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Parents oé handicapped children can provide valuable

assistance to child caregivers and should be encouraged to becoame
involved in the observation and education of their handicapped child.
However, cbstacles to optimal parent-caregiver cooperation may exist.
Parents and caregivers may have different views of the infant and
differ in knowledge of child growth and development: parents may be
distressed by the birth of 2 handicapped ¢hild, and some parents may
wo* immediately be able to respond to the emetging needs of the
newborn and those of their spouse. Providers' attitudes may also
_*reduce parent-caregiver ‘cooperation if they reflect the
disillusionment of caregivers, rigidity in use of materials, and
dtsapproval of parents' lifestyle.. Providers can improye 1
comnmunication with psrents’'by (1) starting the relationship with
parents as early as posgsible, (2) proviEing reliable support, (3)

sharing knowledge about child developme
‘skills, (5) holding discussions with .pa

t, (4) improving observation
eats, (6) encouraging parents

t> think about the conseguences of their behaviors, (7) encouraging
parents %o be positive, (8) sharing joy in small developmental
advances, (9) praising specific achievements of parent and child,

(10} treatinag the parent a$ an expert on details of the child's
experiences, (11) using parent involvement technijues consistent with
“family needs, (12) marshalding community resources to serve parents,
ard (13 prqvi@ing support for caregivers working with parents.
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this baby is ver; difftéu]t,“thatmngrries are frequent, tnat.ne1p is neéded.
'Etforts-to nowngrade a parent's concenn’or dismiss a parent's feani.can only lead

to a1ienation gf parents anqi1ack of trust in professionals. Helping persons need

to value parents as- sources of special informatfdn about an infant's development.
. Va1u1ng parents he]ps them counteract their own feelings of self-doubt at the
crisis of birth of a hand1capped dnfant. We need to respect the parent as a prime
observer of- infant character1st1cs khat can §ive clues for apprdpriate remediation.
efforts. As Karnes (1979) has advised, "Think of parents as teaching resources
who can contr1bute knowledge about and insight into their children, he1p1ng "you
-to enhance educational programs ‘ (p. 38).

Thus, the third notion has been replaced with rea11zat1on that” parents are

“the first and mq§t'1oved and most available teachers of their infants. They are

an important and cruciai_component in the front-line preventative and remedial work

done with handicapped children. o

Obstacles to Staff-Parent Partnership

Despite the new awareness and appreciation of the role of families as educa-

«

“tors of the1r'y00ng handicapped children, cooperat1on between helping staff and
parents may not be easily obtained. On“occasion, staff des1re to, help the infants
has not a1ways been accompan?ed by sensitive encugh efforts to build trust with
parents, so that, tor example, parents.understood the reasqns for certain etimu1a-
-tion exercises or, currjcu1ar interventions urged by the staff. What are some of
« ., the aspects of parent invo1ve&ent in optimizing the development of handicapped |

infants that can militate against a cooperative partnership between parent and

practitioner?




thTS baby is very difficuit, that worries are frequent that he1p is needed.
'Efforts to downgrade a parent S concern or dismiss a parent's fears can only lead

to aiienation f parents anq lack of trust in professionals. Helping persons need

to value parents'as'sources of special informatién about an infant's development.
. Vaiuing parents he1ps them counteract their own feelings of self-doubt at the
crisis of birth of a handicapped qinfant. We need to respect the parent as a prime
observer of- infant characteristics that can give clues for appropriate remediation.
efforts. As Karnes (1979) has advised, "Think of parents as teaching resources
who can contribute knowledge about and insight into their children, heiping 'you
-to enhance educationai programs " (p. 38).

Thus, the third notion has been replaced with reaiization that ‘parents are

“the first and most ‘Toved and most available teachers of their infants. They are

an important and crucial. component in the front-line preventative and remedial work

done with handicapped children. oy

Obstacles to Staff-Parent Partnership

Despite the new awareness and appreciation of the role of families as educa-
“tors of their yoﬁng handicapped children, cooperation between helping staff and
parents’ may not be easily obtained. On‘occasion, staff deSire to. he1p the infants

B:

has not aiways been accompanied by sensitive enough efforts to build trust with
parents, so that, tor example, parents.understood the reasons for certain stimuia-
.tion exercises or curr]cuiar interventions urged by the staff. What are some of

« , the aspects of parent invoive&ent in optimizing the development ef handicapped .
inﬁants that can militate against a cooperative partnership between parent and

practitioner?
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now]edgu>of Ch11d Deve10pment C e I

One of the d1ff1cu1t1es that sometimes prevents communication between parent

1nv01Vers and parents Tie in the" d1fferé“t views. of ‘the infant and differential
>

knowledge about child growth and development that parents may have 1n contrast to ,
+  professiongls. -De L1ss£voy (1973) surveyed rural adolescent parents of infants to

find out at what age mo'st parents thjnk bab1es can accomp11sh a var1ety of deve]o-
[4 ~
mental tasks, such as sitting a]one, social smiling, toilet tra1n1ng, saying first

words , and being-obedient to"" no-no Parental estimates Jdn weeks of when chil-
- dréen were ab]e to comp]ete deyelopmenta1 milestones or Were able To recogn1ze and

be held respons1b1e for behav1c>§ considered wrong by the parent were totally out
4
. of Tine w1th deve]opmeﬁta] norms. Fathers, fofrexample be11eved ‘that babies couid

-~

s1t alone at 6 weeks; the norm is 78 wéeks’ for normally deve]op1ng 1nfants Both
parents be11eved that toilet tra1n1ng shodld be aycomp11shed by 6 months, whereas .

neurolog1ca1 maturation that perm1ts voluntary sph1ncter céntral may: not- be com-

¢

p]eted unt11 after. the second year for many todd]ers Most of the parents expected

very Tittle crying from their bab1es. Dur1ng Dr. De L1ssovoy s vidits, he often

-

witnessed excessive physical ‘punjsfiment of very young babies. Pareats exp]awned
¥, e

-that the baby "had been asking for it all day" or that the s1apped baby had already

been told to stop crying and had d1sobeyed Poverty, and very 1ow tolerance- for

~ . Te

frustration seemed tol1ncrease parents percept1on of 1nﬁant reg1v1ng.as a very .
trying experience. Very few of the parents spontaneous1y cuddled or played with "
their children JUSt for the "sheer'joy of, 1t“'(p 24) )

Epstein (1978) has a]so found that teendage mothers seem to be unaware of the
deve]opmental meaning of obserVed infant behaV1ors and parent-ch11d 1nteract1ons
Therefore, some parents may act unresponsive to the deve}opmental needs’ ¢f the1r

t

babies for supportive stimulation, verbalizations, and respons1ve interactions. { -

- Thus, a thorough knowledge of normaluand°de1ayed ?nfant deveJopment~stages and
. ~ . . . . . { -




processes can-help a provider help parents. Parpnts have a basic civic right-to

child development knowledge (Honig,'197§). ¢ : .o /
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‘Grief and Anger' .© o )

. , * 'S
" Most parents are prepared for the birth of a normally endowed, perhaps even

~ an 1dea11y endowed baby. The birth of a handicapped infant or an infant at risk .
- poses 3 _massive threat to the parent S 1nner'p1cture of a "good parent". Fee11ngs

of denial of the reality of the hand1capp1ng cond1t1on may ar1se CA11 s well.
Noth1ng-1sarea11y wrong w1th their baby. They resent the profess1ona1 who is sug-.
gesting terrible, threatening ideas of defect or danger. They may 1gnore profes-

sional advice and suggestﬁons

Feehngs ‘%)f ragé and of grief, of ten mix together arﬂ f1ood a parent w1th

capped baby and w1shes that. the baby might d1e may arise. The hurt feeling that a,
part:cu1ar baby w111 never grow up to be the son or daughter dreamed about may
1nterfere w1th early ab111ty to focus on the rea] baby whose néeds for special care“
_may be so urgent. Emotigns of panic and irritability may be augmented by physical

exhaustion if a parent is caring for a baby who has difficulties with breathing, °
feeding or- sleeping. ' : g . ‘
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Neediness and Anxiety
/ . - . .
'z Insecure and depressive feelings may accompany even normal pregnancy and

/
- delivery. Usually, hopefu1 and pos1t1ve feelings surge up as the newborn 1s held

VA ~and beheld by the parent ‘Loss of the dream of a nprmal baby is a real depr1vat3§ .

Like other depr1vat1ons, such as f1naﬁt1a1 struggle or abandonment by a loved part

ner, depr1vat1on of the normal baby that the parents expected can 1ead to- hope1ess\

—

ness or resentment about ability to fu1f111 the parent1ng role. S1nce the an d1- .

5
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_émot1ona1 distress., Numb, unreal feelings about the actual ex1stence of the handi- 7
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capped neonate'was so much a part of the mother's bodyl the newborn,can come tQ
stand for "bad" unwanted parts ofwthe mother; just as aspects of the new baby can
revive happier, more cher1shed aspects,oﬁ the mother's self. Kap]an (1978) suggests
that even:before birth “the babyito-be has been an an§e1 and a monster" (p. 66).’
The birth of hand1capped neonates may prec1p1tate fee11ngs of se]f hate and of
mdternal a11enatron from the. "monster" aspect of the baby, that the hand1cap repre-
fsents Nhen the baby has been born “te a mother who has\her5e1f been poorly parented
in the pasta the gu11t at haV1ng produced & "bad" baby 11tera11y, coup]ed w1th
haV1ngabeen the "bad baby" psycho1og1ca}1y in her ojin fam11y hay awaken ancient
angers and hatreds, toward the se}f and toward the’ new. baby. -
ngetimes a series of deprdvations coincide; ds when anvunwed,ayoung mother

8

bears a handicapped infant. Professionals need to be deep]y aware of the ambiyalent ‘
’ : )

‘?eelingsjand especially of insecure feelings about mothering ability that may ensue.

“Such a mother may have hogt{]e‘fee1ings tpoward the baby and also great anxiety

about whether”the baby "loves" her The autbor was onee present in a therapeutic .
day care center for at-risk infants. A teen-age mother'ghrust her baby suddenly

into the arms of another yogng mother.” The baby screamed. The mother‘smi1ed tri- 3 L
. umphantly, snatched back.herybaby and repeated the'thrustjng away of baby to another\
persbn s arms. Again the infant cried out terrified. Turn%ng to the author, the

young mother sa1d def1ant1y ln'See, that proves she loves me best and I'm a good |
motheg, 'cause she cries when she's in their arms!" Kap1an has noted that Yin some
mothers,'deprtvations‘can lead to "awakening of'the un1oved se]f" (p. 65) possibly
followed by,an§iety,_depression and panio. ‘ '

Further .Some parents, oarticu1ar1y fathers, may be "so out of touch with -

\ memories of need1ness that they find it 1mposs1b1e to empath1ze with need1ne$s in
"others. They resent being needed and resent those who are in need" (Kap1an, 1978,

-

<6?768). Since newborrs w1th handicaps often need ‘specfal care and attention for

Ya
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long per1ods after b1rth parents may come to see their babies as being tota]]y _
needy and dependent on them. This can awaken 0ld anxieties about dependence and
néedinesg An 1mportant antidote may be to allow fathers to part1c1pate in the
biirth prbcess and)1n ho]d1ng the newborn so that emot1ona1 openness to nurture and
empathize with the baby can be.enhanced.

( _ . . ’ . .o ."ﬁ‘ ‘

Aﬁiachment Status and Early Learning

. uuring the past decade, intensive research ofn securely attached versus inse-
curély attached 1nfants has revealed the critical importance of the attachment bond
as an organ1z1ng force which permits the 1nfant.to learn. Sroufe (T°8L) and his
col]eague have found that when year-old bab;es were securely attached, then, later
as todd]ers, they were able to persist longer at tool-using tasks, in comparison to
/toddlers who had been insecurel attached ear11er The secur%Jy attached tots were
more prone to enlist the parent as helper when the problem-solving tasks were quite
d1ff1cu1t, and»they exhjb1ted~f§r_feuer tantruns than insecure 1nfants.1n the face”’
og'frﬁstration ; ’ “ . o -

r

Yo

Ainsworth and her co]leagues (Bell . & Ainsworth 19T2) have demonstrated that .
secure]y attached 1nfants can be more eas1]y comforted by caregivers. Such infants°
c#falso use the parent as a "homehase" from’ wh1ch to go forth and exp]ore toys and
environment. The 1mpd¢tance of th1s enabTement Ties in the fact that it 1s "the
(baby s) active, coordﬁnated a]ert engagement w1th the environment wh1ch sets in
mot10n earTy Tearn1ng (Escalona 1980) Thus, the parent as the ph1mary 1nfant

careg1ver, has come to assume new importance as a force for ]earn1ng in the T1fe

-of the hand1capped 1nfant Hand1capped 1nfants who are well- attached to’ their

parents w1]] be more abTe to ut1]1ze env1ronmenta] encounters as gr1s‘}for egr]y

.

. Tearn1ng S& Profess1onals need to nurture and encourage bond1ng and attachment‘pf

L] L)

program infants and parénts. They will be promoting the growth of a pos1t1ve
affective matrix out of which can grow intellective motivations "and strivings for
'perceptualemotoric Competence. Some program personnel ovéremphasize lessons and

[:R\KZ exerc;ses and ,do little to nurture the emotional relatlonshlp betWéen parent and

P 7 ' ..
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child which supports learning.

. Secure-attachment-is-also important because of its

relation to  compliance. Research pn securely attached infants has revealed how

c]osely attachment and cooberation with parental demdnds are related (Stayton, Hogan
\ 4 N *

énd-Aiﬁsworth, 1971). Mothers who used warmer voices in giving commands and.gen—.

tler physical handling at 12_months had infants.who at 21 months were more compliant -

and cooperative not only with their mothers but with ‘an adult woman playmate and .

'

with an infant test examner (Londerville & Main, 1981). Hand}cappedlinfants will

often have to struggle hafdenﬁqé accomplish deVeiqpmentaJAtgsks.

Fristration may

be sharper than for normal babjes.

Certain handicapping conditions may require

—

»t'/

persistent efforts at therapeutic exercises or even at simple se1f-care tasks

Pro-

fessional encouragement and support for maternal- infant emotional closeness may

)

well prove to enha\te the cooperat1on of tod

dlers with prescr1pt1ve procedures that

‘must be carried out as part of remed1at1on efforts.

<
»

Provider Attitudes that g@x_lnterfere with Effective Partnership .

Disiilusionment. - _‘ ¢

*

- . .8,
Sometimes providers of services to handicapped children begin their efforts

with‘a‘missﬁonary zeal. They may feel frustrated and indignant that parents do not

-

carry out all the prescriptives delivered with such good will. “They may not be

sensitive eﬁbugh to parent resentment that the professional seems to be "taking
over" the baby while demonstrating or giving suggestions “about work to be done.
Also, if the infant is deve]opﬁenta11y very slow in making progress, some of the

provider's zeal may evaporate. JThe provider may secretly believe that the parent

<tk 7

1s not cooperat1ng we]l enough between hdtme Visits by carry1ng out reque9¢ed pro-

. B 3
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cedures. Disi1WUSionment may. lead a provider to "give up" on a parent as not

caring or try1ng hard enough. More pat1ence and awareness of rea11st1c expecta- .

___1__W_t1ons~fonapxmdm_processes_mayehelp_erng“wonker and parent 1nto a léss adversar1al___,,s____

and more.cooperatn\ajeffort
#

. /”/’FJ'— e ) ) . . »
|~ 7 Rigidity . © oo . ‘\
Some tra1ners in work with hand1cappedfpersons perceive that they must use

special materlals or procedures in certa1n ways only. Rigid use of tra1n1ng materx
=

H1als without sensitivity to the home c1rcumstances, to parent fee11ngs, or to l«

1nfant Tevel of .ability or 1nterest may 1ead to d1scouraged feelings on the part

of a provider Honig . (1981) has suggested the concept of “dancing the deve1opmenta1

<

ladder". Tasks and games and processes of 1nteractnon shou]d be so tailored that
. \

the small child is Tured forward to try tasks just a tiny bit more difficult or

more novel. 4ﬁonverse1y the task may be made less demanding so that the baby cén

be emboldened to try. Flexibility in making task presentations or requirements

_mizz difficult or easier so that babies are helped to ehdage in efforts"is prefer-

" ab to rote presentat1on of prescr1bed 1tems where the baby is not act1ve1y

engaged in the 1earn1ng interaction. . : y

RN

" Value Conflicts = ‘ , : o 5
Some profess1ona1s d1s§pprove of the 1ife- sty1e of parents and a11ow this

feeling, fo co]or their percept1ons of the paren%-1rfagt re]at1onsh1p Pprents can

?

be positively encouraged ifto Toving ac111tat1Ve 1nteract1ons with 1nfants in

circumstances that may be essy, d1rty or even 1mmora1" to the worker. What is
L

1mportant is the process of the intimate re]at1on between parent and ch11d 'Qnec

' worker reported with shock that she found the baby s1eep1ng on the floor on a

bianket in a 'cold empty room when she came to carry out the home visit. The baby,




was in, no physical danger, nor was she otherw1se neg1ected Poverty of furnish-
ings is not necessarily coupled with poverty of car1ng of course, if there are

physical d dangers or poor nutritional practices, then chiid deve]opment 1nformat1on

can be commun1cated in a manner that conveys~how much the parent and the worker

»

both care for and about ‘the welfare of this baby .
. . N

N

I . . - . .
Suggestfons for Bui]ding,and_Maintaining Parent-Pr;;eESional Partnership

¢

Given the diffidulties of emotiona1 adjustment that 50 many parents of handi-
capped 1nfants updergo before the processes of reconcil#ation and getting on with

the work of Toving and rear1ng cai come 1nto play, what cah a serv1ce prov1der do '_

* <

to improve commungcat1ons with parents and the partnersh1p process?

L4

-

1. Start a relat1onsh1p,as early as poss1b1e post- partum with the parent(s).

Parents right after b1rth need support and are 11ke1y to be more willing to be
recruited into a program that offers support. Neonatal enrichment efforts may haVe
the b1ggest payoff in terms of commitment to program and growth together in the

d1ff1cu1t enterpr1se of helping the at-risk infant develop opt1ma11y f

2. Meet the parent's needs wheneVer poss1b1e for a re11ab1e support system.

Bu11d1ng trust takes time and often involves a ."show me" att1tude on the part
v \ !
of parents Such a’ trust1ng re1at1onsh1p can serve to buffer the parent ‘against

frustrat1ons and angers with 1nst1tut1ons and systems that do not seem to be respon-
sive to his or her needs or the needs ©of “the handicapped baby "For examp]e, last
year, a visiting nurse reported that as the months after birth went by, dur1ng

which she continued V1s1t1:g a mother, the doctors kept demanding that the baby be
,brought in for more and”more tests'and procedures Gradual]y toward the end of

the year, med1ca1 staff suggested that the baby m1ght 1ndeed not on1y be develop-




results from lack of understandwng of 1nfant tomfort, anatamy, or-activity: A

'IO . " ] . ¥ - ' -
. . £ . . K ‘
mentally delayed but also deaf and possib1y blind. The mother felt crushed. She

felt that the truth’ had been kept from her. She had not been advised at each point
o . ) . /_/ N ) . - ) '
about what was suspected or being tested She had been given no inklipg after birth

of the possibly massive nature of the def1c1ts now be1ng mentioned. The parent .

poured Qut her anxiety and despa1r dur1ng visits and on te]ephone calls. . The pro-
«

fess1ona} 11stened emphathet1ca11y. Gr1ef can be ‘even more overwhelming when there

& , z.
is nobody who seems to care. _Bromwich (1981), in her program for at-risk infants

g1ves pr1mary emphasis to empathetic listening:

"our approach to intervention required that we first 11sten to '
the parent carefully, that we acknowledge her fee11ngs, that - d
we be empathic with her by trying to see things from her per-
spect1Ve, and that we try to understand her perceptions of
-her child and of herself as parent... While we listened em- e
pathetically, we communicated to the parent that we valaed -
hearing her talk about what was pr ccupy1ng her and that
we .tried to hear what she had to gdy in a non-judgemental
manner, i.e. that we accepted her/regardless of the feelings
she might” express. - We helped hef realize that most parents
feel frustrated, ambivalent or angry..  Our acceptance an
the parents' rea11zat1on of thé universality of their feelings -
- often prOV1ded them cons1derab1e re1aef (p..175)

. - ~ © . .
. . . . R

3. Share knowledge about normal and delayed child development. .

-,

*

L4

Parents depend 6n providers to bring a professiona1 understand}ng about infants.

Somet imes hhat looks like inapprOpﬁiate deliberate mismanagements on mother's part’

" mother in the .pediatric wa1t1ng room was trang fo dress her 1nfant who had a co1d

and a stuffy nose. Mother lay the baby with head dang11ng down on her “lap. He
fretted and cried as mucus clogged his breathing. The mether, to qU1et him, popped

a pacifier into baby«s mouth. The baby S strugg1es arey w11der and more_frantic.

* .A parent worker came OVer andasked perm1ss1on of the mother to help in dress1ng the

13

Baby. The mother w1th relief watched as the worker he1d the baby so that his head

was above body level. The.child quieted and was ab]e to be dressed. The worker'

'matteﬁuof factly exp1a1ned how babies breathe and how scared they feel when they,

SN - | 17 T | -

-
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" can't seem to'breathe well, Simp]e calm explanations incregse parent competence

rather than 1eave a parent fee11ng 1nadequate or incompetent w1th her baby. ’ '

‘ *‘:_.Ls-mif - \\ 3 Q‘

4, Bu11d your own and-the parent—svobservat1on.sk111s

.
Ch11d-watch1ng is an art and a skill. The more we .can 1earn to watch a child
L

'w1th the parent and be. able to po1nt out tiny advances or changes in behaV1or, the

more we can he]p a parent to become a better observer of his gr her own baby

-Bromw1ch 1981) has reflected that L PR

\better able to feed her baby w1thout feeling re3ected

"the kinds of comments that accompan1ed our observations’ of the
s child's play, language, affective cues, sogial responses, and-
motor behavior called the-parent's attention to the details'of"
behavior that revealed important developmental  changes in ‘the
child) no, matter how-small. Observing with the parent meant
that parent and staff shared with each otherswhat each had / *
_observed. The discussions that-epsued from the observations ° ./
were mot1vat1ng to the parent toecont1nue to observe, and - \
they gave' her additional ideas about what was -important to /
" look for in order to help her interact.more pleasurably and
+  effectively with her child. Observations and the accompany1ng
discyssions also made the parents iore 1nterested in investing .
. “more time and energy in providing the k1nds 'of play oppor- ’
B tun1t1es that the child seemed ready for.' (PP 176-177). \

-

0bservat1on sk111s Ean be brought into pday to encourage staff and parenzs ;.
when progress seems d1scourag1ng1y sTow with a severely hand1capped infant. A
parent for example, can not1ce that the baby's hand is no 1onger SO t1ght1y cleny
ched <but thdt the fist somet1mes opens now’ 1n response to st1mu1at1on

Ina hosp1ta1 room ‘a moﬂher reported fee11ng upset about try1ng to bott]e-

4

feed her newborn. .The carefu]]y-observant parent worker not1ced that.mother he]d ‘0

baby 3 head SO that the cheek oppos1te to the mother'é body was strokeq ,In re-

- 13

Sponse to the *rooting ref]ex the 1nfant natural]y turﬁed his head away from-mother.

‘ b
When mb}her was helped - to notice this and to understand,the rooti¥ng refiex, she'was

t e g

0bservat1on sk111s -can attenuate staff burnout If.a profound]y retarded tod-

~~

'dler 1s onJy ab]e to perform, for example, at'x P1aget1an stage 3 sensor1motor

. et - LR * .
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1eve1 then 11m1ted activities can be 1ntroduced Neverthe1ess, the observant

worker, us1ng P1aget s principle of "hor1zonta1 decalage", will use different mater-,

"+ {als or modes of arousa] to, elicit .any behavior of which the infant is capable.

3

!

h

vperhaps that the infant could 1ift himself out of the high chair into which he h

These sk111s can be taught to parents " If a baby can visua11y track a f1ash1ight
beam 180 degrees, can she pow also 1earn to track daddy's keys that Jang1e, or a

pop 1t bead necklace s1ow1y moved across her field of vision? . )

<

5. Discuss child behaviors and 1nteract1ons w1th parents
biscuss chi/c

" It may be difficult at times to know when profess1ona1 observat1on should be
used to begin discussion with a parent about inappropriate adylt behavior or missed
]

opportun1t1es for enhancing the 1nfant s responses. If professionals Show of f

~

their. skills too much, they may make parents feel inadequate. If they consistently
jgnore inapptopriate behaviors of parents, this may be inimical to the infant's
best interests. Choices are not always easy. A'mother had brodght her poorly
thriving baby-intO'the clinic for evaluation. Mother sat in a chair quite near the
h1gh cha1r where testing toys and items were being presented to the 1nfant At one
po1nt the 1nfant threw a toy from the table and started to 11ft himself upward a

bit 1n order to peer over the edge of the table to recover the toy,wmth his eyes.

"No-no!", the mother said, very sharply. Baby Tooked scared and started to cry. . .

This was a good time to explain easily about what, "no-no" means to a 9-month old

/ .
tnfant. How can a baby figure out precisely what is forbidden or bad? If he reaches

?

. 4
. toward something hot and we say "no-no" and take_the hand away and say "hot!" in a

3" 8§
serious tone, then the baby may learn in that interaetion what "“no-no" means. If
o .

tdo often we use generalized sharp warning prohibitions, then the baby may simply

: - -

come to feel that she is the "no-no"--the bad creature. This mother had been afrai
d

/

been secure1y strapped. We need to reserve sharp negatives for serioys situations

where babies can better understand our meaning. »
L 'Q‘

PN
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Helping a parent to see the situation from the viewpoint of the baby can pro-
mote incrgased sensitivity to infant needs and infant levels of understanding.
For exahpie, if a parent is dragging a screaming two-year old down the nailway of

a respite care center, & worker might comment, "It sure is tough to try to walk as -

L

fast as a grown-up when you*have 1itt1e 1egs It makes you feel all upset to try .

-

to walk so fast when a person is so littlel" -Some-parents simply have not Tearned

: . . { .
how to look at the world from a tiny person's~point of view, especia]iy'a tiny per-

son with handioaps. Warning:. Some parents are so needy themselves that thisjmethod
may simply call forth the réjoinder, "He can so do it. He's just trying to irri-
tate me today!" . ,
In discussion times, professionals may get more attention and interest.if.
parents initiate topics. Behaviors that the parent perchVes as worrisome or aggra-
vating often provide good opportunities for staff to introduce new ways to think
about infant behaviors, new ideas about why tots carry out actions that adults
might find messy or naughty. Most parents haye Tittle idea of the deép need of
toddiers to be active, to-roam, to explore, to,search for, to take apart, to pour
in and out. Helping parents see the meanings of behaviors for the child can some-

st

. times 1essen the parent's anger at what is considered deliberate defiance. Such af
, view of the developing child may lead to'discuss10ns of more appropriate ways to
protect family Bossess1ons from toddler curiosity. Staff can support parents’
ssearch for ways to promote toddler eXpioration through activities the parent may
choose as more acceptable than "messing" with food, for example.

+  Dialogues with parents slowly build new ways of seeing what a tiny person is

Jike. Dialogues with parents slowly give parents an opportunity to feel free to

try_a]ternatives to some of the unthinking punitive ways some adults use in dealing’

N

with "naughtiness“ in small children.

@
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gncourage parents to try alternative wdys to solve their problems with their
children. Research-has shown that the more alternative solutions childrep and,
adults can generate to solve their own interpersona1 problems, the more successful

they wi11 be in their enéounters with.proo1ems (Shure & Spivack, 1978).

‘6. Enéourage parents to think about the consequences of their behaviors.

Sometimes 1n d1scuss1ons, new ideas .or beQQV1ors are 1ntroduced but there may
be little parent follow-through. Encourage parents to take ‘the "What will happen

if....M attitude. If we read daily and engage happily in language activities with

v ”

a speech-delayed child, then voca11zat1ons and increased 1nterest in language may

<

result. If a parent habntua11y presents a hemiplegic baby w]th a toy in the hand
that does not function rather than the hand that can function, what is Tikely to
happen to the goal of encooraging jnfant advances in reaching for and obtaining

‘toys?

B

7. Encourage parents to accentuate the positive. . ?

,Many'parents of handicapped youngsters become preoccupied with what the infant
N

cannot do. Staff needs to help the parent’ find ways to encourage what the 1nfant

A

can do. For example, a blind five- month old cannot see the v1sua1 mob11e over her

crib. In order to éncourage infants* circular react1ons of k1ck1ng the mobile,

getting a pleasurable feedback from their own act1onswand then resett1ng this .pro-

cess in motion, parents of blind infants can be encouraged to use mobiles that

produce noise orqﬁusic on being set into motion. The infant €an respond to audi-

tory feedback with the same delight that a sighted baby brings to her experiences

" 4n p1ay1ng w1th gaily swinging toys (Bower, 1977). | : ] u
SometJmes parents of hand1capped 'youngsters act overprotéctive. They forry "

about falls and.dangers. Instead ot yelling "Don't run, you'll get hurt", a'parent

can be encouraged to ¢all out “Walk s]owly,’do;‘h& , or, “Sw1ng gently". Parents

o

15
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. may find it a relief te be able to state what they do want rather thénewhat they

don't want from their children.

Sometimes parents of slow-learning children feel upset and threatened by the
child's slowness. They may feel a need to push-thetr little ones into giving rote
resbonses. _ In one program for disadvantaged small children, the mother's "usual .
pattern was to present a difficult problem and thénnto punish error or silence with
nagging threats. They'to1d thé child to sit up, tp'pay attention; they informed
him that they knew té knew the answer, so he better say it"-(Risley, 1970, p. 145)./
Mothers in this behavior-modificatioﬁ program Qere taught .how to recognize child
behaviors that could be braised and how to ‘use positive reihforcementhto give their
children attention and p}aise for behaviofgatVat they wanted the children to con- ’
tinue. @ »

1
>
-

8. Share your Q_x_at small developmental advances made _1 infants.

TeJ]1ng'parents what we see as profess1ona1s may not be as useful as he1pﬁng
parents to "see" the child with new eyes. The author was working during a second
vigit with an iron-deficient, solemn=faced infant who lagged deve1:Lment§11y. As
the baby p.icked up two blocks and tentatively brought'them toward the midline, I
.remarked, sharing m& delight with the.mothers "You remember last week‘that Leroy
could Oq];.U§EOne block at a time. Todax he is picking up two b10cks and even
trying to move them towafd each other a bit! He isn't able to patty cake with the °
b]ocﬁé yet, but just see how hard he is trying to get thoée blocks together, He is )
working so hard. It is so exciting to watch a baby trying!" The mother looked ra-
diant. She said that she did remember that the baby could not use more than one
block to "go bang-bang" on the testing t;é1é the ﬁ%ek before. Shé became .excited
at.her own ability to obgerVe aﬁg~appréciate small steps ftrward. The tester's

1

delight with the baby came across also as a delight in the mother of such a child

16
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who&coﬁ1d learn, who could try. The mother later volunteered noticings'of her own
that she had begun to- tune into after the first assessment sess1on with the baby
the week before. Assessment sessians provide a f1ne opportun1ty to bu11d a mother's

pride in-her 6pseryat1on'sk111s and epprec1at1on for her baby's early learnings. “3

9. Praise spe¢ific achievements of both parent and child. .

While demonstrating a new task, the skilled professional often .asks a parent
to try the game or to model the task for the baby. This gives the parent a chance
to pract1ce a.skill and to be in the p051t1on of ' expert" It also gives the worker
a ghance to praise.a parent warmly for specific work or for perceptive anq positive
-ways of interacting with the'child. Be sure to use specific praise, such as:
_ "Bobby rea11y stretches his hand up toﬁreach when it is you, his very own papa, who
is getting him to'reach just a bit more with those little hands.”

L3

"Lianne comforts so nicely when you pick her up and cuddle her if she needs some

~

hugg1ng You are so good at comforting her."

"He really listens when you are trying to ta]k with ftim. Mama is an important

person to Tisten to. Babies love to hear mSthers ta1k with them."

Ii 100 Treat the parent as egpert about deta11s of the child's expeh1ences

_Ask questions to build a parent's observat1on skills. Using the parent as in-
formant w111 enhance se1f—esteem "What kinds of sounds have you heard Andrea
mak1ng7 Have you heard her try to put a‘vowel and a consonant together’ yet .as 1n
buh-buh? % What kinds of things seem to set off Daryl's tremors and stiffening of

4
the arms? What do you try when that happens?” . . .

11. Us¢ a var1etx,of parent 1nvo]Vement techn1ques depending on fam11y needs.
>4

No one way to redch parents succeeds with all families. A variety of program

-models: are’ available for parent 1nvo1vers to choose from (Hon1g, 1980). Some pro-
% .
4

¢ ) ~ 7 i =
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grams mix and match methods to serVe par’nts hetter.» They may carry out home visits.
Yet, in add1t1on parents and todd]ers may be bussed to a center several days a week
so that special group activities can occur {Jew, 1974) Trained teachers can serve
as expert models for parents during these sesstns. .Also parents get a chance'to-
meet with one another. }
f Some programs "add a ‘weekend half-day session tor fathers Some prograﬁs mi X
practical guidance in child management with therapeutic counse11ng for parents still
struggling with distress and d1ff1cu1ty in recognizing and accept1ng the ch11d S
problems. Parents actively 1nvo]ved in therapeutic techn1ques with the1r own in-
fant often gain more acceptance of the handicap and more assurance in the role of
parent teacher and therapist. ' - . ’
Special program "entras" may make 514 the difference. Some programs have a A\
"petreat house" where fathers, mothers and children can spend a weekend. hami1y ;
get-togethers, sports and chi]d-deve1opment'discussﬁons in a homey, Frieno1y atmos-

+ phere give program goals a boost. Some programs hare_a psychiatric é4-hour "hot
1ine" service for parents in crisis. .ﬁrovision of a variety of extra services may '

1ncrease the motivation of some parents to. become more actively involvéd.

Parent-to-parent models have been part1cu1ar1y successfu1 in helping parents
cope with somé of the agpnizing pegsona1 prob]ems that may arjse after the birth of
a hand1capped 1nfant How shall relatives be to1d? Many suchlprob1ems can best
be he]ped by en11st1ng the support of parents who have- already coped with having a .
developmentally disabled newborn in order td help those who are first facing the-
problems (Bassin & Drovetta, 1976). Training parents as .providers for other par-
ents may be an important and helpful aspect of your parent involvement program

Not only may d1fferent moda11t1es of service*provision be used but pr1or1t1es

may need to be set concerning the level of involvement that can be expected of a )

particular parent. It'ﬁax\he of little impact to hold an énthusiastic session on

. v A
< - ‘ . ?
k3 o . \
.
: .
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making mobiles for a crib with a mother who avoids eye contact with her infant and
is reluctant to handle or cuddle him. Bromwich (1981) suggests that parents can be
helped to progress from lower levels of involvement to active, self-initiatéd par-
ticipation in enriching activities with their infants. The "Parent Behavior Pro-
gression" devised by Bromwich provides examples of parent béhaviors that reflect .
intréasing invp]vément from level I to VI.
Level I: The parent enjoys her infant. ' ;
Level II: The parent is a sensitive observer of her infant,
’ reads his behavioral cues accgrate]y, and is re-
sponsive to them. /
. Level III: The parent engages in a quality of interaction
with her infant that is mutually satisfying and

that provides opportunity for the development of
- attachment. ~

Level IV: The parent  demonstrates.an .awareness of materials,
‘activities, and experiences suitable for her in--
fant's current stage of development.

Level V: The parent ipitiates new'play activities and
experiences based on principles that she has in-
ternalized from her own experiences, or on the .
same principles as activities suggested to or
modeled- for her. e

Level VI:  ,The parent independeht1y generates- & wide range of
P . developmentally appropriate activities and exper-
: D s iences, interesting to the infant, in familiar
- ‘ ~and in new situations, and @t new levels af the
infant's development. '

LY

It could be very. dfscoura@inb for a ‘worker who expects a mother not yet suc- \

cessful at Level I to pqriicipate in program efforts that demand,}eve1 VI skills

and engagement. The partnership between worker and parent must b%_sén$itive‘to

t

the "match" or "mismatch” between the level at which a parent is_fhﬁhtioning in-

T T VU SN T

_ her or his role ahd the program expectations of where the parent "Qhou]d" be func-

~ tioning. Parf%ership will work best”if the Tevel at which the pagent is function-

ing is nurtured and appropriate qctivities and trusting interactions are engaged in

so-that_the parent caﬁ progress s1dw1y toward:the next higher 1gye1 of functioning.

[
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12. Marshal community resources to serve parents.

Provide a respite center for parents of handicapped young children. One of
the best Qays to get parents to cooperate with program goals is to cooperate with
oarent needs and goals. Most parents with severe1y.disab1ed small chi1dren need

some form of resp1te care so that they can attend to their own personal needs as

2

+» human be1ngs. Er1kson 1ong ago taught us that the young child can grow up to be a

giving person if he or she has, been generously g1ven unto during infancy.and the
eer]y years. Parents need the giving)acceptance and encouragement of staff in

order to feel ready to give of their efforts to carry out staff suggestions. 'Pro:
vide-a free‘subscriotion to the magazine "The Exceptional Parent", which is filled
with good ideas for practical guidance for parents of handicapped youngstersiof

all ages. ’ ’

,A.literature and audiovisual library may help parents feel free to browse among
materidals to learn and understand more not on1} about the particular handigtpﬁﬁog
oondition of their infant,Abut about infant development in all chi]dren: hareht's
Magazine and others'have:produced‘usefu1 film strio series on parenting handicapped
- children. Subscriptions to publications of\the “gouncil for Exceptiona1\Chi1dren'f
and the 'Nationa1 Center for C1inica1 Infa Programs'°w111'be useful. Parentsjas
well need access to materna1s on qua11ty infant caregiving and how to nurture growth

o

and development. (For example, see: Honig & La]]y, ﬁnfant Caregiv1*gt A Des1gn

h . N «
for Trainiﬂg, 1981. ) — . g
Research mater1a1s may be of 1nterest to some parents. For examp1e Carew
i.

(1980), 1n her research, report revea1s that regardless-of whether 1nﬁants were’

hqu reared or “day- care reared, the intellectual exper1ence 4hat most powerfu]]y .

'

pred1cted I1Q and 1nte11ect1ve competence by 3 years of age wds the s1tuat1on where

‘an interactive caregiver taught the toddler new words and created language-mastery

e}periences for the 1{ttle one.

Y/
. z"
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13. Provide supports for parent.inro]vers o ’ "

ﬁorkers who face daily the djfticu]t,pr5b1ems of families in.crisis after the
birth of a Handicapped jnfant need support systéms too. Reaching out to parents
and encouraging them to become lToving, effective teachers of the1r 1nfants requ1res
extraord1nary commi tinent, stamina (part1cu1ar1y for home v1s1tors in snowy c1ties
with infrequent bus service), tolerance, f]eX1b1]1ty, and’ pat1ence as personal ‘
skills. Add1t1ona11y, the worker needs people-helping sk11]s to.work with adylts
in crisis dnd needs ch11d deve1opment knowledge, part1cu]ar1y focussed ‘on_the tasks~
and gains of the sensorimotor and early preoperational per1od. T

LJ - . i

A supportive supervisor is a.boon to parent involvement personnel. They can

. -

express thei£ worries, concerns, ask for coqnset, tdrn)to the sopervisor for com-
munit& resources and Titerature suggestions when a fami]y's meeds require additional
>, aids. When a superv1sor,meets regu]ar]y w1th fam1]y workers, thése problems and
' poss1b1e ways to handle them can be shgrggi1n the group. Staff tra1n1ng that’ pro-

vides rich opportunities forbmutuaﬂ feedback. can help workers weather some of the
ot .\ .. ‘

y storms of families in crisis. ' !

. ) i . . . e ] . . .
— Conclusion - . o s C o

" None of us can‘he1p‘a1P people all of the time. But,md%h can be done to in- ",
crease the chances of fam111es for support1ng the growth and deve1opment of the1r‘
hand1capped 1nfants and todd1ers Such’ efforts requ1re personal*skills and profes-
sional knowledge that smay encompass severa] disciplines. Effect1ve parent -involvers

need to be learners--forever 1ncreas1ng their areas of competence wh1ch, in turn,
’ may increase the1r effectiveness with fam111es A parent involver needs Eg/ge able,
+ . =
to coord1nate serV1ces, to move from one 1gtervent1on mode] (such as home visita-< .

tlon) to another (group meet1ngs) as fam11y needs ‘and stﬁ?ngths d1ctate A'parent

i “involvér needs tosbe an advocate fér the fam11y and for the ch11d «GConcern for the
-~ . . 4 .' . . . B v

3
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~'n’eeds of adults, and childrjer’f wi T require sensitive efforts tq encourage aau1t

M ) y : oo
deva]opment and yet remain alert to the ngedé"' of in?hn,-té. A wéﬂ:functioning pro-

gram will nurture the, needs of workers for suppgrt and for ex‘éra know1edge m
" order to mcrease the effectweness of staff for He]pmg par‘ents noumsh the de-

velopment of thew hand1capped bab1es.

r
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