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Dissemination‘of(ﬁesearch to Parents: Issues, Barriers and Future Directions

.
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Introduction X ’

AY

-

.

The importance bf'communicating,with parents regarding what is known

- v

~about children and their development'Hardly needs emphasis. For parents

“of handicapped children, the need for information is even_greater. Mdjor

changes in law, suchfas the passage of P L. 94- 142, and in practice, such

-as deinstitutionalization, have meant increased nesponsibilities for .

A
) ' .

il parents of handlcapped children. A maJor asshmption upon which néw law and
\ﬂ‘ ‘ - ‘. ]

pract1ce is based is that parents have the knowledge’ and skill tq. make sure

-
L~

their children get'a proper education. There is research ewidence which

A ‘e Y

suggests that parents do not have.kgowledge and skills to fully exencise

~ )

their rights and“responsibilities. For iAstance, a recent obsefvational

3
]

study of IEP Conferences (Goldstein, Strickland Turnbull§*§ Curry, 1980)

indica.ted that parents played a yery passive role in these Q:onferences. ..

During the 45_conferences observed,=parents spent;on the ayerage only_8Z

1.
- ’

of the time they talked d%scussing placement issues,(Goldstein, 1979)." °

. ~'4 . '. a‘

Other evidence suggests that .parénts may not be discussing placement issues

» . RN ) . . , . R M

. . , A ) : Y .| v ' " PRI
- bécause they do not have information to do so. A nationwide survey we

recently conducted with 100 parents of handicapped and non—handicapped

“ l

kindergarten children. indicated that- 90% of the pnrents of handicapped

and 80%" of the parents of nop-handicapped wouldﬂlike more infprma%ion about,'
. " . < S . 2

-‘mainstreaming.. We can infer that if parents are sﬁpposed‘to be actively

-

“participating in placement decisions, are'not_doing‘so and do not haye

information on placement issues, then a major(need exists.

-
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nating research knowledge to parents a hard taskﬁfor researehersn Following

A ? 2
" "

.S

Parents' needs. in terms of these«increased responsibilities <an be viewed ‘ /
e =/
as being twofold: .one is for informationﬂabout new laws, and prastice, and s

s P - ,
. N . X 0, ¥ o 5 /
-

the other is for skills in how to act on knowledge. For the purgoses of this S

“ . =

dispussion, I will focus on the first need - the nEed for»information.% First, e .
E R . (/I:/"{

I will present” what 1 feel to be sdme of thevbarriers which make dissemi— L .-

- g

w"vv\a,n P . '

-

“r !
54 .1

this, I would like to make a case for' why it‘qs incréasiﬂg1}~impqrtant for
(% .- ', e\;_‘ i

A ¢

us, .as researchers, to work at overcoming those ba;riers to reach the - ‘parent
T . ' SoaL b ‘ e, ,

l,"'

audience. The last section focuses on suggestions fon future dlrections. .

T f by
) ’ 1, ¢ ¢ LI ‘ l
X '
4 .

What are the Barriers to Disseminating Research Knowle&gello "Parents?
] W 3 N

’ ..“ ® '/ P
-

Disseminating to Parents is a Low Prieritygfor Researchers . ﬁ-
o U
¢ ~ s ,’ 1. il

°

~

PErhaps the greatest barrier to disseminating-research information to N R

. V' ¢

parents is the low priority'which this activity‘has Qor memhers of&the acade~ .

A

mic community, the place where most researchers reside., Thi low priority

,- "
’

relates, in- turn, to several other issues’ - one being. bhe dissemination ‘

) -

models used by some research institutes. To illustrate this po;nt I would .

?
’

like to show a model developed by Joe Sanderq, C&mmunication.Specialist at

/ o
/ ’
Frank Porter Graham Child Development Center, to guide the diseemination -,
t ' [N
efforts of a major research project there. S ) s -
’ S | .
. . L4 '.,,'g 4 i‘\ ‘ .
. Insert Figure'l aboqt here S . > . ' KR

_The order in which audienpes are reached is anﬁollows. scientific com-

- * o N
!

munity, practitioners, educated lay puBlic, including parents, ‘and the general

f*puﬁlic. (This couldAbe referred tq as the "trickle’down theory of dissemi- -

LY §
" K
3

nation".) This figure makes it’ clear thatﬁthe content of the information

. . L. « 1A
- - ~ - ..‘ — oy, . P
" t . 1 4 L . -
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’ N . .
disseminated td‘parente has gone through variouf stages of review-.and simpli-—

. fication.: The. process represented by this'model is quite useful’ in insuring,
) 3 ’ R s . > ) ..
' that parents receive vialid and reliable. information. Unfortunately: the,

s
'

' safeguards provided- by this nodel impose a»definite barrier: that is,

-
e s

& ) . [
- parents are among the last to receivs information.' Unless a project is

[N »

‘ .
. directly geared t%yard the development of materials fog parents, rarely is

o T . e 8 .

. tiife and°money left ata the_end of-a 'researlc_h project to tramslate and syn-

3 . ]. “p
thesize research findings for the’ parent audience. S ‘ . p

- . -
.

In additionlEo there not be1ng time and money available, there isg - .
- 4

v
- . i

clear absence -of status associated with disseminating td'parents. For the
most part, the academic careers of researchers heavily depehd‘upon twa closely

. . . v ‘ . '
related things. Onme is the, ability to attract ‘money for.conducting research v e

Vo . P’ -

| B . .
and the other is puhlishing in peer-reviewed journals., The implications of

this are far-reaching and have not done much to enhancé'the parent-researcher

relationship. . . ’ o '

2 L}

First, there is not much ‘of an incentive for researchers to make the , -, |

extra eﬁfort to reach the parent audience. Second, the major factor affecting
) : N k . B ' ’ '
the content of most. research and thé methodologies employed is whether, or - -

’ ( fot certain academic expectations can be satisfied. The extent to yhich the .

- . " -l ’

- research will provide any directly useful information for parents is not a .4 .

-
-

a LT e factor often cqnsidered. ,Third the methodologies we use, while perhaps T

H . . .

7. elegant from a statistical standpoint may . leave parent participants feeling

LT 'b‘grustrated or not listened to. _A mother, seasoned by 2 years qorth_of parti- "

o . N - . '
e ~ - . .

> . N

e,
- ¢

cipation in various research studies, made this comment to me at the end of «°¢




8 , !

~ .

. of an interview’which was conducted”as part of :a descriptive study}which we

. . ~
. . - . -~

did;. : JREI

» N

"I'm so glad someone s talking to me instead of- giving me °

] *forms to fill out and questiénnairesu Last time I-said
» . z

- 'thene are no answers to any of these questions.' 'They

~a « »

really should do someychecking before they ask some of these

questions, because some of us don't even know what you re

talking about because of the language the questions are

. N 2

. stated’ in, I've got a handicapped youngster . . . talk-‘

[ oy N

. to me on my.level." . ‘v

, . » 5 . - . L. ° [~

Related to this issue are the scarcity of appropriate dissemination

\.

’ ‘.

vehicles geared, toward parents.__The,major periodical for -parents of handi-

.capp§d children is The Exceptional Parent - a journal which I feel is an
; . . S :

excellqnt source'of valuable,. practical information for parents. Unfor—
4
tunately, the incentives for researchers to publish in this journal are

few. It is generally not considered to be-peer reviewed and it is operated

v .

on such a small scale ‘that there is a wvery &low turn aroung timg for having

-

v

. an’article published. In addition, this-magazine reaches less than 1% of -

N the estimated number .of families of handicapped children.

¢ . ~ - -I -

) Popular magazine.s -are another possible means of providing information

L]
3

2
.

to parents. They offer the adVantage of being able to reach a large audience

but, again,’ have the disadvantage of not carrying weight or prestige among

- -

L}

'the academié communigy. When knowledgable'persons do not take responsibility

Al -

in;this area* the results can be disatrous.' Familz,Circle, a magazine sold

1 -




'.pessimistic article on birth défects. 1In this article it was statdd that

5

"there is no treatment for Down syndrome children" and "retardation 1s,

.
A . .

irreﬁersible and untreatable,! . =

» - . -~

. ':‘Another importantgcehicfe becuase of distribution potential is com-

A}

mercially published boohs. The survey mentioned earlier which‘we conducted

with 100 parents of young handicapped and non—handicapped children indicated
\

that parents prefer printed.materials over TV and PTA meetings as a way of

o~ @

J receiving information. A larger nationwide survey ‘on parents informational

needs by Sparling, Lowman, Lewis & Bartel (1979) indicated,that books vere
- $
identified as the.most frequent "first choice" print materi S. Parenos of

*

non-handicapped children have fared well in this area. A trip to any book-

store reveals numerous books on parenting Parents of handicapped children

'

" have done less well.” Small publishers who typically publish books for
. ’ . r )

small audiences, such as parents of hahdicapped cliildren, have limited
. . -

. marketing capabilities. These'books.usually don't find their.way to.the

& o

shelves of local bookstores.

Probably the ‘largest body of information for parents of handicapped
v [ "™
children is that which has been published and;distributed through government

agencies and private foundations. nfortunately, thepe is no centralized

“clearinghouse for parents to use in order to obtain this information.

{
Basically these publications rem‘!n an untapped reSource for most parents.s

Another’ po§sible way of disseminating 1nformation to pareints is through

¢ ..

<L
13

conferences. This is a major way that researchers and gractitioneys share

'-information with each other but ‘has not beed ufed as a way of providing

-~ . L7 »

‘v
\ . N A3
P oy e
- . % >, L=
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ences and professionals rarely attend parent conferences, such as those

< .

2 »

" research informatdion tor parents. Parents rarely attend professional confer-

. -
- - . -

sponsored by the Association of Retarded Citizens. Again, there is
. (e
little prestige or reward for researchers to dé sp, and ‘with travel funds

becdming more limited, it is .unlikely that this’ trend 'will be revera§§4:>

4 .
Why Is It -Important Fokx Us, As Researchers To Communicate to Parents?

’

I féei.that there are both ethical and practical reasons why, for our

H

own survival we must try to overcome these barriers and pay*more attention

a

,to_the parent audience. First I would 1ike to focus on why I feel it is

ethically importaat. In our often frantic attempts to.obtain funds for

_research we sometimes lose sight of the basic principles or values under-

»
-

lying our research efforts. What is the basig purpose of conducting research?

’

To discover and organize knowledge. Why do we do that? We want to dis-

P
- ~—

cover knowledge.as a.means to an end - as a‘way of understanding- and improving

the world around us. In terms of the’handicapped, we conduct research in

02

hopes of enhancing the potential of handitapped persons. As professionals‘_

14

we have adopted certain assumptions for treatment which we feel do enhance

-

the potential of handicapped children. . One is the1Va1ue that handicapped
children whoul&\i&we with their families and receive communityfbased treat-

ment., We feel we have accomplished this when handicapped®children are not .

. ! )
institutionalized; but have we really? In a sense we have shifted the

burdens of responsibiligy and care from the professional community to the

-

family. They are clearly the key to the .success . of community-based treatment, °
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‘ 3
N . N . 7 .
. .

but have we 1eft,barehts out on a 1imbsby not providing-them with practical
- . )

. and import#nt research information. When we do not disseminate to parents,
then research becomes an ‘end in itself - not a means to an end. We have

an gthical ‘responsibility to see that this does \not happen by making sure .
2
¢ . . v ~
that parents receive research informationm.

.

Not only are there ethical reasons why we should pay more attention to

S

parents, there are practical reasons as well. Up until this current adminis—- @
. .

.

tration, educational research could be conducted'succegsfﬁlly with little

; ' & , . :
attention .to either the public or the pocketbook. As mentioned before, the

conduct of a research effort was largely concetned with satisfying academic

. expectations. We have not.in the past had to justify our work to consumers.

3 .

Times are changing. As stated by Schutz- in a ?Ecember 1981 article in thg : .

'
B

Educational Researcher, “"in our current 'era of limits' the basis for judging

£}

’

the success of an educational research project is going to increasingly be
its justified contribution to publicly endorsed ‘goals." (Schutz, 1981). °*

We ére,at a critical time - although it is generally felt that the Adminisj

- )

> tration is still considering educational quearch.io be a part of the federal //

. - + \.
role in education, it is uncertain the extent to which research activity will
N L1

.

-be funded.

. Where can we turh for help? I feel thati; we must deveflop Su-p;:i't for
oﬁt research aétivif%es aﬁong Ehe general public. Parents in the past ﬁave
banded together for causes and‘cfeérly have made an impact on policy décisions.
Educational }eéearch&has not been a'rallying point for ﬁérents 4in the gast

-

\ .
becguse thgz have not, seen tbe connection between research and their children.y

-
.

We have not shown it to them. Now we have an impbrpanf opportunity to remedy, .

.

-

*

!
!
!
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this. Wwith®block grants being the direction of funding efforts, fmportant
. B i ) , ¢
decisiong will be made at state and local levels. it is more impor#ant , -
. ' N . 3 . . ¢
than ever to drm parents and advocacy groups with informtion to back up

-~ their attempts to get prograﬁs for handicapped-epildren. Parents need us ¢

> now and we need parents. As one parent with whom I recently spoke stated - =

"if ‘I just had a one page summary of informdtion on the cosjieffectiﬁeness

< . .

of early intervéhtion to present to the local schoélvboard I think I-could\
© ' s .Y . “ [ A

i
I contend that we need to do a better

> v

periﬁade them to set'up a proéram.f
job'ht listening to what parents want and at providigg them with thi8 infor- .
- . ¢ :

mation. . ) ,
< N ) - . L .

" Future Directions : .
b T

o -

’
-~ N ¢

What can be done to help aqvercome these barriers to make disseminatﬁng

research to parents a valued and respected part of the research progess?

. .

c . "First, I wouid suggest placing more emphasis on teaching a philosophy of )
2 0 Y ' / A

«

science in research training programs. By providing studeﬁts with oppor- .

Stunities to think about and identify the values underlying the way .research
. y ) . s . .
is conducted, it is more likely that their later research effort’s will be .

“a

’
£

a means.to an end and will provide some *direct benefits for consumers.

L4 -

A second way of énhanciné‘dissemination to parents in the future is to .

lobby for federal funds to do so. A reward system would be extremely- ,

¢, helpful. Perﬁaps targeting a certain percentage of research;as being client-

-

centered and earmaré&ng funds for disSemination (a sort of éffirmati;g actdion

.
3

<'policy)'wou1d‘be one way of rewarding this activity.

4
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Another way of securing ipnds for dissemination to parents .is by forming
' - . » L
more linkages with' State Departments of Educatioh. According to P.L. 94-142,
. . ~ - - N "‘ - RN ’
state agencies have responsibility-for providing training for parents - most

- g >
school systems have mot acted.on this responsibility: 1If universities!, with

their knowledge base,'could‘iiﬁk up with state departments, who have the

¢ - ¥ . . ,' -
~~ - mechanism to securée funding, then the barrier of lack of fuwding could be . .
: ° . . ’ ‘ . . "
o ” [ PR . t
overcome. . < . _
a N - -

- Another potentiallx useful linkage for researchers is.exisling parent

S
.

-, organzgatiqps. The National Association for Retarded Citizens has d re-

searqb and development diwvision with a paid staff, along with a network

of interested parents around the country. ,gringing together rhe resoutces

which researclers énd'pérentﬁﬁroups have to offer is‘a:way of potentially
’ . R . . .

strengthening both groups and getting what some people call the-"ivory tower"

> - .

. L
back down. to a gress roots level.
4 -

< . Whem researqh;%nowledge is shared, used ahd” valued by parents, "then

hd . . »., .

« We will be able to count on support from this group and we will develop

.
.

. e . . \ .
a‘broader and more effective constituency in support of educational research.

. .
! ~

- .
‘ .
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