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Overviewk

In order to expand those programs of the Greater Omaha Association for
Retarded Children (GOARC) which provide assistance and information to parents
of retafded chi]drén, we propose a "pilot parent" program in which experi-
enced parents of mentally retarded children would be matched with parents
of newborn, newly identified, and recently acknowledged retarded children,
so that various. forms of support could be provided to these "new" parents.
Because of the lack of information on the-part of most parents regardiné
mental retardation, and the trauma that may occur when a parent discovers
his child is retarded, this program could be extreméTy important and bene-
ficial for the child and the family. |

The program would rely on a group of parents of retarded children who
have demonstrated an understanding of menfa] retardation, who have made an
exemplary adjustmsnt themselves, and who appear to have the capaéity and

willingness to help other parents. It would be the mission of these estab-

lished parents to help the new parents in as many ways as possible, such

as the following: 1) providing emotional suppo}t by serving as someone who

has "already been there" to whom new parents can talk; 2) furnishing gen-
eral facts and information, including brochures or books, regarding mental
retardation; and 3) transmitting specific information regarding the parent
movement, professional services, and programs available. Professional
practitioners in various areas, such as pediatrics, dentistry, optometry,

etc., might be recommended, and information provided about available devel-

“opmental centers, residential services, or family assistance.
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/// . The pilot parent service is a logical extension of existing GOARC
5 / programs,.and would assume that pilot parents had undergoné orientation

,/ and leadership training, such as those provided by the GOARC Family Ed-

: ucation Committee and‘the Mental Retardatfon Manpower Development Station
at the Nebraska Psychiatric Institute. The task of pilot parents would be
much likéﬁgi special-interest discussion group leaders, but the exchange
would take place on a one-to-one or family-to-family basis.

- In the same way in which special interest groups are formed, new
parents would be matched to pf]ot parent§ as closely as poséib]e. Such
matching could be on the basis o% the mentally retarded cﬁi]d's functional
level, cause o% retardation, secondary handicﬁp, and possibly even family
structure. For examﬁ]e, a new family with two older chi]dren and a néw—
born retarded child might be matched wiih a slightly older pilot parent
family of the same structure, but with a slightly older mentally retarded
child. In this way, problems with siblings could be discussed between
parents, and these sib]ingg might eventually be matched for beneficial

) interaction with each other. Pilot pafents might also include a family

where parents were initially non-understanding, but where they later

Tearned to accept their child's abilities rea]istica]]y, thus being able to

relate to new parents with simi]ar feelings.

.In.additioh to being of benefit to new parents, the pilot parent
Pprogram probab]y would also serve two important secondary functions:

' The expansion of GOARC membership and the generating of much-needed leadership
within the parent movement. Thus the new parents might be induced to joing
GOARC and become active in it. jndeéd, they might eventua]]y become pilot

«; : parents themselves. Furthermore, the matching of pilot parents to new parehts
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might also serve as a way to form héw special-interest discussion groupé
for sma]].groups of parents. When the initial problems have been dea]f
with, or when the :continuation of one-to-one exchange no Tonger seems
needed, a pilot parent might become the leader of a discussion.group
.which might include some or all of the new parents he has worked with.
Finai]y, undergoing training to bgcome a pilot parent, and functiohing
as one for sometime, constitutés excellent preparation for other leader-
ship roles within the parent movement.

"To summarize, the pilot parent program fits neatly into the family
education program of GOARC in that it would provide a new form of support
for parents, take advantage of exisfing programs, and could result in the
formation of new special-interest groups and parent leaders. In fact,

there are not many programs that yield such a unique combination of benefits.
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Description of Program

The proposed pilot parent program will be described in more

detail regarding the following aspects:

training, referral sources, matching, staff support, anc

Screening and selection,

funding.

Some of the more technical aspects of implementing the program, will

be discussed the section thereafter.




Recruitment |
The: recruitment of pilot barents will be accomplished by a
lﬁxmber of techniques,.which will change as the program evolves.
This will be outlined in more detail in the next section, Details
of Imp]ementationﬁ. . | |
" Recruitment -and-selection ofvp11ot parents will be very se-
ALy . .
lective, In other words, no mass recruitment will be undertaken
Vat first. Instead, the GOARC Director of Communﬁty Services would
attempt to recruit only parents whose qua1ifications appear exceed-
ingly High.
The determination of whom to recruit would be made jointly by
the GOARC Diréctor of Communify Service53 énd the Pilot Parent
Subcommittee of the GOARC Family Education Committee; The GOARC
Director of Community Services may be requested to obtain suggestions
as to potential candidates from the GOARC Board of Directors, the
Chairman of Parent Program Groups, leaders of Specia]—interést
- discussion groups, other leaders in GOARC, and staff members of the
Eastern Nebraska Community Office éf Retardation (ENCOR). After
deciding whom to recruit, the Director of Coﬁmunity Services would
“approach fhe families individually, explain the program, and try
to interest them in applying to become pilot parents.
After the program has been operationél for sometime, the
original pilot parents may want to nominate other parents. Later
oh, appeals may be made through the GOARC Gazette (Newsletter of the

ARC) and GOARC meetings for parents to apply to become pilot parents.
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Screening and Selection of Pilot Parents

The GOARC Director of Community Services would interview and

take app]ications for all parents who wish to apply as pilot parents

(a sample application is appénded). All app]écations would then be

reviewed joithy by ‘the Director of Community Services,

Pilot Parent Sub-Committee of the Family Education Comm
Pilot parents would be approved on the following c
1. Good personal and family adjustment.

General understanding of mental retardation.

Identification with and active membership in G

S 0w N

Demonstrated ability to relate to and help oth
(most likely judged by observations in various GOARC ac
particularly Family Education activities).

5. Moral standing in the community.

and by the
ittee.

riteria:

OARC.
er parents

tivities,
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Training .

Prior to any invo]vement in pilot parent activities, all pilot
parents would take bart in basic orientation classes provided by
the GOARC Family Education Committee, or the Mental Retafdation
Manpower bevelopment Station at the Nebraska Psychaitric Institute.

In order to give parents a good general béqurqund in mental
retardation and appropriate ideology, basic orientétion should include,
but not be 1imited to, the following areas: |

1. Introduction to mental retardation; _definitions, causes,
prevention, ect. |

2. History of managenient of the mentally retarded.

3. 'Phi1osophy, normalization, acceptance of differneces,
integration, dispersal, dignity of risk, and rights of the mentally
retarded: |
| 4. State and County plans.

5. Local services available fn our area.

6. Strong ARC orientation.

In addition to the general orientation, it is felt that pilot
parents will also need a few sessions of specific training in working
with other parents. Hopefully, the entire orientation and training

of pilot parents could be accomplished in a six-month period of time.




Referral Sources

Initially, the major sources of referrals for new parents
wouid be from the'GOARC and the ENCOR Public Inquiry Services.
The number of new parents who contact these two agencies now is
sufficient to justify a pilot parent prograﬁ. Given the great
lack in services for new parents, it is assumed that parents,
whoAtaké the initiative to call these agencies would be interested
in receiving‘the services of a pilot parent program.

As the pilot parent became established and provedlits value,
a public information campaign would be.initiated so that other agencies
and professionals who come in contact w%th new parents, would be
aware of the program, and refer additional parents. Very specific
efforis siiouid be made o ob;ain the coobcraLioh Of Tailiiy cpunse1ors,
50cja1 workers, ministers, nurses, physicians, psychologists, tegchers,

and public health officials.



Matching

Both pilot parents and new parents interested in the program"
would be asked to provide similar information about themée]ves.

This information could then be used for matching pilot parents to new
parents. The form for new parents (as appended) would be completed
by a staff member of GOARC, or possibly a volunteer, but would not

be completed by the new parents themselves.

THe matching process could become more refined as the program
expands, and as the number of pilot parents increases. Therefore,
the criteria for matching, 1isted below are in the order of perceived
importantce.’

1. Functional level of the‘retarded child.

Race; \ 4

Cause of retardation .and/or secondary handicaps.

Age of parents.

Age of retarded child. : . i
Educational level of parents.

Geographic area of residence.

Income level of the family.

W 0 N O T B W N

Marifa] staus of the parent.
10. Faﬁi]y structure, such as sibling equivé]ence.
- 11. Problems in family adjustment.
The actual matching process could be accomplished by the

Dircetor of Community Services, Kﬁd/or the Pilot Parent Subcommittee.
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Staff Support

The Director of Community Services would pfovide various types
of support to the pj16t parehts. Among these might be brochures
or written materials on mental retardation in general, GOARC, the
pilot parent program, bibliographies on various topics, etc. Brochures
could be given not only to new parents, but also to professionals
who are potential sources ofkreferra1s. THe professionals wou]d‘
‘be asked to either give the brochures to new parents, or to display
them in their offices; The written materials might also include
sets of guidelines to the pilot pareﬁts (such as the one appended to
this paper)}iﬁbmp]ete and up—to-date 1istings gf community services,
so that new parents could be advised as to which agencies or persons
cvide the services neaded by their child. The
list could include a description of ENCOR, other services, and the
person to contact in each agency. In order to refer new parents
to'appriopriate dentists, bediatricians, ect., who are particularly
interested in and competent in working with the mentally retarded,
the pilot parent need also to have access to a file, developed by
GOARC, of professionals in such specialized areas. | |

Another form of support furnished by the Director of Communi ty
Services would by the brgvisiogggn—going quidance, support, and advice
to pilot parents regarding specific problems or questions which may
develop. Consu]tatfon with specialists ¢such as attorney, a

psychiatrist, etc.), may be developed in the later phases of the

program.. More technical problems could be referred to such consultants.
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’Periodically, the pilot parents would meet together with the Pilot
Parent Subcommittee and Director of Commuhity Services. In this Qay,
pilot parents could exchange ideas, and discuss mutual problems. Alsq,
these meetings would serve as a means for the staff member and the
committee to keep informed of the problems and progress of this program.

The pilot parents will be provided with forms on which ta jot down
the dates on which they have contact with new parents, and a few comments
about each contact. The Director of Commﬁnity Services will be responsible'
for keeping these records, as well as records regarding ;ssignments, visits,
problems, terminations, and evaluations of results. Aléo after the’end of
the one-to-one relationship with their pilot parents, the new parents will be
jnterviewed by the staff member, in order to evaluate fhé effectiveﬁess of the
program. Some new parents may then be asked to serve as (a) advisors to the
periodic pilot par;nt meetlngs, (b) speakers in seminars for professionals,
(c) consultants to th;se plannlng the training for pilot parents. They may
also be encouraged to consider preparing to become pilot parents themselves
when‘they havé become better established in their role.

Another important aspect of the staff's'role is to serve as.a liaison
with other agencies, and to generate publicity about the program. It wiil
be the responsibility of the staff‘member to work with-the public media to
obtain TV and newspaper coverage of this service. Tﬁe sﬁaff will also arrange
seminars for the professionals from whom we would expect to receivé feferrals

P

of new parents. ;
A summary of staff responsibility is provided in appendix. One of the

reasons for colating, repeating, or further specifing the responsibilities of

the Community Services Director is that this sumﬁary could be used in drafting

a job description for such a staff position, recognizing of course that such a

staff member would have many additional duties.




