings were charted
over ume. with “awful" g the jow
point and “just great as the high point.
Based on what they {or their client«
had experienced, subjecis were first
asked to draw a free-form graph indi-
cating the effect of time on their feelings.
Visual inspection of these graphs en-
abled us 10 determine whether subjects’
perceptions of parents’ experiences
seemed most similar to time-bound ad-
Justment or chronic sorrow. In the sec-
ond part of the questionnaire, subjects
were asked to graph how they (or their
clients) felt at ten specific  devel-
opmental crisis points:
I} Diagnosis (official news of retardation from a
specialist}, 2) Child should have begun walking
(12-13 months), 3) Child should have begun talk-
ing (24-3¢ months). 4) Younger brother or sister
overtakes the retarded child’s abilities §) Serious
discussion of placement of retarded child outside
the home {or actual placement). 6) Beginning of
retarded child's attending public scheol. thus
publicly labeled as different, 7} Management of a
¢risis {behavior problems, seizures. heaith prob-
lems, eic.) unique 10 the retarded child. 8 Onsel of
puberty (in which the body is clearly more devel-
oped than the mind). 9) Retarded child's 21st
birthday, when adulthood and independence from
parents are generalfy acknowledped. /0) Serious
discussion about guardianship and care for re-
tarded child when parents dje. !4

The structured graphs enabled us 1o
construct two indices of social workers'
and parents’ perceptions of adjustment
to aretarded child: 7) The Totud-Distress
Measure, consisting of sums of the
ratings of how happy or sad parents
were perceived to feel at each of the ten
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Crisis pointe. 2) Parea: Distress Earty
V8. Late in the Child's Developmeny, in
chosu "l SHE SIS

SIS o rannes or

eelings ot five sarly ngips. (Points 1,2

3.4, and 6 were contrasted with Sums of
ratings at three loter points (Poinis 8. 9.
and 1%, (Point S —seripus discussion of
placemeni—and Point F—Mmanagemen:
of severe probiems—ceovld pot ke
classified us speeifically exrhy or lure a
the child's des clopment.} These con
trasling measlres were designed to tel
whether social workers expected par-
ents to experience time-bound adjust-
mant iin which Juse they would see par-
enis as being upset at the early points,
far happier at the later ones) or chronic
SOTrow (parents rated as being upset
early and late in their child's deveiop-
ment),

Direct guestion. Finally, the gques-
tionnaire asked directly whether parents
do in fact experience what Olshansky?
termed *‘chronic sorrow.” Polarized re-
sponses of “‘yes’” or “‘no’” were offered
following a lengthy description of the

concept;

S B R

In the field of mental retardation, there's a phrase
that's often used to describe how parents of re-
tarded children feel—"chromic sorrow. ' Things
can be going along just fine, and suddenly out of
the blue vou might begin leciing sad again. Some-
Lmes il may be little things that set off these
feelings—those moments may be timming the
Christmas rree, hearing a special piece of music,
seeing vour child outside playing: or they may
come a1 the big life changes, which bring back
strong feelings of sadness-—such as having vour
retarded child bhegin public school, or deciding
about placement.

RESULTS

The findings are presented paralieling
the structure of the questionnaire: /) the
free-form adjustment graphs, 2) the
structured developmental crises
graphs, and 2 the direct quesuon,
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Table 1

PARENT (N=32) AND SOCIAL WORKER {N=32) RESPONSES ON FREE-FORM AND
STRUCTURED GRAFHS

EEVELOPMENTAL SOGIAL
CRISIS POINTS WORKERS PARENTS SD F
Dragnosis —4.08 -3.95 123 A7
Time for walking ~2.77 -1.33 2.06 7.81*
Time for talking —2.80 -2.33 1.92 98
gibs surpass chiid -2.53 -1.41 1.94 5.34°
Alternative placement ~2.68 ~2.79 1.79 04
Entry into school -2.34 -.86 227 5.90°
faanagement crisis -2.05 -2.52 1.86 1.00
Onset of puberty -2.07 -2.02 1.38 02
21st birthday -2.03 ~2.93 1.37 65.94°
Guardianship ~2.05 -1.64 1.62 1.03
SUMMARY MEASURES
Type of Free-Form Graph 1.9 1.88 32 .16
structured Graph: Total Distress Index —-25.60 —21.89 11.30 1.73
gtructured Graph: Distress Early vs. Late in

-6.72 8.29 1762 1162

Child's Deveiopment (Weighted)

*p < .05, "Tp<.0t

Free-Form Graphs

First, parents and social workers
were asked to indicate their adjustment
in a free-form styie on a graph. Three
judges assigned each graph to one of
four categories: /) gradual smooth line
of ascent, 2) bumpy line of ascent, 3)
smooth line of feelings with no ascent, <)
bumpy line of no ascent. The latter two
categories were considered to be depic-
tions of chronic sorrow. In rating the 64
graphs, there were four disagreements:
these were discussed, agreed upon, and
included in the analysis.

Only one-fourth of the parents indi-
cated that they had experienced time-
bound grief, by free-form graphs judged
to be in one of the first two categories.
The rest of the parents, by far the
majority, depicted a series of ups and
downs with no general upward course.
Parents” and social workers® free-form
graphs did not differ in form (F = .16, 1;
62 df, NS). Evidently these profession-

als were sensitive to the fact that parents
experience chronic sorrow.

Structured Graphs

In the second part of the question-
naire, parents (and social workers) were
asked to indicate how they had felt at ten
clearly demarcated deveiopmentai
points in the child’s life. We ran two
planned comparisons (see Hays,* for a
description of this procedure). First, we
asked: ‘Do parents and social workers
differ in their overall evaluations of how
upsetting it is to have a retarded child?”’
The answer was 'no.”’ As shown in
TABLE 1, overall, the social workers
were quite accurate in their perceptions
of parents’ feelings. Social workers' and
parents’ ratings of their Total Distress
index were virtually identical. (Main
Effect £ = 1.73, 1; 62 df, N§)

Secondly, we asked: *'Did parents
and social workers differ in their reports
of how upsetting early vs. later experi-
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ences were? We expected that they
would We {houcht that both groups

E.\"-.'- u, WL

\perlem.ek were (dlag-
chiid s being
surpassed by and going off 10
school), but thought that social workers
would markedly underesiimate how up-
serting contnuing Bre orises were ithe
child s entering puberty. the 21t birth-
day . and guardiansh we en-
pocted that therapists would be expect-
ing purents to experience only time-
bound grief, while in fact parents were
enduring chronic sorrow,

The findings indicated that the (wo
groups did differ markedly (Interaction
Fs for early vs, late experiences—
weighted equaliy = 11.62, 1, 62 4,
p < .001), Social workers tended to
overestimate how upsetting the parents’
early experiences were. They under-
estimated how upsetting the later ex-
periences were.

Parents and professionals diverged
within perceptions most significantly at
four of the ten points. At three of these
points, the social workers assumed par-
ents would be more upset than they
reallv were. These were: when the re-
tarded child would normally have been
expected to walk (F = 7.81. p < .01}
when the younger normal sibling sur-
passed the retarded one in functioning
(F = 5.34, p < .05); and when the re-
tarded child entered school in a special
class for exceptional children rather
than a normai class (F = 5.90.p < .05).
incontrast, the social workers markediv
underestimated how upsetting  the
chitid’s 2list birthday was 1o parents
= 694, p < 01).

Social workers were most accurate at
estimating stress reporied by the par-
ents at three of the ten

ting the early
nosis, walking, talking, the

sibs

T d
ipyoinor el

Gints: time of
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di;onn:in time of r\‘-r."‘fn—r.anf ior tpv-irv-
d:muss10n of placement of the re[arded

S SR+ T I S TR

achnowizdeed

patnful.

peréod-\

groups as being

WwWers

L¥rect Quesiion

bocw‘ ps} cho logists ofm drgue that.

PR ey
\\u’.‘\- «.\' id

nd ot s \.nf:» 1o u.‘\i\ in L}"s\
Ccase thal secms W be rue. In response
to the guestion. 637 of the parents and
65% of the social workers said yes. these

parents do e.xpenence chronic sorrow.

DISCUSSION

The resuits of this swudy support the
minority of professionals’ view about
the adjustment of parents of mentallv
retarded children. That is, chronic sor-
row rather than time-bound adjustment
characterizes their experience. Both in
the request to draw a graph depicting
their feelings and in response to a direct
guestion, most of the parents indicated
that there were various periods of stress
and sadness over time.

They did not, however, indicate that
the sorrow was continuous. Instead, it
seems that it is a peniodic phenomenon.
In the free-form graphs the parents drew
peaks and valleys of their adjustment.
There were no graphs by parents show-
ing a flat, total, and unchanging sorrow
(although there were several such by so-
cial workers). The structured graphs as-
sumed the penodicity of grieving. A kst
of potential crises was presented to the
parents. based on the first author’s
thearetical formulation '* Each point re-
lated t0 a developmental stage of the
affected child. The child’s deviance
from normai performance at these
stages was considered to precipitate a
period of stress for & family. The paren-
tal responses o this pat of the ques-
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tionnaire showed no decrease in the in-
tensity of the emotions experienced
with the passage of time. Instead, the
tevel of intensity seems to be a function
of the particular developmental stage, as
well as of the individual coping strengths
of the family. ‘

Several problems may limit the use of
the findings of this small study. The
sample of parents upon which these
findings are based is a nonrandom one
with a possible bias. The names of the
parent subjects were obtained from
clinic records. This may skew the re-
sults toward encountering troubles over
time when contrasted with all parents of
mentally retarded children, because the
access to this part of the population of
parents is relatively easy. To check this
problem we reviewed the results of a
pilot study. A small group of eight par-
ents from a parent organization, who
volunteered to be involved in another
project,’? had been asked to also respond
to this questionnaire. This group was
less likely to be biased towards difficul-
ties, Their responses were, however,
similar to those of this study (f.e., six of
the eight drew graphs of chronic sorrow

rather than time-bound adjustment.)
A second concern about the sample is

the low number of respondents among
parents who were contacted for the
study. Althcugh none of the pilot study
subjects raised objections to the ques-
tionnaire, many of the total sample who
were reached by phone indicated ways
in which the questionnaire had made
them uncemfortable. Our guess abhout
the meaning of this is that our sample
was a) coping better than the nonre-
spondents, £) able to distance them-
selves sufficiently from their own ad-
Justment process to respond with per-
speclive, and ¢) neither intimidated nor
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alienated by the request to graph their
feelings.

The request for graphing of feelings
may itself have limited the number of
respondents;  graphing may have
seemed an unnatural reporting of affec-
tive information, thereby limiting the
validity of the findings. The direct ques-
tion, ‘Do you experience chronic sor-
row?"” was considered to be a measure
of' interna!l consistency on individual
parents’ responses, which could help 1o
dilute this concern. Indeed, those who
graphed chronic sorrow, also szid that
they experienced chronic sorrow. An-
other inteimnal measure of the validity of
the responses were the many comments
elaborating on topics of the ¢ uestion-
naire. Typical comments included the
following:

Perhaps disappointing would be a better word than
sorrow. | firmly believe we did have many peaks

and valleys, There is sadness, but many joyous
and funny moments too,

When{ first realized my son was lagging I felt very
guilty and wondered if I had somehow caused 1.
Then ! begun to tell myself that I'm too inept to
cope with a retarded child, all the while I was
coping with him,

I find each new crisis or situation has to be dealt
with and | always pray our family has enocugh
strength and courage 1o work through it. So far we
have been able to Keep the pace but it isn't easy.

Clinical Implications

Our findings suggest, first of all, that
chronic sorrow does not seem to be an
abnormal response; rather, itis a normal
reaction to an abnormal situation. To
treat it as such entails allowing for pe-
riodic grieving, and perceiving that as a
strength in coping. At those moments,
when the child's abnormality is exag-
gerated in the parent’s perception by the
child’s deviance from normal devej-
opmental milestones, it is especially
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likely that the initial feelings of confusion
and diszppointment will he rekindied.
Secondly, a continuum of services over
* 1 ‘JF‘"' - " . - Ty

person shonld grovi
should be adapted 10 the prediciable de-
velopmental crises of families of re-
tarded chiidren pinpointed in this studyv.
Finally. these periods may be primarily
zed by needs for information

S Telarded

Oy

CRAras o
hEHE ement. These would differ ne-
cording o each stage. Creative and
Sh&rgetic cutreach progerams offering
Suppoit wad information might prevent
or alleviate the difficulties that ordinar-
ily plasue these families.

To some professionals who have
worked extensively with families of
mentally retarded children these rec-
ommendations may seem sclf-evident.
However, they are based on data that
has not been obvious to the majority of
professionals who write about parents,
Nor were the findings self-evident to the
social workers surveyed in this study. In
general, the social workers correctly
estimated the overall degree to which
the parents experienced distress. They
agreed with the characterization of pe-
riodic upheavals and responded affir-
matively to the direct question about
chronic sorrow at approximately the
Same rate as the parents. This was more
accurate than the literature would lead
one to expect. However, in examining
social  workers' perceptions of re-
SpOnses over time, there was a signifi-
cant underestimation of the intensity of
the parents’ difficulties in the later
stages. Social workers and other profes-
sionals have primarily worked with par-
ents of younger retarded children, This
1s partiy a function of early in-
stitutionalization.

With the advent of deinstitutionaliza-

B
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tion and the increase in school and
community programs, there js greater
ikeliboad that the ety srn ety
person will remain in the COMMUNILY .
findings of this study are particu-
farly relevant to clinical practitioners as
they plan programs for and work with
fariulies of oider retarded persons,

REFERENCES

I. AMERICAN  METMC Al 1964,
Mental Retordution: A Handbouk for the Pri-
Jary Physician. A report fprepared by Cuthy
Covert) of the AMA Conference on Menty
Retardation ( April 9-11):58_59.

2. CLEARFIELD. 8. 1977, Professional self-image
of the social worker: imphcations for social
work education. Council Soc., Wi Ed 13e1).

3+ GREENWOOD. E. 1957, Atiributes of 4 profes-
sion. Soc, Wk 2(3):45.55

4. Havs, w. 1963, Statistics for Psychaologists,
Holt. Rinehat und Winston. New York.

5. KENNEDY, 1. 1970. Maternal reactions to the
birth of a defective baby. Sec. Casewk
(July::410-416.

6. LATEN, 5. AND WIKLER, L. 1978. Development
of & high risk checklist that predicts stress for
familics of the retarded. Presented to the
American Association for Menta! Deficiency,
Denver.

7. MENOLASCING, F, 1977, Challenges in Mental
Retardation: Progressive Ideology and Ser-
vices. Human Sciences Press, New York.

8. MINDEL, E. AND MC CoY, v. 1971. They Grow
in Silence: The Deaf Child and His Family.
National Association of the Deaf, Silver
Springs. Md.

§. OLSHANSKY. 5. 1962, Chronic sorrow: a re-
Sponse to having & mentally defective child.
Sac. Casewl SAprl 190195,

- PARKS, R. 1¥77. Parenta) reactions to the birth
of a handicapped child. Hlth Svc. Wi,
2:52-66.

- SCANLON. ». 1978, Social work with the men-
tally retarded client. Soc. Casewk 39162 180,

ANSOCEATION

12, SEARL, 5., JR. 1978, Stages of parent reaction:
mainstreaming. Except. Purent {April): 2327,

Y WikieR. 1. (979, Consumer invoivemen' in
soctal waork education.  Soc, Casewk
{Marchy: 2535

. WIKLER. 1. Chronic stresses in familiey of
meniuily retarded children. Fam, Coord. (in
prese!

15, WOLFENSBERGER, W. 1967, Counseling par-

ents of the retarded. /1 Mental Retardation:
Appraisal, Education, and Rehabilitation. Al-
dine, Chicago.

University of Wisconsin, Madison, Wise, 5371



