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Introduction

The elements that foster growth in developmentally disabled children are no
dilferent from those needed by any ather child. Children grow as a result ol a
complex interaction of w:q.man.m. social, emotianal, and cognitive elgments.
Most of the professionals involved in the habilitation of impaired children -
subscribe to the hasic tenets of Holism, i.e., to the belic that one must deal
with a whole child (Friedlander, Sterriti, & Kirk, 1975). For example, a
professional who attends exclusively to a child’s learning mechanisms is!
doomed to failure. A child is not a random collection of separate parts.
Children are a unified and complex integration of many facets which each
influence the other. For this reason, treatment approaches . for
developmentally disabled children need to address all paris of the child.
Parents are one part of a child's complex makeup, They are an element of
the unified whole that comprises “the child."” It is as futile to separate parent
and child conceptually as it {s to separate hydrogen {from oxygen in water.
" Separate them and the original “subject” ceases 10 existt The habilitation of
impaired children must include the parent as an integral component of the

whole child. . ‘
This chapter focuses on the relationship berween the professional and
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parent m the developmentally disabled child's habilitation process. In
partcuolar, 1t will examine those aspects that are olten counterproductive to
habilitatuon i the medical, special education, and therapy areas.

For many vears parents of impaired children were actually excluded [rom

the treatment process involving their children (Buscaglia, 1975), When they
were finatly brought into the process, the professionals whoe dealt with them
afwn had litde understanding of family dynawmics. The emotional rEx._n_ on
the parent of having an impaired child was neither acknowledged nor
addressed chinically. Further, the parents themselves had lide understanding
2f whit was happening o them or their family, The unfortunate outcome of

this universal social/emotional ignorance was stressful interactions and hurt
‘eelings. The following are examples of such feelings shared with “third

parties”

From a parent: "I'll never {forget the doctor’s incredibie insensitivity..."
From a prolessional: “IF it wasn't {or this hysterieal, overprotecuve
mother, .. "

From a parent: "You get the [eeling that they (the prolessionals] don't care
wvo_ﬂ you or the kid; all they care about is keeping their job and avoiding
1assle.

var over a decade many habilitation and rehabilitation prolessionals -

onceried with children sulfering from developinental disabilities have
IeCOme aware thut they cannot treat a child's sense, [unction, or lmbs in
solation (Friedlander et al,, 1975). Programmatically it is becoming more
vident that the Holistic approach has been generally aceepted as the way to
ipproach child development. Children, not {unctions, develop and grow.
such thinking has been the impetus belind both research and clinical
tpplications of the carly intervention concept with m@lov:ﬂmnpm:w disabicd
‘hildren. The carlier the intervention, the more contact between parent and
rofessional. Undersianding the parent-professional relationship is as
mportant to the habilitalion of children as understanding any other lunction
nvolved in a multidisciplinary approach. :
The implementation o a truly Holistic approach te habilitation is
xtremely dillicult. No professional can be trained (o perform in all areas.
wtual iterdisciplinary cooperation requires a level of trust, respect, and
onfidence that is seidom seen. Habilitation professionals are frustrated by
low progress, hard-to-deline successes, criticism from all sides, and stressful
vork enviranments that reflect the enormous responsibility of habilitating
evelopmentally delayed children. Within this context, many professionals
vel that paremal feelings pose a powerful threat to a successful Holistic
wubilitation program (Brazelton, Koslowski, & Main, 1974). Againandagain,
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it becomes evident that parents and professionals have a substantive shared
challenge (o habilitate the developmemtally delayed child. .
There can be preesisting dilferences between parcnts and professionals
that make it difficult for them o relate to eachotlier. People come [rom varicd
religious, vthnic, racial, social, cconomtic, and cducational backgrowmds.

‘Sometimes these differences alone preclude comtflortable parent-professional

relationships. However, problems of se penerai a nature are seldonratthe core
of connnunication breakdowns, ) .
Parents of developmentally disabled children, particularly vight alievan
initial diagnosis, experience powerful feclings that dromatically influence
their relationships with professionals who work with their chilidien (Moses,
1977). In addition, most professionals [eel intense emotional involvement in
their work and have feelings that dramatically affect how they refate 10
parents. These emotional and interactive dynamics will be addressed in this
chapter, along with recommendations aimed at mobilizing family resources

“after the parents receive the inital diagnosis.

Parents, Impairment, and Grief

When parents await the birth of a child they generate dreams about who that

child will be for them. Ofien such dreams arc of a very personal nature thiat is
central to the parents’ lives, The experience ol anticipating the birth of a child

is a primitive one that stirs deep feclings. Unfulfilled uceds, yearnings for the
future, struggles with personal deficiencies, and intenise fantasies can all be
attached to this yet-to-be-born chiid, For these reasons the attachment to the
expected child and the parental dreams are inseparable (Moses, 1981}
When an initial diagnosis of developmental disabilities is received by :
parent, a griel process begins. The parental dreams are almost always

shattered by learning of the disability. To be actualized, dreams generally

require a wholly intact child. ‘Thercfore, the initial diagnosis often marks the
destruction ol a cherished and significant dream. I order to conunue with
their lives the parents must grieve the loss of their dreams. Unfortunately, that
loss is often so personal and elusive that few people are consciously aware of
what is happening. Indeed, the parent frequently does not understand the

process and finds that there is much confusion in addition to the feclings of

griet.

Grieving is the process through which an individual can separate from a
significant lost dream (Moses, 1977). Grieving stimulates a ncw look at one's
social, emotional, and philosophic structures. Grieving facilitates personal
growth through a reevaluation of core-level values and attitudes. Unless they
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grieve, pareits canmot separate from the dream atached to a lost pLIson or
“object” and, in essence, diewith whomever or whatever is lost. Such people
lose i present and [uture oricntation and focus ouly on the past —on the “goud
old days” before they sustained the loss. .

Grweving s primarily an emotional process. The feeling states experienced
e ot epgrnete that s, they have no specitic order, one is ot AP iii
for another, and, indeed, some can be [elt simultancously (Moses, 1081).
Chieving suarts spontaneausly and appears to require no leuring period. The
feelings i result seem o be intrinsic, cross=cubtaral, and are evenr evidenced
1 seane anintals (Lewis & Rosenbiwm, [974),

The fecling sttes ol griel include deniad, anxiety, guily, anger, and
depression, There Is no true order to these feelings, although denial and
anxicty ate often experienced first, with depression, guilt, and anger usually
chistering wogethier. Two, three, and even  four fvelings can be {elt
simulinicously or alternately, Feeling states can return and be reexpericueed
in new contexts. .

Successiul ._u;.?,..m:m.u_uvnﬁm o be dependent upon significant human
interactions; that is, one cannol grieve alone. The support thar a parent of an
impaired child needs in order to suceesslully grieve may come from the
professional who is working with the ehild as well as from the spouse, [ricnds,
religious - groups, the  community, and/or parent  organizations.
Unforennaeely, many ol the prevident cubioral Injunctions in western society’
whibit the spontancous prieving process, The emotions thatare displiyed as
part ol the mricving process are often rejected by both the gricving individual
and by “snpportive” others. Ironically, many of the people irying to help

bereaved individoals inadvertently [rusuie the process. They easily reject the

leeling states of denial, anxiety, guilt, depression, and anger as being
pathologic. Most do not recognize such states as being part of a vormal and
nevessuny griel experience. Often they respond with diagnostic fabels or
exprressions of disapproval, o ‘

Few people wishing o offer support recognize that each feeling serves a
speaific function which separates the parent from a shattered and cherished
dreamn, When the parents can separate, they are then able to generate few
dreams. Hopefully, sueh new investents can incorporate the developmental
disability and stiimulate the emergence ol a coping process. Understanding the
value of the emotional states associated witl grieving is central to offering
parents what they need in order to grieve successfully.

Sinee conventional wisdom views the stages ol grief as pathologic, and
professionals as well as parents are influenced by such “wisdony,” the
following deails of the griel process are offered 10 CHCOLFAEE new supportive
atiitudes. Denial, anxiety, guilt, depression, and anger are each presented as

———

e

&1

The lmpact of Inttial Diagiosis

eonsiructive parts of & difficult parentad growth struggle that is precipitaed

by an imposed significant loss.

Denial

Denial is the feeling state that is mostoften ideatificd as a destructive parental

attitude, Its effects can indeed disrupt early iatervention or consisient

trentment. This can be a problem as denial isa normal, natural, “.:.5 necessary
?:.n ol h salthy grieving. 1t can be manilested inva number of dillerent ways;
however, its effect and tmpact are the same. DS:;W keeps ;:. parent from
being overwhelmed with the feelings associated _._:.:, having &
developmentally delayed oflspring. . . o o
Parents might deny the existence of the handicap, ;.n_:. the permanence of
the handicap, or deny the impact ol the :u.:rﬂ:u.. Although. cach
manifestation serves the same purpose, the eflect m:m‘::tu.ﬂ upon - the
professional can be quite different. The parentwho denies the existenceof the

. handicap rejects what the diagnostic prolessional has to offer. This can create

tension. The prolessional may feel insecureand mn?_m,._.cm.udo_: the &um:.om?
or he may become quite angry at the parent who is rejecting what :.ﬁ.,. Un.:w.._m”m
to" be an “invaluable truth.” The parent who denies the a_mpr._::. 5
ﬁnJ:n:m:Q.. i create ald sorts of confusion in the mind of n,m:,. _;.:.,,.mm_.c:_:.
darents may become involved in unusual interventions that traditional
professionals may not easily accept. Fudeed, this is a time when parents can be

“quite vulnerable to quackery., When a parent denies the impact of the

handicap, a most peculiar alliance between the parent and the _:‘:?..m.&.:.,::
can occur. Sucl a parent can present himself and the state of the habilitative
arts in such a fashion that bath parent and professional will collude to deny.
An example of such denial {ollows:

Please understand, doctor, we are not an ordinary couple, Both of us are
well educated and comminted people. We have good resources at your
disposal and are very aware that this is no lenger a ta.:oa like the :..:.r Apes
where they locked up handicapped people and threw the key away. Why, we
now have wonderlul special education, terrific new specialties, and even new
federal, state and local legisltion aimed at enhancing the tives of
andicapped people and indeed, treating them the sante as cveryone ebse, We
understand that our child has Down syndrome, but we really don’t feel that
it's a big ﬂ_n.u_. . , .

A professional might respond to such parents by congratulating them on
their “wonderful resources and attitades that will obviously be an asset 1o the
child and our relationship,' missing the imbedded message being shared by
the parent, which is denial of (he disability’s significance or impact.
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Mast prolessionals will unequivocally adentify dental as a sertous
aabilicition problem. To do that is to violate the unity between child and
arent. The stage of denial is central to a successful grief process.

We all Jive tna world filied with jeopardy. To live and grow comfortably
n the face of feopurdy, healthy people create illusions of salety that allow
hem W s e awful things in this life happen to other people. Luis
mpossible to prepare for terrible occurrences. Therefore, when something
vwlul happens, e.g., when parents are confronted with an limpaired of[spring,
hey are wholly unprepared to dead with the event. Denial buys the tme that
hie parents need in order o gain the internal swrengih and the external
uppors necessary 1o cope with having an impaived chibd, internal w:c:m_rm.

Jten called ego mechanisms, lie dormant in a person, untested antil-

:.».:_:,.ﬁm_:..em require their presence. External supports can include:
etermining which friends can be relied upon, which professionals should be
.m:.c:..ni. what information needs to be accumulated {educational, legal,
h_.xn::hm:.c:mr or conceptual—as in Uie learning of the new language ol
Hsability), ete. It takes an cnormous amount of energy (o gain ego strengil
wd external support (o face so immense a challenge. Characieristically,
wople who are deaying are delensive amd agitated, while absorbing an
Normous amount of input indirectly. Yet on the surface they deny that such
npul iy even being registered. The bmplications of this paradox are
ubstantive lor the professtonal. . .

...H.JM:. following are a series of issues and suggestions almed at constructively
aciitating the function of parental denial while supporting and reinforcing
he role of the prolessional. At the time of the initial diagnosis it is suggestéd
hat material be presented in a concise, simple, and brief form. Seldom can
sarents hear much ore than the child’s diagnostic category. Twa [ollow-up
ppointnents should then be scheduled. The first should be structured 1o
neourage the parents to call when they feel able to hear mare information. -
M. he m,nmc:a.uEE:: ment is based upon crisis intervention research that marks
tie six-week period of time as a significant point in crisis EE.EWE,:Q:
Put.“m:. E964). After six weeks the most dramatic manifestations of shock
actions have run their course. At that point, professionals can more clearly
e how well thie parents are dealing with having a developmentally disabled
M_: E.u,_,:m.:.::n_.,: 1s recommended that a second appointment be made on or

wr the six-week period. Throughout the continuing diag i
hrough the early intervention activities, Ec?mﬂc_mM%MMM.__MMM”__M.HMMWMw,”w
erbal and written inflormation with the parenteven though the parent ::W_:
ot appear to cither want or use the information. [t is also of value to Hok
arents 1o puarent organications and parent groups, especially if such groups
se peer sell-help persans lor support. It is important for the professional o
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decide how 1o deal with denial, The professional who believes that itis his job
to convinge the parent of the nature of the disabiliy and to persuade the parent
to follow through on all recommendations may expericnce disappointment
and frustration if the parent is denying. Rather than trying to fight the denial,
it might be helplul for all concerned il the prolessivnal continues to share
inlormation, suggestions, and recommendations while supporting the
legitimacy of the parent’s denial around this difficult-to-accept reality.

1f, on the other hand, the denial process were assaubted, and the parent
were somehow forced to experience the impact of the impuatirment without’
inner strength and external supports, they would m:.cru_:.g_‘:::Sm:. ENE
cinational collapse. Parents who are denying are not suffering froma logical
deficiency, nor are they incapableof understanding what is being presented w
them. A clinician can be sure that there are many people telling the purent that
he is stupid, destructive, behaving inappropriately,or shirking responsibilisy
by denying. The parent necds someone who accepts, even embrices, the
validity of denial. There are few people who are able to give denying parents

" what thiey need most: recoghition that they are loving parents who, for good

reason, cannot currently engage actively in their child’s habilitation.

An illustrative case comes 1o mind about parents who had just Leen told
that their three-year-old was severely retarded. Neither parent showed mach of
a reaction. When queried about their lack of respounse, they answered: " That's
okay, ain’t none of us too smart in our Lunily.” The shocked and somewhat
chagrined professional tried to explain that retardation implied much more
than their concept of “'not too smart." I response, the parents stated that both
of themn had taken a long time w learn o talk and walk and that it was obvious
that this professional was overreacting and that “everything would irn otit
all right.” The unstaied goal of the professional was tp'get the child intoa
special education program. He believed thatacceptance of the diagnosis wasa
necessary prerequisite. To his surprise, when he finally suggested that the
child be enrolled in an carly childhood program, the parents readily agreed”
“as long as they didn't call the kid no bad names.” The implication of the
child going to a special program was of no concern 1o them, However, they
were not yet ready to [ace the emotional impact of having a "retarded child”

~Until the prolessional could comne o recognize the purents’ issue, he was

courting a power struggle that he waould surcly lose, thereby depriving the
. Since the mechanism of denial alfords the parents the opportinity o giin
inner strength and to find external supports as they concern the emotional
impact of having a relarded child, the denial ultimately ceases when the
parents attain sulficient strength and support. Denial then ceases 1o exist
because it has served its purpose. ‘ : SR
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Anxicty

Generalized feelings of anxicty are often evidenced by parents of impaired

children while they grieve the Joss of a significant dream. The anxiety is

related to an important balance between the [ollowing: responsibility for the
weltare of another human being and the right to have an independent life of
one's own. Maintaining this balanee requires many personal and internal
adjustments. The event of having a developmenully disabled child disrups
whatever internal balance existed prior to the diagnosis.

Parents often report shock and dismay at discovering that they are their
child’s own medical, educational, and therapeutic manager. The child seems
so viincerable, the professionals often convey asense of emergency, and there
are conflicting messages from many different sources. There is so much 1o be
learned, and so much seems 1o hinge on learning it properly, All this new

pressure and responsibility s lcaped upon the already existing pressures and .

responsibilitdes of the lives they lived prior to having an impaired child. Such
pressure often provokes anxiety. .

A mother in her mid-thirties who had given birth 10 a severely
multihandicapped daughter candidly shared the folowing story, which
Hiustrates her anxiety: :

Fused 1o be the kind of person who would say (and sincerely believe) you
do everything and anything that you can for a child, especially a child with
problems. Now I'm not sure, Lmean, it's much more complicated than that.
Lows of times I wonder if we wouldn'tall be beuter off if she died. You know, at
times I think that we have all reduced ourselves to her level of living —just
barely surviving from moment to moment, constamly struggling, usingall of
our encrgy just to get through a meal, C

Please don't ::.m::&ea_m:a..:o one could lave a child more than I love
her! It's just that my whale life could be devoted 10 taking care of her and
nothing more. The best advice that T got from anybody this year came from a
check-out girt. I was really quite simple and seli-evident, bue T had lost the
thread and needed 1o hear it She said, *You've got to continue living your
own life—giving up on who you are is not helping your daughter, and ic's
destraying you. You have a right to a full life, o0, you know!”

Lstit] haven't been ableto do what she said—ir's real hard. When 1 think of
myscil, T get real worried about my daughter being short-changed; when 1
ignore my own needs, T worry that my life is just slipping away. Sometimes
the pressune gets so bad hat I forger my marriage, friends, and everything,
and when Isee that that's happening, I geteven inore upset. Somehow all this
pressure hus got to stop! : :

-~ The parenial feelings of responsbility are averwhelming and . the
temptation o became a “professional parent” of a developrentally disabled
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child is very strong; simultanecously, there are vverwhelming E:ﬁ:m:.oﬂ o
desert. Such conllicting feelings can create circumstances rife ..,.:.r anxiety..
The attitudes of professionals and other parents of impaired children-can
strongly influence the amount of pressure that a given parent fecls. In :,::r_
however, definitions of responsibility come through personal suuggle. To
accomplish a rebalancing of one’s external responsibilities wversus the
maintenance of one's right to have a full life takes an ¢epormous amount &
energy and a vemendous amount of skill. Anxiety serves as an important
ntobilizer of energics while simultaneously focusing those cnergies upon the
important habilitarive rasks at hand. . o
Parents who are experiencing anxiety as part of the grieving processarein
need of support from others who accept the legitimacy c.m .w:nr feelings. It is
counterpraductive to give a parent an injunction requiring that he or she
“calm down."” This period is one when “calming down” .wm not c::.
impossible, but maladaptive, for the anxiety isell is :.F. FD_:m.ﬁoq ol the
restructuring of auitudes concerning responsibility. It is also a Lme when
realistic expectations need o be clearly spelled our, m_om.m. .:.::. an .
understanding that parents have lives beyond caring lor their impanred
children, : o
Further, parental unwillingness to do cerzin rmE:S.E.n. actuvily 1s-
acceptable, and not indicative of a destrnctive or :o:nm::m.bch:r ..9:
overstressed, overwhelmed parent ends up doing nothing, while appearing
intensely involved with doing everything. Parents who .S:._::_ZS. 10
themselves, and give themselves permission to reject certain aspects af the
habilitaiive process, will in the long-run be more effeciive n::a..mas._r
facilitators. Often a professional’s overzealousness in “'saving _:m.nr:a:,:..m:
frustrate the parent’s ability to resolve the anxiety phase of mln&,:m..

Guilt, Depression, and Anger

A mystery throughout history has been the way people auain Wn:smm ol
meaninglulness about their existence. The elements that .go tnio ::.h...m
personal existential significance are perhaps the most complex of our satio-
philosophic and emotional concepts. Complicated and hard-to-defime
variables—such as capability, ethics, causality, order, fuirness, potency,
evaluation, morals, rewards—all weave together 1o create the muterial
substance that defines one's exisiential purview: Any significant oss that
precipitates a crisis affects this complex interweaving. Parents of m“:m.m:,ﬁ_
children find themselbves restructuring fundamental issues of the meaning cm
life as part of their grieving process. Specifically, the fecling states of guile,

W
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depression, and anger assist in the process of exisientin} restructuring {Moses
FO81). .

Please note that these [eeling states are inestricably interwoven; however,
for purposes of sudastanding their individual impact upon the pareng, guily,
deprression vl omeer will be examined as though they were scparate
clensen o, eandi beeling state corresponds to a major core clement
that ckevares life's meaning in the [ollowing arcas: qc:_::::n_:. competence,
and justice.

Guilt is perhaps the most disconcerting of all :_n gricl states, causing

distress to both parents and professionals. Generally, it is expressed in one of
thiee ways. The first is evidenced by parents who believe that they caused their

child’s handicap. Their stories often invalve the taking of drugs during

pregnancy, the hiding of known genetic disorders, the contraction of an
avoidable disease, or other oceurrences that the parents felt were under their
control. This manifestation of guilt appears to be the most logical, and yet it is
the least common. Because of tis plausibility, it sceins the least difficult to
aceepi. The second way that parents of developmentally delayed children
manifest guitt does not appear to be as logical. It is reflected through the
parent’s helief that the impaired child is a just or [air punishment for some
specilic or awiul action that the parent committed in the past. There need not
be any ditect connection between the naiure of the past "transgression” and
the rature of the impairment. The third manifestatian of guilt common in
parents of inpaired children is that of a de facto philosophic nature, This is
reflected in the parent who husically siates, " Good things happen to good
people, and bad things happen o bad people.” Such a rnzﬁ,.: belief leaves z:.
purent {ecling gutlty simply because the impairment exists.

It is hard for many prolessionals to accept that so painful and debilitating
a feeling state can have any positive, growth-{acilitating elements. 1n the
cordext of griel, guilt is the vehicle that allows parents 1o reevaluate their
concets of causality; thao is, their beliels about how they impact the world,
the validiny of their morals, and the uselulness of their ethical structures, In
summary, gutlt helps them reevaluate the lunction, effectiveness, and value of
their central life commitments. .

Each person holds within himself a personal beliel system that
acknowledges control over certain events, while permitting other occurrences
to be lelt to the whims of chance. How and when one defines centain clements
as his or her "lault,” while .u:lr:::m their occurrences to {ate, is an
mndividual and internal process, The goal is to develop a functional sysicm
that allows one 1o eflectively deal with the vicissitudes of life. A healthy stance
on commiinent avoids the absurdity of assuming [ull responsibility for all
hfe events, and avoids the equally absurd position ol disclaiming
responsibility’ for anything. 'The guilt which parents of developmewally
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disabled children experience precipitates a reevaluation of the limits of thieir
accountability. : ..
A -uselul exemplury case is that of a young couple who had two

‘developmentally disabled children. The mother felt that the {irst was due to.

the fact that they marricd at a very young age. She felt that her body was il
prepared to properly cairy an infunt, The youngest chiid’s disability was felt
10 be somchow related o the amniocentesis that she requested in order 1o
determine il the second child was impaired, Ironically, the amniocendesis did

‘not detect the impairmieny, but left the mother believing that the insertion of

the needle aciually coused the impairment, At the same time the father had a
very different viewpoini. He I wl long [l rage toward his parents, rage that
severed communication with them well befare the birth of their first child. In
some fashion thid was never clearly explained, the father associated the prast
stresses with his parents with the. disabilities of the children, o was an
especially difficult issue for him to share, as he prided himself on being
concrete and logical and these feelings were “so ghviously illogical.” .

This young Q:.;:e. although appearing very different from each other,.
were wogether struggling with the same issuer “Why has this happened 1o
::,u: T'he seusitive professional might atiempt 1o explain 1o these patents the

“seientific” basis Tor each of their childrea’s impairments. Professionals in the
arly intervention arcas need to be aware that guittdoes notyield o argumen
cajoling, coercing, or even irrefutable seientific evidence. It becomwes clear
indeed, that scientific ex t_..:.:_:__m e ?,:E:Zv limited. They do not
adequately touch upon "why' questions. Indeed, most scientilic
explanations will [urther the belief that such painful lile events have more to
do with a person's morad, ethical, and responsibifity issues than with
anything else. For these reasons, the best thing a professional or significant
other human being can do for such parents is o sensitively _..:n.: and uqnn_:.
the legitimacy of guilt feelings in so painful @ circumstance.

In order to work through the guilt feclings involved in having an impaired
child, the parent must be able 1o share feelings with an empathic, signilicant
other. The professional who [ills such a role might do so by olfering
acceptance through an attitudinal framework exempliflied by the following
respounser "If you truly believe that you Q:an; your child’s impairment, no
wonder you [eel so badly: Tell me about it.” The temptation ou the part of
wost professionals is 10 try to ake away the guilt. Only the very exceptional
person is able to validate the legitimacy of thie parents freling withowt
seeming to conlinm a judgmentof fault. To offer such aretationship is to offer
A unique opportunity that facilitates growth. . .

Nothing will accelerate the course of guailt feelings. There are events,
however, that can aggravate this difficuit pluse. 1 the professional canaccept
guilt as a normal, necessary, and Leiliadye element of griel. & more
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substantia! and ::::;F.E constructive relationship with the m:c?micsi
will tikely result. In contrast, the professional who views guilt as
psychopathologic, or who has a condescending view loward parents s.r:
manifest guill, will impair the partnership. After guilt m:nnnm&:“: SCIVES A
the vehicte for the reexamination of atachment and mmipact, e, ﬁc_d:::.___
existenial values, it will outlive its usefulness,

Incidentally, the manner in which the parent manifests the m:_: often
rellects the nature of the particular handicap. For example, many parents who
have mentally retarded children connect that disability somehow to show they
themselves have used their intellect in the past. For instance, a parent might
say, “lsn't this an epropos punishment for my having wasted the intellectual
skills 1 possess!” or "Isn't this an appropriate ﬁ:_:mm::&: for a person who
only valued other people in terms of their intellectual cwa:.mmm and behaved
condescendingly toward peaple who were not as bright as L' Again, it s the
cmpathic professional who can offer the most to a parent presenting such a
feeling. There is :a:::n to be cured or lixed. Thereisonly a mnn::m state to be
dealt with,

The secontd facet of grief that deals with one’s inner existential core is that
ol depression. For the purposes of examining aﬂunnmm_o: s impact upon griel,
the rather simple definition of depression as “anger turned inward” will be
adequate. One might ask, “Why is the parent of a developmentally disabled
child feeding self-unger?” The answer to such a n:nmsoz offers somie msight
into the issues involved in the depression.

Itappears that each human being has the need to feel competent. T "zm :9&
is complicated when one examines the various definitions of * ‘competence.”
What does it take to be a competent {ather, a competent maother, a moéwﬂn:_
wife, a competent prolessional, or a compelent anything? What it takes is
indeed most personally and individually defined by the person who is
struggling with the question. Furiher, definitions of competence change as
ane grows older. Therefore, definitions of competence are often differenteven
for the same person,

Depression is the griefl state that _:w:uw the ﬁ.:n_: rework a definition of
competence within the context of having a developmentally disabled child.
{ssues of competence break down into three facets: potency, capability, and
criteria for evaluation. The depressed person usually questions all of his
judgments in these three areas. Such- questioning is evidenced by the
{ollowing "“depressed” types of statements: 'Tam a weak (impotent), useless
{incapable), and worihless (without value) human being.” Parents of
impaired children often view themselves as awful people because they seemto
have no impact on something very important to them, something they want
very much to change but can't.

Depression is generally viewed in Western culture as a pathologic state,
This is uniortunate, as depression is a normal, necessary, and healthy part of
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grieving. Instead of professionals supporting such feclings they generally
treat the depressed person with special deference and a peculiar carelulness
that often inhibits the expression of this impaortant grief state. It would be far
more helpful if the professional were able to openly accept the fact that having
a developmentally disabled child is a very depressing event in the life of the
pavent. In truth, there is litde that the parent can do to "inake the child tatally
normal,” which is indeed what most parents want (o Qo more than anything
else, . .

. A case that draniatically demonsirates the impact of depression upon the
bercaved parent is one of a woman who was an accomplished professional in
the field of developmental disabilities. Alter many years of working in this
area, she found hersell in the ironic position of being the parent of a severely
unpaired child. When she spoke ol -the circumstances she stressed repeatedly
that her knowledge, experience, and exposure to the field only sevved toshow -
her the true limitations that existed. She {elt warse off, not better off, than
parents whio did not have the rich background that she did. Basically she was
saying that all of her education and experience were impotent, useless,
without value in the face of trying 1o “cure” herchild. And further, she was so
sophisticated in the area that she éven felt itinappropriate 1o wish [or his cure
as opposed to rejoicing around the assets that he still possessed, Many people-
around her found it difficult to deal with her since they believed that she
should be “more optimistic’” and “have a more positive attitude” than a less
knowledgeable parent. As aresnlt, she was notable o comfortably and otn:?
express her depression. Instead, she adopted a cynical, hard, angry exterior -
ithat ather people accepied as evidence ol a determination 10 _.:.:u her chitd. I
tritth, her inability to work through her feelings prevented her from arriving

“at new definitions of competence that would make it accepiable for her to rm;.

a child with the types of problems that her son had. .

When she finally encousntered a prolessional who related to the feelings of
depression with support, acceptance, and encouragement, she was able 1o [eel
the anger towards self, the sense of impotence, the sense of valuclessness, and
the feelings of “nothing meaning much of anything.” After sheexplored these
feelings, shed tears, permitted herself 1o withdraw for a.period of time, and-
considered the meaning of her experiences, she was then able 1o let goof her
old way of _oo_,:_m at things, and 1o allow hersell 10 cnno::.. more o* an

“ordinary person’ than ever before.

1t often takes special internal strength for the professional to w:mos_: with
a parent who feels immense depression. 11 takes even moge strength to accept
what appears to be a pathologic state. A [acilitalive atmosphere can grow out -
of statements as simple as *“Tell me more about your feelings.” Or "It sounds
as though you feel hopeless. Do you, and if so, why?” Or “I sounds as though
the birth'of Johnny has turned your life upside down. Can you tell me what

kinds of things have changed since his condition was diagnosed?”
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Iuput from a professional can make a difference. Depressed people donot
need cheering up. They do not need someonc to deny them the right 1o {eel
depressed.  Instead, they need sonmeone who will allow them 1o feel the
legititute depression that they are expericncing, and further, to be available

(o talk with them about their sense of impotence. Unfortunately, most of us
were tiaglte 1o relate to depressed people in ways which inudvertently leave

(them feeling misunderstood, stupid, erazy, and/or destructive, in addition to
depressed. Depression is part ol a normal, necessary, and self-sullicient
process of grieving thatallows'parents Lo separate from their lost dreams and
[antasies. There is, indeed, value in “wallowing in self-pity” and “crying over
spilt milk.” Since what constitutes reality for cach individual is reality as one
perceives it life truly is as bad as one thinks it s, o ,

As patents are permisted 10 experience depression witliin an environment
of acceptance, they will likely reevaluate their definition of Fundamental
comprtence. Such redefinition permits self-acceptance in spite of not being
able 10 “fix their child.” Again, it is the significant other ' who can offer an
atmosphere that {acilitates this discussion of griel. Quite often a professional
i the field is the significant other.

Parents of impaired children feel anger, even rage. This particular fecling
stite is a most [rightening one for all concerned. Most of us were raised 1o
Lelieve that [eclings of anger are inappropriate under all circumstances. This
particular atitude is inost unfortunate in the contextof gricving since anger is
an integral facet that facilitates the struggle that parents go'through to put
their lives back in order. .

Euch prrson appears w have an internalized scnse of justice that permits

him to move within society without unduc anxiety or fear. An unpredictable

event, such as having an impaired child, threatens one’s {eelings of sccurity
about universal justice. Whenever one's sensibilities about worldly order and
fairness are disrupted, ane feels, at the very least, frustirated.  Frustration,
agitation, aggravation, irritation, and annoyance are all words that parents of
impaired children find on their lips at one time or another, along with the
words anger of rage. Long ago, psychologists noted that {rustration leads 1o
aggiessive feelings (Miller, 1941). Parents whoave frustrated by the birth ofan
unpaited child feel angertoward that child who has intruded upon their lives
and substantially distupted them. To have an impaired child is expensive,
cisbarvussing, time-consuming, energy-consuming, and shattering to the
entire family coustellation. On a more psychologically primitive Jevel, most
patents feel that all this disruption and pain bas been “caused by" the
nnpaired child. , = :
Since anger toward children is considéred heinous by most parents, they
often displace these angry leelings onto others. Most cominonly, spouses, the
impaired child’s siblings, and, of course, professionals are targets of this
displaced anger. Such displacement is most unfortunate since parents are
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often in need of support from the very people whom they may be alicnating

thiough their anger. As an alternative, paremts may direct their anger and
feelings of injusiice oward God, science, or “the general order of things.”
They can also [ind solace in dirccting their anger into fertile areas concerned
with methodological controversies concerning the treatment of their child,
This type of displacement can usually clicit empathic understanding more
asily from the people around them, yet it wo prevents the parents from
confronting the roots ol their anger, the feelings of injustice that arc.attached
to the birth of a developmentally disabled child. : . .

A note of caution here. Professionals are ordinary human beings and
therclore liable to make errors. Indeed, there are some professionals in
habilitation f{ields whose personal motives prompt them o behave |
insensitively, Parental anger gencrated under such circumstances may be
appropriate, aud seems (o have little to do with the anger that is part of the
process of grieving. Thus, not all anger represents displacement. Itisonly the
parental anger (hat serms to have licle basis in reality that is'likely to be
displacement. Under all circumstances, whatever complaints a parent
presents to a prolessional should be carefully listened o and examined.

Like the other feeling states of grieving, anger serves a unique function.
One’s sense of justice is violated when an unfair event such as parenting an
impaired child befalls a person. Anger is the vehicle that permits the parent 1o°
restructure their concepis concerning justice. The parent of an impaired child
who is able to incorporaie the seemingly unfair event of having an impaired
child “without just cause” will generate a more reality-based internal sense of
justice, allowing that parent a more comfortable system that can better
vxplain or accept lile's unpredictable occurrences.

" Itiscrucial for parents to recognize and deal with the anger that they might

feel toward their impaired child. Professionals can help by accepting and

relating o that anger when it is presented. This is difficult. Parents who are
“reacting” to an amorphous injustice are generally easier to accepl than
parents who express direct feelings of anger toward their children.
Professionals have often chosen the habilitation {iclds because of their
sensitivities toward children with special problems. Many proflessionals
become quite attached to the children with whom they work, and [urther, view
parertal anger as inappropriate, destructive, and itlogical. Thus, a natural
block evolves, inhibiting communication between parent and professional.
The professional who wishes to facilitate growth in the parentas well as in
himself would do well to examine therole of anger inhis own lifeas well as his
feelings about parents who cxpress anger. Parental anger in general, and
anger directed toward the child in particular, is usuaily part of a normal,
necessary, and healthy grieving process. It is imporiant at this point to
distinguish between the concept of anger expression versus the “acting out” of
anger. Parents who can talk about feelings of anger with significant other
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people are undikely to act itout. When parents do act oul, there are two basic

forms that the anger may take. Anger can be demonsirated either through,

extrapunitivencss or overprotectiveness. The extrapunitive parent- often

couches severity within a soctally acceprable context. e becomes a severe

disciptinarian, demanding, and critical under the guise of helping the child

overcome the emotional effecis ol disability. The parent behaves angrily
without admitting to having such feelings or thoughts. The overprotcctive

parewnd,- o the other hand, disguises the feelings of anger in another manner.
He nntimains an atitude designed to show how “unangry’” he is. “I am so
toving and caring and involved in my child that I can’teven discipline him, or
make a demand upon him; that would look too much like punishment,”
Lither way of manifesting anger through these acting out maodes is
wappropriate and most assuredly destructive for the child as well as the
parent. Therefore, it is incumbent upon professionals to understand the
dynamics of anger, to examine their own motives closely, and 1o accept
parent’s expression of anger as a preventive measure against potentially
destructive parental acting-out. :

The wer of parenis about o be desaibed serve as a good example for
illusoating the anger dynamic. Doth parents were in their carly thirties and
worked at skilled jobs in afactory setting. Their thivd child turned out 1o have
a complex set ol disabilities, the most serious of which was nonspecific,
pervasive brain damage. These people valued sclf-suificiency and were
mistrustiul of “college-trained” professionals. Their son’s disability forced
thew o rely upon services offered through a university seiting. In short, their
chifd had put them into an' uncomfortable circumstance that they had avoided
prior 1o his birth. The mother presented hersell in a particularly threatening
fashion by consantly taking notes onanything that was said. The father satin
the bickyrownd shaking his head disapprovingly and oflering a passively
reststant [ront 1o any suggestion or observation that was offered, The parents

continually reiterated that some other high-level professional, a friend of

theirs, was going (o “review and scrutinize” what these "persouns in training™
were odfering o them and their child, The tensions between the parents and
clinicians were comylex, continuous, and debilitating. In short, this was a
disusrous parent-professional purinership,

Finally, after many months of this uncomfortable stalemater a
breakthrough occurred through the honest sharing of a physical therapist.
Somchow this youny woman was not threatened by these parcats, but rather
moved by their dilemma. One day the physical therapist talked openly to the
mother, saying that she was {rightened of her. She stated [urther that the
constani note taking, critical commenits, rejecting gestures, and veiled threais
were making her uncomfortable. The therapistexpressed the fear that it might

influence her effeciiveness with the little boy. The mother was surprised to
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. learn that she could have such an impact npon a professional and began o

speak of the discomlort she had expericnced at being “lorced to come to this
place,” to feel the vulnerability of having wchild that she did notunderseand,
and {urther, at “being made an object undera niicroscope.” (Two-way mirrors
were common in this setting.} Gradually, more and more material was shared
that essentially spelied out the unfair, sressful, unjust, and. generally,
[rustrating circumstances that confronted these parents. Imagine being forced
1o seek services from people whom you did pot respect or trust. Suddenly, you
are confronted with a team of professionals whao ::nm:c: evatuate, suggest,
and direct you in mosun_:_:m as personal as child rearing. The siwation may
engender an enormous amount ol rescntment. Only through open sharing,
careful listening, and sensitive acceptance were these parents-able to begin to.
struggle with their own internal ideas of what was a just or fair world.
-1t is the rare professional who will be able to recognize that parental angey
is part of grieving and should be ace epted and [acilitaed. -Yet, if the
professional can tolerate the displacement of anger and/or the parent alKing.

negatively about the child, such interactions are very hefpful. Parents whoare

able to talk with significant athers ihout their anger are less likely 10 become
cither extrapunitive or overprotective. If allowed expression, if scen as
acceptable, if indeed incorperated as part of the normat process ol prieving,
the anger of parents of developmentally disubled children may be used 1o
restructure their internal sense of justice and thereby help them o move 10

higher levels of functioning.

Attitude change in parents is {acilitated by the three feeling states of guily,
depression, and anger. These three grief states precipiiate a straggle with the -
existential values that people cominually rework in the face of substantive
loss, i.c., primary significance and meaning, definitions ol hunan
competence, and internat sense of order und justice. Auitude change then
serves as the prerequisite for active Q.v:un with the impact of the ;?::_5

The Parent-Professional Relationship ,
as Significant Grief Facilitator

The grieving process as described is a fecling process that permits the parentof
a developmentally disabled ¢hild to separate from dreams and [anasies
generated in anticipation of the birth of that child. The inability 1o
successlully separate [rom such a drequn is devastating 10 bath parentand’
child. I the parent does not generate new dreams that the child can fulfill,
then each day the child will be experienced as a disappoinunent and a failure
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i the eyes of the parent. This parental disappointment will ultimately be
commusicated to the child, leaving the child feeling as though he oy sheis

indecd a source of pain to the parents. I, however, the parent is able 1o
separate {rom the dream, there is the distinet possibility that the child will be

accepted for who he or she actually is. Such acceptance is an important
prerequisite of attachment, and full auachment is a prerequisite of overall
development and growth (Brizelton et al., 1974), It is within this context of
development that the concepe of facHitating grief becomes an important (ool
i the intervention and habilitation of developmentally disabled children.
How do parents survive the loss of a profound and central dream shattered
by an tmpairment? How do parents grow {rom such a trauma and become
cnhancers of their child's life as well as of their own lives? The answer appears
w lie m working through griel in the context of meaninglul human
relationships. A meaning{ol relationship is defined as one that gives a
Lereaved person the human environment in which to feel and share the potent

cenolions of priel. Grieving is a constellation of fecling states {denial, anxiety, -

depression, anger, wd guilt) dhat facilitates a personal reorganization,
thereby [ostering dramatic changes that permit serious loss to beconie a life-
enriching occurrence. To truly help in the growth process of a child, the
professional st attend 1o the grief struggle experienced by the parents. The
professional who understands how  chaldren develop will aceept the
fegitimaey of Holistic conceptualization, including the parent as part of the
monolithic unit called "child.” The ideal circumstances for habilitating the
developmentally disabled child; therefore, are those where the parent canrely
upon the professional o offer a meaningful and significant relationship
necessary for suecesslul grieving. .

There are a few basic concepts and guidelines that can aid in the sharing
process between a professional and a parent, while still maintaining the

professional integrity demanded of specialists in the fields. The .?:oc._m:.m.

suggestions arc not offered as “psychotherapy'” components, but rather as
fundawienial elements that can help both prolessional and parent to
positively affect the [eclings indigenous to grieving: . :

I Muaintain a vigilant awareness of the dynamics of grieving; it is easy to

{orget the proeess of griel when faced with intense emotion.
2, Review your own personal strengths and weaknesses around grieving
past signilicant losses of your own. )

3. Clarify, maintain, and practice focusing on the dillerences between a

[eeling and an action. Many actions can be immoral, illegal, unethical,
insensitive, and inhumane; feelings are synonymous with being alive,
central to dealing widh loss, and, therefore, exempt from judgment or
CrLtCis. . ) - .
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4. Try to avoid answering divect questions that are of a general or
predictive nature, because parcnts are ustrally naot interested in the
answer hall as much as in having their concern heard,
Try to remember you are not universally responsible for correcting the-
child’s disability, nor the disruption that the disability brings to the
family. Limit your concerns to the arcas that are consistent with your
prolessional role and experiisc. . : o
6. Ity wo separate the content statements from the fecling statements 5.5 ;
are both received and sent by you. It helps to maintain copsistency i
: the modes of communication between parent and professional.
7. Throughout your imteractions do nat ignore or abandon your -
professional convictions, recommendations, or programmatic’
structures: the direct habilitative services offered the developmentally

disabled child are always the first priority.

ot

A Personal Note to Parents Only

There is no debating that the parent is unquestionably ::u._mo.Mn.a.—_u:n—huﬁu_m
person in the parent-professional relationship. That fact, :9&.;.3. m“cnm not
free the parent of all responsibility for this important partnershig 7l _:..E e
some basic prerequisites that parents need to accept il they are going to.
influence this working iclationship in a positive fashion. S

" While it is clear that successful grieving requires upen sharing, there isa
“decided difference between an emotional presentation of sell versus acting out |
feetings. This distinction is readily scen when childrenare told, ¥1t's okay 1o
say that you're angry about something, but it's not okay to hit]” With ug::m_
who are grieving while simultancously trying to “work with” the source of
‘their grief, the acting out does not usually take the form of hiuing. 1t is far

- more subtle than that. Making appointments and not showing up, playing

prolessionals against each other, presenting onesell as less capable than one
really is, playing “yes, but...” as a way 1o closc down ,moEE::m.ﬂm:o.:,
holding grudges while never confronting the “accused - professional
offender,” etc., are some examples of parental behavior thatare devastating to
parent-professional relationships. Generally, most . professionals are hard-

. working, underpaid, sensitive people who aré genuinely struggling with the

same child who is offering you so much difficulty. They truly need your
advice, suggestions, and help, but will have the same negative reactions io
rejection, criticism, and emotional dssault as you would, were they to behave
that way toward you. All of this describes basic “Golden Rule” human
relations that all readers probably know, but that under the circumstances ol
‘grievous pain can easily be forgotten. :
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If e relationship between parent and professional is truly to be a
partnership, then the parent also needs to understand some of the dynamics

that influence professionals involved with developmental disabilities. -

Persans attracied to work in the habilitation fields are not usually influenced
by the sume factors that atract other prople to other arcas of work. Mosi
certainly, they do not pursue careeys in these areas for money, prestige, or
power - three of the primary motivators in many other types of work. What
does atact people to this work? There is scant research documenting the
motives-that bring people to the habilitative ficlds. However, an informal
survey of a number of professionals seems to indicate that a larger-than-

ardinary proportion of professionals in the habilitative fields are themselves
directly involved with a family member who suffers from a developmental -

disability. That is, they are the sibling, child, or parent of a developmentally

disabled person, Further, many of these individuals show a high degree of

sensitivity toward the plight of "underdogs.” o
Diagnosticians, teachers, therapists, aides, etc., have a“burn-out” rate that

is substantially higher than aurition rates in nonhabilitation fields (Presley, -

1982). Caught between the pressures presented by the child’s needs,
adiinistrative accounting, parental demands, peer pressure, and their own
professional ideals, many professionals have become discouraged and
disilusioned with their work. Indeed, the collision between their dreams and

fantasies about work,.and the severity of a reality filled with pressures and

disappointing limits often precipitates a grief response in professionals. H
hoth parent and professional are, at times, suffering with similarissues, thena
“rotating magnets” phenomenon can take hold; intense atiraction ar
repulsion can happen from moment to moment, Parental sensitivity to
professional stresses can enhance this important partnership, Professionals
need the same acceptance of their feclings that parents dol

It is pointless [or either parent or professional to try to become “griel

diagnosticians,” since the feeling states previously described are not .

expericnced in any particular order, nor are they mutually exclusive. That is
to say, people [cel what they are going to feel when they are going to feel it, and
oltenn have two or more feelings simulianeously. Moreover, an anitude of
acceptance aimed at facilitating griel would be damaged by an'attempt to

diagnose a person's grief state, since diagnosing is, by definition, a process of

labeling. .

The grieving process is far from a one-time occurrence. Parents of
developmentally disahled children repeat and rework the feeling states as the
child matures. All parents seem (o grieve at the point of initial diagnosis. In
addition, each time the child comes to a major milestone that impacts the
parent in a new way, grief will once again be experienced. Comumon

developmental points that reactivate grieving are:
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1. When the child reaches “regular’ schoal age (for that is a time when
_ comparison between children occurs). . .
9 When the child reaches puberty {(and offers all the dilemmas ol
adolescence, plus the complexities of the handicapping condition).
3. “When the child reaches high school graduation age and the disability
negatively affects the child’s ability to ntove 0t to & more independent -
manner of {functioning. o
4. When the child reaches an age where the cxpectation is that he or she
_will indeed live wotally independently (working, getting married, etc.)
5. When the parents reach retirement age and the nature ol the disability
“is such that the child might interfere with their retircment and reguire
that arrangements be made for the time after their death. :

Coping

Since grieving is almost entirely an emotional process, itisclear that there are
other processes that occur simultancously, or in tandem with grieving. The
general term of “'coping’ covers most of the remaining activities that require
inferaction amony the parent, thechild, and the professionmal. Althongh much
has been written since 1960 about the coping process, the most succinet and
clear descriptions and definidons of the process were offered by o
rehabilitation psychologist named Beatrice A. Wright (1960). In her book,

Phystcal Disability: A Psychological Approach, Wright highlighted four,

major coping processes. Each of these impact the parentin such a IYGATLEIET A5
to precipitate a change in the value system. The four coping mechanisms are:”
containing the disability effects, devaluing physique, enlarging one's scope of
values, and converting from comparative values 0 asset values. :
When parents first begin to deal with the impaa of having a-
developmentally disabled child, their tendency is to generalize the eflects of
the disability. They are prone to see the entire life of the child (and olten of
themselves) as-ruined. It is not uncommaon for parents to say things like, "My

“child will never marry; my child will never work; my child will be dependent

upon me for the rest of my life.” They conceptualize the worst, and then deal
with reality. Confrontation with reality is aited by accepting the limits of the
effects of the disability. Containment is an attitudinal process. That is, the
parent does not permit the concept of disability to contaminate those aspects
that need not be affected by the disabitity. The professional can be exiremely
helpful during this facet of coping by offering as clcar or concise an”’
assesstnent or dingnosis as possible, particularly an assessment that
¢mphasizes the competencies and assets thatare not affected by ghe disability.
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m::_:.:_f:_::. ..x,_:..i.;mo ?.:n.:_c_::m::?:._.niu;::m. itwill help with this
COping piocess. .

The devaluing of physique, as a coping mechanism, attacks one of the
mere painful blocks o successfully dealing with handicapping conditions,
Wostern culiure seems o place bigh value on physical auributes, oftentimes
judging people according 1o appearance. Unfortunately, most handicapping
conditions are seen as ugly. Specifically, “different” behavior, mannerisms,
and peculiarities of gait, speech, or language uttique to developmental
disabilities are ofien viewed negatively, The coping mechanism of devaluing
physique deals with this issue. Physigue is broadly defined here as any
detectable manifestation of (he disability which might be judged negatively,
e has successfully coped with theissue of physique when one has adopteda
value systesn that focuses on those qualities and competencies associated with
betng human and that ignores or devalues surface qualitics, .

Enlarging the scope of values works on the premise that masg people
sarrow theiv value systens, experiences, interests, and associations as they
grow older. This appears o be true fora great many people, Such narrowing
noses a special pwoblem when one has an impaired child whose disability
precludes participation in the particular confined lifestyle that the pareuts
have chiosen. In oider to facilitate the child’s growth, the parcits mustbe able
"o enlarge their scope of values in order to .ré::m:e:. accept whatever lifestyle
the child might pursue, Such an exploration requires parents toexamine their

awn values about what constitutes “the good life.” If this process does not
ccur, then-both the parent and the child will feel as though the child’s
Alestyle is, at best, second-rate and unacceptable. o
The last method of coping involves the issucs of comparison and
ompetition. Western culture emphasizes winning, doing better than the nexy .
cocrson, and comparing one person’s performance (o another. Such a
omparalive atmosphere can be uticomfartable for many nonimpaired
wople. A comparative aunosphere is particularly devastating to impaired
mddividuals and their FBimilies. The parenl must understand that how one
vmpaies with others is far less relevant than the mastery of a skill or the
femonstration of 4 competency. Uliimately, to cope with the child's
fisabibity, the parent comes 1o value the child as he or she Is, respecting each
ww achicvenient as an asset, without making a comparison with other
hildren. It is through this pracess that the parent learns 1o firstappreciate the
hild, and then to focus on the handicap,

linical Implications for Initial Diagnostic Perjod .

. Iniial diagnostic feedback sessions need 1o be concise and simple,

Eltarts must be made to determine what the parents actually heard and
understood. This helps to deal with the response of denial,

ERIEFP=

e s i LN FLE O

S e e e

It . 5 44
The Dhupact of nitinl Diggnosts 4y

2. The secoml feedback session (scheduled as soon afier the first as.

possible) locuses upon medical, ‘educational, and: :__EE:,_:.F..‘
weatment mechods. Ideally, details are presented i response o

parental questioning. . g
Avoid directly confronting overt resistance or indirect denial; it 5
useless to do so and compounds the denial process. Instead, use _:::M: .
paradoxes, gentle coaxing, pleas, or “soft”" persistence to serve the child
without disenfranchising the parent. o ‘ —
4. Resist the impulse to calm, uplift, soothe, ordisarm the emotonally
stimulated parents; permit them to express their griefl Y
5. Consider the three-part parent program outlined below: . H..
® Parent education, consisting of impariing the necessary medical,
~educational, therapeutic, legal, and c&ﬁrc_cm,nu_.‘ information .-
concerning the child. - . o
e Parcnt support groups, consisting ol mectings [ocusing on the .
sharing of emotions alfecting the parents. kil “
e Parent training, consisting of sessions where the parents gain skills )
needed to directly enhance their child's growth, o |
6. Maintain support groups for diagnostic tqc?mm:ﬁE:.%n«f:.m ,ﬁ, ith.
families at the early stages of disability is stressil work; doun L @ it

alonel

Summary

...H:n growth and development of impaired children requires altachment,

nuriurance, and stimulating interaction ?.03 care m?.mmm., mumqm:_mumﬁ_“ .:.:;_
commonly, the primary care givers for their ..».,:_E:w:. ::Q rﬁwr.: 1 keys _.n_v
their child's successful development. Professionals in child :nr;:..,:_c: :.:;
-conceptualize the parents and their child as one unit. ,. . N )
The diagnosis of a developmenial m;m_c_.__:, for a child ﬁ:.n:u:mam.“
grieving in the parents: The process of grieving can u:o.s. :wc. _E:.:._.m M.o
constructively incorporate the emotional impact of the a;mc::v...,_w.:_w ¥
{acilitaling the coping behavior desired E\ ‘_.:c.?mm.ozu_m. Successful giiey ing
depends upon significant human qiu_.“o_u_:vm .::: support the cncnwn.w.m..
Parent-professional parterships benelit the &.:E. when the partners lip
attends (o the significant human clements of m:&.. . o |
Ii is the unconditional acceplance of denial, anxiety, guilt, n_n.cgm,ﬂ.w::. E;h
anger that constitutes the most positive H.o_wm:ozm_:vm _vw_s..qn:,tm_.::m "“Ja_
ﬁan:nmmmo:m_r Good working .iw:o:mr:uw {oster mu::.:an ﬁ:u.ﬂummmr.ﬂm
prompt coping behavior and, therefore, ES::&.M:.::EE towardt :._ﬁ ik w
habilitation. The parents who are actively gaining from the processs of .



