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A PROPOSAL FOR A PILOT PARENT PROGRA|,I

Shi rJley Dean , t lol f }. lol fensberger, Fran Porter and Ronal d Kaintan

Greater 0maha Associat ion for  Retarded Chi ldren, Inc.

Overvi ew

In order to expand those programs of  the Greater 0maha Associat ion for

Retarded Chi ldren (G0ARC) urhich provide assistance and t ' rnforrnat ion to parents

o f  re ta rded ch i ' ld ren ,  we propose a  "p i lo t  paren t "  p rogram in  wh ich  exper i -

enced parents  o f  menta l l y  re ta rded ch i ld ren  wou ld  be  matched w i th  parents

o f  nevrborn ,  ne l l y  iden t i f iec l ,  and recent ly  acknovr ledged re ta rded ch i ld ren ,

so that var ious.  forms of  support  could be p.rovided to these "new" parents.

Because o f  the  lack  o f  in fo rmat ion  on  the  par t  o f  most  paren ts  regard i .ng

mental  retarda'uion, and the trauma that may occur lvhen a parent discovers

h is  ch i ld  i s  re ta rded,  th is  p rogram cou ld  be  ex t renre ly  impor tan t  and bene-

f i c ia l  fo r  the  ch i td  and the  fami ly .

The program.would rely on a group of  parents of  re. tarded chi ldren rvho

have demonstrated an understand' ing of  mental  retardat ion,  who have macie an

exemplary adjustment themselves, and rvho appear to have the capaci ty and

wi l l i ngness  to  he ' lp  o ther  paren ts .  I t  wou ld  be  the  m iss ion  o f  these  es tab-

l i shed parents  to  he lp  the  ne i {  paren ts  in  as  n lany  u /ays  as  poss ib le ,  such

as  t l re  fo ' l lo r , r ing :  I  )  p rov id ing  emot iona l  suppor t  by  serv ing  as  someone w l to

has  "a l ready  been there"  to  whom new parents  can ta lk ;  2 )  fu rn ish ing  gen-

era l  fac ts  and in fo rmai ion ,  inc lud jng  brochures  or  books ,  regard ' ing  menta l

re ta rda t ion ;  and 3)  t ransn i i t t ' i ng  spec i f i c  in fo rmat , ion  regard ing  the  parent

movenrent ,  p ro fess iona l  serv ices ,  and programs ava i  lab le .  Pro fess iona l

p rac t i t io i ie rs  in  var ious  areas ,  such as  ped ia t r i cs ,  dent is t ry ,  op tonre t ry ,

e tc . ,  n r igh t  be  recon ' {nended,  and in fo r rna t ion  prov ided about  ava i lab le  deve l -

opnrenta l  cen ters ,  res ident ia ' l  serv ices ,  o r  fanr i ' l y  ass is tance.
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The p i lo t  pa ren t  se rv ice  i s  a  log ica l  ex tens ion  o f  ex is t ing  GOARC

programs, and would assume that pi . lot  parents had undergone or ientat ion

and leadersh ip  t ra in i rg ,  Such as  those prov ided by  the  G0ARC Fami ly  Ed-

ucat ion Commit tee and the l , lental  Retardat ion l lanpoiver Development Stat ion

at  the  Nebraska Psych ia t r i c  Ins t i tu te .  The task  o f  p i lo t  paren ts  rqou ld  be
?''5

much l i ke , 'o f  spec ia l - in te res t  d iscuss ion  group leaders ,  bu t  the  exchange
A

would  take  p lace  on  a  one- to -one or  fami ly - to - fami ly  bas is .

.  In  the  sarne  way in  wh ich  spec ia l  in te res t  g roups  are  fo rmed,  new

parents  wou ld  be  matched to  p i lo t  paren ts  as  c ' lose ly  as  poss ib le .  Such

match ing  cou ' ld  be  on  the  bas is  o f  the  menta l l y  re ta rded ch i ld 's  func t iona l

leve l ,  cause  o f  re ta rda t ion ,  secondary  hand icap ,  and  poss ib ly  even  fami l y

structure.  For example,  a ner^J fami ly vr i th two older chi ldr :en and a new-

born  re ta rded ch i ld  migh t  be  matched v r i th  a  s f igh t ly  o lc le r  p i lo t  naren t

fami ly  o f  the  same s t ruc tu re ,  bu t  w i th  a  s l igh t ly  o lder  menta l l y  re ta rded

ch i ld .  In  th is  way,  p rob lems v r i th  s ib l ings  cou ld  be  d iscussed be tureen

paren ts ,  and  these  s ib l ings  m igh t  even tua l l y  be  matched  fo r  bene f i c ia l

i n te rac t ion  w i t ' h  each  o ther .  P i lo t  pa ren ts  m igh t  a lso  inc lude  a  fami l y

v there  parents  were  in i t ia l l y  non. -unders tand ing ,  bu t  v rhere  they  la te r

lea rned  to  accep t  the i r  ch i ld ' s  ab i l i t i es  rea l i s t i ca l l y ,  t l rus  be ing  ab le  to

rel  ate to nel  parents rv i  th s i  m' i  I  ar  fee 1i  ngs .

.  In  .add i t ion  to  be ' ing  o f  benef j t  to .ner , , r  paren ts ,  the  p i lo t  paren t

program probab ' l y  wou ld  a lso  serve  two impor tan t  secondary  func t jons :

The expans ion  o f  GOARC membersh ip  and the  genera t ing  o f  much-needed leadersh ip

within the parent movement.  Thus the nerv parents nr i .ght  be induced to jo in/
t

G0ARC and become ac t ive  in  i t .  Indeed,  they  migh t  eventua l i y  become p i ' lo t

paren ts  ther i t se lves .  Fur thermore ,  the  nra tc i r ing  o f  p i lo t  paren ts  to  new parents
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might  a lso  serve  as  a  way to  fo rm ne l  spec ia l - in te res t  d rscuss ion  groups

for  smal l  g roups  o f  paren ts .  l Jhen the  in i t ia l  p rob lems have been dea l t

w i th ,  o r  when the  ' con t inuat ion  o f 'one- to -one exchange no  longer  seems

needed,  a  p i lo t  pa ren t 'm igh t  become the  leader  o f  a  d iscuss ion  g roup

which might include some or a ' l l  of  the nevl  parents he has worked vr i th.

F ina l l y ,  undergo ing  t ra in ing  to  become a  p i lo t  paren t ,  and func t ion ing

as  one fo r  somet ime,  cons t i tu tes  exce ' l1ent  p repara t ion  fo r  o ther  leader -

sh ip  ro les  v r i th in  the  parent  movement

To summar ize ,  the  p i lo t  paren t  p rogram f i t s  neat ' l y  in to  the  fami ly

educat ion program of GOARC in that  i t  vrould provide a new form of support

fo r  paren ts ,  take  advantage o f  ex is t ing  programs,  and cou ld  resu l t  in  the

format ion  o f  ne l  spec ia l - in te res t  g roups  and parent  leaders .  In  fac t i

there  are  no t  many programs tha t  y ie ld  such a  un ique combina t ion  o f  benef j t s .
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Descript ion of Program

The proposed pi lot parent program rvi l l  be descri

deta i l  regard ing the fo1 lowing aspects :  Screening and

tra in ing,  re fer ra ' l  sources,  match ing,  s ta f f  suppor t '  a

Some of the more technical as'pects of implementing the

be d iscussed the sect ion thereaf ter .

in  more

e l  ec t ion ,

fundi  ng .

fogfam, t 't i  I 1
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Recrui tment

The recru i tment  o f  p i lo t  parents  wi l l  be accomp' l ish

number gf  techniques, .which wi l l  change as the program

This  wi l l  be out ' l ined in  more deta i l  in  the next  sect io

of  Implementat iond.

., Recruitment an*-se1'ect'itn of pilot parents wil' l be very se-

ertaken

bya

lves .

, De.tai I s

i ces  wou ld

ear exceed-

jc in t l y  bY

Parent

GOARC

teres t

, and trY

e,  the

ts .  La ter

le t te r  o f  the

pi  1 ot  parents .

-  q f r h

t ntt)3-t'-['t \'

lect ivei '" in-oth.r words, no mass recruitment wi l l  be

at f i rst.  Instead, the GOARC Director of conrmunity se

at tempt  to  recru i t  on ly  parents  whose qual i f icat ions a

i ng ly  h igh .

The determinat ion of  t ryhom to recrui t  vrou' ld be made

the G0ARC Dit 'ector of  Community Services,  and the Pi lot

Subcommit tee of  the G0ARC Family Educat ion commit tee.

Director of  Communi ' ty Ser"vices may be reguested to cbta

dec id ing  whom to  recru i t ,  the  D i rec tor  o f  communi ty  se

approach the  famj l ies  ind iv idua l l y ,  exp ' la in  the  progra

to  in te res . t  them in  app]y ing  to  become p i lo t  paren ts .

After the program has been operat ional  for  somet i

or ig inal  p i lot  parents may urant to nominate other pare

on, appea' ls may be made through the GOARC Gazette (Nevr

n suggest ' ions

as !g potent ia l  candidates f rom the G0AF0 Board of  Dire

cha i rman o f  Parent  Program Groups,  leaders  o f  spec ia ' l - i

rS ,  the

d iscuss ion  groups ,  o ther  leaders  in  GOARC,  and s ta f f rs of  the

Eastern Nebraska community 0f f ice of  Retardat jon (El{co . After

i ces rvoul d

ARC) and G0ARC meeti ngs for parents to apply to beco
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Screen inc !  and Se lec t ion  o f  P i ' lo t  Parents-

The GoARC Director of community services vrould in

take appl icat ions for  a l1  parents  who wish to  apply  as

(a sample appl icat ion is  appended) .  A11 appl f icat ions

revievred jo int ' ly  by the Director of  Community Services'

Pi lot  Parent Sub-Commit tee of  the Family Educat ion Comm

Pi lo t  paren ts  wou ' ld  be  approved on  the  fo ' l lo l ing  c

:1.  Good personal  and fami ly adjustment-

2 .  Genera l  unders tand ing  o f  menta l  re ta rda t ion .

3 .  Iden t j f j ca t ion  w i th  and  ac t i ve  membersh ip  in

4.  Demonstrated ab i l i ty  to  re la te  to  and help oth

(most  l i ke ly  judged by  observa t ions  in  var ious  G0ARC ac

par t i cu la r ly  Fam' i1y  Educat ion  ac t iv i t ies )  .

E  t t ^ . ^ ^ 1  . + ^ h . | ; ^ ^ . i n  * h a  a n m m r r n i f r r
i r .  l ' i v l O l  J l v ( I l l L r l l l v  l t l  L l l s  u v l l n l r q r r t e J '

'rview and

i lo t  parents

u ld  then be

and by the

t tee.

ter i  a :

r parents
.  : . .
1 V ] t ] e S ,

RC.
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Trai  n i  ng

Pr io r  to  any  invo ' l vement  in  p i Io f  paren t  ac t i v i t ies ,  a ' l I  p i lo t

paren ts  wou ' ld  take  par t  in  bas ic  o r ien ta t ion  c ' lasses  prov ided by

the G0ARC Family Educat ion commit tee, or the Mental  Retar 'dat ion

Manpot ' ter  Develspment Stat ion at  the Nebraska Psychai t r ic  Inst i tute.

In order to give parents a good general  background in menta' l

re ta rda t ion  and appropr ia te  ideo logy ,  bas ic  o r ien ta t ion  shou ld  inc lude,

bu t  no t  be  l im i ted  to ,  the  fo l low ing  areas :

I  .  Introduct ion to menta' l  retardat i  on ;  def i  n i  t i  ons ,  causes '

p reven t ion ,  ec t .

2.  History of  manager, ient  of  the mental ly retarded.

3 .  Ph i losophy ,  no i 'ma l i za t ion ,  accep tance  o f  d i f fe rneces ,

in tegra t ion ,  d i spersa l , ,d ign ' i t y  o f  r i sk ,  and  r igh ts  o f  the  menta l l y

retarded

4 .  S ta te  and  County  p1ans .

5 .  Local  servi  ces avai  I  ab' l  e i  n our area .

.  6 .  S t rong ARC or ien ta t ion .

In  adc l i t i on  to  the  genera l  o r ien ta t ion ,  i t  i s  fe ' l t  t ha t  p i l o t

paren ts  w i l ' l  a lso  need a  fe l  sess ions  o f  spec i f i c  t r .a in ing  in  work ing

wi th  o ther  paren ts .  Hopefu l l y ,  the  en t i re  o r ien ta t ion  and t ra in ing

of  p i ' l o t  paren ts  cou ld  be  accompl ished in  a  s ix - rnonth  per iod  o f  t ime.
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Referral  Sources

Ini t ial ly,  the'major sources of referrals for new parents

would be from the G0ARC and the ENCQR Publ ic Inquiry Services.

The number of nelv parents vtho contact these two agencies now is

suf f i c ien t  to  jus t i f y  a  p i lo t  paren t  p rogram.  G iven the  grea t

lack  in  serv ices  fo r  ner . t  pa ien ts ,  j t  i s  assumed tha t  paren ts ,

who take  the  in i t ia t i ve  to  ca ' l l  these agenc ies  wou ld  be  in te res ted

in  rece iv ing  the  serv ices  o f  a  p i lo t  paren t  p rogram.

As the  p i lo t  paren t  became es tab ' l i shed and proved i t s  va lue ,

a  pub l i c  in fo rmat ion  campaign  v rou ld  be  in i t ia ted  so  tha t  o ther  agenc ies

and professiona' ls t ' rho come in contact  wi th new parents,  would be

av{are of  the program, and refer acldi t iona' l  parents.  Very speci f ic

et ' fonls s i iou' ic i  be rrracie tu obLairr  t i re cuoi js i 'oLiurr  r i  ia i , r ' i ' ly  coi ; i 'se ' lo i -s,

soc i .a l  workers ,  m in is te rs '  nu rses ,  phys ic ians ,  psycho log is ts ,  teachers ,

and  pub l  i c  hea ' l th  o f f i c ia l s .
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Matchi ng

Both pi lot  parents and new parents interested. in the program

would  be  asked to  p rov ide  s imi la r  in fo rmat ion  about  themse lves '

This informat ion coUld then be used for matching pi lot  parents to net ' r

parents.  The form for new parents (as appended) vrould be completed

by a staf f  member of  G0ARC, or possibly a volunteer,  but  t^rould not

be completed by the net ' r  parents themselves.

THe matching process could become more ref ined as the program

expands,  and as  the  number  o f  p i lo t  paren ts  inc reases .  Theneforq ,

the  c r i te r ia  fo r  match ing ,  1 is ' ted  be low are  in  the  orde t  o f  perce ived

impor tantce. '

I  .  Functiona' l  I  evel of

2 .  Race.

.  
3 .  Caus 'e  o f  re ta rda t ion  and/or  secondary  hand ' i caps .

'4 .  Age o f  paren ts .

:  5 .  Age o f  re ta rded ch  j ' l d

6 .  Educat iona l  leve l  o f  paren ts .

7 .  Geograph ic  a rea  o f  res idence

B.  Income leve l  o f  the  fami ly .

9 .  Mar" i ta l  s taus  o f  the  parent
-10 .  

Farn i l y  s t ruc tu re ,  such  as  s ib l ing  equ iva lence .

11 .  Prob lems in  fami l y  ad ius tment .

The ac tua l  match ing  process  cou ld  be  accontp l i shed by  the

Di rce tor  o f  Conanun i ty  Serv i . . r ,  (nd /or  the  P i lo t  Parent  Subcommi t tee .

the  re ta rded  ch i ld .
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Staff Support

The Director of  Community Services would provide var ious types

of support  to the pi lot  parents.  Among these might be brochures

or  wr i t ten  mater ia ls  on  menta l  re ta rda t ion  in  genera l ,  G0ARC,  the

p i lo t  paren t  p rogram,  b ib l iograph ies  on  var ious  top ics r  € tc .  Brochures

cou ld  be  g iven no t  on iy  to  new parents ,  bu t  a ' l so  to  p ro fess iona ls

who are potent ia l  sources of  referrals.  THe professionals tvou' ld

be as.ked to ei ther give the brochures to new parents,  or  to display

them in  the i r  o f f i ces .  The wr i t ten  mater ia ls  migh t  a lso  inc lude

sets  o f  gu ide l ines  to  the  p i lo t  paren ts  (such as  the  one appended to

1
th is  paper ) , .T /o*p ' le te  and up- to -da te  l i . s t ings  o f  communi ty  serv ices '

- r4

so  tha t  new parents  cou ' td  be  adv ised as  to  wh ich  agenc ies  or  persons

*-^ .  : . - .n* : :9 1, :h^ : r r  ^r r r . , . !  r r l  .+h^ co-r , , ' i  ̂ ae nabdo. l  b-"  thei  f "  Chi  I  Cl  .  l 'he
t U  t  \ , r l l l . C l v u  i t i i v  v q r r  P l  v Y  r u v  v r r v  J e l

l i s t  cou ld  inc lude a  descr ip t ion  o f  E l ' lC$R,  o ther  serv ices ' .  and the

person to contact  in each agency. In order to refer new parents

to .appr iop r ia te  den t i s ts ,  ped ia t r i c ians ,  ec t . ,  who  a re  par t i cu la r l y

in te res ted  in  and competent  in  work ing  tv i th  the-menta l l y  re ta rded,

the  p i lo t  paren t  need a lso  to  have access  to  a  f i le ,  deve loped by

GOARC,  o f  p ro fess iona ls  in  such spec iaJ ized areas

Another form of support  furnished by the D' i rector of  Community

Serv ices  wou ' ld  by  the  r . ' cv i r io f f lon-go ing  gu idance,  suppor t ,  and adv ice

to  p i lo t  paren ts  regarc l ing  spec i f i c  p rob le rns  or  ques t ions  t ' th ich  may

deve lop .  Consu l ta t ion  v r i th  spec ia l i s ts  fsuch as  a t to rney '  a
a

psych ia t r i s t ,  e tc . ) ,  may be  deve ' loped in  the  la te r  phases  o f  the

program..  l4ore technical  problenrs cot- t ' ld be referred to such consu' l tants '
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Periodical ly,  the piLot parents would meet together wi. th the Pi lot

Parent Subcommittee and Director of Comrmrnity Services' In this wayt

pt lot  parents could exchange ideas, and discuss rrnrtual  problems' A1 so,

these meetings would serve as a means for the st'aff member and the

cormnittee to keep informbd of the problems and progress of this program'

The pilot parents wilj. be provided r+ith formq on which to jot dorvn

the dates or, rhi.h they have contact with nerv parents, and a few conrnents

about each contact.  The Director of Conrnunity Services wiLl  be responsibLe

for keeping these records, as wel l -  as records regarding assignments, v is i ts '

problems, terminat ions, and evaLuat ions of results.  Also after the end of

the one-to-one relat ionship rvi th their  pi loL parents'  the new parents wi l l  be

intervi .ewed by the staff  member, in order to evatuate the effect iveness of the

program. Some ners parents may then be asked to serve ts (a) advisors to the

ne. r in t i . i c  n i lo1  parent  meet , ings ,  (b )  speakers  in  seminars  fo r  p ro fess ionaLs ,
- -  r - -  - -  -

to thfse pi-anning the training for pi lot  parents'  They may

also be encouraged to consider preparing to become piLot parents themselves

when they have become better establ- ished in their  role '

Another  impor tan t  aspec t  o f  the  s ta f f rs . roLe is  to  serve  as  a  l ia ison

wlth other agencies, and to generate publ ic i ty about the program' I t  wiLl

be the responsibi l - i ty of  the staff  member to l rork rvi th ' the publ ic media to

obtain TV and nelrspaper covelage of this service. The staff  wi l l -  also alrange

seminars for the professional-s from whom we would expect to receive referrals

of nerq parents"

A sunrnary of staff  responsibi l i ty is provided in appendix.  one of the

reasons for colat ing, repeat ing, or further specif ing the responsibi l - i t ies of

the Community Services Director is that this sulTlnary couLd be used in draft ing

a  job  descr ip t ion  fo r  such a  s ta f f  pos i - t ion ,  recogn i  zLng o f  course  tha t  such a

staff  member woul-d have many addit ional-  dut ies'


