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Abs t ract 

FAM I LY-CENTERED PRACT I C E  I N  EARLY INTERVENT I ON S ERVICES FOR 
I N FANTS AN D TODDLERS : THE EXPERI ENCE OF FAM I L I ES IN ONE 
LOCAL INTERAGENCY COORD I NAT I NG COUN C I L  

Pat r i ck Shanno n ,  Ph . D . 

A d i s s e r t a t ion s ubm i t t e d  in  partial fu l fi llment o f  the  
requ i reme n t s  f o r  the degree o f  Doctor  o f  Ph i lo sophy at 
V i r g i n i a  C ommonw e a l t h  U n i ve r s i t y  

V i rg i n ia Commonwealth University,  2 0 0 0  

Di rector : S t ephen French G i l s on ,  Ph . D . 
Assoc i a t e  P r o f e s s o r ,  S chool o f  Social Work 

Part  H [ recen t l y  reautho r i zed as Part C )  of the 

Individuals w i t h  D i s abili t i e s  Educa t ion Act ( I DEA ) manda t e s  

t he applicat ion  o f  f amily-centered pract i ce principles to 

ea rly i n t e rven t i o n  s e rv i ce s . There has been a con s i de rable 

amount of l i t e ra t u r e  pub l i shed in  ea rly int e rven t i on 

j ournals rela t ed t o  f amily and pro f e s s i onal rela t i onships  in 

ea rly int e rvent i on and its connec t i on t o  family-centered 

care in  e a r l y  i n t erven t i o n  s e rv i ce s . There i s  ve ry l i t t l e 

litera t u r e , howeve r ,  that  examined the implement a t i o n  o f  



fami l y-centered p r i n c i p l e s  f rom a perspective that 

t ranscended the  r e l a t ionship between fami l i e s  and e a r l y  

interven t i o n  provide r s . 

T h i s  i n qu i ry was a cons t ruct i v i s t  p o l i c y  ana l y s i s  o f  

the implementat ion o f  the f ami l y-centered i n t e n t  o f  P a r t  H 

o f  I DEA i n  one Loc a l  I nt e ragency Coordinat ing Counc i l  ( L ICC ) 

in  V i r g i n i a . Pe r spect ives about the impl emen t a t i on o f  the 

fami l y-cente red i n t ent o f  Pa rt H were a s s e s sed th rough in­

depth i n t e rviews w i t h  severa l s takeholder groups , inc l uding 

f ami l i e s  rece iving  Part H ea r l y  intervent ion service s ,  

fami l i e s  who were never able t o  access  s e rvices , members of 

the L I C C ,  pro f e s s i ona l s  from cente r-ba sed prog rams , 

profes s iona l s  f r om home-ba sed programs , and profe s s iona l s  

from hosp i t a l-ba sed programs . Wh i l e  data were prima r i l y  

co l l ected v i a  i n-depth interviews w i t h  p a r t i c i pants  f rom 

each s t akeho l d e r  g roup , the inqu i re r  a l s o  obs e rved f i ve LICC 

meet i n g s . Document ana l yses  and observa t i ons  o f  L I CC 

meet i n g s  a l so were used for t r iangu l a t ion o f  incomi ng da ta . 

Twent y-two fam i l y  p a r t i c i pants  were sampled  that  represented 

var i a t ion according to socio-economic status . Twent y 

pro f e s s i ona l p a r t i c ipant s were sampled  who represented a 

range o f  p r o fe s s ion a l  d i s c i p l i ne s . 

Findings  from t h i s  inqu i r y  h i g h l i ght some i s sues  

regarding implemen t a t ion o f  a broad fede r a l  po l i cy  ( i . e . , 



Part H o f  I DEA ) a t  the  local level . The intent  o f  Pa rt H 

was to  ma nda t e  the cons t ruct ion o f  s t a t e  level  service 

de l i very s y s t ems , l ocal service delivery s y s t ems , and 

sugge s t ed program and profe s s iona l pract i ce s  for the ea r l y  

i n t e rven t ion f i e l d . V e r y  little guidance , howeve r ,  w a s  

provided t o  s t a t e s  on how to  const ruct the i r  s y s t ems and 

even le s s  was provided on deve loping local  ea r l y  

i n t e rvent ion s e rv i ce de l i very s y s t ems . Few f i nanc i a l  

resources w e r e  commi t ted for  t h e  cons t ruction  o f  these s t a t e  

a n d  local s e r v i ce de l i very s ys t ems adding add i t i on a l  

compli cat ions . Spec i f i ca l l y ,  the l e g i sla t ion provided no 

f i nancial suppor t  for new e a rly inte rven t ion programs ; 

i n s tead , t h e  i ntent  was for s t a t e s  and loc a l  serv i ce 

de l i very s y s t ems t o  coo rdinate a l ready e x i s t ing  providers 

using e x i s t i n g  funds . 

There a re many po l i c y  and pract i ce imp l i c a t ions 

resu l t i n g  f rom this  i nqu i r y . Fir s t ,  there are  imp l i cat ions 

for federa l ,  s t a t e ,  and local  ea rly inte rvent ion po l i cy . 

Second,  t here  a r e  implica t i ons for  e a r l y  i nt e rven t ion 

prac t i c e . T h i r d ,  there  are  imp l icat ions for  empowerment o f  

families  w h o  have c h i l dren rece iving  ea rly i n t e rvent ion 

service s . Fou r t h ,  there are  implicat ions for  s o c i a l  work 

pract i ce i n  the  f i e l d  o f  ea rly i n t e rvent ion . Finally,  there 

are  implica t i on s  f o r  future research rela ted to f ami l y-



cente red s e r v i ce de l i very . 



Chapter 1 

Introduct ion 

1 

Ear l y  i n t ervent ion invo lves ident i fying  chi l dren 

between birth and three years of age who have or are at r i s k  

o f  having a di s ab l i n g  condi t ion o r  ot her spe c i a l  need that 

ma y a f fect  their deve l opment , and then providing s ervices  to 

the ch i l d  and f ami l y  t o  l es sen the e f fe c t s  o f  t he condit ion 

( Sm i t h  & Stra i n ,  1 9 8 8 ) . Part H o f  the I ndividua l s  with  

Di s abi l i t ie s  Educa t i on Act  ( I DEA ) , heretofore re ferred to as  

Part H ,  i n s t i tuted the infant  and t oddler component o f  I DEA 

by e ncouragi ng s t a t e s  to deve l op comprehen s ive , coordina ted 

s ervices  for i n fa n t s  and toddl ers with deve lopmen t a l  delays 

or di s abi l i t i e s  ( Part H ,  1 9 92 ) . Part H ( 1 9 9 2 ) was wri t ten 

with the i n t ent  of empowering  fam i l ies  by manda t i n g  that 

ear l y  i n t erve n t i o n  s ervi ces  for i n f a n t s  and todd l ers with a 

deve l opme nt a l  d e l a y  or d i s abi l i t y  and their fami l i e s  be 

provided in a manner con s i st ent with  the pri n c i p l e s  o f  

fami l y-centered pra c t i c e . 

Dun s t , Trive t t e ,  and Dea l  ( 1 9 8 8 )  be l ieved that  

providing f am i l y - centered ear l y  interve n t i on s ervices  was 



es sent i a l  t o  qua l i t y  care for i n fa n t s  and todd l e r s  w i t h  

devel opmen t a l  d i s abi l i t i e s  a n d  the i r  fami l ie s . Dun s t  and 

Dea l ( 1 9 9 4 ) s t a ted  that : 

2 

Fami l y-cente red pract i ce mean s  a s s e s s i ng c h i l d  and 

fam i l y  needs and fami l y  st rengths and capab i l i t i e s  

r e l ated t o  mee t i n g  those needs . I t  a l so  mea n s  

a s s e s s i n g  needs and s t rengths f rom a fami l y ' s 

perspe c t ive w i t h  a s s i st ance f rom pro f e s s iona l s . 

Add i t i ona l l y ,  i t  mean s  the u s e  of  a needs-based rather 

than categorical  or  s e rv i c e -based approach to 

a s s e s sment and resource mob i l i z a t i o n  and a pos i t ive and 

proa c t i ve rather  than a pathol o g i c a l  or  de f i c i t  

approach t o  a s s e s sment a n d  service de l i very . ( p . 7 3 )  

Fami l y-cente red s e rv i c e s  were de s i gned t o  improve the 

abi l i t y  of fami l i e s  to cope with the unique needs of  their 

i n fa n t s  and todd l e r s  with devel opment a l  de l a ys or  

di sabi l i t i e s  ( Sh e l ton & S tepane k ,  1 9 9 4 ) . Spec i f i c a l l y ,  

services  were i n t ended t o  a s s i s t  fami l i e s  i n  cop ing  w i t h  the 

cha l l enges  of having chi ldren with deve l opme n t a l  de l a y s  or 

d i s abi l i t i e s ,  empowe r i ng fami l i e s  t o  work co l l abora t i ve l y  

w i t h  e a r l y  i nt e rvent i on s e rvice provide r s , a n d  support ing 

fami l ie s  a s  they  made dec i s ions about their i n f a nt ' s or 

todd l e r ' s  s e rvices  ( Dunst  et  a l . ,  1 9 8 8 ;  McGon i ga l ,  Ka ufma n ,  



3 

& Johnson , 1 9 9 1 a ) . 

According  t o  Ba i le y ,  McWi l l iam,  and Winton ( 1 9 92 ) , a 

fami l y-cen t e red approach should be a part o f  a l l  aspects  o f  

t he e a r l y  i n t e rvent i o n  proce s s  incl uding  the e s t abl i s hment 

of a prog ram ph i l osoph y ,  screen i n g ,  c h i l d  eva luat ion and 

a s s e s sment , t eam meet i ng s  and program p l a nn i n g ,  i n t e rvent ion 

a c t i v i t i e s , service  coordinat ion , and t ra n s i t i on p l a n n i ng . 

The i n i t i a l  rat iona l e  for  i nc l uding  fam i l ies  i n  the e a r l y  

i n t e rvent i o n  proces s  was to enhance c h i l d  devel opment and 

support  parent a l  careg iving t o  reduce the need for 

profe s s i on a l  i n t e rvent ion ( Ba i ley  et  a l . ,  1 9 9 2 ) . 

The concept o f  f ami l y-cente red practice  has  evo l ved 

over the  previous  two decades as  early int e rvent ion 

pract i t ioners  began t o  g radua l l y  i nvolve f ami l ie s  i n  the 

program p l an n i n g  and impl ementat i o n  proce s s  ( McGon i ga l ,  

Kaufma n ,  & Johnson , 1 9 9 1 a ) . Add i t i o na l l y ,  fami l y  

involveme n t  began t o  b e  i ncorporated i nt o  fede ra l s t a ndards 

o f  pract i ce in e a r l y  i n t e rvent i on ( Ta sk Force on  Recommended 

Pract i ce s ,  1 9 9 3 ) . Part H l e g i t imi zed t h i s  s h i ft from fam i l y  

i nvol vement  t o  f ami l y-centered pract i ce . 

Ba i le y  et  a l. ( 1 9 9 8 ) suggested that  the e s s ence o f  the 

f am i l y - centered approach r e s i ded w i t h i n  t he r e l a t ionship  

between f ami l i e s  and profe s s i ona l s . They  further suggested 



that a new re l a t i on s h i p  between famili e s  and profe s s iona l s  

shoul d  be forged . Th i s  new rela t i onship  shoul d  recog n i z e  

the need f o r  an  indivi duali z ed approach to accommodate the 

pre ferences of i nd i v i dual f ami l i e s  a s  well as v a l ue and 

support f amilies  i n  ways that  meet the individual  needs o f  

famili e s . Add i t ionally , a family-centered approach should 

enable f amilies  t o  feel competent  as  advocat e s  for the i r  

c h i l d  a n d  f amily . 

4 

The Part  H leg i s l a t ion manda tes  the app l i ca t i on o f  

family-centered  p r a c t i ce principles t o  ea rly i nterve n t i on 

service s . The purpose o f  t h i s  inqu i r y  was t o  inve s t igate 

the implement a t i on o f  t he family-centered i ntent o f  Part H .  

Thi s  was  accompl i s hed by s eeki ng the percept ions  of  

familie s ,  p r o fe s s ionals and other  i ndividua l s  i nvolved i n  

o n e  local ea rly i nterve n t i on system th rough i n-depth 

i nterviews . T o  increase  our unde r s tanding o f  the family­

centered i n tent  of Part H ,  it is important t o  f i r s t  descr ibe 

some o f  t he b a s i c  tenets  of ea rly i n t e rvent ion . 

E a r ly I n t ervent ion Services  

As de f i ned  by Part  H ,  ea rly i n t e rvent ion con s i s t s  o f  a 

v a r i e t y  o f  s e rv i c e s  i n t e nded t o  meet the diverse needs o f  

i nf a n t s  a n d  toddle r s  w i t h  developme n t a l  de l a ys o r  

d i s ab ili t ie s  a n d  t he i r  famili e s  ( I DEA, 1 9 9 2 ) . These 



services  i n c l ude but are  not l imited t o  a s s i s t ive 

technology ,  audiology ,  fami l y  t ra i n i ng , hea l t h  service s ,  

med i c a l  service s ,  nursing  service s ,  nut r i t ion servi c e s ,  

occupa t i o n a l  t h e rapy,  phys i ca l  therapy , psycho l ogica l 

service s ,  r e s p i t e  c a r e ,  s e rv i ce coordinat i o n ,  s o c i a l  work 

s e rvi ce s ,  spe c i a l  i ns t ru c t i on , speech / l anguage , 

t ransporta t i o n ,  and v i s ion services . Addi t iona l l y , these 

services requ i re the i nvolvement o f  a host of  p r o f e s s iona l s  

f rom many  d i s c i pl i n e s  such as  spec i a l  educa t o r s , speech and 

language patho l og i s t s ,  audi o l og i s t s ,  occupa t i on a l  

therapi s t s ,  phy s i c a l  therapi s t s ,  psycholog i s t s ,  soc i a l  

workers , nurs e s , a n d  nut r i t i o n i s t s  ( S i lvers t e i n ,  1 9 8 9 ) . 

There a re three primary reasons for  i n t e rven i ng e a r l y  

i n  a c h i l d's l i fe .  The f i r s t  i s  to enhance the ch i ld ' s  

deve l opment . C h i l d  deve l opment  resea rch has e s t a b l i shed 

that the rate o f  huma n l ea r n i n g  and deve lopment  i s  f a s t e s t  

i n  the pres choo l y e a r s  ( Smith  & S t ra i n ,  1 9 8 8 ; S roufe , 

Coope r ,  & DeHa rt , 1 9 9 2 ) . Chi ldren deve lop t he i r  mos t  ba s i c  

mot o r ,  s e n s o r y ,  cogn i t ive ,  soc i a l , and language s k i l l s  

during t h i s  period ( S roufe e t  a l . ,  1 9 92 ) . 

The second rea s on for  providing  ea r l y  i n t e rvent ion 

services  i s  t o  render support and a s s i s t a nce t o  the  fami l y .  

According t o  Coug h l i n  ( 1 9 8 9 ) , the fami l y  o f  a ch i ld w i t h  a 

5 
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deve l opme n t a l d e l a y  or  di sabi l i t y  o f t e n  expe r i ences 

d i s appo intment ,  s o c i a l  i s o l a t i o n ,  added s t r e s s ,  f r u s t r a t i o n ,  

a n d  a sense  o f  h e l p l e s s ne s s . Fami l i e s  ma y experience a 

g r i e f  react i o n  to d i s cove r i ng that the i r  c h i l d  has  a delay  

or  d i s ab i l i t y ,  leading  t o  fee l i ngs o f  d i s appoi ntment a s  a 

result  o f  i n c re ased demands on t h e i r  t ime , i nt e r a c t i ons w i t h  

ea r l y  i n t e rvent ion profe s s i ona l s ,  f i nancial  i s sues related 

t o  medi c a l/hea l t h  rela ted expense s ,  and/or ma r i t a l  and 

f am i l y  di scord that can result  from the s omet imes 

ove rwhe lming needs of a c h i l d  with a deve l opme n t a l  d e l a y  or 

di sabi l i t y  ( Cough l i n ,  1989 ) . Such a g r i e f  reaction  can have 

a negat ive  impact  on  the ab i l i t y  o f  the fami l y  t o  meet t he i r  

ch i ld ' s devel opme n t a l  needs . Services such a s  resp i t e  care , 

parent and s ib l i n g  suppo rt , and f i n a n c i a l  support for  

fami l ie s  whose  chi ldren a re medica l l y  frag i l e  can be helpful  

t o  f ami l i e s  ( Be c kman & B r i s t o l , 1991 ) . 

Fina l l y ,  e a r l y  ident i f i cat ion and i n t e rvent ion can 

l e s sen the impact  of a deve l opmental  de l a y  or  d i s ab i l i t y  by 

improving deve l opment a l  outcomes for  i n fants  and todd l e rs . 

Deve l opment a l  outcomes can i n c l ude improvement i n  f i ne and 

g r o s s  motor moveme n t , speech , p s ycholog i c a l  we l l  being , and 

cogni t ive s ki l l s . As a re s u l t , s o c i e t y  in general  may 

bene f i t  from the ch i ld ' s decreased need for s o c i e t a l  



resources a s  a r e s u l t  o f  i ncreased opportun i t i e s  for  

i ndependence and  self  r e l i a nce ( Smith  & S t r a i n ,  1 9 8 8 ) . 
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There i s  a subs t a nt i a l  need for  ea r l y  int e rven t i on 

s e rv ices for  i n fa n t s  and t odd l e r s  w i t h  developme n t a l  de l ays 

or  d i s abili t ie s . In  1 9 9 4 , it  was e s t imated that  7 5 0 , 0 0 0  

i nf a n t s  and toddlers  each yea r have or  ma y b e  a t  r i s k  for 

having deve l opmenta l d i s abi l i t i e s  i n  the U n i t ed S t a t e s  

( Saunde r s , 1 9 9 5 ) . I n  V i r g i n i a , i t  i s  e s t ima t ed that  there 

are  7 , 2 0 0  i n f a n t s  and todd l e r s  with diagnosed devel opme n t a l  

d i s ab i l i t ie s  ( Brown , 1 9 92 ) . V i r g i n i a  provided Part H e a r l y  

inte rvent i o n  s e rv ices to 4 , 62 6 ch i ldren between December 2 ,  

1 9 9 6 and Decemb e r  1 ,  1 9 9 7 ,  which repre s e n t s  a n i n e t y - t hree 

percent i ncrea s e  f rom the numbe r  of chi ldren b e i n g  served in 

1 9 9 2  ( V i rg i n i a  Part H Ea r l y  I n t e rven t i on O f f ice , 1 9 9 8 ) . 

Rega rdl e s s ,  t h i s  numbe r  i s  s t i l l  we l l  short o f  the e s t imated 

7 , 2 0 0  i n fant s and t odd l e r s  with diagnosed deve l opme n t a l  

di sabi l i t i e s . 

Ea r l y  i n t e rvent ion s ervices have been o f fered i n  a 

v a r i e t y  o f  s e t t i ngs.  I n  V i rg i n i a ,  s e rvices have been 

provided i n  e a r l y  i n t e rvent ion c l a s s rooms/cent e r s , fami l y  

chi l d  care s e t t i n g s ,  nursery  schoo l s  or  formal ch i l d  care 

cente r s ,  t he homes of fami l ie s , hospi t a l s  [ i npa t ient ) ,  

outpat i e n t  s ervice faci l iti e s ,  and res i dent i a l  faci l i t i e s . 
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The mos t  p revalent s i t e  where e a r l y  intervention  has  t a ken 

pla ce i n  V i r g i n i a  has  been i n  the home s o f  fami l i e s . I n  a 

recent s t a t ewide s u rv e y ,  forty-nine  percent o f  the 

responde n t s  repo r t ed s e rv i c e s  were rece i ved a t  home , wh i l e  

nea rly 3 0% rece i ved these  services  a t  outpatient  f a c il i t i e s  

a n d  1 9% rece i ved s e rv i c e s  i n  an e a r l y  i n t e rvent ion 

cla s s room/cent e r . These three s e t t i ng s  a ccount for  nearly 

n i ne t y - e i ght percent of the s i tes  where ea rly i n t e rvent ion 

has  t a ken plac e  ( V i rg i n i a  Part H Ea rly I n t e rvent ion O f f ice 

et  a l . ,  1 998) . As part  o f  the fam i l y-centered i n t ent o f  Part 

H ,  it  has  been manda t ed that services  be prov ided i n  the 

family ' s natu ral envi ronment whenever poss ible ( Hebbe l e r ,  

Smi t h ,  & Bla c k ,  1 991) . I n  V i rg i n i a ,  t h i s  would account for 

nea rly one -half o f  all ch ildren and f amilies  who rece i ved 

services  in 1996 t h rough 1997 ( V i rg i n i a  Part H Ea rly 

I nterve n t i o n  O f f i c e ,  1998) . 

Part  H h a s  had a n  impa ct on e a r l y  i n t e rvent i o n  services  

i n  many i mpo r t a nt ways such a s  e s t ab l i s h i ng the importance 

o f  the role o f  the f am i l y  i n  ea r l y  i n t e rvent i o n , what 

services should be ava ilable t o  fami l i e s , and guide l i ne s  for 

ea rly i n t e rvent i o n  services that a re family-centered . 

Add i t i onal l y ,  Part H has  had a s i gn i f i cant impact upon state  

and local s e r v i ce delivery s ys t ems . Therefore , i t  i s  
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e s s en t i a l  t o  provide some o f  the bas i c  i n forma t i o n  about the 

legi s l a t i ve i n t en t  o f  Pa rt H and its  impac t  upon services at  

the  s t a t e  and l ocal  leve l . 

I mpact o f  Part  H o f  I DEA on Early I n t e rvent ion Services 

The purpose o f  Part  H was t o  prov i de d i s cret i onary 

funds t o  i n t e re s ted s t a t e s  t o  render e a r l y  i n t e rvent ion  

services  t o  i n fa n t s  and t odd l e r s  [ b i rth  t o  three ] who  have 

devel opme n t a l  delays  or  di sabi l i t i e s  or  who are at  r i s k  for 

deve l opme n t a l  d e l a y  ( Educat ion of the  Handi capped Act 

Amendmen t s  ( EHA ) , 1986 ) .  The bi l l  was re-aut hori zed in 

October 1 991 and renamed Pa r t  H o f  I DEA ( I ndividua l s  w i t h  

Di sabi l i t ie s  Educa t ion  Act ,  1992 ) . Part H was recen t l y  re­

autho r i zed ( Ju l y  1997 ) for  a t h i rd t ime , and is now Part C 

o f  I DEA . Thi s  i nq u i r y  occu r red prior  t o  the Part  C re­

autho r i z a t i o n  and is  therefore an  ana l y s i s  o f  Part  H .  The 

enac tment of Part H represented a culmina t i o n  of a d r i ve for 

a n a t i ona l p o l i c y  a imed at  s e t t i n g  s t andards o f  

comprehen s i ve services  to  c h i l dren [ b i r t h  t o  t h ree ] and 

t h e i r  f ami l i e s  ( Hebbe l e r ,  Smi t h ,  & B l a c k ,  1991 ) . 

Each s t a t e  was  requi red under Part  H t o  de s i gn and 

imp l ement s t atewide ea r l y  i nt e rvent i on s y st ems o f  serv i ce 

de l ivery . There was  cons ide rabl e  f l e x i b i l i t y  g iven to  

states  to  design t h e s e  s ystems. In Virgi n i a ,  there are  
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forty  Loca l I n t eragency Coordina t i ng Counci l s  ( L I C C ) across  

the s t a t e . Each o f  these  LICCs  received i t s  Part H funding 

from the s t a t e's  lead e a r l y  i n tervention  agency,  the State  

Depa rtment o f  Mental  Hea l t h ,  Men t a l  Ret a rda t i o n ,  and  

Substance  Abu s e  Service s ,  Part H E a r l y  I nterve n t i on O f f ice . 

The L I CC s  were cha rged w i t h  developing coordinated l oc a l  

ea r l y  i n t e rvent ion s ys t ems w i t h  P a r t  H funds . T h e  amount o f  

a n n u a l  funding rece ived was based on t h e  numbe r o f  i n fants  

and t oddl e r s  t o  whom they provided services i n  the preceding 

year . Each L I CC , howeve r ,  had considerable f l exibi l i t y  in 

t h e i r  use of resources to coordinate serv i ce de l i very in 

t h e i r  Counci l s  ( Department of Men t a l  Hea l t h ,  Ment a l  

Reta rdat i o n ,  a n d  Substance Abuse Services [ DMHMRSASj , 1991). 

There were many prov i s i ons w i t h i n  Part H that  improved 

the opport u n i t i e s  for fami l i e s  to i n f l uence what , where , and 

who prov i ded e a r l y  i n te rven t i on services  ( I DEA , 1992). 

Howeve r ,  t h e re has  been l i t t le research i n  e a r l y  

intervent i o n  t h a t  h a s  focused spec i f i ca l l y  on t h e  fami l y ' s 

expe r i ence w i t h  t h e s e  services  ( Gura l n i c k ,  1997). The 

purpose of t h i s  i nq u i r y  was to inve s t igate  and unde rstand 

how the Part  H mandate t o  prov i de fami l y- cent e red ea r l y  

inte rvent i on s e rv i c e s  h a s  been experi enced b y  f ami l i e s , 

di rect service  provide r s , and other individual  s t a keholders 



such a s  L I CC s t a f f ,  prog ram admi n i s t rators , and fam i l y  

advoca t e s  i nvol ved i n  t he e a r l y  i nt e rvent ion s y s t em i n  one 

L I CC in V i r g i n i a . 

Const ruct i v i s t  Po l i cy Ana lys i s  

11 

There h a s  been a cons iderable amount o f  l i t e rat ure 

pub l i shed in e a r l y  i n t e rven t ion j ourna l s  r e l a t ed to  fami l y  

and profe s s i o n a l  r e l a t ionships  i n  e a r l y  i n t e rvent ion and i ts 

conne c t i o n  to  fami l y-cen tered care ( Ba i l ey  e t  a l . ,  1991; 

Ba i l ey  e t  a l . ,  1992; C a r o ,  & Derevens k y ,  1991; Di nnebe i l ,  & 

Ru l e ,  1996; Dun s t ,  & Dea l ,  1994; Kra u s ,  1997; McBr ide , 

Brothe r s o n ,  Joan n i ng , Wh iddon , & Demm i t t , 1993) . There was 

very l i t t l e  resea rch , howeve r ,  that  examined the 

imp l eme n t a t ion o f  f ami l y -cente red p r i n c i p l e s  from a 

pe rspec t i ve that  t ranscended the r e l a t ionship  between 

fami l i e s  and e a r l y  i n t e rvent ion providers ( Gura l n i c k ,  1996) . 

Const ruct i v i s t  research holds  the potent i a l  for the 

researcher t o  examine the  imp l ementat ion o f  fami l y -cente red 

p r i n c i p l e s  i n t o  d i rect pra c t i ce f rom the perspe c t i ve s  o f  

m a n y  key  s t a keholder groups . There fore , t h i s  inqu i r y  was  a 

const ruct i v i s t  po l i cy  ana l y s i s  o f  the Part  H i ntent to 

mandat e  imp l eme n t a t ion o f  s y s t ems o f  service de l i very t hat 

were fami l y-centered . 

Po l i cy  w i t h i n  a const ruct i v i s t  frame o f  refe rence i s  
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actua l l y  a s t a t ement of  v a l u e s  ( Guba , 198 5 ;  Guba & Linco l n ,  

198 1 ,  1989 ) . From t h i s  perspe c t i ve ,  pol i c y  i s  mo st eas i l y  

under s t ood a s  e x i s t ing  o n  three d i f fe rent leve l s . First , 

pol i cy - i n-intent  refers  to what the framer s  o f  the p o l i c y  

" i ntended " the  p o l i c y  t o  be . T h e  n e x t  leve l ,  po l i cy-i n­

imp l ementat i o n ,  refers  to how the i ntent become s conve rted 

into a c t u a l  programs . Fina l l y ,  poli cy-in-expe r i ence refers 

to how the targets o f  the policy interpret their exper ience 

of  the pol i c y . Thus , the core research que st ion for t h i s  

inqu i r y  was , "What  have the experiences of  fami l i e s  and 

other s t a keholder g roups been [ p o l i cy-in-experi ence ] in 

r e l a t i o n  t o  the Part H mandate  t o  deve l op coo rdinated 

s ys t ems of  care  that  were family-centered [ p o l i cy-i n-i nte nt ] 

i n  one L I CC i n  V i r g i n i a  [ po l i c y - i n - imp lement a t i on ] ? U  

Importance of  I nqu i ry 

T h i s  i nq u i r y  ma y be important to fami l i es because it  

focus ed on adding  t h e i r  voices to the ea r l y  i n t e rvent ion  

proce s s ,  voices  that have  o f t en not been  heard  ( Sands , 

1990 ) . I n  genera l ,  the perceptions  of  fami l i e s  have r a r e l y  

b e e n  sought i n  e a r l y  i n t e rvention resea rch ( Gura l n i c k ,  

1996 ) . Much o f  t he resea rch h a s  concent rated prima r i l y  o n  

t h e  needs a n d  concerns o f  service providers , a n d  t h e  need t o  

l eg i t imi ze e a r l y  i n t e rvent ion by  demon s t ra t ing i t s  
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e f fect i vene s s ( Mi n ke & Scot t ,  1995 ) . T h i s  inqu i ry may be 

impo rtant to e a r l y  intervent ion pro f e s s i ona l s  as we l l .  

Pro fe s s i ona l s  have concerns regarding t h e i r  pro f e s s iona l ,  

lega l , a nd e t h i c a l  respon s i b i l i t i e s  i n  providing services to 

chi l d ren  and fami l i e s  ( McBr ide , Brotherson ,  Whi ddon , & 

Demmit , 1993 ) .  

Th i s  i n qu i ry may be r e l evant to social  work  on several 

leve l s . Spec i f i ca l l y ,  Part H requ i re s  that s o c i a l  workers 

be incl uded a s  membe rs o f  early interven t i on teams serving 

in fant s and todd l e r s  w i t h  deve l opment a l  delays  and/or 

di sabi l i t i e s  and t he i r  fami l i e s  ( I DEA , 1992 ) .  Second , 

according t o  S a unde rs ( 1994 ) ,  s o c i a l  workers have st ruggled 

t o  de f ine a con s i s tent role  for  themse lves  in  the ea r l y  

intervent ion  s e rv i ce cont inuum, yet t h e i r  s k i l l s  and 

expe r t i s e  in r e l a t ion t o  working w i t h  fami l i e s  a re needed . 

Next , i n t e rd i s c i p l inary  pract i ce i s  important because social  

workers  cont inue t o  pract ice  in  s e t t i ngs  that requ i re 

co l labora t i on w i t h  mu l t i p l e  d i s c ipl i nes ( Sands , 1990 ) . A 

focus on the  f am i l y  has  been a cent ral  feature o f  the  s o c i a l  

work  profe s s ion  f r om the e a r l i e s t  home v i s i t s  o f  cha r i t y  

workers a n d  the commu n i t y  out reach o f  s et t l ement houses 

( We i c k  & Sa l eebey ,  1995 ) .  

F i na l l y ,  t h i s  inqu i r y  was an attempt to redi s t r ibute 
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power i n  e a r l y  i n t e rven t i on th rough the con s t ruct i v i s t  

proc e s s  o f  negot i a t i n g  outcomes [ descr ibed in Chapt e r  3 ) . 

Social  wor k ,  a s  a profe s s i o n ,  i s  dedi cated to  a s s i s t ing the 

d i s en f ranch i s e d  and empowering the powe r l es s . Empowerment 

of fami l ie s  in the e a r l y  i n t e rvent ion proce s s  is a cent ral  

feature o f  the  Part  H l e g i s l a t ion and i s  cons ide red to  be  an 

important goal for  ea r l y  int ervent ion pro fe s s iona l s  ( Dunst 

e t  a l . ,  1 9 9 4 ) . Empowerment , as  de f i ned by Breton ( 1 9 94 ) , 

mea n s  " g a i n i ng control  over one ' s l i fe ,  that  i s ,  g a i n i n g  

contro l o v e r  the f a c t o r s  t h a t  a re c r i t i ca l  i n  accoun t ing for 

one's s t a t e  of oppress ion or d i s - empowerment " ( p . 2 4 ) . 

Howeve r ,  empowerment i s  amb i guous and d i f f i c u l t  to  det ect 

( Kore n ,  DeCh i l l o ,  & Friesen , 1 9 92 ) . Rappaport ( 1 9 8 5 )  

sugge s t s  t h a t  i t  i s  e a s y  t o  not i ce the absence o f  

empowe rment b u t  i t s  presence i s  d i f f i c u l t  t o  detect because 

i t  t a ke s  various forms i n  d i f ferent context s . The concept 

o f  empowe rmen t  a l s o  has a l ong t ra d i t i on i n  s o c i a l  work 

( We i c k  & S a l eebe y ,  1 9 9 5 ) . The concept o f  empowerment and 

its  r e l a t i o n  t o  this  inqu i r y  w i l l  be de s c r ibed i n  Chapter 2 .  

The rema inder o f  t h i s  d i s se r t a t i on cons i s t s  o f  four 

chapte r s . 

Chapter 2 i s  a comprehe n s i ve l i t e rature  review . Fi rst,  

t he p r i n c i p l e s  o f  f ami l y-centered services a re presented 
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with  a n  emph a s i s  o n  the i r  importance t o  Part H .  Second , 

resea rch r e l a t ed to perceptions  o f  fami l i es and 

profe s s iona l s  about fami l y- centered services and barriers  to  

imp leme n t a t i o n  are  presented . Fina l l y ,  the framewor k  o f  

empowerment i s  de s c ribed a long with  i t s  relevance to fami l y­

centered services  i n  e a r l y  inte rvent ion . 

Chapte r  3 provides an  ove rview o f  the u n i que 

characte r i s t i c s  of const ruct i v i s t  inqu i r y ,  espec i a l l y  

related t o  pol i cy a na l y s i s  and the l o g i c  for u s i n g  

const ruct i v i s t  resea rch as  a means to unde r s tand t h e  

expe r i ences  o f  f ami l y-centered services a c r o s s  mu l t iple  

s t a keholder groups . Equa l l y important w i l l  be a 

presen t a t i o n  o f  the eme rgent design  as  i t  unfolded 

t hroughout the i n q u i r y  proces s .  

Chapter 4 i s  the presentation o f  the f i ndings  through 

the use  o f  the case  report method . The case report met hod 

provides the  reader of t h i s  inqu i r y  with  a v i c a r i ous 

exper ience of what it  was l i ke to be a fami l y  that i n c l uded 

a c h i l d  w i t h  a deve l opmental  de l a y  and/or di sabi l i t y  in one 

L ICC in the Commonwea l t h  of V i rg i n i a . The perspec t i ves o f  

e a r l y  i n t e rvent ion pro f e s s i ona l s  from va r ious service 

providing agenc i e s  and members o f  the L I CC were a l so 

captured and presented i n  the case report . 
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Chapter 5 presents  the  imp l i c a t i on s  from the case 

report . Addressed  i n  this  chapter are  impl i c a t ions about 

imp l eme n t a t ion of the fami l y- centered intent  of Part H, for 

fami l y  empowe rment , for  s o c i a l  work, and for  future 

resea rch . Fi n a l l y ,  a d i s c u s s ion o f  the les sons l e arned 

about the  cons t ru c t i v i s t  research proce s s  i s  presented . A 

gene r a l  d i s c u s s i o n  o f  each o f  these  impl i ca t ions i s  

prov i ded . 



Chapter 2 

Li t erature Review 

1 7  

T h e  f o l lowing  l i te rature review wi l l  cover seve ral  

impo rtant a re a s  nece s s a r y  t o  unde rst and the nature of  

fami l y - centered s e rvices  in early  i nt e rvent ion . F i r s t , the  

purpose s  and  l e g i s l a t i ve i n t ent o f  Part H is  presented with  

an  emphas i s  on  its  st ructure and impact on s e rv i c e s  at the 

L I CC leve l . S econd , the  concept of  fami l y-centered services 

i s  exp lored with an  empha s i s  on  its  impo rtance t o  Part H .  

T h i r d ,  resea rch r e l a t ed t o  the pe rcept ions of  fam i l y­

centered s e r v i ce s  f rom the perspect ives o f  fami l i e s  and 

d i rect  service  provide rs i n  e a r l y  inte rvent i o n  is presented . 

Fourth ,  a d i s cu s s i on o f  research related t o  b a r r i e r s  that 

have a ccompanied  the imp l ement a t i on of  fam i l y-centered 

s e rvices  is  presented . Fi f t h ,  the  concept o f  empowe rment i s  

presented w i t h  an  emph a s i s  on the  pos s ib i l i t y  f o r  improving 

the  d i r e c t i o n  and control fami l i e s  have over services  in 

e a r l y  i ntervent ion . The l i terature review w i l l  conc l ude 

w i t h  a d i s c u s s i o n  of the gaps in the l i t e ra t u re . 

Purpose and Legi s l a t ive I ntent  o f  Pa rt  H o f  I DEA 

Part H e s t ab l i shed important r i g h t s  and e s sent i a l  
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services  f o r  chi ldren w i t h  d i s ab i l i t i e s  ages b i r t h  t h rough 

t h ree yea r s  [ bi r t h  t h rough two years i n  V i rg i n i a ] and t h e i r  

fami l i e s  ( St ephens , 1 9 9 3 ) . Part H has  several  ove r a l l  

purpo s e s . F i r s t , to  deve lop and implement s tatewide , 

comprehens ive , i n teragency programs o f  e a r l y  int e rvent i on 

services  for i n f a n t s  and todd l e r s  w i t h  di sabi l i t i es and 

t h e i r  fami l i e s . Second , to  fac i l i t a t e  coord inat ion o f  

federa l ,  s t a t e ,  loca l ,  a n d  p r i v a t e  funding source s . T h i r d ,  

to  enhance e a c h  s t a t e's capa c i t y  t o  provide qua l i t y  e a r l y  

i n t e rven t i o n  s e r v i ce s  and expand a n d  improve ex i s t ing  

service s . Fou r t h ,  to  enhance the capac i t y  o f  s t a t e  and 

local providers t o  serve h i s t o r i ca l l y  under- represented 

popula t ions  ( e . g . , minor i t y ,  l ow- income , inner- c i t y ,  and 

rura l )  ( St ephens , 1 9 9 3 ) . A f i n a l  purpos e  o f  Part  H is to  

a s s i s t  s e r v i ce provide r s  i n  meet ing the  devel opme n t a l  needs 

o f  chi ldren i n  partnership  w i t h  fami l i es . I t  was hoped that  

t h i s  woul d  be accomp l i s hed t h rough f ami l y-di rected 

ident i f i c a t i o n  of f ami l y  concerns , priori t i e s , resource s ,  

support s ,  and s e rv i c e s  that  were needed t o  enhance the 

fami l y's capa c i t y  t o  meet t he i r  c h i l d ' s  deve l opme n t a l  needs 

( I DEA, 1 9 92 ) . 

P r o fe s s i ona l s  i n  the  f i e l d  o f  ea r l y  i n t e rvent ion , as  

we l l  a s  the  agenc i e s  for  which they  wor k ,  a l so have been 
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ta rgeted b y  t h e  Pa r t  H l e g i s l a t ion . Pa rt H mandated that 

the  s t a tes' I n t eragency Coordinating  Counci l s  fa c i l i t ate 

col labora t i on between agencies  and individua l profe s s iona l s  

i n  the  prov i s i o n  o f  services  t o  i n f a n t s  a n d  todd l e r s  at- r i s k  

a n d  t he i r  f ami l ie s  ( McCol lum & Hughe s ,  198 8 ) . I n  order t o  

unde r s tand the  Pa r t  H manda t e  to  include fami l ie s  i n  the 

ea r l y  i n t erve n t i o n  proce s s , i t  i s  important  t o  i n c l ude the 

perspec t ives  of fami l i e s ,  di rect service profe s s iona l s ,  and 

individua l s  invol ved in the design  and imp l eme n t a t ion of the 

local  ea r l y  i n t e rvent i o n  s y s t em .  T o  unde r st a nd t he mandate 

we mus t  a l so examine the  leve l s  of regu l a t i o n  and the 

legi s l a t i ve i n t en t  o f  Part  H .  

A l l  s t a t e s  have opted t o  part i cipate i n  t he Part H 

program for  i n f a n t s  and todd l e r s . By  agreeing t o  

part i c i pa t e , s t a t e s  agreed t o  abide by a very unique 

regu l a t o r y  s t ructure . Fede ral  regu l a t i ons requ i red state s 

to  submi t  p l a n s  for part i c i pa t i on i n  the  Part  H prog ram . 

The s t a t e s  were requ i red to  indi cate i n  t h e i r  p l an s  how they 

i ntended to imp l ement them and to provide as surances that 

t he y  woul d  comp l y  w i t h  a l l  fede r a l  requi rement s . S t a t e s  

i n t e rpreted t h e  fede r a l  regu l a t ions and devel oped s t a t e  

regu l a t ions  t o  m e e t  the  federal  mandate s . T h e  gove rnor of 

each state was  respo n s i b l e  for appo i n t i n g  a 15  member 
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I n t e ragency Coord i n a t ing  Counc i l , made u p  o f  profes s i o na l s ,  

fami l y  membe r s ,  and publ i c  and private agency 

admi n i s t ra t o r s . They i n  t u rn appointed a lead agency and 

together t h e y  coordinated the imp l ementat ion , regul a t ion , 

and eva l ua t i o n  o f  e a r l y  i n t e rven t i on services for  the s t a t e  

( Brown , 1 9 92 ) . 

On June 3 ,  1 9 8 7 ,  the Gove rnor o f  the Commonwe a l t h  o f  

V i r g i n i a  de s ignated the  Depa rtment o f  Men t a l  Hea l t h ,  Mental 

Reta rdat i on and Subst ance Abuse Services ( DMHMRSAS ) a s  the 

lead agency to admin i s t e r  the deve lopmen t  and imp l ementat ion 

o f  a s tatewide ,  comprehen s i ve ,  coordinated,  

mu l t i d i s c i p l i n a r y ,  i n t e ragency service de l ivery s y s t em for 

i n f a n t s  and t oddle r s  with di sabi l i t ie s  and t he i r  f ami l i es 

( DMHMRSAS , 1 9 9 1 ) . V i r g i n i a's service de l ivery s t ructure has 

t radit iona l l y  been decentral ized and has been carr ied out 

t h rough a s y s t em of forty Commu n i t y  Services Boards ( CSBs ) . 

CSBs are  agents  o f  local  gove rnments  that  are  funded,  

moni tored,  and eval uated by the DMHMRSAS . I n  keeping w i t h  

t h i s  t radi t i o n ,  P a r t  H funds were a l l ocated t o  a l o c a l  

f i s c a l  a g e n t  i n  e a c h  CSB  geograph i c  reg ion to  e s t ab l i s h  

f o r t y  L I CC s . The L I CCs were e s t ab l i shed separate  from the 

CSB s y s t em and have no admi n i s t ra t i ve t ie s  to  t hem . The 

LICCs  were i n tended to  promot e  local  col l aborat ive p l anning 
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as  an  i n tegra l part  o f  V i r g i n i a' s des i gn and implemen t a t i on 

of  a s t a tewide e a r l y  i nt e rvent ion s y s t em .  L I CC membe rship 

i n c l uded loca l persons represent ing parents  [ fami l i es ] ,  

local  CSB  s t a f f ,  e a r l y  int ervention  program s t a f f ,  medi c a l  

a n d  hea l t h  provide r s , educa t i on agenc i e s ,  s o c i a l  s e rvice 

agenc i e s ,  advocacy group s ,  univers i t y  a f f i l i a t ed pers onne l ,  

and other s e r v i ce organizat ions ( DMHMRSAS,  199 1 ) .  

The L I CC t h a t  s e rved a s  the s i te of  t h i s  i nq u i r y  was 

located i n  an  u rban envi ronment . Funding  for  t h i s  L I CC i s  

unique . Fede ra l Part  H funds have been a l located annua l l y 

to  the L I CC t h rough the e a r l y  intervent ion o f f i c e  o f  the 

DMHMRSAS . There a r e  2 2  organiza t i on s  and prog rams 

a f f i l i a ted w i th the L I CC . Members of  the L I CC i n c l ude the 

local  C S B ,  the local  Depa r tment of Hea l t h ,  the c i t y ' s pub l i c  

s choo l s ,  t h e  l o c a l  Department of  Social  Servi ce s ,  the  

Hous ing  Autho r i t y ,  a deve lopmenta l d i s ab i l i t ie s  i n s t itute , 

two hos p i t a l -based e a r l y  inte rve n t i on programs , four 

commu n i t y -based ea r l y  int ervent ion programs , and an  i n forma l 

parent organiza t ion . 

Brown ( 1992 ) e s t ima t ed that  there were 4 5 0 Pa rt H e a r l y  

i n t e rven t i o n  e l i g i b l e  i n f a n t s  a n d  t oddl e r s  r e s i d i n g  w i t h i n  

t h i s  L I CC i n  1992 . Howeve r ,  s ince 1992 the L I C C  has  been 

con s i s tent l y  s e rv i n g  l e s s  than f i f t y  percent of t h i s  
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est imated tot a l . For examp l e ,  the LICC provided services to 

1 5 3  i n fa n t s  and todd l e r s  and the i r  fami l ie s  from December 2 ,  

1 9 9 6  t h rough Decembe r  1 ,  1 9 9 7  ( Vi rg i n i a  Part H Ea r l y  

I ntervent i on O f f i c e ,  1 9 9 8 ) . A s  a resul t ,  e f forts  t o  f i nd 

e l i g i b l e  i n fant s and t oddl e r s  has been an  ongoing concern 

for Coun c i l  s t a f f . Another ongoing s t ruggl e  for t h i s  L I CC 

has  been wor k i n g  w i t h  a l l  twenty-two providers regarding the 

succe s s fu l  impl ementat ion of fami ly-centered services ( L ICC 

Annu a l  Report , Ju l y ,  1 9 97 ) . This has been a s i g n i f icant 

concern for  t h i s  L I CC because o f  the  emphas i s  p l aced on 

f ami l y-cent e red s e rv i ce i n  Part H o f  I DEA . 

Fami ly-Centered Services 

The c l ea re s t  evidence o f  a fami l y-cente red p h i l o s ophy 

i n  Part H of I DEA is the manda te  for an  I ndividual ized 

Fami l y  Service P l a n  ( I FS P )  for prog rams serving i n fants  and 

todd l e r s  and t he i r  fami l i e s . The I FS P  mus t  inc lude 

documentat ion of fami l y  s t rengt hs and needs , spe c i f i c a t i on 

o f  ma j or fami l y  outcome s ,  descript i on o f  s e rvices  t o  be 

provided for the fami l y ,  and the name of a service 

coordinator  [ ca s e  manager] to a s s i s t  the f ami l y  i n  

impl ement i n g  the  I FS P  a n d  the coordinat i on o f  services w i t h  

o t h e r  agenc i e s  ( Ba i le y ,  Buysse , Edmonson , & Smi t h ,  1 9 9 2 ) . 

Add i t i o na l l y ,  fami l ie s  were mandated to be impo rtant members 



of  the  ea r l y  i nt e rven t i on teams worki ng to deve l op and 

imp l ement the  I FS P  ( Robe rt s ,  1 9 9 1 ) . 
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The IFS P i s  an  indicator o f  an  e a r l y  int e rvent ion 

pract ice  movement  away f rom chi ld-cente red services  that 

focused s o l e l y  on  enhancing the deve l opmental  out comes of  

i n f a n t s  and t oddl e r s  t o  an  approach that inc luded fami l y  

support ( Ba i le y  et  a l . ,  1 9 92 ) . Ena b l i ng and empow e r i ng 

fami l ie s  were the  founda t ion of  the  fami l y-centered 

p h i l os ophy and t h e  I FS P  proce s s . Enab l ing  fami l i e s ,  a s  

de f i ned by  Dun s t  et  a l . ( 1 9 8 8 )  re fe rred t o  t h e  creation  of  

capa c i t i e s  for  fami l i e s  t o  app l y  t h e i r  existing  s t rengt hs 

and ski l l s ,  and t o  acqu i re new ones a s  needed to meet  the 

needs o f  t h e i r  c h i l d  and fami l y .  According t o  McGo n i g e l  

( 1 9 9 1 ) , empowerment means  inte ract i ng w i t h  fami l i e s  t o  

a s s i s t  t hem i n  obt a i n ing  a s e n s e  o f  cont rol ove r the i r  

fami l y  l ives a n d  t o  a t t r i bute pos i t ive changes i n  t hemselves 

and t h e i r  c h i ldren t o  t h e i r  own e f fort s . The concept of  

empowerment h a s  been used and des c ribed i n  man y  d i f ferent 

ways , mak i n g  i t  d i f f i c u l t  t o  measure ( Rappaport , 1 9 8 5 ) . 

Fami l y - ce n t e red services a s  outl i ned by Shelton  and 

Stepanek ( 1 9 9 4 ) inc lude e ight key principles . These e i ght 

fami l y - centered p r i n c i p l e s  were cons i de red t o  be the driving 

force behind the wr i t ing and imp l ementation  o f  the  Part H 
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l eg i s l a t ion ( Sh e l t on & S t epane k ) . The f i r s t  e l ement was the 

recogni t ion that the  fami l y  was the constant i n  a c h i l d's 

l i f e ,  wh i l e  t h e  s e rv i ce sys tems and per sonne l change . 

Second , was  the  need for col labora t i on a t  a l l  leve l s  of  care 

( e . g . , one-to-one therapy,  service coordinat ion ) between 

fami l i e s  and profess i ona l s .  Third was the  comp l e t e  exchange 

of  unb i a sed i n forma t ion between fami l ie s  and profe s s i ona l s . 

Fou rt h ,  was  the  recogn i t ion and honoring of  c u l t u r a l  

divers i t y ,  s t rengt hs , a n d  i ndi v idua l i t y  w i t h i n  a n d  across  

a l l  fami l ie s . Cultural  divers i t y  i n  this  context i nc l uded 

ethn i c ,  racia l ,  s p i r i t ua l ,  soc i a l , econom i c ,  educa t i ona l ,  

and geograp h i c  d i f fe rences . The f i ft h  e l ement i n  Shel ton 

and St epane k ' s conceptu a l izat ion o f  fami l y-centered care was 

the recog n i t ion and respect for di fferent methods of coping 

by fami l i e s  and then imp lement ing comprehen s i ve p o l i c i e s  and 

programs that  p rovided devel opmenta l ,  educa t i ona l ,  

emot iona l ,  envi ronment a l ,  and financial  s upport s  t o  meet the 

diverse needs of fami l ie s . S i x t h ,  was the respon s i b i l i ty  of  

service provide rs to encourage and facilitate  fami l y-to­

fami l y  s upport  and networ king . The  seventh e l ement dicta ted 

that hosp i t a l , home , and commu n i t y  services and s upport 

systems for chi ldren needing spec i a l ized hea l t h and 

devel opment a l  care and the i r  fami l i e s  be f l exib l e ,  
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acce s s i b le ,  and comprehen s ive i n  responding t o  diverse 

fami l y - i den t i f ied needs . Fina l l y ,  was the  appre c i a t ion o f  

fami l i e s  a s  f ami l i e s  a n d  chi l dren as  chi ldre n ,  recognizing 

that they pos s e s s  a w i de range of s t rengt hs , concerns , 

emo t i on s ,  and a s p i ra t ions  beyond t h e i r  need for specia l i zed 

hea l t h  and deve l opme n t a l  services and support . The 

s t ructure and i n t en t  of Part H were des i gned to mandate the 

devel opment of e a r l y  int ervent ion s ys t ems that promoted the 

p r i n c i p l e s  of f ami l y-centered phi losoph y . 

Several  spec i f i c  manda tes  were w r i t ten into  Part  H 

requ i r i n g  s t a t e s  t o  deve l op e a r l y  intervent ion service 

de l i ve r y  s y s t ems that  were fami l y-centered ( I DEA , 1 9 9 1 ) . 

Speci f i c a l l y ,  e l emen t s  o f  Part  H that  re f l ected the 

p r i n c i p l e s  o f  f ami l y - centeredne s s  i nc l uded prov i d i ng 

services  s o l e l y  t o  f ami l y  members i f  the services  would 

a s s i s t  a f am i l y  member and/or t he fami l y  i n  gene r a l  to  

bet t e r  prov i de for  t he young chi l d  w i t h  a di sabi l i tYi 

mandat i ng t ha t  a " w r i t t e n  i ndividua l i zed fami l y  s e rvice plan  

be deve l oped by  an  interdiscipl inary  team,  i n c l ud i ng the 

parent o r  guardian " ( p . 67 ) i  and a l l ow i ng the  fami l y  to  choose 

when t o  begin s e rv i c e s  ( I DEA, 1 9 92 ) . 

The i n t en t  o f  p o l i c y  ma kers and funding  sources 

invo l ved i n  t he w r i t i n g  o f  Part  H was to  de s i gn l e g i s l a t ion 
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that woul d  create  fami l y-centered e a r l y  intervent ion 

s e rvices  in  each s t a t e . According to Duns t  et  a l . ( 1 9 9 1 ) , 

more than n i ne t y  percent o f  the l anguage and d i re c t i ve s  

embedded i n  Part  H r e f l ected f ami l y-cente red principles  and 

pract ices . I t  was t r u l y  a landma r k  piece o f  l e g i s l a t ion in 

t h i s  respect . 

Fami l y-centered services in ea r l y  inte rven t i on did not 

begi n  w i t h  the p a s sage of Part H .  Ra the r ,  Part H forma l i zed 

a t rend t oward fami l y-centeredne s s  that had been evolving  

for twent y yea r s . S imeonsson and Bai l e y  ( 1 9 9 0 ) provided a 

s umma r y  o f  e vo l v i ng forms o f  fami l y-pract ices  in  e a r l y  

interven t i o n . The e a r l i e s t  forms o f  e a r l y  intervent ion 

con s i s t ed o f  prescribed prog rams o f  st imu la t i on or  t he rapy 

adm i n i s t e red to the in fant or todd l e r  by  an ea r l y  

intervent ion  profess ional  who a s s umed t h e  role  o f  the 

p r ima r y  therapi s t . Parents were mo st  often p a s s i ve 

bystande r s , and parent i nvo lvement was l imited . 

A s econd form o f  e a r l y  interven t i on evolved w i t h  the 

recogn i t ion  o f  the importance o f  fami l y  involvement in  

programs on beha l f  o f  c h i ldren with  di sabi l i t i e s . The 

concept of f ami l y  invo l vement was forma l i z ed in 1 9 7 5  w i t h  

the pas sage o f  the Educ a t i on for  A l l  Handicapped Act 

( EHA ) ( Educat ion for A l l  Handi capped Act of 1 9 7 5 ) . The EHA 
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spec i f ied the rights  o f  parent s to parti cipate in  the 

educat i ona l p lanning proce s s  on beha l f  o f  t h e i r  s choo l - aged 

ch i l d .  

The importance o f  parent i nvolvement was recogni zed a s  

v i t a l  in  e a r l y  i n te rvent i on a s  wel l .  Parents  began to 

eme rge a s  c r i t i ca l  members o f  t he ea r l y  interven t i on 

proce s s , even though the concept o f  fami l y- centered services 

was not yet f orma l i zed i n  e a r l y  intervent ion . Parents were 

increas i n g l y  encouraged to become i nvolved in the i r  c h i l d ' s  

program ,  even t hough the nature o f  that invol vement was not 

we l l  d e f i ned ( S imeonsson & Ba i l e y ,  1 9 9 0 ) . 

I n  a t h i rd form,  f ami l y  i nvol vement became more 

ingra i ned in a c t u a l  practice  by t ra i n i ng fami l y  members to 

extend the  teaching and t he rap i s t  roles  o f  ea r l y  

inte rvent i on profe s s i ona l s . Parents  were encouraged t o  

c a r r y  o u t  i n s t ruct ional  o r  therapeut i c  a c t i v i t i e s  w i t h  t h e i r  

chi ldren a s  co-therapi s t s  w i t h  ea r l y  interven t i on 

pro f e s s i o na l s . 

The fourth form o f  fami l y  invo l vement recogn i z ed that 

fami l i e s  were both recipients and providers of services . 

This  form o f  f ami l y  i nvo l vement has been f orma l i zed w i t h i n  

the prov i s ions  o f  Part  H a n d  has evolved into the concept of 

fami l y -cent e red prac t i ce . I t  i s  now c l e a r  that fami l y-
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cen t e red pract i ce s  i n  t h e  intervent ion proce s s  and the 

recogn i t ion  o f  the  fami l y  as  a l e g i t imate  c l ient are  both 

accepted a spects  of e a r l y  intervent ion pract i ce ( S imeonsson 

& Ba i le y ,  1 9 9 0 ) . What i s  not a s  clear  i s  how the 

impl ement a t i o n  o f  the principles  o f  fami l y-centered practice 

into  e a r l y  i n t e rvent ion s e t t ings has been pe rceived by  

fami l i e s  and s e rv i ce providers .  

Percept i ons o f  Fami ly I nvolvement 

There has been l i t t l e  empi r i c a l  research related to how 

pro f e s s i ona l s  pe rce i ved the Part H manda te  t o  i n c l ude 

fami l y-centered p r i n c i p l e s  in  e a r l y  intervent ion s e rvices  

and even less  resea rch related to how fami l ie s  perceived the 

fami l y-cente red mandate . The ma j or rea son for  the absence 

of resea rch is that Part H has been in  p l ace only s i nce 1 9 8 6  

and s t a t e s  had f i ve yea rs t o  des ign the i r  s ys t ems for f u l l  

imp l ement a t i on o f  i t s  mandat e s  ( Ba i l e y ,  Pal sha , & 

S imeons s o n ,  1 9 9 1 ) . The research to date has focused on 

gen e r a l  percept ions  o f  f ami l y  involvement from the 

pe r spect ives  o f  prof e s s iona l s  and fami l ie s , and on perce ived 

barriers  t o  succe s s f u l  inclus ion o f  the fami l y  in  the e a r l y  

interven t i on process  ( Ab le-Boone , Goodw i n ,  Sanda l l ,  Gordon ,  

& Mart i n ,  1 9 92 ; Abl e-Boone , Sanda l l ,  Loughry,  & Frede r i c k ,  

1990; Ba i le y  et  a l . ;  Bec kma n ,  & B r i s t o l ,  1 9 9 1 ; C a r o ,  & 
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Derevens k y ,  1 9 9 1 ;  Ga l l aghe r ,  Ma l one , C l eghorne , & Helms , 

1 9 9 7 ; Game l -McCormi c k ,  1 9 9 5 ;  McBride et a l . ,  1 9 9 3 ;  M i n ke ,  & 

Scot t ,  1 9 9 5 ;  S umme r s  et  a l . ,  1 9 9 0 ; V i r g i n i a  Department o f  

Menta l  Hea l t h ,  Men t a l  Retarda t i o n ,  and Substance Abuse  

Service s ,  Part H Ea r l y  I n t e rvent ion Office ,  1 9 9 6 )  

Trans l a t i ng the concept o f  fami l y  involvement into 

early i n t ervent i on pract i ce has proved to be di f f i cu l t . 

B a i l e y  et  a l . ( 1 9 9 1 )  s t udied the ext ent t o  which 1 4 2  e a r l y  

inte rven t i on profess iona l s  from t w o  states  fe l t  competent i n  

wor king  w i t h  fami l i e s ,  valued fami l y  roles , a n d  were 

conce rned about adopt ing a fami l y-centered pract i ce mode l . 

The profe s s iona l s  s u rveyed , genera l l y ,  fe l t  that roles  

a s sociated w i t h  wor k i ng w i t h  fami l i e s  were  an important 

a spect o f  their wor k .  Howeve r ,  s i g n i f i cant d i f ferences in 

perce i ved s k i l l s  and v a l ued roles eme rged a s  a func t i on of 

d i s c i p l ine . For e xamp l e ,  nurses and social  wor kers endo rsed 

more fami l y  r o l e s  than did  educa tors  and a l l i ed hea l t h  

pro f e s s i ona l s . They a l s o  rated the i r  fami l y  s k i l l s  a s  

s ign i f icant l y  hi gher than d i d  educators and a l l i ed health 

pro f e s s iona l s . The profe s s i ona l s  surveyed agreed,  in  

gene r a l , t h a t  a fami l y  focus  carried out i n  the context o f  

an i n t e rd i s c i p l inary  t eam working in  c l o s e  col l abora t i on can 

lead to unce r t a i n t y  about the d i v i s ion of roles  and 
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re spons i b i l it ie s  i n  working w i t h  fami l i e s . Pro f e s s iona l s  

were e spec i a l l y  conce rned about how t h i s  change wou l d  a f fect 

chi ldren and fami l i e s . 

Caro and Derevens ky ( 1 9 9 1 ) implemented the Family­

Focused I n t e rvent i on mode l developed by Ba i le y ,  Pal sha , and 

S imeons son ( as c i ted in Caro & Deveren s k y ,  1 9 9 1 )  w i t h  

s i xteen fami l i e s  to a s s e s s  the e f fect ivene s s  o f  fami l y ­

centered s e r v i ce s . The framewor k  o f  the mode l post u lated 

that fami l y  r e l a t ionships  are  key to achieving mutu a l  

pleasure , increa sed ch i l d  competenc ie s ,  a n d  unde r s tanding o f  

the ch i ld ' s role  a s  a fami l y  member a n d  as  an individua l . 

Addit iona l l y ,  parent input i s  cons idered t o  be es sent i a l  to 

the succe s s f u l  deve l opment o f  individua l i zed fam i l y - cente red 

plans  and must i n c l ude the ent i re fami l y  to ensure that the 

needs o f  a l l  fami l y  members are bal anced , parent s feel  a 

sense o f  cont ro l ,  and c h i l d  progre s s  i s  rea l i zed . 

I n  t h i s  s t udy , each fami l y  rece i ved a 2 -hour wee k l y  

home v i s i t  over a 5 -month pe r i od . Assessment and 

i nt e rvent ion  f o l l owed the s i x  step procedures in  the fami l y ­

focused i n t e rvent ion mode l . I n f ants  and toddlers  were 

eva luated u s i n g  a s s e s sment i n s t ruments s uch as  the Ba t t e l l e  

Developmenta l I nvento r y  developed by  Newbor g ,  Stoc k ,  Wne k ,  

Gu i l duba l d i , a n d  S v i n i c k i  ( a s  c i t ed i n  Caro & Deveren s ky ,  
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199 1 ) and the Movement Assessment o f  I n fants  deve loped by 

Chand l e r ,  Andrews , and Swanson ( a s  ci ted in  Caro & 

Deve rens k y ,  199 1 ) .  Parents were a s ses sed u s i ng the Fami l y  

Re source S ca l e  deve l oped by Leet and Dunst ( a s c i t ed in  Caro 

& Deveren s k y ,  1991 ) , the Pa rent Behavior  Progre s s ion Scale  

[ Forms 1 a nd 2 )  deve loped by  Bromwich (as  c i t ed in  Caro & 

Deveren s k y ,  1991 ) ,  a parent s a t i s fa c t i on sca l e  deve loped by 

the author s ,  and the Teaching S k i l l s  I nvent ory ( Rosenberg & 

Rob i nson ) ( a s c i ted in  Caro & Devere n s k y ,  1991 ) .  Fina l l y ,  

open-ended i n t e rv i ews were conducted with  a l l  1 6  fami l i es at 

the conc l u s ion o f  the f ive-month int e rvent ion period to 

obta i n  qua l it a t ive data about fami l ie s '  percept ions . 

Through a combination  o f  qua l i t a t ive and quant i t a t i ve 

data a na l ys i s ,  Caro  and Deve ren s k y  ( 1991 )  concl uded that the 

fami l y - focused inte rvent ion model was e f fe c t i ve . Fami l y  

s k i l l s  i n  seve r a l  areas  o f  parent -ch i ld interact i on were 

enhanced . Add i t i o na l l y ,  h i gh leve l s  o f  parent a l  

s a t i s fact ion , accelerated rates  o f  progre s s  by chi l dren with  

mode rate  o r  severe  di sabi l i t i e s , and  acqu i s i t ion o f  

func t i o n a l  s k i l l s by  fami l i e s  were a l l  noted . 

G a l l a ghe r ,  M a l one , C l eghorne , and He lms ( 1997 ) 

conducted a study t o  a s s e s s  the perceived i n - s e rv i ce 

t ra i n i ng needs for e a r l y  intervention personne l .  One 
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hundred f i fteen pe r s onnel from pub l i c  and  private agenc ies  

a s s e s sed t he i r  current and future  t ra i ning needs in  the 

areas  o f  t yp i c a l /a t yp i c a l  deve lopment , fami l y  

s y s t ems / f ami l i e s '  involvemen t ,  asse s sment , program 

implemen t a t ion/eva lu a t i on , admin i s t ra t i ve team proce s s ,  

pro fes s i onal  deve l opment , and technology . The resu l t s  of  

this s t udy  indi cated a s t rong need for more inten s i ve in­

service  t ra i n i ng for  early  intervent ion profe s s iona l s . The 

authors f e l t  that pro fess iona l s  were not rece iving educat i on 

in t he above content a reas  in the i r  pro f e s s i onal  educa t ion 

prog rams and should be addres sed through i n - s e rv i ce 

t ra in i ng . 

O f  the  re sponde n t s  with  s i x  or more yea r s  o f  

e xperienc e ,  s i x t y-four percent indicated a need for  t ra i n i ng 

in  several  ba s i c  competency areas  such a s  fami l y  

s y s t ems / fami l y  involvement and a s s e s sment ( G a l lagher e t  a l . ,  

1997 ) . Speci f i ca l l y ,  spec i a l  educators  and a l l i ed health  

profe s s iona l s  indicated the greatest  need for t ra i ning in  

the area o f  f ami l y  s y s t ems / fami l y  i nvolvement . 

Psycho l o g i s t s  and s o c i a l  workers appeared t o  be the best 

t ra i ned t o  dea l  with f ami l y-re lated i s s ues . Fina l l y ,  

profe s s io na l s  w i t h  more than s i x  years expe r i ence were 

bet t e r  prepared t o  work with fami l ie s  than personnel w i t h  
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three to f i ve y e a r s  expe r i ence . 

McBride et a l . ( 1 9 9 3 )  conducted a s t udy to eva luate 

percep t i on s  o f  f ami l i e s  and profes s i ona l s  imp l ement i ng I FS P s  

i n  I owa . The s ampl e  con s i sted o f  fourteen fami l i e s  and 

f i fteen profe s s i ona l s ,  a l l  s e l ected through a nomi nat iona l 

or  s nowba l l  samp l ing  procedure . Findings indicated that 

while p r o fe s s iona l s  unde rs tood the concept o f  fami l y ­

cent e red e a r l y  i n t e rvent ion , t h a t  unde r s t anding o f ten d i d  

n o t  t r a n s l a t e  i n t o  actual  pract ice . Profe s s i o na l s  rema ined 

more c h i l d - focused . Howeve r ,  fami l i es expre s s ed ove ra l l  

s a t i s fact i on w i t h  the services they were rece i ving , 

espec i a l l y  i n  regards to dec i s i on ma king during the I FS P  

proce s s . 

I n  t he i r  s t udy o f  I FS P  development , Mi n ke and Scott 

( 1 9 9 5 )  presented data on parent-profess ional  relat ionships 

du r i ng the I FS P  proce s s . Parent s and pro fe s s iona l s  

empha s i zed t h e  importance and bene f i t s  o f  pe rsonal  

relat ionships . S t a f f  a l s o  repo rted s i g n i f icant conce rns , 

howeve r ,  espec i a l l y  doubts about whether parents had the 

nece s s a r y  s k i l l s  for f u l l  parti cipat ion . These concerns 

appea red t o  ma ke i t  d i f f i c u l t  for s t a f f  to f u l l y  support 

parental  dec i s ion ma king . 

Although there may have been some agreement about the 
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va lues  inherent i n  the I FS P ,  there was some d i s ag reement 

between profes s i o na l s  and fami l i e s  about the appropriate  

areas  o f  f ami l y  l i fe to i n c l ude . I n  the i r  ana l y s i s  o f  the 

I FS P  proce s s ,  S umme r s  et a l . ( 1 9 9 0 )  reported seve r a l  

intere s t i ng f i ndings  regarding fami l y  i nvol vement i n  the 

ea r l y  i nt e rvent i o n  proce s s . Fi rst , fami l i e s  expre s sed 

concern about e a r l y  i n t e rvent ion profe s s iona l s  demon s t ra t ing 

sens i t i v i t y  t o  f ami l i e s , a c know l edging  the fami l y  a s  t he 

u l t imate  dec i s ion  ma ke r ,  and a c knowledging individual  fami l y  

prefe rences . Second , fami l ie s  overwhe lmi n g l y  reque sted a 

grea t e r  need for  profes s i ona l s  t o  provide informa t i on about 

t he d i s ab i l i t y ,  c h i l d  devel opment , service s ,  and future 

expectat i on s . Fina l l y ,  fami l ie s  expected e a r l y  i n t e rvent ion 

profe s s iona l s  t o  a s s i s t  t hem i n  deve loping a sense of  

commu n i t y  and belonging with other fami l i e s  who have 

chi l dren w i t h  s i mi l a r  needs . 

Beckman and B r i s t o l  ( 1 9 9 1 ) completed a content ana l y s i s  

o f  sevent y-two I FS P s  i n  Ma r y land a n d  North Caro l i n a  t o  

examine t h e  t ypes  o f  goa l s  present i n  t h e  plans . 

Add i t i ona l l y ,  they  conducted a s u rvey with  n i n e t y-s i x  e a r l y  

int e rvent i o n  profe s s iona l s  a n d  s i xty- four fami l i e s  to a s s e s s  

the i r  percep t i on s  o f  the fami l y-centered approach t o  ea r l y  

inte rvent i o n . Findings  from t he content ana l y s i s  revea led  
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that o f  t h e  fami l y  goa l s  they examined from I FS Ps ,  only  

s i xteen percent o f  the fami l y-de fined goa l s  invo l ved 

act i v i t i e s  on the part of fami l ie s . The ma j or i t y  o f  the 

goa l s  were de s igned for profes s iona l s  to carry out . Findings 

from the s u rvey reve a l ed that there appeared t o  be some 

b a s i c  percep t u a l  di f f e rences between fami l i e s ' and 

profes s iona l s ' v i ews  of fami l y-cent e red prac t i ce in the 

e a r l y  inte rvent ion proce s s . Profess iona l s  were concerned 

that f ami l ie s  d i d  not have t he neces s a r y  s k i l l s ,  w h i l e  

f ami l i e s  f e l t  that  profes s i ona l s  w e r e  n o t  providing them 

w i t h  i n f o rmat i on they needed . 

I n  Game l-McCormic k ' s ( 1 9 9 5 ) s t udy o f  the experiences o f  

l ow-income mot he r s , t h e  percept ions and expe r i ences o f  Part 

H ea r l y  int e rvent ion s e rvices  from the perspectives of 

mothers  from lower socioeconomic backg rounds with young 

chi ldren with d i s ab i l i t i e s  were inve s t igated . There were 

s ix ma j o r  f i nd i ng s  from t h i s  s t udy . Fi rst , the mothers f e l t  

t h a t  the qua l i t y  o f  s e rvices  t h e y  rece i ved was l i nked to 

thi rteen charact e r i s t ics  o f  early interven t i on st a f f  

member s . The characte r i s t i c s  incl uded the percept ions that 

s t a f f  members  were ( a )  car ing , ( b )  good l i s teners , ( c )  

s upport ive , ( d )  cons i s t ent i n  t he i r  interact ions  w i t h  

fami l ie s , ( e )  t ru s two r t h y ,  ( f )  open , ( g )  respec t f u l , ( h )  
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f riendl y ,  ( i )  accept ing , ( j )  comfortable w i t h  the fami l y ,  

( k )  pos i t ive , ( 1 )  f lexibl e ,  and ( m )  acce s s ible . Second , the 

mot hers perce i ved e a r l y  intervention s ta f f  members as 

resources to a s s i s t  t hem with  t he i r  chi ldren,  but they 

wanted the e a r l y  i n t e rvent ion pro f e s s i ona l s  to t reat t hem as  

competent , i n t e l l igent caregivers . Third ,  the mothers 

wanted e a r l y  i n t e rven t i on profe s s iona l s  t o  work 

col l abora t i v e l y  w i t h  them and with  other ea r l y  intervent ion 

pro f e s s iona l s . Fou r t h ,  they val ued services that t aught 

them s ki l l s  and techniques t o  ma ke the i r  da i l y  l ives and the 

l ives o f  t he i r  ch i l dren bett er . Fi f t h ,  they valued services 

that l i n ked t hem t o  other agenc ies  and programs that could 

a s s i s t  t hem . S i xth , the mothers were genera l l y  sa t i s f ied 

with the services  they received and were g r a t e f u l  for hav ing 

had the service s . 

Anot her s t udy  that  direct l y  s o l i c i ted the views o f  

parents about ea r l y  i n t e rvent ion services and fami l y ­

cente red pract ice  w a s  conducted by Abl e -Boone , Sanda l l ,  

Lough r y ,  a nd Frede r i c k  ( 1 9 9 0 ) . They ident i f ied seve r a l  

theme s regarding e a r l y  int ervent ion services a n d  f ami l y ­

centered s e rv i ce s  in  part i c u l ar . Parents  were concerned 

w i t h  the abi l i t y  of e a r l y  intervent ion profes s i ona l s  to 

unde r s t and t he i r  fami l y ' s needs and what services  they 
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needed . Pa rent s were not sure i f  profess i ona l s  understood 

the upheaval  that  can occur when there is a chi ld with  a 

di sabi l i t y  in  the house . For examp l e ,  such t h ings a s  da i l y  

schedu l e s  a nd rou t i ne s  become very d i f f i cult  t o  manage and 

the amount of t ime devoted to caregiving for the c h i l d  with  

the d i s ab i l i t y  can result  in  other  chi ldren i n  the fami l y  

fee l ing neglected . They a l so stated that they expected 

e a r l y  int e rvent ion profe s s iona l s  to permit them t o  be the 

p r ima r y  dec i s i on-ma ke r s  about what was best for their  

chi ldren . Many  o f  the parent s stated that  they had 

di f f i cu l t y  f i nd i ng and acce s s ing service s . Fina l l y ,  

fam i l i e s  i ndi cated that in forma t i on about the i r  chi l dren ' s 

d i s ab i l i t i e s  a nd ava i l ab l e  opt ions for services shou l d  be 

provided to t hem by  pro f e s s i ona l s  so  they cou l d  make 

i n f o rmed dec i s ions  about service s . 

I n  another s t ud y ,  Abl e - Boone , Goodw i n ,  Sanda l l ,  Gordon , 

and Martin  ( 1 9 92 )  conducted a 7 2 - i t em survey w i t h  2 9 0 fami l y  

members t o  a s s e s s  the i r  percept ions o f  e a r l y  intervent ion 

service s . The survey a s ked fami l ies que s t ions g rouped into 

f i ve catego r i e s  inc luding ( a )  acces s i ng early intervention 

service s ,  ( b )  de l i ve r ing ea r l y  intervent ion service s ,  ( c )  

i dent i fying  f am i l y  p r i o r i t i e s  and resource s ,  ( d )  deve loping 

a nd imp lement ing I FS P s , a nd ( e )  coordinat i ng e a r l y  
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intervent ion s e r v i ce s . Respondent s  in  t h i s  study f e l t  that 

they were able  t o  access e a r l y  intervention service s . 

Howeve r ,  they  indicated severa l conce rns about the I fS P  

proce s s ,  including  the des i re for it  t o  b e  a working 

document i n s tead o f  a document that i s  rev i s i t ed annua l l y  or 

semiannua l l y .  Respondent s  i ndicated a concern about the 

service coordinat ion they  were provided . They f e l t  that the 

service  coordinat ion they received did not provide them with 

support ive s e r v i ce s  and i n forma t i o n ,  and the i r  know ledge 

level  to enable  them to make i n f o rmed dec i s ions was not 

increased . 

I n  t he i r  s t a t e w i de survey o f  1 , 0 2 9  fami l i es in  Virginia  

t o  assess  the level  o f  fami l y  sat i s faction w i t h  ea r l y  

interven t i on s e rv i c e s , t h e  V i r g i n i a  Department o f  Ment a l  

Hea l t h ,  Men t a l  Retarda t i o n ,  and Substance Abu se Service s ,  

Part H Ea r l y  I n t e rven t i on O f f i c e  ( 1 9 9 6 )  reported that 

ove ra l l ,  fami l ie s  were sat i s f ied with  the services  they 

rece ived . Speci f i ca l l y ,  fami l ie s : reported rece i v i ng the 

services  they  were mandated t o  rece i ve ; fe l t  l i s t ened t o ,  

respect ed , a n d  a part o f  e a r l y  intervent ion teams ; and 

b e l ie ved  t he i r  goa l s  a nd de s i red outcome s were present in  

t h e i r  I fS P s . Some probl ems were  reported,  a s  wel l .  About 

one - t hi rd of the fami l ie s  indicated that they w i shed they 



had known about ea r l y  intervent ion services ea r l i e r  than 

they did . About ten percent o f  the fami l i e s  reported that 

they were unaware that one individua l was a s s i gned to them 

as a s e rv i ce coordinator . Fina l l y ,  many fami l ie s  reported 

not being aware o f  the i r  r i ghts  and protections  under Part 

H, and about s e rvices  ava i lable  once they l e ft e a r l y  

intervent ion . 

Barriers  to Fami ly-Cente red Service De l ivery 

3 9  

Re sea rch h a s  uncovered nume rous barriers  that ma y ma ke 

it more d i f f i c u l t  to impl ement fami l y-cente red services . 

Moxe l y  et  a l .  ( 1 9 8 9 )  c l a imed that the current nature o f  

fami l y-centered pract i ce h a s  been de f i ned b y  service 

agenc i e s  a nd profe s s i ona l s  rather than by fami l i es . 

Addit iona l l y ,  they  pointed out barriers  t o  fami l y  

invol vement such a s  resource ava i l abi l i t y ,  t ra i ning needs , 

and s k i l l  deve l opment . Resource ba rriers  referred t o  

variables  s u c h  a s  t ime ava i lable  to wor k  with  fami l i e s . The 

most  f requent l y  c i ted barriers  to fami l y  invol vement were 

fami l y  and s y s t em related barriers . Profess iona l s  s uggested 

that many  f ami l ie s  may not have the knowledge or  s ki l l s  to 

partic ipate f u l l y  in  ea r l y  int ervent ion . Pro f e s s iona l s  a l s o 

reported concern about fami l i e s  l a c k  o f  interest  in  ta king 

an a c t i ve dec i s ion  ma king ro l e . Systemic barriers  incl uded 



l a c k  o f  admi n i s t ra t ive support , inadequate resource s ,  and 

d i f f ic u l t y  in  changing establi shed patterns o f  pract i ce . 

4 0  

Severa l studies  iden t i fy col l abora t i on between fami l i e s  

a n d  t h e i r  s e rv i c e  coordinators as  crucial  e l ement t o  

succes s f u l  de l i very  o f  fami l y - centered service s . Dinnebe i l  

and Rul e  ( 1 9 9 4 ) ident i f ied several variables  that a f fected 

fami l y  and s e rv i ce coordinator c o l l abora t ion . U s ing an 

open-ended int erview format cons i s t ing o f  seven ques t i ons , 

interviews  were conducted with  3 0  service coo rdinators and 

60  fami l i e s . Add i t iona l l y ,  an expert panel of f i ve e a r l y  

intervent ion  resea rchers a n d  program develope r s  were ma i l ed 

a que s t i onna i r e ,  a s king the re spondent s que s t i ons about what 

they fe l t  were impo rtant fami l y / service coordinator 

characte r i s t i c s . 

Res u l t s  o f  the expert panel ques t i onna i re iden t i f i ed 

t he need for  profess iona l s  t o  be suppor t i ve o f  fami l ie s  as  

the mos t  important characte r i s t i c . Suppo rt was de f i ned by 

fami l ie s  a s  b e i ng good l i s teners , respect ing fami l i es ' 

w i s he s ,  and advocat i n g  for the i r  needs w i t h  other providers . 

Fami l y  re sponden t s  rank-ordered t he mos t  important s e rvice 

coordi nat o r s ' charact e r i s t ics  t o  be bui lding rapport ( 5 7 % ) , 

providing i n f o rmat ion ( 1 7 % ) , demons t ra t i ng concern for 

c h i ldren ( 9 % ) , and ma intaining  a pos i t i ve a t t i tude ( 5 % ) . 
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Characte r i s t i cs that  were cons idered t o  be barriers  to 

col l aborat ion i n c l uded a c t i ons that were unhe l p f u l  ( 3 3 % ) , 

a t t i t ude ( 1 6 % ) , not spending t ime with  the fami l y  ( 1 0 % ) , and 

threatening parent s '  s e l f - esteem ( 4 % ) . 

Product i ve charact e r i s t i c s  o f  fami l ie s  ident i f i ed by 

s e rv i ce coordinators  i n c l uded helpful a c t i ons  ( 3 9 % ) , good 

communicat ion s k i l l s  ( 2 0 % ) , pos i t i ve paren t i ng a t t i tude 

( 1 7 % ) , and demograph ic charact e r i s t i c s  ( 1 0 % ) . Demographic 

cha ract e r i s t i c s  referred to such things as  perce i ved social  

class  and s o c i oeconomic  status . An  example  o f  such  a 

comment was  " t he k i ds that are  clean ,  you are  mo re l i ke l y  to 

want t o  pick t hem up" ( Dinnebe i l  & Rul e ,  1 9 9 4 , p . 3 5 8 ) . 

Unprodu c t i ve charact e r i s t ics  o f  fami l ie s  i n c l uded unhe l p f u l  

actions  ( 2 3 % ) such a s  n o t  b e i n g  on t ime for appoi ntment s ;  

demograph i c s  ( 2 2 % ) such a s  socio- economi c stat u s ;  negat ive 

a t t i t udes ( 1 8 % ) ; and poor communicat ion s k i l l s  ( 1 7 % ) . 

The resu l t s  o f  a s u rvey by Mahoney and O ' S u l l i van 

( 1 9 9 0 )  regarding e a r l y  intervent ion pract ices  with fami l i e s  

sugge s t ed seve r a l  i s sues related to fami l y-centered 

service s . There appeared t o  be l i t t le evidence that the 

fami l y - centered agenda embedded in  Part H has enabled 

fami l ie s  t o  become co l l aborative agents i n  the intervent ion 

proce s s . Severa l pos s ib l e  impediments t o  fami l y - cente red 
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inte rvent ion were identi fied i n  t h i s  st udy . One impediment 

was the di f f i c u l t y  service providers had in a l locat ing the 

extra t ime requ i red to carry  out fami l y- centered service s . 

Another impediment was the l a c k  o f  prepa rat i on o f  service 

provide rs t o  imp l ement fami l y-cente red servi ces . A f i na l  

impediment w a s  t h e  l a c k  o f  appropriate  resources and 

e f fe c t i ve programs for imp l emen t a t i on o f  fami l y- centered 

service s . 

N a s h ,  Rounds , and Bowen ( 1 9 9 2 ) conducted a s t udy t o  

examine the r e l a t i onship  between s o c i a l  worker membership on 

ea r l y  intervent ion teams and parent a l  invo lvement in team 

a c t i vi t i e s . Da ta were co l l ected from 8 0  ind i vidua l s  who 

took part in  t ra i ning wor ks hops conducted by st a f f  from the 

Caro l ina  I n s t i t u t e  for Resea rch in  I n fant Personnel 

Prepara t i o n . All part i c ipant s were members of 

interdi s c i p l inary  teams working with infants and todd l e r s  

w i t h  deve l opment a l  di sab i l i t i es . The dependent variable  

[ current level  o f  paren t a l  involvement ] was mea sured u s i ng 

Fam i l y  Orientat ion o f  Communi t y  and Agency Services  

( FOCAS ) s u rvey deve l oped by  Bai l e y . The independent variable  

[ p resence o f  a social  worker  on  the ea r l y  intervent ion team]  

was mea s u red by  means of a bac kground survey comp l eted by 

each p a r t i c ipant . 
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Nash  e t  a l . ( 1 9 9 2 ) found that team members who reported 

the invol vement o f  a s o c i a l  worker as  a regu l a r  member of  

the team reported a hi gher mean level  o f  parental  

i nvol vement ( M= 6 . 0 )  than did partic ipant s who  indicated that 

they did not have a s o c i a l  worker on the i r  team ( M=4 . 1 S ) . 

Addi t i o na l l y ,  they iden t i f i ed seve r a l  factors be l i eved to 

a f fect the level  o f  fami l y  invol vement on ea r l y  intervent ion 

teams . These factors  incl uded the d i s c i p l i na r y  compos it ion 

o f  the team,  the orga ni zat ional  and communi t y  s e t t ing of the 

team,  the va l ue s  o f  team members , the team' s con f l i c t  

resolut ion a n d  dec i s ion ma king s t y l e s , a n d  the s t a ge o f  

deve l opment o f  the team . T h e  authors caut ioned that 

determ i n i ng level  o f  fami l y  involvement is  l a r g e l y  dependent 

on the u n i que characte r i s t i c s  and compos i t ion of each team 

encountered . 

Given the comp l e x i t y  o f  the ea r l y  interven t i on se rvice 

d e l i very  s y s t em and the nume rous barriers to involving the 

fami l y ,  i t  is important to look  a t  ways to overcome the 

barriers  a nd provide fami l ie s  with t he neces s a r y  supports to 

become mean i ng f u l l y  i nvo l ved . Many o f  the components  o f  

P a r t  H that  r e ferred t o  fami l y-cente red services  h a d  t h e i r  

root s i n  the concept o f  empowe rment ( Dunst & T r i ve t t e ,  

1 9 92 ) . Dun s t  and T rivette proposed that fami l y  empowerment 
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was the mos t  important feature o f  Part H .  Unders tanding 

empowe rment was  thus impo rtant to the unde r s t anding o f  the 

expe r i ences o f  s t a keholders invo l ved in e a r l y  intervent ion . 

Fami ly-Centered S e rv i c e s  and Empowerment 

The proposed inqu i r y  w i l l  be gu ided by the concept o f  

empowe rment .  I dent i f ying a un i f ied meaning o f  the concept 

o f  empowe rment has been e l us ive , as there have been many 

interpre t a t ions  of the concept ( Rappaport , 1 9 8 5 ) . I n  the i r  

review and s ynthe s i s  o f  empowerment l i t e rature , Dun s t ,  

T r i ve t t e ,  a nd La Pointe ( 1 9 9 4 ) found that the t e rm 

empowerment has  been used i n  s i x  d i f fe rent ways . 

Empowerment has  been de s c r ibed and di scus sed a s  p h i l o s oph y ,  

paradigm,  proce s s ,  partner s h i p ,  per formance , and percept ion . 

They a t t empted t o  combine these diverse de scr ipt ions  o f  

empowe rment t o  de f i ne a uni f ied concept t h a t  woul d  have 

pract i c a l  value  for f ami l i e s  and pro f e s s i ona l s  in  e a r l y  

inte rvent ion . 

From t he i r  s ynthe s i s  o f  the empowerment l i te rature , 

Duns t  et  a l . ( 1 9 9 4 ) devel oped a model o f  empowe rment that 

dep i cted  the ma j or r e l a t ionships among t he six key e l ements 

they e x t ra c t ed from their l i terat ure review . Within  the 

mode l ,  the e l ement s o f  phi l osophy and paradigm represented a 

b a s i c  ideology from which empowe rment a c t i v i t i e s  wou l d  
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emerge . For e xamp l e ,  s t a t ing that a l l  indi v i dua l s  have 

s t rengths that can be cal led upon cou ld  be con s i dered a 

component o f  an empowerment i deo l og y . The e l ements  o f  

proce s s  and partnership  represented part i c i patory  

empowe rment a c t i v i t i e s  that profess i ona l s  and fami l i e s  would 

engage in such as col l aborat ive planning . Fina l l y ,  the 

e l ement s o f  per formance and percept i ons repre sented outcome 

indicators  o f  the  empowe rment proce s s . 

I n  add i t i on to the Dun st  et a l . ( 1 9 9 4 ) synthe s i s  o f  the 

empowe rment l i t e rature , another con s i s t ent theme eme rged 

from a review o f  the l i terature related t o  empowerment . 

There was a d i s c u s s ion o f  the nature o f  powe r leading to 

seve r a l  b a s i c  a s s umpt i ons and propo s i t ions pert a i ning to 

powe r r e l a t ionships  ( S imon , 1 9 9 4 ) . Severa l authors have 

a l so d i scussed  the concept o f  empowe rment i n  relat ion to the 

outcome s o f  these power relat ionships  i n  relat ion to 

oppre s s i o n  and domina t i on ( Cox , 1 9 8 9 ;  Fre i r e ,  1 9 7 2 ; 

G u i t e r re z ,  1 9 8 9a ) . Empowerment i n  t h i s  context i s  change 

o r i ented and a s s umes that t he individu a l  de s i re s  t o  change 

t he c i rcumstances in the i r  l ives that are leading to 

oppre s s ion a nd domina t ion . Change occurs as  a result  o f  the 

individua l ' s  des i re a nd abi l i t y  t o  a l t e r  the i r  envi ronmental 

c i rcumstances t o  overcome oppre s s i ve c i rcums tances ( Parson s ,  



1 9 9 1 ;  Rose , 1 9 9 0 ) . The f o l l owing b r i e f  review o f  the 

concept o f  empowerment w i l l  address  these fundament a l  

as s ump t i ons . 

4 6  

I n  order t o  unde r s tand the concept o f  empowe rmen t ,  it  

i s  important t o  have a working knowledge o f  a few o f  i t s  

f undame n t a l  a s s umpt ions  about powe r and i t s  impact on 

individua l s  and g roups . F i r s t  and foremost , powe r i s  

uneve n l y  d i s t r ibuted in  societ y .  Power i s  de f i ned b y  S imon 

( 1 9 9 4 ) as the abi l i t y  to exert cont rol over others and to 

have cont r o l  over one ' s l i fe .  There are  individua l s  and 

g roups with power and many  more who expe r i ence 

powe r l e s s nes s .  The powe r l e s s  expe r i ence oppre s s ion , 

di s c r iminat i o n ,  and a genera l l a c k  o f  control over the i r  

l ives . Conve r s e l y ,  those who have power use  i t  t o  dominate 

and cont r o l  the powe r l e s s  ( S imon , 1 9 9 4 ) . The concept of 

empowe rment se rves a s  a tool for unde rstanding the nature of 

power and powe r l e s sness  and then app l i e s  this knowl edge to 

equa l i ze the bal ance o f  powe r . 

Powe r l e s s n e s s  i s  not s o l e l y  the result  o f  one 

individual  or  g roup oppr e s s ing another individual  or  group , 

but i s  a mo re complex  phenomenon . Cox ( 1 9 8 9 )  pos i t s  that 

powe r l e s s n e s s  i s  the result o f  mu l t ip l e  factors such as 

economic  i n s e cu r i t y ,  lack o f  an understanding o f  the 
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pol it i c a l  a rena , a n  inab i l i t y  t o  access i n forma t i o n ,  and 

l a c k  of t ra i n i n g  in c r i t i c a l  and abstract t hought ( S imon , 

1 9 9 4 ) . Add i t iona l l y ,  powe r l e s sness  can result  from phy s i c a l  

a n d  emot i o n a l  s t re s s ,  l e a rned helplessne s s ,  a n d  the 

part i c u l a r  person ' s  emo t i onal  or  intel lectual  ma keup that 

h i nders t he pe rson f r om actua l i z i ng pos s i b i l i t ies  that do 

e x i s t . Thus , powe r l e s s ne s s  is the result  o f  s o c i a l  and 

po l i t i c a l  phenomenon , economic condit ions , interpersonal  

interact i on s ,  and individual  characte r i s t i cs . 

Thoughts  about how human be ings re spond t o  these power 

di f ferent i a l s  in s o c i e t y  have a l s o  been discussed  by 

indivi dua l s  i n  r e l a t ion  t o  the concept of empowe rment .  Fo r 

examp l e , Ros e  ( 1 9 9 0 )  pos i t s  that human be ings  have the 

capa c i t y  t o  g row and change , regard l e s s  of t he i r  s i t uat ion 

in  l i fe .  Fur t he r ,  t h i s  capa c i t y  can i nvol ve the abi l i t y  to 

change onese l f  and t he envi ronment . Add i t i ona l l y ,  S imon 

( 1 9 9 4 ) pos t u l ated  that every individua l ,  no mat t e r  how 

d i s advantaged or  incapa c i tated,  has uni que resources and 

abi l it i e s  to exercise  shared power in  partnership  w i t h  

othe r s . Fina l l y ,  s t rength i s  best exerci s ed in  concert with 

others rather  than a l one ( S imon , 1 9 9 4 ) . 

From these  bas i c  a s s umpt ions , seve r a l  propo s i t ions  have 

been presented by  various  a uthors regarding empowerment . 
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Fi r s t , person and envi ronment a re interact i ve . I t  i s  

d i f f i c u l t  t o  unde r stand one wi t hout a l s o  unde r s tanding the 

other ( Pa rsons , 1 9 9 1 ) . Change i s  most  substant i a l  when 

there i s  a change in  both the individua l and the 

envi ronment . Thus , personal  t rans forma t i on and social  

change are  i n t e rdependent and mut ua l l y  r e i n forcing processes  

and  s e rve as  the u l t imate goa l s  o f  empowerment ( S imon , 

1 9 9 4 ) . Rega r d l e s s  o f  the fact that the individual and the 

envi ronment are  interact i ve and inte rdependent , Staples  

( 1 9 9 0 )  states  that the individual rema ins  the p r ima ry agent 

o f  change . I f  the  individual i s  not mot i vated t o  change , 

then power does not rest  with  the individua l and s e l f ­

di rected change does not occur . 

S imon ( 1 9 9 4 ) a s s e r t s  that i f  individua l s  a re t o  achieve 

pe rsonal  empowe rment , then they must be able  to de f i n e  a 

promi sed l a nd for  thems e l ve s ,  be l i eve thems e l ve s  worthy o f  

i t ,  a n d  t h e n  b e  able  t o  envi s i on inc rement a l  s t eps to i t s  

achi evement . Freire  ( 1 9 7 2 ) referred to t h i s  proce s s  a s  the 

deve lopment o f  a c r i t ica l consciousne s s . A c r i t i c a l  

consciousness  deve lops t hrough a proce s s  o f  dia l ogue w i t h  

o t h e r s  a n d  educa t ion . C r i t i c a l  consciousness  a n d  know ledge 

o f  oppres s ion are forms of power . Trans format ion occurs as 

people are empowered t hrough consciousness  ra i s ing  to see 
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a l terna t i ve s . G u i t e r r e z  ( 1 9 8 9a )  adds that deve l opment o f  a 

c r i t i c a l  cons ciousness  reduces s e l f b lame and enhances the 

wi l l ingness  t o  engage in  personal -change di rected behaviors . 

The devel opment o f  a c r i t i c a l  consc iousness by no means 

a s sures  oppressed  individua l s  and g roups the e l imina t i on or 

even reduct ion  of t h e i r  oppre s s ive c i rcumstance s ;  i t  me re l y  

provides t hem the knowl edge that they can change t h e i r  

c i rcumstances . 

Oppre s s i on i s  one o f  the most  important concept s in  the 

framewor k  of empowerment . Oppres s ion i s  the r e s u l t  o f  more 

than the act ions  of a spec i f i c  individual or  spec i f i c  g roup 

oppre s s ing another individu a l  or  group . Rathe r ,  oppre s s ion 

is the r e s u l t  of mu l t i p l e  s o c i e t a l  factors that create 

oppr e s s ive cond i t ions for  cert a i n  individua l s  and g roups 

( Moreau , 1 9 9 3 ) . As a res u l t , no apriori  a s s umpt ions can be 

made about any hi era rchy of d i f fe rent forms of oppres s i on 

regarding any  individual  or  g roup . I nstead,  Staples  ( 1 9 9 0 ) 

argues that  o n l y  emp i r i c a l  inve s t i ga t i on o f  a part i c u l a r  

g roup , a nd o f  a part i c u l a r  individua l ,  with  a part i cu l a r  

problem,  a n d  a t  a part i c u l a r  t ime c a n  ve r i f y  the e x i s t ence 

of a h i e r a rchy of oppre s s ive c i rcumst ances for that 

i nd i vidua l o r  g roup . The framework o f  empowerment pos i t s  the 

e x i s t ence of a dynamic intera c t i on o f  individual inte rnal  



5 0  

const ruct i ons , con s t ruct i ons o f  others , and a comp l e x  web o f  

s t ructural  ( e . g . , soci a l , pol i t i ca l ,  and economi c )  phenome na 

that a re nec e s s a r y  for the unde r s t anding of oppre s s ion and 

domina t i o n . Empowe rment mu st  be a proce s s  o f  thought and 

a c t i on that  i s  dynamic and constant l y  evo l ving with  ever­

changing individua l con s t ruct ions and within soc i a l ,  

pol i t i ca l ,  and e conomic  context s .  

Lee ( 1 9 9 4 ) t a ke s  much o f  the above into cons i derat ion 

in  de l ineat i ng three dime n s i ons o f  empowerment . These 

dimen s i ons  i n c l ude : ( a )  the devel opment of a pos i t i ve and 

potent sense of s e l f ;  ( b )  the con st ruction  o f  knowl edge and 

capa c i t y  f o r  mo re c r i t i c a l  comprehen s i on of the web o f  

socia l ,  po l i t i ca l ,  a n d  economic rea l i t i e s  o f  one ' s  

envi ronment ; a nd ( c )  the cu l t iva t i on o f  resources and 

strateg i e s , or  more func t i on a l  competence , for a t t a i nment of 

personal  and co l le ct ive goal s .  Lee ' s  dimensions  s k i l l fu l l y  

pu l l  together t h e  b a s i c  needs f o r  i ndividual  and 

envi ronmenta l change by pool i ng pre-ex i s t ing natural  

supports  t hrough a proc e s s  o f  educat ion and mut u a l  exchange . 

T h i s  i s  the e s sence o f  the empowerment proce s s . 

For empowerment t o  occur , Kie f fe r  ( 1 9 8 1 )  be l i eves there 

are severa l requ i s i te cond i t i ons  that fami l i e s  need , 

i n cluding : ( a )  a pe rsonal  a t t i tude that promotes  a c t i ve 
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s o c i a l  involvement ; ( b )  a knowledge and capa c i t y  for 

c r i t ica l a n a l y s i s  o f  the soc i a l  and pol i t ical  sys tems that 

de f i n e  one ' s envi ronment ; ( c )  an abi l i t y  to deve l op a c t i on 

s t ra t e g i e s  and c u l t ivate resources for a t t a i nment o f  one ' s 

own goa l s ;  and ( d )  an  abi l i t y  to act i n  concert w i t h  others 

t o  de f i ne and a t t a i n  col lect ive goa l s . Addit iona l l y ,  Dea l ,  

Dun s t , and T r i ve t t e  ( 1 9 8 9 )  be l ieved that the helping 

behavi o r s  o f  profe s s ionals  should be viewed a s  a means  o f  

enab l i n g  and empowe r i n g  fami l i es to acquire s k i l l s  to 

provide s upport  and mobi l i ze resources for meet ing  needs . 

According t o  Dun st  et a l . ( 1 9 9 5 ) , the I FS P  i s  the key 

to fami l y  empowe rment  because of its empha s i s  on enabl ing 

fami l i e s  and on  st rengthen ing  fami l ie s ' natural  support 

netwo r k s  w i t hout e i ther  usurping the i r  deci s ion ma k i ng powe r 

or  repl a c i n g  t he i r  natural  suppor t s  with  pro fess ional  

service s . Addi t i o na l l y ,  the I FS P  places empha s i s  on 

enhancing  a fami l y ' s  acqu i s i t ion of a wide v a r i e t y  of 

competencies  that a s s i s t  the fami l y  i n  becoming capable of 

mee t i n g  t he i r  own needs with natural  support ( e . g . , fami l y ,  

f r i e nds , commu n i t y  suppo r t s ,  re l i g ious be l i e f s ) . The 

pro fes s i on a l  role is t o  a s s e s s  the fami l y ' s  needs and 

resources and then provide support and educa t i on to the 

fami l y  t o  achieve i t s  own goa l s . 
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Thompson et  a l . ( 1 9 9 7 ) examined how the me thod o f  

de l ivery  for  e a r l y  inte rven t i on services a f fected 

percept ions  of empowerment among fami l ies . A random sample 

o f  2 7 0  re spondents  was obt a i ned from a case l i s t  o f  fami l i e s  

part i c ipat i ng in  t h e  Ea r l y  O n  [ Part  H service s )  prog ram i n  

M i ch igan . Fami l y  empowe rment o f  parents o f  chi ldren with  

devel opme n t a l  d i sabi l i t i e s  was a s s e s sed u s i ng the Fami l y  

Empowe rment Sca l e  devel oped by Koren , DeChi l l o ,  and Friesen 

and mea s ured f ami l ie s  a long two dimens ions : ( a )  level  of  

empowe rment , and ( b )  the ways i n  which empowerment is  

expre s sed . Empowerment was a s s e s s ed at the fami l y - leve l , 

service - l eve l ,  and commun i t y/pol i t i ca l - l e ve l . Addi t i ona l l y  

t h e  Fami l y  I mp l ementat ion Sca l e  ( FI S )  was deve l oped b y  the 

authors and the Fam i l y-Centeredness Sca l e  was con s t ructed 

from 14  i t ems mea s u r ing the degree to which Part H 

p r i n c i p l e s  g u i ded service del ivery . 

Findings  indicated that the imp lement a t i on o f  Part H 

has had two e f fe c t s  on ea r l y  intervent ion . Fi r s t , 

impl ement a t ion  o f  M i ch i gan ' s E a r l y  On , Part H Prog ram 

e l emen t s  as perce i ved by fami l ie s , increased fami l ie s ' 

fee l ings  o f  empowerment in  the e a r l y  interven t i on s e rv i ce 

de l ivery  s ys tem . Second , imp l ement a t i on o f  Ea r l y  On , Part H 

Program e l ement s ,  a s  pe rceived by fami l ie s , he lped f ami l i es 
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to engage o r  h e l p  f ami l i es t o  employ others in  t h e i r  

immediate  f ami l y ,  ext ended fami l y ,  a n d  commu n i t y  in  

suppor t i n g  t he i r  needs . In  turn t h i s  improved the abi l i t ies 

o f  fami l i e s  t o  cope with the chal lenges and s t re s s e s  that 

t he y  faced . 

P i nderhughes ( 1 9 9 5 )  di scus sed the need for  

profe s s iona l s  working  with  fami l i e s  to focus  the i r  at tent ion 

on cultura l l y  competent fami l y  empowerment . Spec i f i ca l l y ,  

profe s s iona l s  should pos s e s s  t he abi l i t y  t o  re spond to and 

appre c i a t e  the v a l ue s ,  be l i e f s  ( e . g . , rel i g ious ) ,  and 

practices  of a l l  fami l ie s , including those who are 

cultura l l y  di f ferent . P i nderhughes be l ieves that  

profe s s iona l s  must pos s e s s  the abi l i t y  t o  be comfortable  

w i t h  di f f erence i n  others and t o  avoid de fensive behavior  in  

react ion  t o  d i f f e rences . 

P i nde rhughes ( 1 9 9 5 ) di scus sed the dynamic s  o f  power and 

i t s  imp l i c a t ions  for empowerment prac t i ce . To empower 

fami l i e s ,  should e a r l y  interven t i on prac t i t ioners  be 

know ledgea b l e  about the dynamics  o f  powe r and powe r l e s sness  

and  how  these  forces operate  i n  human funct ioning?  Does 

knowl edge of the dynamics  of powe r in  ea r l y  intervent ion 

fac i l i t a t e  compet ence i n  deve loping s t rategies  for  

empowe r ing the  fami l y ?  Does  powe r for f ami l ie s  involve 
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leadership , i n f luenc e ,  and dec i s ion ma king  w i t h  the team;  

knowledge about child deve l opment and their c h i l d ' s 

deve l opme n t a l  de l a y /d i sabi l i t y ;  knowledge and unde r s tanding 

o f  Part  H po l i c i e s  and procedure s ;  or  knowledge and 

unde r s t anding o f  the  e a r l y  int erven t i on service de l i very  

s ys t em? 

Summa ry 

Very l i t t le resea rch has been pub l i shed related 

spec i f i ca l l y  t o  fam i l y-centered services in  e a r l y  

i n t e rvent ion . There are  seve r a l  possible  explanat ions for 

th i s . F i r s t , Part  H was enacted in 1 9 8 6  and each 

part i c i pa t i ng s t a t e  had f i ve yea rs t o  con s t ruct and 

imp l ement t he i r  service  de l ivery  systems . As a resu l t ,  

research i n  t h i s  area  i s  j us t  beginning t o  eme rge . Second , 

fami l y - centerednes s  i s  a d i f f i c u l t  concept t o  mea sure due to  

the va r i a t i on i n  the  t ypes o f  s e t t ings in  which e a r l y  

i n t e rvent ion t a ke s  pl ace , t h e  un i que needs o f  chi ldren with  

deve l opme n t a l  de l a y s  and/or  d i s abi l i t i es , and the unique 

s t rengths and needs of fami l i e s . Fina l l y ,  fami l i e s  in  ea r l y  

i n t e rvent i on i n t e ract  w i t h  a range o f  service de l i ve r y  

provide r s , ma k i ng i t  d i f f i cult  to  draw compa r i sons . 

The preceding l i t e rature review revealed several 

impo r t an t  i s sues  r e l ated to  the  imp l ementat i on o f  a fami l y -
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cente red ph i l os ophy t o  e a r l y  intervent ion service s . 

Resea rch w i t h  e a r l y  intervention pro f e s s i ona l s  has 

demon s t ra t ed that  the re ma y be some barriers  related to the 

succe s s f u l  impl ementat i on o f  fami l y- centered principles  in 

ea r l y  inte rvent ion . F i r s t , i t  was clear that pro fess iona l s  

unde r s tood the  p r i n c i p l e s  o f  fami l y - cente red pract i c e ,  but 

they may not have t ra n s l a ted them into actual pra c t i ce . 

There was  a l so evi dence that pro f e s s i ona l s  doubted the 

abi l i t y  and mot i va t ion o f  fami l i e s  to part i c ipate f u l l y  in  

the early  inte rven t i on proce s s . Pro fe s s iona l s  f e l t  that 

ma king e a r l y  i n t e rven t i on services fami l y- centered led to 

uncert a i n t y  and con fus ion about the d i v i s ion o f  roles  on 

ea r l y  int erven t i on teams . Regardle s s ,  pro fes s i ona l s  seemed 

to va l ue the a t t empt to i ncorporate fami l y-cent ered 

p r i n c i p l e s  into  pract i ce . 

Re sea rch that has s o l i c i ted the percept ions o f  fami l i es 

a l s o  revea led  pos s i b l e  barriers to the imp l ement ation  o f  a 

fami l y - centered approach . The most  s i g n i f i cant barriers 

rai sed by fami l i e s  were the need for i n f o rmat i on about their  

c h i l d ' s de l a y  or  d i s ab i l i t y ,  the avai labi l i t y  o f  servi ces to 

meet t he i r  needs , and the avai labi l i t y  o f  a s s i st ance with 

bui l d i ng s upport  networks with other fami l i es . A related 

i s sue was  the need for  pro f e s s iona l s  to provide t ra i n ing to 



fami l i e s  i n  s k i l l s  r e levant t o  the care o f  the i r  chi ldren 

w i t h  spe c i a l  hea l t h  care needs . Fami l i e s  were a l s o  

concerned about profe s s iona l s  demonst rat ing sen s i t i v i t y  t o  

fami l i e s ,  buying i n t o  the concept that fami l i es a r e  the 

ult imate  dec i s i on-ma kers , and recogn i z ing the dive r s i t y  o f  

fami l i es a n d  i t s  impact on t h e i r  needs . 

5 6  

Fami l i e s  were not sure that profes s iona l s  a lways 

unde r s t ood how cha l l enging it  can be t o  care for  a ch i l d  

with  a deve l opme n t a l  de l a y  or  d i s abi l i t y . Fami l ie s  f e l t  

t h a t  the qua l i t y  o f  s e rvices  t h e y  rece i ved was l i n ked most 

di rect l y  t o  the personal  characte r i s t ics  o f  the 

pro fe s s iona l s  w i t h  whom they wor ked . Fami l ie s  a l so had to 

cope with r e s ource and s k i l l  barriers  such as 

t ranspo r t a t i o n ,  child care ,  and lack o f  educat i on and 

t ra in i ng i n  a re a s  pe r t i nent t o  caring for the i r  chi ldren 

with deve l opme n t a l  d e l a ys or  disabi l i t i e s . Overa l l ,  

howeve r ,  fami l i e s  appea red t o  be s a t i s f ied w i t h  the services 

they rece i ved,  even though they que st ioned some aspects  o f  

t h e i r  exp e r i ence . 

Even w i t h  a w i l l ingness  to involve fami l i e s , barriers  

e x i s t ed that  made i t  d i f f icult  to implement fami l y-centered 

service s . For examp l e , many fami l i e s  did not have the 

knowledge o f  i nt e rven t i on techn i ques and acce s s  t o  s e rvice 
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de l ivery  s y s t ems t o  part icipate meaning f u l l y  i n  the early  

interven t i on proce s s . As  a resu l t ,  i t  was incumbent upon 

fami l ie s  to t a ke a c t i ve roles  in learning the nece s s a r y  

s k i l l s  a nd for  profes s iona l s  to teach t h e s e  s k i l l s . 

Profe s s iona l s  were conce rned that t h i s  was an unre a l i s t i c  

expectat i on because pract i c i ng fami l y- cente red services 

t a ke s  con s i de rab l y  more t ime and e f fort . Re l a t i onship  

bui l d i ng between f ami l i e s  and pro f e s s i ona l s  ma y have  been 

prob l ema t i c  a nd the e s t ab l i s hment o f  t rust  may have se rved 

as  a b a r r i e r  for the e f fective impl ementat ion of fami l y ­

cen t e red s e rv i c e s  a s  we l l .  Fina l l y ,  the s e rvice  de l i very  

s ys t em i t s e l f  presented  barriers  t o  fami l y  invo l vement . 

Pro f e s s i o na l s  were r e s t r i cted by funding sources ( e . g . , 

provi d i ng o n l y  those  s e rvices  that were di rect l y  b i l lab l e )  

or  organ i za t i o n a l  con s t r a i n t s  ( e . g . , l a c k  o f  admin i s t ra t i ve 

support ) when i t  came t o  imp lement ing fami l y-centered 

principl e s . 

The concept o f  empowerment i s  u s e fu l  for improving our 

unde r standing of the complex interpersona l ,  soci a l ,  

pol i t i ca l ,  e conomi c ,  and s y s t ems interac t i ons that combined 

to i n f l uence the expe r ience of fami l i es in e a r l y  

interven t i o n  r e l a t ed t o  the imp l ement a t i on o f  fami l y ­

cen t e red s e r v i ce s . Add i t iona l l y ,  t h e  concept o f  empowe rment 
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helps to focus us  on the needs and de s i res o f  fami l i e s  who 

have ch i l dren w i t h  devel opmental  delays or di sabi l i t i es . 

Unde r s t anding the nature o f  powe r relat ionships in  the e a r l y  

interven t i on s ys t em ,  a n d  the f a c t  t h a t  person and 

envi ronment a re interactive ,  ma y lead fami l i e s  and 

profes s iona l s  c l o s e r  to the devel opment of a c r i t i c a l  

con s c i ousne s s . A c r i t i ca l  consciousness  ma y be achi eved 

through educat i on and d i a l ogue between relevant sta keholders 

in  the e a r l y  i n t e rvent ion sys tem with the u l t imate goa l of  

t rue f ami l y-centered services  and thus , empowerment of 

fami l i e s . Con s t r uc t i v i s t  inqu i r y  i s  a method for beg inning 

this  d i a l ogue and for a s se s s ing whether change has occurred 

through the deve l opment of a c r i t i c a l  con sciousne s s . 

Each o f  the above factors combines to present a 

confu s i ng picture  o f  t he nature o f  fami l y-centered services 

i n  e a r l y  i n t e rven t i on . T h i s  inqu i r y  i s  an attempt to 

improve our unde r s tanding o f  the nature o f  fami l y - centered 

services  in e a r l y  inte rvent ion from the perspect ives  o f  

those mo st  int imat e l y  invo l ved . I t  i s  hoped that a s  a 

result  o f  t h i s  inqu i r y ,  a l l  sta keholders ( e . g . , fami l i e s , 

e a r l y  inte rve n t i on profe s s iona l s ,  prog ram admi n i s t rators ) ,  

w i l l  have a n  improved understanding o f  each other ' s  

perspectives  o f  fami l y- centered services as  we l l  as  an 
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improved unde r s t anding o f  t h e i r  own perspectives  through 

open d i a l ogue . Addi t iona l l y ,  it is hoped that t h i s  inquiry  

w i l l  result  i n  an improved unders tanding o f  how the concept 

o f  fami l y - cente red pract ice , as  de f i ned w i t h i n  the Part H 

l e g i s l at ion , has  been t ra n s l a ted and imp l emented in  one 

local  e a r l y  i n t e rvent ion  s ys t em .  Fina l l y ,  i t  i s  hoped that 

this i n qu i r y  w i l l  con t r i bute to t he empowerment of fami l i e s  

by  a s s i s t i ng t hem in  ma king  the i r  voice heard so  t h a t  they 

can have a say in  the course of intervent ion with the i r  

c h i l d  a nd fami l y .  



Chapter 3 

Methodo logy 

60  

T h i s  s t udy  emp loyed con s t ruc t i v i s t  inqu i r y  methods to 

examine the imp l ementat ion o f  the fami l y-cent ered intent of  

Part H o f  I DEA . The inqu i r y  invo l ved fami l ie s  and e a r l y  

inte rven t i on providers in o n e  L I CC in t h e  Commonwea l t h  o f  

Virgin ia . Cons t r uc t i v i s t  inqu i r y  was the most  appropriate  

met hod t o  inve s t igate  s t a keholders ' expe r i ences w i t h  the 

imp l ement a t i o n  o f  fami l y- centered services in  t h i s  L I C C  for 

severa l reasons . 

F i r s t , t h i s  inqu i r y  was an invest i g a t i on o f  the 

percep t i ons  of fami l i e s ,  profe s s iona l s ,  and other 

s t a keholders regarding their exper i ences with the e a r l y  

intervent ion proce s s . The goa l o f  t h i s  inqu i r y  was to 

uncover h i g h l y  sub j ect ive in forma t i on f rom mu l t iple 

s t a keholder g roups . Const ruct i v i s t  methods are we l l  sui ted 

for  resea rch that s e e k s  sub j e c t i ve i n forma t i on from mu l t iple 

s t a keholders because o f  the use  o f  qua l i t a t i ve methods and 

sampl ing s t ra t e g i e s  that incl ude partic ipants  f rom each 

sta keho lder g roup . Second , because o f  the focus on context , 

con s t r uc t i v i s t  inqu i r y  i s  best used when unde r s t anding o f  a 
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s i ngle  c a s e  ( e . g . , individua l ,  g roup,  organi zat ion ) i s  

de s i red . Part H i s  a uni que fede r a l  p o l i c y  providing states  

cons iderable f l e x ib i l i t y  to interpret i t s  reg u l a t i ons . I n  

V i rg i n i a ,  t h i s  f l exibi l i t y  t r i c kl e s  down to t h e  l o c a l  leve l . 

The case  i n  t h i s  inqu i r y  was one L ICC in  an urban service 

del i very  s ys t em .  

Present i n g  the phi losophical  founda t i ons  o f  

cons t ruc t i v i s t  resea rch i s  c r i t i c a l  before present ing the 

const ruct i v i s t  methodo l og y . Con s t ruct i v i s t  inqu i r y  is  

fundamenta l l y  di f ferent f rom resea rch conducted within a 

pos i t i v i s t i c  para d i gm ( Ander son & Barrera , 1 9 9 5 ) . The 

cons t ruct i v i s t  paradi gm is founded upon f i ve axioms 

h i g h l ight ing the nature of i nqui r y .  These f i ve axioms a re 

presented a long w i t h  a d i s c u s s ion o f  the i r  imp l i c a t ions for 

cons t ruct i v i s t  p o l i c y  ana l ys i s . The e l ements  of the 

con s t ruct i v i s t  de s ign a s  app l ied in  t h i s  inqu i r y  are  a l so 

de s c r ibed,  such a s  s amp l ing , inst rumenta t i o n ,  data 

col l ec t i o n ,  data ana l ys i s ,  and e s t ab l i sh i ng met hodo l o g i c a l  

r igor ( i . e . ,  t rustworthiness  a n d  aut hen t i c i t y ) . T h e  chapt er 

w i l l  conc l ude with a consume r ' s gu ide to t he case repo r t ,  

providing some techn i c a l  i n f o rmat i on f o r  reading t h e  case 

report t ha t  f o l l ows  in  Chapter 4 .  
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Const ruct i v i s t  Axioms 

Of the f ive a x i oms guiding const ruct i v i s t  inqu i r y  ( Guba 

& Linco l n ,  1 9 8 1 ,  1 9 8 9 ;  Lincoln & Guba , 1 9 8 5 ) , the f i r st  i s  

ontologica l :  w h a t  i s  the nat ure o f  rea l i t y ?  I t  i s  a s se rted 

in  the con s t ruct i v i s t  perspect i ve that mu l t i p l e ,  socia l l y  

con st ructed rea l i t i e s  e x i s t  that a r e  shaped th rough the day­

to-day expe r iences and interact ions  of individua l s . There 

is no s in g l e  rea l i t y  wait ing t o  be di scove red , ins tead 

rea l i t y  is individual l y  and soc i a l l y  const ructed ( Anderson & 

Barrer a ,  1 9 9 5 ;  Guba & Linco l n ,  1 9 8 9 ;  Ma s t e r ,  1 9 9 1 ;  

Robe rt son , 1 9 9 4 ) . 

The s econd a x i om i s  epis temolog i ca l :  what i s  the 

re l a t i on s h i p  o f  the knowe r to known ? Construct i v i s t  methods 

suggest it i s  impo s s i b l e  to s eparate the const ruct ions  of 

the i n qu i re r  f r om the con s t ruct i ons  of the inqui ree ( Guba & 

Linco l n ,  1 9 8 1 ,  1 9 8 9 ;  Lincoln & Guba , 1 9 8 5 ;  Rodwe l l ,  1 9 9 0 ) . 

Data eme r g i ng from the interact i on between the two-- knower 

and known are inseparable . 

T h i r d ,  con s t ru c t i v i s t  inqu i r y  i s  not concerned w i t h  

genera l i zable  t ruths  t h a t  m a y  b e  app l ied a c r o s s  t ime and 

context ( Guba & Linco l n ,  1 9 8 1 ,  1 9 8 9 ;  Lincoln & Guba , 1 9 8 5 ;  

Rodwe l l ,  1 9 9 0 ) . The purpose , instead,  i s  t o  unde rt a ke an 

i deographi c  process  to deve l op deep underst anding of 
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individua l c a s e s  w i t h i n  a particular  context at a particular  

t ime . Through the use  o f  a case report , t h i s  unde r s tanding 

is presented i n  a way that others can ma ke use  o f  the data . 

The fourth a x i om s t a t e s  that a l l  ent it i e s  are  in  a 

s t a t e  o f  mut ual  shaping resu l t i ng in  the impo s s i b i l i t y  o f  

d i s t i ngu i s h ing  c a u s e  f rom e f fect ( Guba & Linco l n ,  1 9 8 9 ;  

Lincoln & Guba , 1 9 8 5 ;  Rodwe l l ,  1 9 9 0 ) . The con s t ruc t i v i s t  

inqu i r e r  d o e s  n o t  concern hims e l f / herse l f  w i t h  c a u s e  and 

e f fect r e l a t ionships . The e s s ence o f  the mut u a l  shaping 

proc e s s  i s  what the const ruct i v i s t  researcher f i nds most 

intere s t ing . 

Fina l l y ,  values  are  cent ra l to const ruct i v i s t  inqu i ry 

( Ande r son & Barrera , 1 9 9 5 ;  Guba & Linco l n ,  1 9 8 1 ,  1 9 8 9 ;  

Lincoln & Gub a ,  1 9 8 5 ;  Rodwe l l ,  1 9 9 0 ) . The cons t ruc t i v i s t  

researcher d o e s  n o t  a t t empt to cont rol  or  hold  values  in  

chec k ;  rathe r ,  he or  she  recogni zes  that all  inqu i r y  i s  

value -bound . The emergent va lues are c l e a r l y  d e f i ned so the 

inqu i r e r  and the case report consume r can det e rmine the i r  

i n f luence o n  t h e  out come . The inqu i re r ' s values  shape the 

resea rch by  i n f l uencing the problem chosen for study,  the 

se lected methodo l o g y ,  and t he paradigm in  which the inqu i r y  

occur s . T h e  inqu i r y  i s  a l s o  i n f l uenced by the va l ue s  

i nherent i n  the context i n  which the inve s t i g a t i on t a kes 
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p lace . Most  important l y ,  to conduct mean ingful  research,  

there mu st  be cong ruence between the va lues o f  the inqui rer 

and the resea rch paradigm ( L i ncoln & Guba , 1 9 8 5 ) . 

The preceding a x i oms y i e l d  fourteen imp l i c a t i ons for 

conduct i n g  const ruct i v i s t  resea rch ( L i ncoln & Guba , 1 9 8 5 ) . 

To beg i n  w i t h ,  resea rch i s  carried out i n  natural  s e t t i ng s  

a n d  huma ns are  u s e d  a s  the primary i n s t ruments for data 

co l l ec t i on . The inqu i re r  empl oys tacit know ledge , 

qua l i t a t ive methods , purpos i ve samp l i ng , and i nduct i ve data 

ana l ys i s . The con st ruct i v i s t  inquirer  engages in  g rounded 

theory b u i l d i n g ,  uses  an eme rgent de s i g n ,  and nego t i a t e s  the 

f i n a l  out comes w i t h  s t a keholders . The case study reporting 

mode i s  used i n  pl ace o f  a s c i ent i f i c  or techn i c a l  repo r t ,  

as  i t  i s  more amenabl e  t o  t h i c k  description [ de s c r ip t i ve to 

the point o f  providing a vicar ious experi ence for the 

reade r )  o f  the many  rea l i t i e s  present within  any s i ngle  

inqu i r y  ( Geert z ,  1 9 7 3 ) . Data are  interpreted 

ideograph i ca l l y  and the resul t s  are tent a t i ve . The 

const ruct i v i s t  s e t s  bounda r i e s  to the inqu i r y  to d e f i ne 

proper t e r r a i n  for the inqu i r y  by selecting a spec i f i c  focus 

( Lincoln  & Guba , 1 9 8 5 ) . 

Methodol ogi cal  Rigor 

Methodol og i c a l  r igor i s  demonst rated w i t h  
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trus two r t h i n e s s  a n d  authen t i c i t y  ( Lincoln & Guba , 1 9 8 5 ,  

1 9 9 0 ) . Trustworthiness  con s i s t s  o f  four e l emen t s  that 

roughl y  para l l e l  the more t ra d i t i onal c r i t e r i a  o f  internal  

and external  va l id i t y ,  rel iabi l i t y ,  and  obj ec t i v i t y  ( L incoln 

& Guba , 1 9 8 5 ,  1 9 9 0 ) . The e l ements are  ( a )  credibi l i t y ,  ( b )  

t ra n s f e r ab i l i t y ,  ( c )  dependabi l i t y ,  and ( d )  con f i rmabi l i ty . 

The c r i t e r i a  for  these e l ement s  e s t ab l i s h  the qua l i t y  o f  the 

f inal  product of the inqu i r y . Credibi l i t y  e x i s t s  when there 

is congruence between the con s t ruct ions  of the re spondents  

and  the recon s t ru c t i ons presented in  the f inal  report . 

Trans ferab i l i t y  i s  e s tabl i shed when the case report provides 

a t h i c k  d e s c r i p t i on o f  the sett ing and pa r t i c ipants  which 

the case  report con sume r can use  t o  dete rmi ne app l icabi l i ty  

o f  the f i ndings  t o  other sett i ngs . Dependabi l i t y  i s  

demon s t ra t ed when evo l u t ion o f  t h e  methodology i s  

unde r s t andabl e  and deemed appropriate  f o r  the part i c u l a r  

inqu i r y . Con f i rmabi l i t y  i s  demons t rated by the qua l i t y  o f  

d a t a  management a n d  d a t a  ana l y s i s - -can a s s e rt i ons made i n  

t he c a s e  report be traced back  to r a w  da t a ?  

Authent i c i t y  i s  t h e  other method o f  e s t ab l i shing  

methodo l o g i c a l  rigor . Authent i c i t y  i s  uni que t o  

const ruct i v i s t  i n qu i r y ,  a n d  c r i t e r i a  to demonstrate  it  are 

i n  t he ea r l y  s t a ge s  o f  devel opment ( Linco l n ,  1 9 9 5 ;  Rodwe l l ,  
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1 9 9 5 ) . An e l ement o f  t h e  resea rch proces s ,  authent i c i t y  

r e l a t e s  t o  the  i n t e ra c t i on between the inqu i re r  and 

subj ect s . I t  i s  f i r s t  conce rned with  the f a i rness  o f  the 

proce s s -did  the inquirer  seek  a l l  perspect ives and was equa l 

considera t i o n  g i ven to a l l  pe rspect i ve s ?  Second , 

authent i c i t y  i s  conce rned w i t h  how invol vement i n  the 

research proc e s s  a f fect s pa r t i c i pant s . Spec i f i ca l l y ,  i t  

refers  t o  four " s t a t e s  o f  be i n g "  that indicate depth o f  

unde r s tanding a nd mot ivat ion to a c t  ( Lincoln & Guba , 1 9 9 0 ,  

p . 2 ) . A s  a r e s u l t  o f  p a r t i cipa t i on in  the inqu i r y ,  do 

part i c ipants  have an improved unders tanding of t he i r  

individual  perspect i ves and o f  t h e  systems they represent 

( i . e . , o n t o l o g i c a l  authent i c i t y ) ? Do parti cipants have an 

improved unde r s tanding o f  and respect for the pe r spect i ves 

o f  others ( i . e . , educat i ve authent i ci t y ) ? Are there a c t i ons 

that may r e s u l t  i n  change generated or  faci l i tated by the 

inqu i r y  ( i . e . , cat a l yt i c  authent i c i t y ) ? As a r e s u l t  o f  the 

inqu i r y ,  has  power been red i s t r ibuted among and between 

part i c ipants  and a re the parti c ipant s empowe red t o  act 

e f fect i ve l y  ( i . e . , t a c t i c a l  authen t i c i t y ) ? 

Cons t r uc t i v i s t  inqu i r y ,  by i t s  very nature , i s  a 

pol it i ca l  act  ( Guba & Linco l n ,  1 9 8 9 ) . T h i s  t ype o f  

resea r c h ,  conducted r i gorou s l y ,  h a s  t h e  poten t i a l  t o  empowe r 
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every part i c i pant a nd fac i l itate  social  change . Mutua l 

unde r s tanding and pos s i b l e  consensus , may be reached th rough 

the proce s s  of e l i c i t ing the con s t ruct ions ( i . e . , 

p a r t i c ipant v i ews o f  phenomena ) o f  partic ipant s and 

reconst ruct ing them du r i ng the course of the inqu i r y . The 

proc e s s  is referred to as the " he rmeneu t i c  d i a l ect i c "  ( Guba 

& Linco l n ,  1 9 8 9 ) . The hermeneu t i c  dialectic  proce s s  i s  an 

interpre t i ve te chn i que that involves cont inuous l y  compa r i ng 

and con t r a s t i ng di f fe rent perspect ives i n  an a t tempt to 

reach the highest level  o f  mutu a l  unders tanding and 

soph i s t i c a t i on about the sub j ect o f  t he inqu i r y . T h i s  

proce s s  requ i re s  t h a t  a l l  partic ipants engage in  the inqu i r y  

from a pos i t ion  o f  integ r i t y ;  t h a t  competent commu n i c a t i on 

i s  pos s i bl e ;  that  p a r t ic ipants are open to sha red powe r ,  

chang e ,  a nd recons iderat ion o f  value pos i t ions ; a n d ,  that 

adequa te t ime and energy are ava i lable  to be commi t t ed to 

the proces s  ( Guba & Linco l n ,  1 9 8 9 ) . Paramount to a r i gorous 

con s t ruc t i v i s t  inqu i r y  is a s k i l led and committed inqu i rer . 

I nqu i ry Des ign 

Cons t r uc t i v i s t inqu i r y  cannot be pre-des igne d ;  i t  must  

emerge , deve l o p ,  unfold throughout the inqu i r y  proc e s s  

( Li nco l n  & Guba , 1 9 8 5 ) . To quote L i n c o l n  a n d  Guba ( 1 9 8 5 ) , 

Des igns  mus t  be eme rgent rather t han preordinate 
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because mean ing i s  det e rmined by context to s u c h  a 

great  extent ; because the e x i s t ence o f  mu l t ip l e  

rea l i t ie s  con s t r a i n s  the devel opment o f  a d e s i g n  based 

on only one [ t he inve s t igator ' s )  const ruct ion ; because 

what w i l l  be lea rned at a s i t e  is a l ways  dependent on 

the i n t e r a c t i on between inve s t igator  and context , and 

the i nt e ract i on is a l so not f u l l y  predi ctab l e ;  and 

because the nature of mut ual  shapings cannot be known 

unt i l  they  are wi tnes sed . ( p .  2 0 8 ) 

Eme rgent de s ign  i s  nece s s a r y  because mean ing , t o  a l a rge 

extent , is  determined by the context in  which the inqu i re r  

i s  s e e k i n g  unde r s t anding ( Pa t t o n ,  1 9 9 0 ) . T h e  inquirer  mu st 

then be free t o  change a s  the inqu i r y  evolves [ eme rgent 

des i g n )  . 

For a de s ign  t o  be t ru l y  eme rgent , t he inqu i re r  must  

not  be gui ded by  any preordinate t heo ry . Having sta ted 

t hi s ,  it  wou ld  appea r  that the use  o f  g rounded theory 

bui l d i ng w i t h i n  an eme rgent de s i gn i s  a contrad i c t ion . 

Howeve r ,  g r ounded theory bu i lding i s  part o f  the 

const ruct i v i s t  i n qu i r y  proce s s  and not the u l t imat e  product . 

The i n qu i r y  proce s s  i s  cycl i ca l . I t  begins  with  purpo s i ve 

samp l ing , f o l l owed i nductive data ana l y s i s  and g rounded 

theory bui l d i ng of emerging data which sets  in mot ion an 
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emerging design  leading b a c k  to purpos ive sampl ing . 

Theoret i c a l  a s sert ions that are  presented in  the f i n a l  case 

report a re not int ended to be statements o f  fact , rathe r ,  

they a r e  tent a t i ve a s s e r t i ons about the theore t i c a l  

r e l a t ionships  w i t h i n  the context o f  t h e  inqu i r y  s i t e . 

Findings are  not gene ra l i zabl e ,  rathe r ,  they  are  tentative . 

I t  i s  the re spons i b i l i t y  o f  the reader o f  the case report to 

determine the app l i cabi l i ty  o f  the context ual  theore t i ca l  

as sumpt ions  t o  other s i t e s . 

T h i s  part i cu l a r  inqu i r y  des ign eme rged a l ong seve r a l  

dimen s i ons . The f o c u s  o f  the inqu i r y  evolved from an 

empha s i s  on interd i s c i p l i na r y  teams to a focus on fami l y ­

centered s e rv i ce s  in  e a r l y  int ervent ion ,  because a s  

interviews  were conducted,  it  became c l e a r  that i s sues  

surroundi n g  i n t e r d i s c i p l inary team funct ioning were not  

important to f ami l ie s  or  profes s i ona l s . Part i c ipants  voi ced 

concern for i s sues regarding whether and how t h i s  e a r l y  

intervent ion s y s t em was fami ly-cente red . A s  a r e s u l t  o f  

t h i s  s h i f t  i n  focus , dec i s ions regarding samp l i ng ,  

inst rumen t a t i o n ,  pha ses  o f  the inqu i r y ,  data co l l ect ion , and 

data ana l y s i s  were made . These s h i f t s  are  out l i ned i n  det a i l  

in  the rema i nder o f  t h i s  chapte r .  

Steps were t a ken t o  ensure the t rustworthiness  o f  the 
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f indings and authent i c i t y  o f  the resea rch proce s s . The 

inqu i re r  engaged in exten s i ve peer review and peer 

deb r i e f i n g ,  conducted ongoing member checking , a s  we l l  a s  a 

comprehe n s i ve membe r check a t  the comp l e t i on o f  preparation 

o f  the case  report . A l s o ,  a t horough audit t r a i l  was 

ma intained ,  s o  a n  i ndependent audit o f  the resea rch process  

could  be conducted . 

Sampl ing 

Pu rpos ive sampl ing i s  the samp l ing method o f  cho ice in 

a con s t r uc t i v i s t  i n qu i r y  ( Guba & L i nco l n ,  1 9 8 1 ,  1 9 8 9 ;  

Lincoln & Gub a ,  1 9 8 5 ;  Pat t o n ,  1 9 8 0 ) . The f i rs t  s t ep in  

col l ect i ng a purposive samp l e  i s  to ident i f y  a few members 

o f  the phenomenal  g roup one w i s he s  to study . Next , the 

inqu i re r  a s ks a l ready iden t i f i e d  membe rs t o  nominate others 

unt i l  the  inqu i r e r  f e e l s  he or  she has reached the point of 

redundancy [ repe t i t ive in forma t i on ] .  Fu rthe r ,  the sample  

shoul d  be s e l e cted to provide for maximum variation ,  a 

met hod o f  purpo s i ve sampl ing that s e l e c t s  re spondents  to 

ensure i n c l u s ion o f  diverse perspect ives ( Pa t t o n ,  1 9 8 0 ) . 

Lincoln and Guba ( 1 9 8 5 )  suggest t he const ruct i v i s t  inquirer 

cons ider four e l emen t s  i n  the samp l ing proce s s  to : ( a )  

prov i de for  i dent i f ication  o f  i n i t i a l  e l ements , ( b )  provide 

for  the orde r l y  eme rgence o f  the samp l e ,  ( c )  provide for  the 



cont i nuous re f inement or  focus ing o f  the samp l e ,  and ( d )  

plan  for  t e rmina t ion . 
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Samp l i ng for  t h i s  inqu i r y  was completed i n  accordance 

w i t h  the above c r i t e r i a . These samp l i ng tas ks were 

accomp l i s hed b y  s e l ect ing i n i t i a l  partic ipants from the 

fami l y  a nd profess ional  s t a keholder g roups . The L I CC 

coord i na t o r , the L ICC fami l y  services spec i a l i s t , a fami l y  

support coordinator  g roup , and an empl oyee f rom t h e  s t a t e  

Part H o f f i ce w e r e  the i n i t i a l  e l ements  in  t h i s  inqu i r y . 

These indi v i dua l s  he lped to ident i f y  addi t i onal  s t a keholder 

g roups , as we l l  a s  recommend i ndividual partic ipant s . As 

part of the maximum variat ion samp l ing proces s ,  part i cipants 

were a s ked t o  nominate individua l s  who would help ext end , 

te s t ,  and f i l l  i n  i n f o rmat i on provided by prior  

p a r t i cipant s . For examp l e ,  as  i t  became evident that  

fami l ie s  who chose not to enter t he early  interven t i on 

s ys t em could provide unique ins i ght , parti cipants were as ked 

to nominate s uch individua l s . Sampl ing constant l y  focused 

the i n qu i r y  on s a l ient aspects of fami l y - cente red prac t i ce 

in  t h i s  L ICC . Sampl ing in  the profess iona l sta keho lder 

group was  d i s cont i nued when the participant pool for the 

sel ected s i te s  was nea r l y  exhausted . Within  the phy s i cian  

g roup , however ,  o n l y  t hree phys i c i ans  a g reed t o  partic ipate 



in  t h i s  inqu i r y . Sampl ing was a l so  di scont inued in  the 

fami l y  g roup when the point o f  redundancy was reached . 

7 2  

T h i s  inqu i r y  occurred i n  one L I CC i n  a n  urban service 

de l ivery  s y s t em with a range o f  programs and agencies 

providing  early inte rven t i on service s . Whi l e  2 2  prog rams 

[ s i t e s ) provide e a r l y  intervent ion services in t h i s  L I CC , 

four fundamenta l l y  d i f f e rent t ypes o f  providers were 

i n i t i a l l y  s e l e cted as  s t udy s i t es : a center-based provider ; 

a home-based provide r ;  a hospi t a l -based provide r ;  and a non­

Part H provider [ hospi t a l ) .  These s i tes  were chosen because 

they represented what was o r i g i na l l y  cons i de red the range of 

e a r l y  int e rvent ion s e rv i ce providers that parti cipated in 

team-based i n t e rvent ion . As the focus s h i fted from 

interdi s c i p l i n a r y  team i s sues to the imp l ement a t i on o f  the 

p r i n c i p l e s  of f ami l y- centered pract ice , add i t i on a l  

s t a keholder g roups a n d  s i te s  w e r e  ident i f ied . The local  

service del ivery s y s t em i t s e l f became the focus  o f  the case 

s t ud y ,  a s  a result  s i tes  chosen for t h i s  inqu i r y  needed to 

be repre sent a t i ve o f  the ove ra l l  service de l ivery s ys t em .  

S i t e s  added i n c l uded the local  s choo l ' s e a r l y  intervent ion 

program, phys i c ians  o f f i c e s , and the CSB . Individua l s  

repre senting  each s i t e  were nomi nated b y  partic ipan t s  dur i ng 

interv i ews  and were incl uded in  the samp l e . I n  add i t i on to 
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conducted i n  f ami l ie s '  homes . 
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Table 1 presents  the charact e r i s t i c s  o f  i ndividua l s  who 

comp r i s e d  the samp l e  for  t h i s  inqu i r y . Twen t y  ea r l y  

inte rvent i o n  profe s s i ona l s  were interviewed , repre sent ing a 

range o f  d i s c i p l i ne s  and providers . Part i c ipants i n  the 

pro fes s i ona l g roup i n c l uded f i ve social  workers , two 

occupa t ional  therapi s t s ,  one phys i ca l  therapi s t ,  one nurse , 

four e a r l y  chi ldhood educator s ,  two service coordi nators , 

two pedi a t r i c i an s ,  and one fam i l y  pract i ce phys i c i a n . four 

individua l s  were empl oyed by a home -based program, f i ve 

worked w i t h  a center-based program, two wor ked w i t h  a 

s chool -based program ,  two wor ked w i t h  t he C S B ,  one wor ked 

for an organ i z a t i o n  that co l l ec t s  e a r l y  i n t e rvent ion da t a ,  

t hree were phys i c i a n s  ( e . g . , one f ami l y  prac t i ce phys i c i a n  

a n d  t w o  pedia t r i c i an s ) , a n d  f i ve w e r e  L I CC empl oyee s .  five 

o f  the twenty profe s s iona l s  were A f r i can  Ame rican ; the 

rema i n i n g  part i c i pa n t s  were white /Cauca s i a n . 
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Table 1 

Pa r t i c ipant Charact e r i s t i c s  

Fami l y  Profes s i ona l Total  
Parti cipants Parti cipants 

Race/ethnicity : 

A f r i can Ame r i can 1 4  5 1 9  

Cauca s ia n / w h i t e  8 1 5  2 3  

Sites : 

Center-based *NA 5 5 

Home-based NA 4 4 

Hospi t a l -based NA 2 2 

S choo l -based NA 2 2 

L I CC NA 5 5 

CSB  NA 2 2 

Income level 

( receiving some form 

of public assistance ) : 

Low - i ncome 
1 5  NA 1 5  

Middl e - i ncome 7 NA 7 

Type of household : 

Dua l  parent 1 2  NA 1 2  

S i n g l e  parent 9 NA 9 

Grandpa rent 1 NA 1 
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Discipline of 

provider : NA 3 3 

Adm i n i s t rator  

Educat o r  NA 3 3 

Fami l y  Pract i c e  NA I I 

MD  

Nurse  NA I I 

Ped i a t r i c i a n  NA 2 2 

Occupat i o n a l  

Therap i s t  NA 2 2 

Phys i c a l  NA 2 2 

Therapi s t  

Service NA 2 2 

Coord inator  

Soc i a l  Worker NA 4 4 

* Many fam1 l1es rece1ved serV1ces from mult1ple prov1ders . 

To improve unde r s t anding o f  the expe r i ence o f  fami l i es 

i n  t he e a r l y  i nt e rvent i on sys tem i n  this L I CC ,  i t  was 

important t o  i nt e rv i ew f ami l i es w i t h  a wide range o f  

bac kgrounds a n d  exper ience s . Twenty-two fami l y  pa r t i c ipants 

were interviewed . Al l but three interviews were conducted 

w i t h  the mot her o f  the c h i l d  w i t h  the deve l opment a l  de l a y  

and / o r  d i s ab i l i t y- - two were conducted w i t h  t h e  father and 

mother  together and one i n t e rv i ew was conducted w i t h  the 



7 6  

grandmother  a nd prima r y  caregiver for the ch i l d . N i ne o f  

the parents w e r e  s i n g l e  parents . Fou rteen fami l y  

part i cipants  were A f r ican Ame r i can and e i ght were whi te . 

Fi fteen fam i l y  part i c ipants c l a s s i f i ed thems e l ves a s  l ower­

i ncome wh i l e  the rema i n i ng seven indicated they were middle­

i ncome . S i x  o f  t he fami l y  part i c ipant s were a c t i ve membe rs 

o f  t he L I CC . One fami l y  partic ipant had a devel opment a l  

d i sabi l i t y  herse l f  a n d  another part i c ipant h a d  a phys i c a l  

d i sabi l i t y .  Fina l l y ,  four fami l y  part i c ipant s had chi ldren 

who were e l i g ib l e  for  e a r l y  intervent ion servi ces , but never 

obt a i ned servi ces from the e a r l y  i nterven t i on s ys t em .  

Data C o l l e c t ion 

L I CC s t a f f  prov i ded i n i t i a l  access to e a r l y  

i nte rvent ion program [ for  programs inc l uded in  the samp l e )  

docume n t s  such a s  annual reports , brochure s ,  and other 

s imi l a r  de s c ri p t i ve source s . These documents were revi ewed 

for content r e l ated to program phi losophy and fami l y ­

cente red pract i ce . Th i s  i n forma t i on was used to provide a 

conceptua l base  regarding each program and t o  d i s t i ngu i s h  

between the t y p e s  o f  s e rvices  each provi ded ( e . g . , hosp i t a l ­

based,  communi t y-based , s choo l -based ) . T h i s  proce s s  helped 

the inqu i r e r  ensure sampl ing for maximum variat ion occur red . 

Whi l e  data  were p r ima r i l y  c o l lected v i a  i n-depth 
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interviews w i t h  part i c ipant s from each sta keholder g roup,  

t he inqu i re r  obse rved f i ve L ICC meetings . Document ana l yses 

and observa t ions  o f  L I CC meet ings were also used for 

t r iangu l a t ion o f  incoming dat a . Pro longed engagement 

[ extens i ve exposure to data source s )  and pe r s i s tent 

observat ion [ i n-depth exploration o f  data ) ( L incoln & Guba , 

1 9 8 5 ) , important e l ements  i n  const ruct i v i s t  resea rch , were 

as sured t hrough a commi tment on the part o f  the inqui rer and 

the r e f l e c t ions  of the peer reviewer ( s ee peer review 

j ourna l ,  Append i x  B ) . The inquirer  ma inta ined contact w i t h  

d a t a  sources by  becoming a part ic ipant i n  many o f  the L I CC ' s 

act i v i t ie s . For examp l e ,  t he inquirer  devel oped i n s t ruments 

and a process  t o  a s s e s s  fami l y  s a t i s fa c t i on with ea r l y  

interven t i on service s . Concepts that eme rged dur ing data 

co l l ect ion became the topic o f  di scuss ion for nume rous 

mee t i ng s  w i t h  L I CC s ta f f ,  e a r l y  intervent ion program sta f f ,  

and fami l i e s . Data c o l l ect ion cont inued unt i l  i n f o rma t i on 

col l ected became redundant and the data c o l l ection process  

approached one year in  length . The inqu i rer had  the l uxury 

o f  being able t o  t e s t  emerg ing concepts  w i t h  data sources . 

T h i s  invo l vement con t i nues toda y .  

The prima r y  data recording mode was f i e l d  not e s . 

Lincoln  and Guba ( 1 9 8 5 )  di scussed the data recording 
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dime n s i on o f  f i de l i t y .  Fide l i t y  refers t o  the abi l i t y  o f  

the inqu i r e r  t o  exact l y  reproduce the data obtained in  the 

f i e l d  a t  a l a t e r  t ime ( Guba & Linco l n ,  1 9 8 9 ) . The greatest 

f i de l i t y  can be obta i ned u s i ng audio or v ideo recording s . 

As a resu l t ,  a pos s ib l e  l imitation o f  relying s o l e l y  on 

f i e l dnotes i s  that  the content o f  di rect quotes  i s  dependent 

upon the i n qu i re r ' s  abi l i ty  to accurate l y  record re spondents 

statement s .  

Wh i l e  l e s s  f i de l i t y  i s  obt a i ned th rough the use  o f  

f i e l d  note s , t h e r e  are  seve r a l  advantages t o  u s i ng f i e l d  

n o t e s  a s  opposed t o  recording s . F i r s t , f i e l d  notes may be 

l e s s  threatening to respondents t han audio recording . 

Second , note t a king forces the inquirer  t o  pay attention  and 

rema in  a l e r t . T h i r d ,  techn i c a l  problems with  mechan i c a l  

equipment a r e  avoided ( e . g . , a  bro ken recorder or  defect ive 

tape ) . Four t h ,  f i e l d  notes provide easy  acce s s  to interview 

content if  the inquirer needs t o  fol low up on spec i f i c  

i n f o rmat ion  o r  return to a pert inent point made b y  the 

re spondent or  inquirer  [ t h i s  become s espec i a l l y  useful  for 

member chec k i ng during each interview ] . Fina l l y ,  as  the 

interview unfolds , the interv i ewer can record his or  her 

though t s  regarding nonverbal cues or  incon s i s t encies  in  the 

re sponden t ' s answers ( Bogdan & Bi klen , 1 9 92 ; Guba & L i nco l n ,  
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that the advantages  o f  us ing  f i e l d  notes are  so  great that 

they do not recommend recording devi ce s ,  except i n  spec i a l  

ci rcums t a nces . 
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For t h i s  i n qu i r y ,  each interview o r  observat ion was 

recorded i n  a f i e l d  note j ournal  and expanded within 2 4  

hours o f  the  i nterview . The expanded f i e l d  notes were 

compi led us ing  WordPer fect 8 . 0 .  The average interv i ew 

length was approxima t e l y  9 0  minutes and average s i ze o f  data 

f i le s  was 8 doub l e  spaced page s . Each expanded interview 

was con t a i ned i n  a s epa rate data f i l e . All data recording 

act i v i t i e s  were comp l eted by the inqu i re r . 

I n s t rumenta t i on 

The i n s t rument o f  choice i n  a con s t ruc t i v i s t  inqu i r y  i s  

the human i n s t rument ( Ande rson & Barrera , 1 9 9 5 ; L i ncoln  & 

Guba , 1 9 8 5 ;  Rodwe l l ,  1 9 9 0 ) . Field  notes were recorded 

during each i nt e rv i ew and expanded within  24 hours to 

i n c l ude observer comment s ,  non-ve rba l s ,  and de scr ipt ions of  

the s e t t ing . S i nce i n t e rviews were not aud i o  t ape recorded , 

i t  was espe c i a l l y  important for t he inqu i re r  t o  d i l i gent l y  

record a l l  p e r t i nent i n f o rmat ion during t h e  interview and 

expand each i nterview as expedit ious l y  as  pos s ibl e . Lincoln 

and Guba ( 1 9 8 5 )  s t re s s  the human inst rument i s  not perfect . 
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Thus , ser ious  a t tent i on was paid to the human instrument 

during the inqu i r y  proce s s  to cont inua l l y  ref ine and improve 

the ab i l i t y  to conduct e f fect i ve interviews . For examp l e ,  

t h e  inquirer  cont inua l l y  read and crit iqued comp leted 

interviews to deve l op and improve data recording techn i ques . 

Add i t iona l l y ,  the inqu i re r  revi ewed several comp leted 

interviews with a peer reviewer who provi ded feedback  on the 

inqu i re r ' s  data recording s t y l e . 

Data Ana lys i s  

Data col lect ion and data ana l y s i s  are interact ive 

proce s s e s  in  cons t ruc t i v i s t  inqu i r y  ( Guba & Linco l n ,  1 9 8 1 ;  

Lincoln & Guba , 1 9 8 5 ) . I t  i s  important to note that the 

intera c t i on between data c o l l ect ion and data ana l y s i s  shapes 

i n i t i a l  f i ndings  and a s s i s t s  in  the st ructuring of 

subs equent i n t e rv i ews . The interac t i ve proce s s  between data 

col l ec t i on and data a n a l y s i s  st imulates  a hermeneut i c  

d i a l e c t i c  proce s s  whe rein unde rs tanding o f  the mul t i p l e  

perspect ives  p r e s e n t  i n  e a r l y  intervent ion i s  achieved 

( Lincoln & Gub a ,  1 9 8 5 ) . Pract i ca l l y  spea king , the 

he rmeneut i c  d i a l e c t i c  proce s s  involves the e s t ab l i shment of 

a communi ca t i on l oop between and among a l l  partic ipant s . 

T h i s  process  was i n i t iated i n  the data c o l lect ion proc e s s  by 

sharing in format ion rece i ved with  each succe s s i ve 
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part i c ipant . Addit iona l l y ,  the inquirer  completed fol low-up 

interviews  w i t h  many partic ipant s to provide them with  

a n a l yzed i n format ion rece i ved s i nce their  interview and to 

ask for t he i r  response to this i n forma t i on . A r e f l e x i ve 

j ournal  was  used during data co l l ect ion and ana l y s i s  to ma ke 

note o f  eme rging  themes and working hypothe ses  generated by 

t h i s  interac t i ve proces s .  Addi t i ona l l y ,  the r e f lexive 

j ourna l was a place t o  record thought proce s s e s , 

phi l osoph i c a l  pos i t i ons , and j us t i f icat ions for 

methodo l o g i ca l  dec i s i ons made during the inqu i r y . 

Wh i l e  data  ana l y s i s  occurs throughout the da t a  

col l ec t i on proce s s ,  forma l d a t a  ana l ys i s  does n o t  begin 

unt i l  the inquirer  decides  t o  beg i n  un i t i z i ng da ta . 

Unit i z i ng data  involves the brea king down o f  data into the 

sma l l e s t  p iece o f  i n format ion that can stand on i t s  own 

( Lincoln & Gub a ,  1 9 8 5 ) . A unit  can be a word,  a sent ence , a 

parag raph , or  a who le  page , as  l ong as  i t  " i s  interpretable 

in  t he absence o f  any  add i t i on a l  in format ion"  ( p .  3 4 5 ) . 

Each data unit  i s  coded so  i t  can be t raced back  to the 

o r i g i na l " raw"  data [ f ie l d  notes ) ,  and meet con f i rmab i l i t y  

requ i r ements  [ con f i rmab i l i t y  i s  di scussed below ) . Each data 

unit rece i ved a spec i f i c  code including the fol lowing : ( a )  a 

code for each i n t e rview such as  F7 which st ands for  fami l y  
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partic ipant number 7 ;  ( b )  page number ( s ) ; a n d  ( c )  l i ne 

numbers where data u n i t  appeared . An examp l e  could include 

F7 : 2 - 3 : 1 2 - 1 9 .  W i t h i n  the case report , each a s s e rt ion was 

often l i n ked t o  mu l t i p l e  data uni t s ,  so a s equen t i a l  endnote 

reference l i s t  was created t o  account for each data unit . 

For examp l e ,  endnote number 2 5 6  could i n c l ude seve r a l  data 

u n i t s  ( e . g . , F7 : 2 - 3 : 1 2 - 1 9 ;  P3 : 2 : 2 9- 3 0 ;  Re f J : 4 5 : 1 - 2 3 ) . 

Con s t ru c t i v i s t  data ana l ys i s  occurs i n  an  open- ended 

way u s i n g  the " constant  comp a r i s o n "  method ( G l a s e r  & 

S t rau s s ,  1 9 6 7 ) . Constant compa r i s on i nvolves compa r i n g  each 

data u n i t  to every other data . Fo r this inqu i r y ,  data 

ana l y s i s  began with the f i r st  interview , which set  the 

emergent de s i gn i n  mot ion , the g rounded theory proce s s ,  and 

further s t ruct u red l a t e r  data col lection ( L incoln & Guba , 

1 9 8 5 ) . Upon comp l e t i ng each interview [ a fter  expanding 

f i e l d  note s ] , the i nquirer  compa red the new data t o  e x i s t ing 

data to ident i fy eme r g i ng t heme s . Thought s about these 

comp a r i sons were recorded in the reflexive j ourna l ,  so the 

inquirer  wou l d  have a record o f  a n a l yses  and dec i s ions made 

based on these  ana l ys e s . T h i s  i n forma t i on was used for more 

forma l data ana l y s i s  a f ter  a l l  data were co l l ected . It was 

a l s o  used a s  a record of  logical  me thodol og i c a l  dec i s ion 

ma king  for  the f i n a l  audi t . 
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Da ta  ana l y s i s  was conducted manua l l y .  Each data unit  

was coded on individual  index ca rds . Each index card 

conta ined the data unit  and i n forma t i on l i n king the data 

unit  t o  a spec i f i c  i n t e rview , page , and l i ne . Approxima t e l y  

1 , 8 0 0  data u n i t s  w e r e  coded o n  index ca rds . Once d a t a  were 

uni t i zed , they were compared to  each other and sorted into 

concep t u a l  p i l es ( e . g . , data uni t s  that concept ua l l y f i t  

w i t h  one another ) .  L i t e ra l l y ,  t h i s  invol ved s i t t ing on the 

f loor w i t h  a l l  1 , 8 0 0  index cards and reading them over and 

over and s t ac king  cards in  p i l e s  a round the room . 

I n i t i a l l y ,  there  were 2 2  sepa rate conceptual  grouping s . 

These concep t u a l  p i l e s  were a s s i gned labe l s  ( i . e . , c h i l d  

protect ive services ) ,  a n d  w e r e  compared w i t h  each o t h e r  t o  

di scern p a t t e rns  that  l a t e r  evolved into  theme s . T h i s  

process  cont i nued unt i l  a l l  u n i t s  w e r e  grouped into  ma j or 

cons t ru c t s  t h a t  gave meaning to  the proces s .  These 

cons t ru c t s  se rved as  the foundat ion for the ma j or a s sert i ons 

made in  the  case report regarding fami ly-centered serv i ce 

de l ivery in  t h i s  L I CC . T h i s  proce s s  i s  the e s s ence o f  

grounded t h e o r y  deve lopment ( M i l e s  & Hubbe rma n ,  1 9 9 4 ) . 

I t  i s  during t h i s  s t age o f  the const ruct i v i s t  process 

that  the  inquirer  mus t  be most on guard ( Linco l n ,  1 9 9 5 ) . 

Interpret i ng data a t  hi gher leve l s  o f  abst ract ion requ i res 
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i nt e l l ec t u a l  r i gor . With  t he inquirer a s  the prima ry data 

col lect ion and data ana l ys i s  inst rument ,  it was impera t i ve 

to have a we l l -deve l oped profess ional  s e l f . The inqui rer 

had to be f l e x i b l e  t o  adapt to theme s that eme rged 

unexpect edl y ,  t o  adj u s t  t o  new , unexpected data , and to be 

patient  and thought f u l  throughout the data ana l y s i s  process . 

For t h i s  i nqui ry ,  i n t e l l ectual  r i gor was accomp l i shed by 

d i l igent l y  recording t houghts and fee l i ngs i n  the r e f lexive 

j ourna l ,  u s i n g  fami l y  and profe s s i on a l  cons u l t a nt s ,  a peer 

reviewer t o  check for logical  t h i n king , and returning to 

perti nent s t a keholders when gaps and i ncon s i s te n c i e s  were 

uncovered . When i n i t i a l l y  i n t e rviewing respondent s ,  

permi s s i o n  t o  contact them again  i f  nece s s a r y  was reque sted . 

Pha ses  o f  the I nqu i ry 

A con s t ru c t i v i s t  i nqui r y  proceeds t hrough several 

pha s e s  a l lowing  the inquirer  to determine s a l ient e l ement s .  

Three ma j o r pha s e s  compose the const ruct i v i s t  resea rch 

proces s  ( L incoln  & Guba , 1 9 8 5 ) : ( a )  orientation and 

overview , ( b )  focused exp lora t i on , and ( c )  member checking . 

Orientat ion and ove rview beg ins  with  prior  et hnograph y ,  

i n forma t ion gathered before beg i nn i ng d a t a  c o l l e ct i on . For 

t h i s  i n qu i r y ,  prior  et hnography included a prel imi nary  

ana l y s i s  o f  early  intervent ion services  w i t h i n  t h i s  L I ce i n  
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the summe r  o f  1 9 9 5 . Several  i s sues pe r t a i n ing t o  ea r l y  

i n t e rvent i o n  were i dent i f ied a n d  a s s i sted i n  in forming t h i s  

inqu i r y . I t  w a s  d i s covered that fami l ie s  o ften rece ived 

services  from more than one e a r l y  intervent i o n  provider . I t  

w a s  a l s o  d i s cove red that teams were o f ten composed o f  

profes s iona l s  a s s i gned to a team by the i r  department ( i . e . , 

Depa rtment o f  Occupat i onal Therapy i n  a hosp i t a l -based 

program ) , not by  individual  or  team cho ice . Add i t iona l l y ,  

pre l iminary  contacts  were made with  direct service 

pro fe s s i ona l s ,  agency admi n i s t rators , e a r l y  i n t e rvent i on 

program admi n i s t rators , and LICC membe rs . Seve r a l  o f  these 

individua l s  were g a t e keepers t o  both fami l y  and profe s s iona l 

part i c ipants  i n  t h i s  inqu i r y . Fina l l y ,  a thorough review of 

l i t erature r e l a ted t o  early intervent ion was conducted to  

provide the  inquirer  w i t h  t he bas i c  concepts  o f  ea r l y  

inte rvent i o n ,  empowerment , fami l y- centered pract i c e ,  a n d  an 

overview of Part H o f  I DEA , a s  well as  recent l e g i s l a t ive 

devel opmen t s  in e a r l y  i n tervent ion . 

Ques t ions  for  s t a kehol der i n terviews during phase I 

provided the inqu i re r  w i t h  the " t he grand t o u r "  o f  fami l y ­

centered prac t i ce i n  t h i s  inquiry ( Spradl e y , 1 9 7 9 ) . The 

que st ions  in pha s e  I revo lved a round i s sues r e l a t ed to 

fami l y-centered pract i ce i n  this L I CC . S impl y  put , what was 
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important i n fo rma t ion t o  know about fami l y-centered practice 

i n  ea r l y  i nt e rvent i on that a l s o  needed to be addre s s ed in 

deta i l  during phase II  o f  t he research proces s .  

Pha s e  I interview i ng consi sted of  seve r a l  important 

steps . F i r s t , two key i n formants  f rom each s t a kehol de r  

group w e r e  iden t i f i ed by cont act ing several  i ndividua l s  that 

t he inqu i re r  knew profe s s iona l l y  and reque s t ing some i n i t i a l  

contact s .  A s  key  i nforma n t s  were ident i f ie d ,  i n t e rviews 

were conduct ed . I nt e rv i ews were open-ended . Que st ions  

i n c l uded : "What do you  think  I need to know about fami l y ­

centered p r a c t i c e  i n  ea r l y  inte rvent ion"  or  " What a re some 

of the ma j or i s sues  w i t h  fami l y-cente red pract ice  i n  your 

Counci l ,  program, or  fami l y ? "  Pha se I la s t ed for 

approx ima t e l y  four wee ks  and resulted i n  the formu l a t ion of  

the f o l lowing fore shadowed que st ions : 

Foreshadowed Que s t i ons . 

As part o f  an  eme r g i ng de s i g n ,  interv i ew s chedu les  

evo l ved a s  i s sues  were iden t i f i ed i n  t h i s  inqu i r y . Howev e r ,  

i n i t i a l  resea rch que s t ions or fore shadowed ques t ions were 

formu l ated so  the inqui rer could beg i n  interviewi ng . These 

i n i t i a l  foreshadowed que s t ions formed the ba s i s  o f  the f i rst  

few  i n t e rv i ews . There  were  f i ve foreshadowed quest ions . 

1 .  Are fami l i e s  empowered by rece i v i ng the 
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2 .  Are fami l ie s  wi l l ing and mot i vated to partic ipate 

in  the e a r l y  intervent ion proce s s ?  

3 .  Are profes s i ona l s  s u f f i c i e n t l y  empowered to be 

a b l e  to i n c l ude the fami l y  in  team dec i s ion 

ma k i n g ?  

4 .  Are profess iona l s  wi l l ing and mot i vated to 

a c t i v e l y  a s s i s t  fami l i e s  in  participating?  

5 .  Are there s ys t ems barriers  that prevent 

profe s s i ona l s  from including fami l ie s ,  and 

fami l i e s  from choo s i ng to part icipa t e ?  

T h e  g o a l  o f  p h a s e  I I  w a s  to obtain  an in-depth 

unde r standing of s t a keholder identi fied i s sues . The 

que s t i ons above were used t o  de l ve more deep l y  into the 

i s sues  regarding fami l y-centered pract i ce that eme rged in  

phase  I .  As new  i s sues  were  ident i f ied ,  addi t ional 

que s t ions were i n c l uded in  the interview format . Some 

que st ions that  did  not appear relevant to the expe r i ences o f  

s t a keholders  were e l iminated from t h e  interview format . 

Sampl ing dur ing phase I I  was the same a s  in  phase I ,  

except that each p a r t i cipant chosen was con s i dered to be 

competent to addre s s  the i s sues ident i f ied in  phase I .  
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S e lect i ng qual i f ied participants  was achi eved du r i ng the 

purpos i ve s amp l i n g  proce s s . At the conclus ion o f  each 

interview each p a r t i c ipant was as ked to nominate individua l s  

they fe l t  wou ld  have know ledge o f  the ident i f ied i s sues . 

Competence was a l so ensured by ma king prel iminary cont acts  

w i t h  nomi nated indi vidua l s  to a s s e s s  both  w i l l ingness  to  

p a r t i cipate  i n  the inqu i r y  and the i r  level o f  knowl edge 

regarding spec i f i c  i s sues . A focus on the emerging i s s ues 

was pursued during this pha se by  constant member chec king 

( i . e . , checking  previou s l y  ident i f i ed i s s ues with  each 

succe s s i ve respondent for the i r  perspect i ves ) .  Member 

checking  a l so bu i l t  a hermeneut i c  circle  of i n forma t i on to 

raise c r i t i c a l  consciousness in pa rtic ipant s . 

S u f f i c ient t ime was a l l owed between pha ses I I  and I I I  

to a n a l y z e  data  col l ected i n  phase I I  and to write  an 

i n i t i a l  case report . During t h i s  pha s e ,  the i n i t i a l  case 

report was  ma i l ed t o  twenty parti cipants repre senting  each 

sta kehol d e r  g roup . Accompanying the case report was a cover 

letter  that out l ined the purpose o f  the member chec k ,  four 

que s t ions  that a s ked respondents to consider while  reviewing 

the case repo r t ,  and a postage paid return enve l ope for 

sending responses back to the inqu i rer . On l y  two individua l s  

re sponded to t h i s  i n i t i a l  ma i l i ng . Attempt s  were made t o  
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contact  s t a keholders v i a  t e l ephone to  increase the response 

to  the member chec k . An add i t iona l e l even s t a keholder were 

reached and i n t e rvi ewed via  t e l ephone to  increase the t o t a l  

number o f  i n d i v i d u a l  responses to  thi rteen . Each part icipant 

was a s ked to  scrut i n i ze the case report , con f i rm ,  correct , 

and/or extend the data to  e s t a b l i s h  credibi l i t y .  T h i s  aspect 

o f  the const ruct i v i s t  inqu i r y  process a l lows for negotiated 

out come s a s  opposed t o  s o l e l y  resea rcher de f i ned outcomes . 

Data from a l l  t h i rteen member check interviews were a n a l y zed 

for i n f o rma t i on r e l a t ing to  con f i rma t i on o f  finding s ,  errors 

i n  inqu i re r  recon s t ruct ion s ,  and/or i ncomp l e t e  informat ion . 

Ana l y s i s  o f  the  member chec k data revealed cons i s t ent 

con f i rma t i on o f  f i ndings and no need for changes to  the case 

report . 

The comprehe n s i ve member check proce s s  i s  intended t o  

b e  a s t ra t e g y  for  a s su r i n g  t h e  t ru s tworthiness  o f  the 

inqu i r y  proces s .  This proce s s , howeve r ,  a l s o  faci l i t a t ed an 

exami nat ion of some dimensions  of authent i c i t y . Overa l l ,  

part i c ipants  repo rted that many o f  the i s sues ident i f i ed in 

the inqu i r e r  have changed , or  at  lea s t ,  are no longer i s sues 

for t hem . They a t t r ibuted this change to  their invol vement 

in t h i s  proce s s . 
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Trustworthiness  

Lincoln  and Guba ( 1 9 8 5 )  out l i ne criteria  for achieving 

t rustwo r t h i n e s s  i n  a const ruct i v i s t  inqu i ry-- credibi l i t y ,  

t rans ferab i l i t y ,  dependab i l i t y ,  and con f i rmabi l i t y .  The 

f i r s t  c r i t e r i a  is credibi l i ty, which seeks to a s s u re that 

t he f i ndings  accurat e l y  r e f l ect the con s t ructions  of 

sta keho l de r s . I t  a s s e s s e s  the degree to which the inquirer 

has represented the mu l t iple  const ruct ions  adequa t e l y  and 

that the recon s t ru c t i ons  accura t e l y  ref lect orig inal  

sta keholde r const ruct i ons . Add i t i ona l l y ,  i t  i s  important to 

a s s e s s  the degree to which the s t a keholder r e f lect ions are 

accurate and t ru t h fu l . Pl anning for credib i l i t y  requ i res 

that t ime a nd resources a l lotted are  s u f f i c ient for 

prol onged engagement and pe r s i s tent observation  to a s s u re 

capturing the s cope and depth of data co l l ected,  to enhance 

the level  of t r u s t  between the inqu i rer and partic ipant s ,  

and t o  reduce the poten t i a l  for the inqui rer t o  be mi s l ed 

( Linco l n ,  1 9 8 6 ) . 

The s chedu l e  for t h i s  inqu i r y  provided the nece s s ary 

t ime for p r o l onged engagement and pe r s i stent observat ion . 

Data were col lected for one year from part i c i pants and the 

inquirer  a l s o  attended mont h l y  L I CC meet ings and other earl y 

i nt e rvent ion meet ings  during t h i s  t ime . Add i t i ona l l y ,  
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cons u l t a n t s  emp l oyed during the inqu i r y  process were 

regu l a r l y  contacted [ forma l l y  and i n forma l l y )  for nea r l y  

three yea r s . A l s o ,  t r iangulat ion with other sta keholders 

through obse rva t i on o f  L I CC meet ings and review o f  documents 

were used  t o  ve r i f y  i ncomi ng informa t i on and achieve depth 

of i n forma t i on . 

A peer debr i e f i n g  proce s s  was a l s o  u sed t o  promote 

c redib i l i t y .  Peer debr i e f i ng and review invo l ved regu l a r  

meet i n g s  w i t h  a pee r ,  to ensure t h a t  methodol o g i c a l  

dec i s ions , data  ana l y s i s  a n d  interpret a t i on w e r e  l o g i c a l  and 

grounded in the dat a . The peer debr i e f ing and review 

proces s  provides an  opportun i t y  for the inqui rer to t e s t  

wor king  hypotheses  a n d  t o  h e l p  c l e a r  t h e  inquirer ' s  mind o f  

emot ions and fee l i n g s  t h a t  ma y inter fere with  h i s  or  her 

j udgement ( Li nc o l n  & Guba , 1 9 8 5 ) . The peer debriefer  i s  

e spec i a l l y  cruc i a l  t o  the conduct i ng o f  a construct i v i s t  

inqu i r y  and important i n  estab l i shing credibi l i t y . 

S u s a n  A i n s l e y-McCa rt e r ,  Ph . D . , was my peer deb r i e fer 

and reviewer for  this inqu i r y . Susan i s  a graduate o f  the 

doctoral  program i n  s o c i a l  wor k at Virginia  Commonwea l t h  

Unive r s i t y  ( VC U )  a n d  has experi ence both conduct ing a 

cons t r uc t i v i s t inqu i ry and in serving as  a peer debriefer  

and reviewer . The peer debrie fer and reviewer serves as  a 
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resea rch cons u l t a nt /adv i s o r  whose role i s  to s upport and 

mon i t o r  the inquiry  proce s s . Lincoln and Guba ( 1 9 8 5 )  sta ted 

that the peer deb r i e fe r  should be an individua l of  equal 

standing with the i n q u i r e r ,  a person know ledgeable i n  the 

substant i ve area  and experience i n  the methodo logy ,  

accept ing  of  the d i f f i c u l t  and t ime -consuming proces s ,  and 

wi l l ing t o  di l igent l y  ma i n t a i n  a record of  the peer 

debri e f i n g  proce s s . Based on previous personal  and 

pro f e s s ional  i nt e ract ions with Dr . McCa r t e r ,  I be l i eved she 

pos s e s sed a l l  of  these qua l i t i e s . 

Records of  our peer deb r i e f ing s e s s i ons were ma i n t a i ned 

by Dr . McCa rter  in a peer debr i e f ing j ournal  and by  me in 

the r e f l e x i ve j ourna l . Approxima t e l y  forty hours of  formal 

peer debr i e f ing  and review were conducted du r i ng the course 

of  this i nqu i r y ;  howeve r ,  many more peer deb r i e f i n g  hours 

were l ogged i n forma l l y  t hrough t e l ephone conve rsat ion s ,  

ema i l  exchange s ,  and impromptu mee t i ngs . Thoughts  and 

reflections  about met hodo logical  dec i s ions were ma i n t a i ned 

by Dr . McCa r t e r  and mys e l f ,  in our respect ive j ourna l s . I 

a l s o  noted the impa ct of  the interactions between Dr . 

McCarter  and me regarding methodo logical  discuss ions i n  my 

r e f l exive j ournal . At t ime s ,  Dr . McCa rter me re l y  con f i rmed 

my dec i s ion s ,  but she a l s o  chal lenged me on several  
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occas ion s to j u s t i f y  dec i s ions she d i d  not f e e l  were 

g rounded i n  the da t a . She was most  important to me during 

the f i n a l  stages  o f  data c o l l ect ion when dec i s i ons needed to 

be made about t e rminat ing data collect ion . Fina l l y ,  Dr . 

McCa rter  was a n  important sounding boa rd for coping with the 

s t r e s s  o f  a n a l y z i n g  data and w r i t ing the case report . 

Member chec king i s  an impo rtant s t rategy to ensure 

credibi l i t y ;  i t  took  p lace on two leve l s . F i r s t , member 

che c k i ng involved a process  in  which data were cont inuou s l y  

a s se s s ed for  accuracy . Wh i l e  col lecting da t a ,  s t udy 

part i c ipants  were a s ked for input regarding how data should 

be i n t e rpreted and s umma r i z e d .  On a more informa l leve l , 

the inqu i re r  sought ve r i f i ca t i on of  ideas regarding 

deve loping concept s that eme rged during interviews , 

conver s a t ions  w i t h  p a r t i c ipant s and more forma l 

conver s a t ions  w i t h  inqu i r y  consultant s .  Member checking was 

an ongoing a c t i v i t y .  

The se cond level  occur red prior  t o  complet ing the final  

case report . The member check was completed by prov i d i ng 

twenty part i c i pa nt s ,  represent ing a l l  ma j or sta keho lder 

groups , w i t h  copi e s  of  a completed draft case report . Three 

individua l s  comp l eted the s umma ry sheet s . A fo l l ow-up 

t e l ephone c a l l  was made to the rema ining 17 individua l s . 
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Four  of  these  i nd i v i dua l s  cou l d  not be  reached and one 

individual  chose not to complete the proces s .  The rema i ning 

t h i rteen i nd i v i dua l s  a g reed to complete the member che c k  

proces s  v i a  t e l ephone interview . Each partic ipant was a s ked 

to review the report and a s s e s s  it  for accuracy and provide 

a n y  feedbac k  that  h e / s he f e l t  was nece s s a r y . Spec i f i c a l l y ,  

part i cipants  were a s ked i f  he/she f e l t  t h e  c a s e  report 

prov i ded an  accurate descr ipt ion o f  e a r l y  inte rvent ion in 

t h i s  L I C C ,  i f  they could ident i f y the i r  voi ce i n  the case 

report , and if they f e l t  that the case repo rt needed t o  be 

modi f i ed in a n y  way . Changes indicated dur ing  the member 

checking proces s  were i n c l uded i n  the final case report . 

Nece s s a r y  changes were recorded i n  the r e f l e x i ve j ournal  and 

the methods j ou r n a l . Summa r y  sheets of  feedback from each 

individual  were comp i led  and included as  components  of  the 

aud i t  t r a i l . P repa r a t i on of  the f in a l  case report began 

when the comprehen s ive member chec k was complete . 

Tra n s ferabi l i ty refers  to the inquirer ' s  t a s k  to 

present the case  report i n  a manner that provides a t h i c k  

des c r ip t i on o f  t h e  context t o  enable a c a s e  report con sume r 

t o  rea s o na b l y  dec i de the t ra n s ferab i l i t y  o f  the f i ndings  to 

another context ( S krt i c ,  1 9 8 5 ) . In other words , is the case 

report s u f f i cient l y  de scr ipt ive for others t o  det e rmine i f  
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what h a s  been lea rned h a s  been meaningful  to t hem a n d  should 

working hypotheses  be a s s e s sed i n  the context of  di f ferent 

envi ronment s ?  

Seve ra l s t ra t e g i e s  were used i n  the case report t o  

provide a t h i c k  de scr ipt ion o f  the context . F i r s t , the 

L I CC ' s purpo s e ,  locat ion , s t a f f i n g ,  and func t i on s  were 

de scr ibed t o  present the case report cons ume r with an  

unde r s t a nding  o f  how  the e a r l y  int ervent ion s yst em was  

organi zed to f a c i l i t a t e  the imp lement a t i on o f  the principles  

of  fami l y-centered pract ice . Second , each  s i t e  f rom which 

part i c i pa n t s  were sampled ,  was de scr ibed i n  deta i l  providing 

an  image o f  how s e rvices  were actua l l y  provided by 

pro f e s s iona l s .  Thi rd ,  the two non - Part  H provider s i tes  

were det a i led t o  provi de a de scription o f  other sys tems that  

a f fected fami l i e s . Fina l l y ,  a short story about the 

expe r i ences  o f  one fami l y  i l l u s t rated how t he s y s t em ,  

providers w i t h i n  t h a t  sys tem, a n d  non P a r t  H providers 

actua l l y  a f fected a fami l y .  

P l a n n i ng for  dependabi l i ty and con fi rmab i l i ty means 

prepa r i ng for the last  task  of  const ruct i v i s t  inqu i r y ,  the 

audit . L i n c o l n  and Guba ( 1 9 8 5 )  be l ieve that a s i ng l e  audi t 

can a s s e s s  the c r i t e r i a  for both dependabi l i t y  and 

con f i rmab i l i t y . Each , however , i nvolves d i s t inct mea sures 
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o f  t rustworthine s s . Dependabi l i t y  requ i r e s  a s s e s sment o f  

the proce s s ,  i n  which the inquirer engaged to c a r r y  out the 

inqu i r y . Spec i f i c a l l y ,  dependab i l i t y  includes a s s e s s ing 

methodo l o g i c a l  s h i ft s ,  the degree and incidence o f  inqui rer 

bia s ,  the ove ra l l  des i gn and imp l ementation  o f  e f fort s ,  and 

integra t ion of the outcomes for dependabi l i t y . Record 

s y stems were created ( e . g . , j ourna l s ,  data f i l e s ,  document 

log  and document s ,  and coded data uni t s )  for t h i s  inqu i r y  to 

account for  methodo l o g i ca l  dec i s ions a s  the inqu i r y  evolved , 

to as sure that  the a s s e r t i on s  i n  t he case report cou l d  be 

t raced back  t o  raw dat a ,  and to con f i rm that the proce s s  

eme rged i n  a l og i c a l  manne r .  The inqu i re r  kept a 

met hodo l o g i c a l  j ournal  to record changes , serving as  the 

foundat ion for  the dependab i l i t y  audit . The eme rgent des ign 

indi cated changes i n  methodology occurred a s  the inqu i r y  

progre s s ed . 

Con f i rmab i l i t y  i s  a t t a i ned when a l l  e l emen t s  o f  the 

case report can be t raced t o  the raw data and the inqu i re r ' s 

interpret a t i on s  o f  the data and subsequent methodo l og i ca l  

deci s ions  were deemed logical  ( Lincoln & Guba , 1 9 8 5 ) . I n  

t h i s  ca s e ,  con f i rmab i l i t y  i nvolved a s s e s s i n g  whether the 

f i ndi ngs were g rounded i n  the raw dat a ,  i n ferences based on 

the data were l o g i ca l ,  the s t ructure of catego r i e s  were free 
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accounted for  neg a t i ve ev idence , and the leve l o f  inqui rer 

b i a s  was exami ned . A coding s yst em was deve l oped to a l l ow 

an i ndependen t  auditor  to  t race f i ndings back to raw da ta . 

Add i t i o na l l y ,  records were kept regarding data 

interpre t a t ions and category devel opment s umma r i z ing  the 

inquirer ' s  dec i s ions du r i ng t h i s  process . 

Authent i c i ty 
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Authent i c i t y  r e f e r s  to the qua l i t y  o f  the inqu i r y  

proce s s . Five authen t i c i t y  c r i t e r i a  should b e  cons idered in 

a construc t i v i s t  inqu i r y : ( a )  ontologi cal  authen t i c i t y ,  ( b )  

educat ive authent i c i t y ,  ( c )  ca t a l y t i c  authent i c i t y ,  ( d )  

tact i c a l  a u t hent i c i t y ,  and ( e )  f a i rne s s . Each c r i t e r i on 

a s s e s s e s  d i f ferent  aspects of possible  change i n  

part i c ipants  and the s ys t em t h a t  m a y  b e  l i n ked t o  the 

inqu i r y  proces s  ( Lincoln  & Guba , 1 9 8 5 ) . 

Ont o l o g i c a l  authent i c i t y  i s  a s s e s sed by det e rmi n i ng the 

degree to which partic ipants  become more aware o f  the 

comp l e x i t y  of the social  environment . Educat i ve authent i c i t y  

i s  eva l u a t ed by  a s c e r t a i n ing the extent t o  which 

part i c ipants e xpe r i ence an i ncreased awareness  and respect 

for other s t a keholders ' vi ewpoints . Cat a l y t i c  authent i c i t y  

i s  det e rmined by  considering t he degree to which t h e  i nqui ry 



9 8  

proce s s  f ac i l i ta t e s  a n d  s t imul a t e s  a c t i on leading t o  change 

in  the s e rv i c e  de l i ve r y  s y s t em .  Tactical  authent i c i t y  is 

a s se s s ed by  exami ning whether power is red i s t r ibuted among 

s t a keholde r s . 

Fina l l y ,  pl anning t o  meet the c r i t e r i a  o f  authent i c i t y  

requ i r e s  a t t en t i on t o  the c r i t e r i on o f  fa i rn e s s , which 

ensures that a l l  sta keholders  have an equa l voice 

representing  and t he case  s t udy presents a bal anced view of 

all  the v o i ce s . Guba and Lincoln ( 1 9 8 9 )  de scr ibe f a i rness  as  

a proce s s  t o  a s s u re that all  s t a keholders are included and 

have an equa l voice in  both the present a t i on of t h e i r  own 

cons t ruct ions  and in nego t i a t ing the outcome s . Sampl ing 

methods a r e  espec i a l l y  important in  the pl anning of 

f a i rnes s .  I t  is impo rtant t o  engage in  a sampl ing process  

that inc ludes representat ives f rom each s t a keholder g roup to 

ensure fair represent a t ion o f  each sta keholder g roup 

pe rspect i ve s . 

Several  s t ra t e g i e s  were used t o  a s sure f a i rnes s .  

Fi r s t , methodo l o g i c a l  dec i s ions were exp l a i ned and j u s t i f i ed 

t o  the peer reviewe r . On several  occas ions , the peer 

reviewer pointed out inquirer biases  that ma y have detracted 

f rom the f a i rness  o f  the proce s s . For examp l e ,  the peer 

reviewer i den t i f i e d  t he inquirer ' s  reluctance t o  pursue 
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resulted in  m i s represent a t i on of  i s sues related to the 

connections  that phys i cians  had to the e a r l y  intervent ion 

system . Second , the proce s s  of  recording de s i g n ,  methods , 

and pe rsonal  t houghts in  the s e l f - r e f l exive j ournal  se rved 

as  an impo rtant t o o l  for a s s u r i ng fa i rness  and continua l l y  

reviewing ent r i e s  a s  the inqu i r y  unfolded forced the 

inqu i re r  t o  cons i s t ent l y  re-v i s i t  methods dec i s ions . 
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T h e  t h i rd s t rategy to increase the l i ke l ihood of  

fa i rness  i nvol ved u s ing several  consultants  f rom the ma j or 

sta keho lder g roups . Three individua l s  representing t he 

fami l y  group,  d i rect  service profe s s iona l group , and the 

L I CC agreed t o  part i c i pate a s  consu ltant s .  They were 

contacted,  e i ther  i n  person or by t e l ephone , at  l e a s t  once a 

month dur i ng the data col lection phase to review emerging 

s amp l ing dec i s i ons , working hypothe se s ,  and other aspects of 

an emerging  d e s i gn . Their role  was to adv i s e  the inquirer 

regarding methodo l o g i c a l  deci s i ons , such a s  samp l ing 

th roughout the inqu i ry t o  f a c i l itate  fa i r  sta keho lder 

representat ion . Ent r i e s  in the reflexive j ournal  i n c l uded 

i s sues  regarding authen t i c i t y  throughout the inqu i r y . 

Spec i f i c  dec i s ions  result ing from discuss ions w i t h  the 

consu l t an t s  were a l s o  recorded in  the methodological  
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j ourna l .  

Ont o l o g i c a l  and educat ive authent i c i t y  refer  to change 

in  individual  sta keholders ( i . e . , inc reased awareness of  the 

comp l e x i t y  of the social  envi ronment and improved 

unde r s t anding of the perspect i ves of  other sta keholders ) .  

Post - c a s e  study ,  focused interviews with pa r t i cipant s who 

were unaware of the comp l e x i t y  of the e a r l y  intervent i on 

system and indivi dua l s  who held ext reme l y  bia sed views about 

other s t a keholders were conducted to a s s e s s  change in 

perspe c t i ve s . Pu rpos i ve sampl ing was used to s e l ect 

individua l s . For examp l e ,  a fami l y  that was i n i t i a l l y  

unin formed about the local  service de l i very  system was 

selected t o  a s s e s s  the degree to which the i r  understanding 

improved . The goal  o f  the focused interview was t o  

determine the degree of  consc iousne s s  ra i s ing [ ontological  

authent i c i t y ]  and increased understanding of ,  and respect 

f o r ,  the va l ue s  of other sta keholders  [ educat i ve 

authent i c i t y ]  . 

Ca t a l y t i c  and t a c t i ca l  authent i c i t y  are much mo re 

d i f f i c u l t  to a s se s s ,  as  they i l l u s t rate change result ing 

from the inquiry  proce s s . Speci f i ca l l y :  Did the inqu i r y  

st imu l a t e  act ion on the p a r t  o f  s t a keholders t o  improve 

methods of involving fami l ie s  in  t he e a r l y  interven t i on 



1 0 1  

proce s s  [ ca t a l y t i c  authent i c i t y ] ? Were fam i l i e s  empowe red 

to mea n i n g f u l l y  part i c i pate  in the p l an n i ng and de l i very  of 

ea r l y  i n t e rvent i o n  s e rvices ? Were other s t a keholders  

empowe red t o  i n c l ude fami l i e s  i n  the service de l ivery  

proc e s s  [ t ac t i c a l  authen t i c i t y ] ? 

The degree t o  which cata l y t i c  and t a c t i c a l  authen t i c i t y  

were achieved was  a s s e s sed t hrough pos t - case s t udy 

i n t e rviews  w i t h  s e l ected individu a l s  represent i ng each 

s t a keholder g roup , ana l y s i s  o f  authen t i c i t y  j ournal  ent r i e s , 

seve r a l  resea rch report s ,  and review o f  r e levant program and 

p o l i c y  docume nt s . The post-case  st udy interview s chedu l e  

i n c l uded que s t ions  r e f l e c t i ng t h e  degree to which the 

i nqui r y  s t imu l ated  s t a kehol der a c t i on and the extent to 

which fami l ie s  were empowe red i n  the ea r l y  i n te rven t i on 

s ys t em i n  t h i s  L I CC . 

The Audi t  Process 

L i n c o l n  and Guba ( 1 9 8 5 )  recommend u s i ng the Ha lpern 

a lg o r i t hm t o  conduct an  audi t . The H a l pern a lgori t hm 

cons i s t s  o f  f ive s t ages : ( a )  pre-ent r y ;  ( b )  det e rmination  of  

aud it ab i l i t y ;  ( c )  forma l agreement ; ( d )  det e rminat ion of  

trustworthine s s ; and ( e )  c l osure ( p .  3 2 0 ) . Appendix B 

provides a copy of  the contract nego t i ated between the 

i nqui rer  and aud i t o r ,  a s  we l l  as  a det a i led  l i s t  o f  the 
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cont a i n s  the audit  report . 
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The most cruc i a l  e lement f o r  a succe s s f u l  audit i s  a 

we l l -ma i n t a i ned audit t r a i l  ( L incoln & Guba , 1 9 8 5 ) . The 

audit t ra i l  con s i s t ed of det a i led data collect ion records o f  

d a t a  col lected ( e . g . , r a w  f i e l d  notes , expanded f i e l d  notes , 

documents  a n a l y zed , un i t i zed da t a ,  and catego r i e s  con s i s t ing 

o f  mul t i p l e  data u n i t s ) ;  j ou rna l s  chron i c l ing t hought 

proce s s e s , methodo l og i c a l  dec i s i ons , and i n t e rpre t a t i on of 

data ( e . g . , methods j ourna l ,  r e f lexive j ourna l ,  peer review 

j ourna l ,  and authen t i c i t y  j ournal ) ;  inst rument deve l opment 

( e . g . , i nt e rv i ew que s t i ons ) ;  and s umma ry feedback forms used 

du r i n g  the comprehe n s i ve member che ck . 

The authen t i c i t y  j ourna l ,  program and p o l i c y  document s ,  

and data obt a i ned f rom post-case  study interviews  were used 

to comp l e t e  an  authen t i c i t y  audi t ,  whi l e  the t rustworthiness  

audit s imul t aneou s l y  a s ses sed the degree to which 

authent i c i t y  was achi eved . The authent i c i t y  audit eva l u a t ed 

the degree t o  which the proce s s  was considered f a i r  and the 

c r i t e r i a  for ontologica l ,  educat ive , cat a l yt i c ,  and tactical  

authent i c i t y  were achi eved . I n  e s sence , the me thods for 

eva luating  authen t i c i t y  added a fourth phase to t he inqu i r y  

proces s  a s  i t  occurred a fter  prepa r i ng the f i n a l  c a s e  
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report . 

M r . M i chael  Crosby,  a C l i n ical  Social  Worker and a 

Doctoral  Candidate in  Social  Wor k  at  the Virginia  

Commonwea l t h  Unive r s i t y  School of  Social  Wor k ,  conduct ed the  

final  t rustworthiness  and  authen t i c i t y  audi t . Mr . Crosby 

has the e xpe r i ence with cons t ruct i v i s t  inqu i r y  to  qua l i f y  as  

an acceptable  auditor . Further , he i s  a peer [ doctoral  

candida te ) , s o  I was not in a pos i t ion of  powe r over  him,  

nor he over  me . 

A draft  contract was deve l oped,  a l ong w i t h  a table  

de l i neat ing t h e  requi rements  o f  conducting an audit  u s i ng 

the Halpern a l g o r i t hm .  Mr . Crosby was provided the contract 

and table a l ong  with a copy of  the methods chapter  and case 

report . M r . Crosby reviewed the mat e r i a l ,  then we di scus sed 

the det a i l s  of the  audit to  determine whether to move 

forward w i t h  the audit . Once we reached agreement about the 

expe c t a t ions  of  the  audi t ,  we met to  review a l l  the inqu i r y  

ma ter i a l s  t o  det e rmine t h e  audi tabi l i t y  of  t h e  inqu i r y  

records . The inquirer  exp l a ined the record keeping s t rategy 

( e . g . , j ourna l s ,  raw f i e ld-not es , and expanded f i e ld-notes ) 

and the audit  t r a i l . We reviewed the Ha l pern Algor i t hm and 

conducted several  samp l e  a s s e s sment s  such as  t racing an 

a s s e r t ion in the case report to  raw da ta . 



1 0 4  

When ag reement w a s  reached that the records were o f  

s u f f i c i ent qua l i t y  t o  conduct a n  audi t ,  Mr . Crosby took a l l  

of  the i n q u i r y  records and began the audi t . The inquirer 

rema ined ava i l a b l e  t o  the auditor via  t e l ephone , ema i l ,  and 

in-person if nec e s s a r y  throughout the proce s s . The audit 

proc e s s  was  comp l eted i n  one wee k .  Once i t  was complete , 

t he inqu i re r  and auditor met to d i s cuss  t he r e s u l t s  of  the 

audi t . 

The f i n a l  pha s e  of  the audit was the prepa ration  of  the 

audit report . The auditor prepared a draft of  the report 

and forwa rded it to the inqui rer . The inquirer  revi ewed the 

report to e n s u re it cont a i ned a l l  the neces sary  e l ement s .  

Upon rece i v i n g  the inquirer ' s  comment s ,  the auditor prepared 

t he f i n a l  audit  report and fo rwa rded it to the inqu i re r .  

Unde r s tanding the purpose and intent o f  the 

const ruct i v i s t  research methodo logy i s  es sent i a l  to 

int e rpret cons t ruct i v i s t  results presented i n  a case report . 

The case report has  u n i que features that need t o  be 

de scr ibed to make the t a s k  of  reading the report e a s i e r . 

Thus , the f i n a l  section  o f  t h i s  chapte r  i s  a b r i e f  

consume r ' s g u i de to the case report . 

A Cons ume r ' s Guide to the Case Report 

The f i nd i n g s  presented i n  the fol lowing case s t udy 
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repre sent individua l  recon s t ructions of  the i n forma t i on 

col lected f rom fami l i e s  and e a r l y  intervent ion profe s s iona l s  

i n  the L I C C . These reconst ructions were deri ved f rom the 

s t a t ed i s sues  and concerns related by the parti cipan ts . The 

case s t udy  is organ i zed a round themes which eme rged 

regarding key i s sues  and concerns . The importance of  an 

i s sue or  concern a s  presented in the fo l l owing case s t udy is 

a funct i o n  o f  the f requency with which sta keho lders 

ment ioned i t ,  a s  we l l  a s  by the a t t achment o f  sta keholde r s '  

emot ional  i nves tment i n  the i s sue . H i g h l i ghting  a n d  va l u i ng 

certa i n  i s sues  and concerns i s  an interpre t i ve proce s s  based 

on constant  r e f l ection  by t he inqu i rer , result ing in 

tentat ive con c l u s ions that are  subsequent l y  con f i rmed or 

cha l l enged by further inqui r y .  

Di rect quote s  f rom s t udy part icipants  are indicated by 

quot a t ion ma r k s  and nume r i c a l  footnotes that corre spond to 

footnote reference s ,  that are l in ked back t o  expanded 

f i e l dnotes for each i n t e rview found i n  Appendix A. The 

nume r i c a l  refe rences appear as  lowercase Arabic numera l s  

di rect l y  t o  t h e  r i ght o f  a quote . They represent the 

t ra n s c ribed i n t e rview code name , the page of  the interview 

and the l i ne numbe r s  whe re the quote appeared . 
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I be l ieved , and s t i l l  do,  i n  the guiding principles  o f  

fami l y - ce n t e red s e rvices ; howeve r ,  when I s t a rted t h i s  

inqu i r y ,  I did  n o t  unde r s t and how fami l i e s  pe rceived fami l y ­

centered s e rvices  or  how agenc ies  a n d  profe s s iona l s  have 

t ra n s l a ted the concept of  fami l y- cent ered pract i ce into  

actual  i n t e rvent ions . T h i s  inqu i r y  was underta ken because 

of  the need t o  unde r s tand the connect ions between the intent 

of  the  Part  H l e g i s l a t ion to  mandat e  fami l y-centered service 

de l ivery s y s t ems [ po l i c y- i n - intent ] ,  the s t ruggle t o  deve l op 

fami l y - cente red and coordinated systems of  service del ivery 

at  the local l ev e l  [ po l i c y - i n - imp l ementat ion ] , and the 

expe r ience o f  fam i l i e s  in one L ICC [ po l icy- i n-experience ] .  

The goa l was  t o  increase unde rst anding o f  the i n t e n t i ons of  

profe s s iona l s  i n  this  L I CC at t empt ing  to  dev e l op a fami l y ­

centered s y s t em and the impact that  impl ementat ion of  these 

intentions  wou ld  have on the expe riences of  fami l ie s  who 

have chi l dren w i t h  deve l opmental  de l a y s  and/or di sabi l i t i es . 

T h i s  unde r s tanding wi l l  lead to  a d i a l ogue between 

profe s s io n a l s  and fami l ie s  that w i l l  t ra n s l a t e  into further 
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empowerment of  fami l ie s  i n  the e a r l y  interven t i on s y s t em .  

The ma j or focus o f  t h i s  chapter i s  the case s t udy . 

Howeve r ,  the chapt e r  begins  with a de s c r iption of  the 

s e t t i n g s  in  which t h i s  inqu i r y  took p lace . Trans ferabi l i t y  

of  f i ndings  i s  dependent upon the resea rcher providing a 

t h i c k  de s c r ipt ion  o f  the sett ing in  which the inqu i r y  took 

p lace . The reader of  t h i s  case report must  decide whether 

the f indings are  t rans ferrable to d i f fe rent s e t t ings and 

contexts  ( L i nco l n  & Guba , 1 9 8 5 ) . A b r i e f  descript ion of the 

L I CC where the inqu i r y was conducted i s  provided . Within  

the LICC  there were a host  of  ea r l y  intervent ion programs 

and providers for  infants  and t oddl e r s  w i t h  devel opme n t a l  

de l a y s  or  di sabi l i t i e s  a n d  the i r  fami l ies . A b r i e f  

de scr iption  o f  f o u r  d i f f e rent t ypes of  e a r l y  interven t i on 

prog rams i s  provided . An ove rview of  the case report i s  

provided . One fami l y ' s exper ience i s  de scr ibed i n  det a i l . 

T h i s  fami l y ' s s t o r y  w i l l  provide the reader with  a t h i c k  

des c r ipt i on o f  one fami l y ' s home a s  we l l  a s  the i r  expe r i ence 

in the e a r l y  i n t e rvent ion sys tem . This  fami l y ' s story  a l s o 

int roduces the con s ume r to the overa rching theme s that 

emanate f rom the case report . The case report conc l udes 

with a s e c t i on on the l e ssons t o  be lea rned f rom the case 

report . 
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Setti ng the context : The Local  I nte ragency Coordinat i ng 

Coun c i l  

T h e  ma j or funct i ons of  the L I C C  were t o  const ruct a 

coord i nated  s y s t em of  service de l ivery for fami l ie s  i n  the 

c i t y . The L I CC was expected to des ign a c t i v i t i e s  t o  meet a 

set  o f  p r i o r i t i e s  ident i f ied by the state  Part H Off ice that 

i n c l uded : ( a )  g u i d i ng the deve lopment of  an interagency 

s ys t em o f  e a r l y  i n t e rvent ion services , ( b )  e s t ab l i s h i ng and 

part i c ipa t i n g  in an ongoing s ys t em of  mon itoring  and 

eva luat i o n , ( c )  imp l ementing  fami l y  support a c t i v i t i e s  to 

enhance the fami l y- cent ered nature of  Part H, and ( d )  

imp l eme n t i n g  t r a i n i n g  a c t i v i t i e s  t o  enhance the local  Part H 

s y s t em ( I DEA, 1 9 9 2 ) . I t  was up t o  t he L I CC to dec i de how it  

will  meet  these  p r i or i t i e s . 

The L I CC cons i s ted of  3 ful l - t ime sta f f : a Counc i l  

Coord i n a t o r , a n  I n fo rma t i on and Resou rce Spec ia l i s t ,  and a 

T r a i n i n g  Consultant . The Training Consultant  pos i t ion i s  

current l y  vacant . The Coun c i l  a l s o  emp loyed seve r a l  part­

t ime Chi l d  Find worke r s . The C h i l d  Find workers were 

parents o f  ch i l dren who are or  have been through the e a r l y  

intervent ion s y s t em .  The purpose o f  these pos it ions was to 

have fami l i e s  w i t h  expe r i ence in the e a r l y  i n t e rvent ion 

system ava i l a b l e  t o  contact fami l i e s  who may have been 
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reluctant t o  speak with  a profess iona l about earl y 

inte rven t i on s e rvice s . The Chi ld Find workers went door-to­

door t rying  t o  provide fami l i e s  with informa t i on about early 

interven t i on s e rvice s . The Counc i l  a l s o  emp loyed an 

undergraduate s t udent worker part-t ime to a s s i s t  with  

va rious  clerical  t a s k s . 

The L I C C  o f f ices  were l ocated on the 1 6th f l oor o f  a 

hot e l  in  two converted hote l rooms . The L I CC was one o f  

many  programs a n d  proj ects that composed a l a rger 

deve l opmenta l di sabi l i t i e s  i n s t i t ute . The I n s t itute  

occupied the 1 5u, and  16th f l oors o f  the hote l .  I t  was a 

uni que envi ronment from which to conduct the business  o f  

ea r l y  i nt e rvent ion a n d  inte ragency c o l l abora t i on . The two 

sma l l  o f f i ce s  were j oined by a door at the back of the 

o f f i ce s ,  there were two entrances from the ha l l .  The 

o f f i ce s  s e rved a s  both wo rk  space and st orage area for 

everybody and eve r ything . The o f f i ces were j ammed with 

Counc i l  ma te r i a l s . There was very l i t t le space for anything 

else on the de s k s ,  tables , boo kshe lves , or even the f l oor . 

All  the a c t i v i t ie s  o f  the Counc i l  was based in  these two 

sma l l  o f f i c e s . ( a a )  

The L I C C ,  howeve r ,  was much more than the two sma l l  

of f i ce s or  the st a f f  emp loyed there . The L I CC was a system 
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that con s i s t ed o f  many sha reholder agencies  and prog rams . 

There were 2 2  s t a t e  and local  service de l i very  agenc i e s  

represented on  the Counc i l . There were many d i f ferent t ypes 

of  service provide r s  i nvolved i n  e a r l y  intervent ion 

a c t i v i t i e s  in the c i t y  such a s  the Depa rtment o f  Hea l t h ,  the 

Depa rtment o f  S o c i a l  Services , the V i s i t i n g  Nurse 

As sociat i o n ,  hosp i ta l s ,  the pub l i c  schoo l s ,  private for­

pro f i t  prov i de r s , publ i c  non-pro f i t  agenc ie s ,  and the local 

CSB . There were a l s o  several  parent represen t a t i ves who 

were members  of the Coun c i l  and who participated in many 

Coun c i l  a c t i v i t i e s . Fami l ie s  were encouraged t o  a t tend a l l  

meet ings  and t o  b e  very a c t i ve . The i r  part i c i pa t ion was 

s upported by  providing o n - s i t e  daycare for a l l  Coun c i l  

meet i n g s  a n d  by  providing money f o r  t ransport at ion . 

Representat ives  from many of  these agencies attended 

mont h l y  Counci l  meet i n g s  held  at d i f ferent locations  in the 

c i t y .  Fami l ie s  were a lways i n  attendance . The purpose of 

the Coun c i l  meet i ng s  was to invol ve fami l ie s  i n  L ICC 

plann i n g ,  encourage int eragency col l abora t i on , and t o  

problem s o l ve a s  an i n t e ragency team . The Coun c i l  meet i ng s  

were held  on t he t h i rd Wednesday of  every mont h .  They were 

genera l l y  we l l  a t tended, act ive meet ings . Whi l e  each 

meet ing  had a focus , there was st i l l  open d i s cu s s i on about 
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i s sues i n  the LICC  between and among providers and fami l ies . 

The L I CC i t s e l f  provided very l i t t l e  di rect e a r l y  

interven t i on t o  fami l i e s . Intervent ion was carried out by 

the 22 member agenc i e s  and programs that were members of  the 

Counc i l . Four  fundament a l l y  d i f fe rent t ypes o f  providers 

were s e lected a s  s i t e s  for this st udy : a center-based 

provide r ,  a home-based provide r ,  a hospi t a l -based provide r ,  

a n d  a non- Part H provider ( hospit a l ] . Addit iona l l y ,  three 

interviews  t o o k  place  in  phys i c ians ' ( fami l y-pract ice and 

pedi a t r i c i a n ]  o f f i ce s . 

Cente r - Ba sed Program 

The center-based prog ram was l ocated in an old  

e l ement a r y  school  b u i l ding di rect l y  behind a hosp i t a l  on the  

c i t y ' s north s ide . O f f ices  were located in  sma l l  rooms up 

and down the high-ce i l inged h a l lways . One of the s t a f f  

interv i ewed h a d  a n  o f f ice t h a t  resembled a converted u t i l i t y 

closet . I t  was very sma l l ,  cramped , and had no wi ndows . 

The developme n t a l  p l a y  rooms were f u l l  o f  toys and game s a l l  

di rected t owards the rapeut i c  activi t i e s . These rooms were 

very l a rge and spacious , they resemb led sma l l  g ymn a s i ums , 

w i t h  many l a rge wi ndows that provide the room w i t h  a we l l  

l i t ,  chee r f u l  atmosphe re . The bui lding i t s e l f  resemb led a 

square donut . There was one hal lway with  c l a s s rooms on 
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e i ther  s i de t h a t  formed the s quare shape [ t he donut ) and 

there was a l a rge courtyard in the middle of  the bu i l ding 

[ the donut hol e ) . They had j us t  f i n i shed const ruct ion on an 

acce s s ib l e  and deve l opmenta l l y  appropriate  p l a yg round i n  the 

courtyard . The general  atmo sphere of  the s t a f f  and the 

bui l d i n g  i t s e l f was  pos i t ive and hopeful . I t  was a 

comfortable  s a f e  p l ace t o  be . I t  must have been invit ing 

for  fami l i e s  t o  come i n  for t herapy . ( bb )  

Home - Based Program 

The home-based program wa s a program w i t h i n  a much 

l a rger  agency t h a t  provided services to i ndividua l s  w i t h  

devel opme n t a l  d i s abi l i t i es of  a l l  ages . T h e  phys i c a l  

surround i n g s  w e r e  u n i que . T h e  agency was l o c a t e d  i n  a l a rge , 

dreary b u i l d i n g  i n  an  i ndust r i a l  part of  the c i t y .  The 

bui l d i n g  was probab l y  once a sma l l  factory . The program was 

located on the g round f l oor i n  a corner of  the  bui l d i ng . 

The p rogram i t s e l f was a mixture of  open o f f i ce s , 

deve l opme n t a l  p l a yrooms [ sma l l  rooms ) and a l a rge g roup p l a y  

room comp l e t e  w i t h  toys , game s ,  a n d  equipment . Whi le  t h e  

bui l d i ng i t se l f  was  o l d  a n d  dre a r y ,  the atmosphere of  t h e  

i n fant  program was  v e r y  invit ing because  o f  the  combined 

of f i ce and i n t e rven t i o n  space . The s t a f f  confe rence room 

doubled  as a p l a y  t he rapy room- -developme n t a l  toys  were 
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pi led a l l  a round the tabl e . A s t a f f  person could be s i t t ing 

at t h e i r  de s k  and hear and see a child and parent engaged in 

p l a y  i n  one o f  the rooms within a few feet o f  the i r  o f f i ce . 

T h i s  made for  a warm,  c o z y ,  and we lcoming atmosphere . ( cc )  

Hospi t a l -Based Program 

The hosp i t a l -based prog ram had a very d i f ferent feel  to 

it from the other e a r l y  intervent ion prog rams . Fi rst , it  

f e l t  l i ke a hosp i ta l ;  i t  had  a cold  sterile  fee l . I t  was 

not uncomfortable  but i t  was certa i n l y  not invit ing . The 

program i t s e l f  was s o l e l y  center -ba sed . Fami l i e s  had to 

come i n t o  the hospi t a l  for services . C l e a r l y  the s t a f f  

f o l l owed t h e  med i c a l  mode l : there w a s  a d i s t inct patient­

pro f e s s i on a l  r e l a t ionship . I n  addi t i on ,  there were several  

ma j or changes  underway whi l e  I was interviewing there that 

gave the percept ion o f  underl ying tens ion and anxi e t y . 

S t a f f  appeared t o  be protecting what they had . The f i n a l  

d i f f e rence was t h a t  t h e r e  w a s  a much s t ronger empha s i s  o n  

b i l l i n g  for  service s . ( dd )  

Hospi t a l  (non- Part  H provider) 

T h i s  hospi t a l  was the l a rgest in the c i t y  and i t  se rved 

the ma j or i t y  of the c i t y ' s populat ion . I t  was l ocated in 

the downtown area  o f  the city and was i n  the middle o f  the  

medical  campus o f  a univers i t y .  Hosp i t a l  s t a f f  were 
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organi z ed a round d i s c ipl inary depa rtments o r  services . For 

examp l e ,  there was a social  wor k depa rtment and an 

occupa t iona l the rapy depa rtment . 

Pro fes s ion a l  st a f f  f rom each depa rtment saw a variety  

o f  patients  each day . None prima r i l y  saw ea r l y  intervent ion 

e l i g i b l e  patien t s . They were , howeve r ,  an impo rtant access 

point for f ami l ie s  into the early intervent ion sys tem . They 

saw many i n f a n t s  and t oddl e r s  con s i de red t o  be at r i s k  for 

developme n t a l  delays  whose fami l i es otherw i s e  ma y never have 

known that e a r l y  intervent ion services exi sted . 

One o f  the s t a f f  interviews was conducted in  the 

hospit a l ' s c a f e t e r i a . The part i cipant was l a t e  t o  the 

interview beca use she had a c r i s i s  to re spond to that 

invol ved a case o f  suspected child abus e . She s a i d  that 

this was not uncommon for her in a norma l work day . This 

interview and another interview conducted on a s e rvice f l oor 

provided a sense o f  how hect i c  and chaot i c  t h i s  environment 

was and how int imida t i ng and f r i ghtening it must have been 

for fami l ie s . I t  was l oud , peop le  were moving about q u i c k l y  

a n d  anonymous l y .  There were no f r iend l y  exchanges . I n  fact 

it  was a lmos t  a s  if you did not e x i s t  because nobody payed 

attention t o  you unless  you demanded i t . ( ee )  
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Fami ly Pra c t i ce O f f i ce 

Three phy s i c i a n s  pa r t i c ipated in t h i s  inqu i r y . One of  

these phys i c i a n s  was a fami l y  pract ice phys i c i a n  and h i s  

o f f ice i s  descr ibed h e r e  to provide some fee l ing for the 

envi ronment  fami l ie s  face i n  a phys i c i a n ' s  of f i ce . The 

fami l y  practice  doctor was the member of  a prac t i ce that 

con s i sted  o f  6 phys i c i a n s . I t  was a very busy and he ct ic 

of f i ce . The doctor had h i s  own sma l l  wing with  four exam 

rooms . Each o f  the exam rooms were typical of  a n y  doctor ' s  

of f i ce ( e . g . , exam table , cha i r ,  stool  w i t h  whee l s ,  sma l l  

s i n k  w i t h  overhead cabinet s - -an  over a l l  clean and s t e r i l e  

fee l ) . The i nt e r e s t i n g  t h ing about the exam rooms was that 

there were personal  pictures  of  a s ki t r i p  and a t r i p  he 

took  several  years ago to the Carr ibean . Al s o ,  he had 

l i t t le s i gns that s a i d  things  l i ke ,  " Dr .  Bob says to 

exerc i s e  t o  l ower b l ood press ure . "  Eve ry room had both of 

these t ypes  o f  i t ems in them . 

There were two things  that you not i ced about the 

atmo sphere o f  the pract i ce r i ght awa y .  Fi rst , the noise  

leve l and the pace  of  the staff  was intense . The nurse and 

the doctor were moving very q u i c k l y  and spent o n l y  a few 

minutes w i t h  each patient . Second , the exam room w a l l s  were 

t h i n ,  you could hear what was going on i n  every room . This  
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could not have c reated a very comfortable envi ronment for a 

fami l y  t o  speak  ope n l y  w i t h  the i r  doct or about a suspected 

deve l opme nt a l  d e l a y  with the i r  c h i l d . Al s o ,  i t  was not a 

conducive envi ronment for t he doctor to not i ce anything but 

g l a r i ng deve l opme n t a l  conce rns . ( f f )  

The preceding descript ions o f  the va rious sett ings  i n  

which t h i s  inquiry  took  p l ace set  the stage for the 

rema i nder o f  the case  report . The t rans ferabi l i t y  of  t he 

f i ndings  f rom t h i s  inqu i r y  are  dependent upon both a 

description  o f  the context o f  the inqu i r y  as  we l l  as  on the 

reported and obse rved experiences o f  participant s .  The next 

section  of t h i s  case study provides a b r i e f  i n t roduction to 

the presentat i on of the f i nding s . 
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Case St udy 

The f o l lowing case s t udy i s  a presenta t i on o f  a 

dia l ogue that  t o o k  pl ace between and among the ma ny 

s t a keholder g roups i n  the early intervent ion sys tem in  t h i s  

L I CC . Because the case i s  a l a rge complex service de l i very 

s ys t em ,  the i s sues  present are  s imi l a r l y  l a rge and complex . 

This  posed some cha l lenges i n  present ing the case s t udy 

f i ndings in a way that wou l d  provide the reader with a 

vicarious  e xpe r i ence whi l e  rema i n i ng t rue t o  the 

perspect i v e s  o f  a l l  parti cipant s . The cha l l enge was to 

describe this s ys t em and the percept ions that many 

individua l s  have o f  this system i n  a persona l and meaningful  

wa y .  

The Smith ' s e a r l y  intervent ion story int roduces the 

reader t o  t h i s  case s t udy and provides a framewo r k  for 

connect i n g  the ma j or theme s that eme rged . The Smi t h  

fami l y ' s e a r l y  inte rvent ion expe r ience embodied e a c h  o f  the 

ma j or t heme s present i n  t he f i nding s . Even t hough they are 

only one of many fami l y  partic ipants  i n  this case study,  

the i r  story e xemp l i f i e s  the ove ra l l  fami l y  expe rience i n  

t h i s  L I CC . A t  the con c l u s ion o f  e a c h  sect ion , the reader 

wi l l  be reint roduced t o  the portions o f  t he Smi th ' s  story 

related t o  that  t heme . The purpose o f  t h i s  approach w i l l  be 



to connect t h e  Smi th ' s story  to the l a rger case report as  

we l l  a s  t o  t r a n s i t ion the reader to the  discu s s i on o f  the 

next theme . We beg i n  with the Smi th ' s story . 

The Smi th ' s S t o ry 
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Mary w a s  s t anding a t  the cutt ing table  with  seve r a l  

bolts  o f  b r i gh t l y  colored fabr i c  i n  her a rms , pat ient l y  

wa i t i ng h e r  t u rn . She was keeping an e ye on 3 - year-old 

Moni ca who was busy  pushing her play  shopp ing cart a round 

the table . The cart  was more for the purpose o f  stabi l i t y  

than f o r  p l a y . Monica has Ce rebra l Pa l s y  and has braces on 

both of her l e g s . Mary thought proudl y o f  how s t rong-wi l l ed 

that l i t t l e  g i r l  i s . " She wants to wa l k  around the st ore 

j us t  l i ke the other l i t t l e  g i r l s  her age so  she pushes her 

shopping  c a rt a round wherever we g o ,  i t  gives her the 

stabi l i t y  she needs t o  wa l k  i ndependent l y . " ( l )  

A woman w i t h  another bolt  o f  fabr ic was s tanding behind 

Ma r y  w i t h  an  impa t ient look on her face . She s i ghed loudly 

as  Mary  began t a l k i ng with  the sales  woman who was prepa ring 

to cut the fabr i c . They were discuss ing the me r i t s  o f  

purcha s i n g  you r own fabrics  to ma ke chi ldren ' s  c l o t h e s  as  

opposed t o  paying  the exorbitant prices i n  stores l i ke Kids­

R-U s . Ju s t  then , Monica came around the corner o f  the 

cut t i n g  table  pushing her shopping cart . She passed between 
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Mary and the impa t ient woman . As she passed she l o o ked up 

at Ma r y ,  smi l ed and s a i d  "beep-beep mommy . "  Mary smi led 

back at Mon i c a , whose p l ump , soft  smi le  exudes warmth and 

f r iendl i n e s s  t o  those with  the abi l i ty  to not i ce . ( 2 )  

Mon i ca had s t opped j u st  a few feet f rom Mary t o  in spect 

something  i n  a bas ket next to the table when the impa t i ent 

woman s t epped up and i nterrupted Ma ry ' s conversat ion with 

the s a l e s  woma n . "Why do you bring  that handi capped ch i l d  

out i n  pub l i c  p l a c e s  and she looks  stupid pushing that 

cart ? "  she s napped . ( 3 )  Mary immediate l y  l o o ked at Mon i ca to 

see if  she  had heard what t h i s  insen s i t i ve person had s a i d . 

Moni c a ' s  hands were no longer on the shopping cart and the 

j oy that was there a minute ago was gone . Ma ry had her 

answe r . 

Mary t hought t o  herse l f  that she cou l d  accept one 

comment  or  cha l k  an  i nc ident s uch as  t h i s  up to the  a c t i ons 

o f  one i nd i vi d u a l  except for the fact that i t  has happened 

a l l  too o ft e n . Li ke the t ime at the p la yg round,  she 

thought , when I was  s i t t ing with some mothers  watching our 

chi l dren p l a y . We were watching Mon ica s t rugg l e  w i t h  

put t i ng h e r  h a t  on correct l y  because s h e  has a prob l em w i t h  

unde rstanding herse l f  spat i a l l y .  One o f  the mot hers s i t t i ng 

there s a i d ,  " ' What i s  wrong with  that damn d i s abled kid?  
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And what i s  wrong w i t h  her mother for lett ing her t ry to 

p l a y  with norma l kids ? '  I was so  mad I couldn ' t even speak 

to he r ,  so  I j us t  w a l ked away and s t a rted playing with 

Monica . H ( 4 )  Mary  con t i nued , " People  say  the most  hurtful  

t h i ng s ,  I somet imes can not  bel ieve what they say . H ( S )  

Driving home f rom the fabric store Ma r y  found herse l f  

i n  a r e f l ect i ve mood . T h i s  was pa r t l y  due to the inc ident 

in the s t o re , part l y  because of  how much it hurt to see her 

c h i ld ' s s e l f  image a s sa u l ted by  a care l e s s  s t range r ,  but 

mos t l y  because o f  how t i red she was of  f i gh t i ng with peop le 

a l l  the t ime . ( 6 )  Mon ica had fal len as l eep i n  the back seat 

as  she a lways  does a f t e r  a hard day of  shopping . Ma ry could 

see her sweet face when she loo ked in  the rea r-view mirror 

and she wondered how anybody coul d  be so cruel to a c h i l d  

w i t h  s u c h  a beaut i fu l  face . She t hought to herse l f ,  " But it 

has a lways been that way, we have had to protect our 

chi l dren and f ight for t hem every step o f  the wa y .  I f  you 

s l ac k  o f f  for a moment , the world wa l ks a l l over you . H ( 7 )  

Mary  pul led  the minivan into t he g rave l dri veway j u st 

as  Mon i c a  awo ke . Mary and Bob were in  the proce s s  of  

b u i l ding an add i t ion onto  the south  s ide of  the house . She 

s i ghed when she saw the con s t ruction deb r i s  a round the 

house . W i t h  four chi ldren , two o f  whom have Cerebra l Pa l s y  
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and need adapt ive  equipment , and another c h i l d  expe riencing 

an unspeci f ied devel opmental  delay ,  the extra space was very 

much needed . Bob was standing by the s ide o f  the house 

t a l k i ng t o  one o f  t he contracto rs . The con t r a s t  between Bob 

and the contractor  was n o t i ceable . The contractor was ta l l ,  

t h i n ,  and i n  good phys i c a l  condi t ion . Bob was short , 

rot un d ,  and p a l e  a s  a gho s t - -except for h i s  frequent l y  

f l ushed face . Bob i s  a l i t t l e  more conservat i ve than  Mary ,  

but  he i s  a genuinely  f r iendly  man . Bob s impl y  reserves 

j udgemen t  about peop l e  unt i l  he has had t ime t o  thorough l y  

a s s e s s  t hem . ( 8 )  

Mary  g rabbed the shopp i ng bags and cal led for Bob to 

come help get  Mon i ca out o f  the car and i nto  the house . 

Mon i ca was s t i l l  ha l f  a s l eep . Mary wal ked up the front 

s teps and t h rough the door . As she w a l ked i n  she t r i pped 

and nea r l y  fe l l  over one o f  Johnn i e ' s crutches . C l u t t e r  she 

thought to herse l f ,  I can not stand t h i s  c l u t te r . She was 

r i ght , the  house was  very c l utt ered with boxe s ,  t o ys , 

t r i c y c l e s  and other i t ems o f  everyday l iving  i n  a l a rge 

fami l y .  Someone might say  the hou se l o o ks very l ived i n ,  

b u t  Mary wou l d  s a y  " n o ,  i t ' s  a mes s . U ( 9 ) W i t h  cons t r uction  

come s t emporary  chaos . Boxes and furnit ure are p i led  up 

aga i n s t  w a l l s  in the l iv i ng room, hal lway , and d i n i ng room- -
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eve rywhe re . 
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Mon ica w a s  f u l l y  awa ke b y  the t ime Bob had carried her 

into  the house . She wanted to help put some of  the da y ' s 

shoppi ng haul  awa y ,  but she q u i c k l y  t i red of  t h i s  and 

dri fted toward the sounds of her brothers and s i ster  

watching  S n o w  Wh i t e in the l i ving room . Thi s l e f t  Mary and 

Bob i n  the ki tchen a l one so  Mary took t h i s  rare opportun i t y  

to t e l l  h i m  about what happened in t h e  fabric  store . But 

Ma ry needed to do more than j ust  t e l l  him what happened , it 

was one of those t imes where she needed to get it a l l  out . 

She and Bob agreed that they needed to have a l ong t a l k  that 

n i ght a f t e r  the k i ds were a l l  i n  bed . Ma ry hoped her anger 

and f ru s t ra t ion could be kept at bay unt i l  then . 

Mary qu i e t l y  p u l l e d  the door shut to the g i r l s '  room . 

Monica shared a room with  A l i sha , the fami l y ' s youngest 

chi l d .  She t iptoed down the ha l l ,  ta king care t o  avoid a l l  

the crea ky  boards i n  the f l oor . Bob i s  a lways ama zed at how 

s k i l l f u l  Mary  i s  at t h i s  r i t ua l  becau se he never makes it  

more than f i ve feet down the hall  before he steps on a loud 

board that  i s  l oud enough to w a ke the c h i l dren , which starts  

A l i sha crying  aga i n . He wat ched Mary creep down the s t a i r s  

with  a b i g  smi l e  on h e r  face because s h e  knew t h a t  i f  she 
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made i t  t o  the bot t om o f  the s t a i r s ,  Ali sha wou l d  b e  a s leep 

for the n i ght . 

" We l l ,  how did  i t  go with  the ins urance company 

today ? " ,  a s ked Bob . 

Not good , in  add i t i on to the services they have a l ready 

cut b a c k  on they gave me the impre s s i on that they wou ld 

l i ke t o  drop Johnnie  and Al i s ha a l togethe r . I t  ma kes 

me so  angry , because both of them need ea r l y  

inte rvent ion  and i f  the i n surance company wi l l  not pay 

for  t hem , we w i l l  pay for it  ourse lves . ( 1 0 )  It i s  so 

frus t ra t ing , Bob . Remember when they woul d  not pay for 

Mon i ca ' s evaluat ion and you gat hered up a l l  the 

pape rwo r k  and forms ordering  the eva l u a t i on from the 

doct o r ' s o f f i ce and went down to the insurance company 

t o  f i ght for the eva l u a t i on and they s t i l l  wou l d  not 

pay for i t ? ( l l )  

' O f  course , ' he s i ghed , ' how could I forget . '  

"They w i l l  not pay for Mon ica ' s  horse the rapy even 

though it  is doing wonde rs for he r .  They w i l l  not pay for 

phys i c a l  therapy at home for any of the chi ldren , and now 

t h i s . " ( 1 2 )  Mary handed Bob a letter  that they had j u st  

rece ived from the i n s u rance company .  The  l e t t e r  s a i d  that 

the company was no longer going to pay for any therapies 
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provided a t  t h e  e a r l y  int ervent i on center where t h e i r  

c h i l dren r e c e i v e  therapy . T h e  insurance w i l l  now only  pay 

for therapy at the HMO hea l t h  cente r .  " They do not do e a r l y  

intervent i o n  there , " Bob excla imed,  " they are  n o t  e a r l y  

intervent ion providers or  even pedi a t r i c  speci a l i s t s . We 

have to do some t h ing Mary ! " ( 1 3 )  

Ye s ,  I know , I contacted the e a r l y  int erven t i on center 

and our pedi a t r i c i a n . The center i s  going t o  work with 

us  t o  s t op this  f rom happening and our pedi at r i c ian i s  

v e r y  f i red up about i t . He fee l s  t h a t  t h i s  i s  t o ta l l y  

r i d i culous  and i s  going to  help u s  f i ght t h i s  ba t t l e . 

They t h i n k  we can work t h i s  th ing out but i t  s t i l l  

might requ i re another v i s i t  to  the i n surance company 

from you . ( 1 4 )  Even so,  it is j u st a const ant bat t l e  

w i t h  t h e  i n surance company and I am get t i ng t i red o f  

f ight ing w i t h  them over every s i ngle i s sue . ( 1 5 )  

"We have been very fortunate w i t h  our pedi a t r i c i a n . 

Woul d  not i t  have been n i ce , Mary ,  i f  a l l  o f  the other 

ped i a t r i c i a n s  had been this helpful ? " ( 1 6 )  

Yea h ,  I know , Mary agreed . " Do you remembe r  that be fore 

Mon ica was born we loved our pedi a t rician , we thought he was 

grea t ? " ( 1 7 )  We were so naive then and we de f i n i t e l y  did not 

know what we were in  s t ore for . "We had no idea what 
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Cerebral  Pa l s y  w a s  and had never heard o f  early  intervent ion 

before . We did not even know whether there was a problem or 

not . U ( 1 8 )  

I t h i n k  i t  was when she was about 1 8  months that we 

f i r s t  s t a r t ed to  become conce rned . Mon ica was not 

wa l ki n g ,  s i t t ing-up , and j us t  not doing we l l . But 

every t ime we approached the doctor he kept put t ing us 

o f f . He kept say ing ' Oh do not wor ry ,  she i s  j us t  a 

l i t t l e behind but there i s  nothing wrong , some kids are 

j us t  l a t e r  than others . '  ( 1 9 )  Then Ali sha was born and 

had ' fa i l u re to thr i ve . '  That was when the real  

t rouble s t a rted for us . The  pedi a t r i cians in the 

p r a c t i c e  s t a r t ed to  gang-up on us . They s a i d  that she 

was not g a i n i ng weight because I wasn ' t feeding her . 

They were accu s i ng me o f  neglect ! Thank God we f i red 

t h a t  set of pedia t r i c i ans  otherwise  we may never have 

found out what was rea l l y  going on . ( 2 0 )  

Yea h ,  you ' re r i ght , Mary . I f  we hadn ' t moved to  

another pract i ce and  reque sted our medical  records we 

never wou l d  have seen the letter  from the 

G a s t roent o l o g i s t  to  the pedi a t r i cian saying that t hey 

were wrong,  it had nothing to  do with u s ,  we were 

feeding Al i sha f i ne but she wasn ' t gaining weight . 
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There w a s  n o  reason to  b e l i eve that w e  were neg l ec t i ng 

our ch i l d . They were going to report us  for c h i l d  

abus e ! ( 2 1 )  

Ma ry and Bob j us t  sat  on the couch for a few minute s ,  

not s a y i ng a word . They were l o s t  i n  the fee l i ng s  and 

t rauma of that  d i f f i cu l t  t ime . Both were wonde r i ng why 

t h e i r  pedi a t r i c i a n  had not consulted them and why the 

doctors  had pl anned to  ma ke a report behind t h e i r  backs . ( 2 2 )  

Mary had been a c h i l d  prot e c t i on wor ker s o  she knew how 

c l ose they  were to being reported . ( 2 3 )  

Mary  broke the s i lence : "That was s o  scary  and i t  has 

made me rea l l y  conscious and a f raid o f  what I t e l l 

phy s i c i a n s  and what I do not t e l l  them . I ' m  s t i l l  t e rr i f i ed 

that  peop l e  might t h i n k  I am hurt ing my chi l dren because o f  

some t h i ng I have no control  ove r . " ( 2 4 ) " I  t h i n k  t h i s  

experi ence g a v e  us the  courage to  f i re o u r  second 

pediat r i c i a n . W i t hout i t ,  I do not t h i n k  we woul d  have 

que s t i oned it when he did not di agnose Johnn i e  correct l y  for 

the  s a ke of ma k i ng it e a s i e r  for him to  bi l l  the in surance 

company . " ( 2 5 )  

Thank  God we went t o  that  paren t i ng c l a s s  and met Dr . 

Smi t h . He has  j us t  been wonde r f u l . Bob , a f t e r  what we 

went t h rough,  I never would have bel ieved that  a 
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pedi a t r i c ian  woul d  s a y  that the parent knows best  and 

t h a t  they  a c t ua l l y  l i sten to  what we have to  say . Do 

you rea l i ze that  he has t a ken every concern I have ever 

r a i sed about the kids ser ious l y ? ( 2 6 )  

"Yeah I know Ma ry . I ' m  so used to  f i ght ing w i t h  

everyone t h a t  I not i ce i t  when someone i s  helpful  and 

unde r s t ands our concerns . H ( 2 7 ) " I  t h i n k  it is because he has 

a chi l d  w i t h  cerebra l pa l s y  hims e l f- -he is going t h rough the 

same s t u f f  we a re . H ( 2 8 ) Mary smi l e d ,  "by the way Bob , he 

c a l l ed today and a s ked if he could come over and t a l k to 

Mon i c a  about us ing a whee lcha i r ,  is not that some t h i ng ? H ( 2 9 )  

M a r y ' s smi l e  faded , 

I gue s s  I ' m  s t a rt ing t o  feel  overwhe lmed a f t e r  what 

happened toda y .  We have t o  d o  everything ourse lve s ,  

and somet imes I d o  not feel  l i ke w e  get any help from 

the peop l e  who are  suppo sed to be t here for us . We can 

not count on f ami l y ,  they t h i n k  our kids ' probl ems are 

our f a u l t  and that  we ove rreact . ( 3 0 )  

We went t o  the Medical Center Library and did our 

own resea rch but when we gave t h i s  in format ion to  our 

o l d  ped i a t r i c i a n  she i gnored it even t hough she had 

been una b l e  to  diagnose Monica . So t hen I contacted 

the N a t iona l Cente r  for Rare Di seases and they sent us 
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t h e  i n f o rmat ion o n  t h e  disease  and refe rred us  t o  a 

spec i a l i s t  i n  Manhat tan . We were on a p l ane to New 

Y o r k  two wee ks  l a t e r  and he was able t o  diagnose her , 

f i na l l y . ( 3 1 )  But we did that a l l  on our own , with  no 

help  from our doctor . 

M a r y ,  do you remember what our pedi a t r i c i a n  s a id 

t o  us  once Mon i ca had a di agnos i s ?  That we should not 

expect anything  f rom Mon i ca because o f  her di sabi l i ty . 

She s a i d  that  Monica woul d  not wa l k  and couldn ' t learn ,  

but  then we t a l ked to a woman who  has the same 

d i s ab i l i t y  and she i s  a doctor now ! ( 3 2 )  I do not t h i n k  

w e  would  h a v e  made i t  wi thout t he support w e  have had 

from other parent s . T a l king to other parents and 

exchanging i n format ion with  parents has made a l l  the 

d i f ference . ( 3 3 )  

"We have been l u c k y ,  Bob , u s a i d  Mary ,  " The e a r l y  

intervent i o n  s e rvices  w e  have rece i ved have been great . The 

s t a f f  at the e a r l y  i n t e rvention  center have been very 

pro f e s s iona l ,  wonde r f u l  and supportive . I t  has a lmost f e l t  

l i ke a s econd home . U ( 3 4 )  

" Yeah , they  have been wonde r f u l  to us . I feel  l i ke I 

know everybody there and they know our who le fami l y .  I t  has 

made i t  a lot  e a s i e r  for  us . U ( 3 5 )  
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Mary  t hought f o r  a moment ,  the onl y  comp l a int  I rea l l y  

have h a s  been w i t h  the service coordina t i on . I know we 

were supposed to  have a service coordinator in  there 

somewhere but I only saw her one t ime for f i ve minutes . 

She showed up in  the middle o f  Mon ica ' s  the rapy and I 

did not even know who she was or where she was from .  

But other than tha t ,  the actual e a r l y  interven t i on 

services  have rea l l y  wor ked out for us . ( 3 6 )  

I a l ways  wonder what happens t o  other fami l i es . 

You and I a r e  f i ghters , we a lways have been . We a l s o  

have expe r i ence working w i t h  profe s s i ona l s  a n d  we 

under s tand t h e i r  l anguage . I t  can be very int imida t i ng 

when profe s s iona l s  t a l k  in  t h e i r  l anguage and f l a s h  

t he i r  t i t l es around . Some parent s do not know that 

they  can t a ke the uppe r hand . ( 3 7 )  Al s o ,  we are  by  no 

means  r i c h ,  but we have some resource s .  What happens 

to those  fami l ie s  who do not have any resources ? After 

the pedi a t r i cians  accused us  o f  neglect  with Monica I 

wondered what would have happened to  a parent who did 

not know how to  s t and up for themse l ve s . That had such 

an impact on me but I s t ood up for us because I knew we 

were r i g h t . ( 3 8 )  

I was  t a l k i ng t o  one mother the other day about how 
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d i f f i c u l t  i t  i s  i f  you l i ve in a pub l i c  hous ing pro j ect and 

do not have t ransport at ion . 

She s a i d  that  even i f  they hold the rapy at  the 

communi t y  center in  the housing proj ect i t  is hard when 

you have to pack your baby up , espec ia l l y  one w i t h  

hea l t h  needs , a n d  wa l k  to  t h e  communi t y  c e n t e r  in  t h e  

rain . Too o f t en , i t  j us t  i s  n o t  g o i n g  to  happen , t h e  

p a r e n t  i s  n o t  going to  t a ke the i r  c h i l d  to  the rapy . 

T h i n k  about how hard i t  would be to  have to  t a ke a bus 

across  the  c i t y  with this same ch i l d . These fami l i e s  

need i n -home service s . ( 3 9 )  

Bob responde d ,  

B u t  that  i s  the way i t  i s ,  Mary . I t  i s  a constant 

ba t t l e  for  a l l  fami l i es . I t h i n k  that  the b a t t l e s  we 

a r e  f i ght ing are  s im i l a r  to  the C i v i l  Rights  Movement . 

As a k i d  in  Loui s v i l l e  I remember seeing b l a c k  people 

being forced t o  s i t  at  the back o f  the bus and I 

remember w h i t e  o n l y  rest  rooms . The o n l y  way they were 

able to make any progress  was to  force people to l i s ten 

t o  t hem and to  force change . I see i t  a s  the  same 

t h i ng for  us w i t h  t h i s  law [ Part  H J . We have to force 

chang e ,  Ma r y .  Nobody i s  going t o  j us t  dec i de t o  do i t  

for  us . So  I see i t  a s  the same thing except we are  
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t h e  one ' s being  d i s c r iminated agains t . I t  rea l l y  gives 

me an appre c i a t ion for what they went t hrough . ( 4 0 )  

I w i s h  I could s a y  that i t  i s  going t o  get eas ier 

for  u s  but I can not . Things l i ke what happened in  the 

fabr i c  s tore t oday w i t h  that woman and what the 

i nsurance company  is t rying t o  do to  us now are  going 

to  con t i nue to  happen . But we have to  remember that we 

keep f i ght ing because of our four beaut i fu l  c h i l dren . 

We a r e  good , comm i t t ed parents and we wi l l  never set t l e  

f o r  s econd be s t  when i t  comes to  t hem . ( 4 1 )  

" I  know , Bob . I wi l l  do anything for them . I guess  I 

am j us t  t i red . But t h i s  rea l l y  helped Bob , j us t  t a l king 

about it  made me feel  bet ter . S o ,  who are we going to  f i ght 

w i t h  t omo r r ow ? U  
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Overview 

The Smi th ' s  story  embodies many o f  the i s sues that 

fami l y  part i c ipants  who have chi l dren with devel opment a l  

de lays  and d i s abi l i t ie s  experi enced in  t h i s  L I CC . The 

Smi t h ' s  i s sues  t ranscended the Part H ea r l y  int erven t i on 

s ys t em ,  t o  i n c l ude , for examp l e ,  interact ions with  various 

non - Part  H s y s t ems and providers such as  the insurance 

indu s t r y  and individual  phy s i c ians . The Smi th ' s  had to rely  

very  heav i l y  on t he i r  own  i n i t i a t ive and  s k i l l s  t o  navigate 

the con f u s i ng interaction between Part H and non - Part  H 

service de l i ve r y  s ys tems . Success in the e a r l y  intervent ion 

s ys t em for the Smi t h ' s was achieved through pe r s i s tence and 

a tenacious  approach to t h e i r  chi ldren ' s care . The i r  

expe r i ence a s  we l l  a s  t h e  experi ence o f  fami l i e s  in  gene r a l  

in  t h i s  L I CC are  represented in  Figure 1 as  an intersect ion 

between these  three sys tems , with  the fami l y ' s empowe rment 

r e s t i ng at the intersect ion point . 

As shown i n  Figure 1 ,  four ma j or themes emerged in  t h i s  

study [ see Figure 1 ) . T h e  f i r s t  theme i s  related to i s sues 

with the Part H e a r l y  intervent ion system .  I n  the Smi th ' s  

case t he y  d i d  not feel  that the service coordinat ion met 

the i r  needs , yet service coordination was intended to be one 

of the most important services provided to fami l i e s . The 
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Part  H l e g i s l a t i on l i s t s  many  impo rtant rights  for fami l i e s  

a n d  a t t empt s  t o  mandat e  a fami l y-centered s ys t em where the 

fami l y ' s needs di rect the actions o f  the profe s s iona l s  with  

whom t h e y  wo r k . Part  H was de s i gned to  serve  as  a mechanism 

for the  e s t a b l i s hment o f  local  coordinated interagency 

service del ivery s ys t ems t o  ensure that  services were 

fami l y-cen t e r e d ,  t hat  f ami l i e s  were a f forded certain  right s ,  

and that  each f ami l y  was gu ided t hrough the s y s t em w i t h  the 

a s s i s tance of a service coordinator . 

The s econd theme move s beyond Part H policy  i n f l uences 

and addre s s e s  the many non-Part H sys t ems i n f l uences that  

had an impa ct on fami l ie s . For pa r t i cipants in this  inqu i r y ,  

many o f  t he r i g h t s  for fami l i es spe l led o u t  in  the P a r t  H 

l e g i s l a t ion were di f f i cu l t  t o  t a ke advantage o f  because o f  

the i n f luence o f  s y s t ems outs ide t h e  realm o f  P a r t  H e a r l y  

i n te rvent ion s e rvice s . For examp l e ,  the Smi t h ' s i s s ues w i t h  

t he i r  i n s u rance company a n d  w i t h  severa l phys i c i ans was a n  

examp l e  o f  a n  e xpe r ience f ami l i e s  h a d  w i t h  s y s t ems and 

providers o u t s ide the realm of Part H e a r l y  intervent i on 

service s . I n  add i t i on to  phys i c ians and the i n s u rance 

indus t r y ,  other  s y s t ems had an impact on e a r l y  i n t e rvention 

service s ,  a s  we l l ,  i n c l uding child prot ect ive service s ,  

hospi t a l s ,  private  t he rapy providers , t h e  Hea l t h  Depa rtment , 
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t h e  Department o f  S o c i a l  Service s ,  and others . 

The t h i rd theme i s  related to  fami l y  character i s t ics . 

I n  order to  cope w i t h  the con fusing and often f r u s t rat ing 

i n t e ract ion be tween Part H and non-Part H systems and 

providers , many part i c ipants adopted a tenacious approach to 

interacting  w i t h  these s ys t ems . I n  the Smi t h ' s ca s e ,  they 

were relent l e s s ,  they fought for what they felt t h e i r  

c h i ldren needed . I n  add i t ion to  an aggres s ive approach to  

e a r l y  i n t e rven t i o n ,  f ami l y  part i c i pants  f e l t  that  they 

needed some ba s i c  prerequ i s i t e  s k i l l s  for wo r king w i t h  the 

mu l t i p l e  profe s s iona l s  and agenc i e s  w i t h  which they 

i n t e racted . Fami l i es a l so reacted to the s t re s s  o f  t h e i r  

s i t u a t i ons  i n  di f ferent w a y s  which i n f l uenced t h e i r  

i n t e ract ions  w i t h  pro f e s s i ona l s . 

The f i n a l  theme i s  focused on cha nge- -how does 

empowerment occur for fami l i e s  in  e a r l y  inte rvent ion?  

Fami l i es a re faced w i t h  many obs t a c l e s  inherent in  Part  H 

ea r l y  i n tervent ion programs and they are faced w i t h  many 

barriers  t o  e a r l y  int ervent ion services that place pressure 

on f ami l i e s  and Pa r t  H providers . Furthe r ,  fami l i e s  in  t h i s  

L I CC h a d  t o  r e l y  o n  t h e i r  own abi l i t i es to  navigate t h i s  

confus ing s ys t em . Empowe rment for fami l ies may involve a 

proce s s  o f  t ying the Pa r t  H and non - Part  H i s s ues together 



1 3 6  

and genera t i ng ideas  f o r  g i v ing fami l i e s  the i n format ion,  

s k i l l s ,  and se l f  con f i dence they need to  t a ke a more act ive 

role in e a r l y  i n t e rven t i on . The Smi th ' s  compared it to  the 

C i v i l  Rights  Movement when African Ame r i cans used t h e i r  

s k i l l s  and r e s o u r c e s  to  force changes in  Amer ican societ y .  

Empowerment represents  both the need for change and a v i s ion 

for i t . Deve loping fami l y-cente red service de l i very systems 

has been the s t andard for  Part H e a r l y  interven t i on 

service s ,  but des i gning fami l y-cente red services may not 

lead t o  fami l y  empowerment . 

The f i ndings  are  presented according to  the  four ma j o r 

themes and the spec i f i c  categories w i t h i n  each ma j o r  theme . 

I nt e rpret ive comments  by  the resea rcher w i t h i n  the f i ndings 

are  c l ea r l y  d i s t i ngui shed f rom the s t a kehol ders . All  

references t o  s t a keholder perspe c t i ves and the resea rcher ' s  

interpre t i ve commen t s  are c i t ed u s i ng nume r i c a l  footnotes 

and the f u l l  c i t a t ion i s  presented in  the aud i t  t r a i l  l i s t  

in  Append i x  A .  
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Perspect i ve s  about P a r t  H E a r ly Intervention Services 

Part H has ma ny features that ma ke i t  exc i t ing and 

unique . S t a keholders , howev e r ,  held con f l ict ing perspect ives 

about what the  i nt e n t i on o f  I DEA, Part H was , how i t  was 

imp l emented,  and how it has been app l i ed in  terms of 

prog rams and service s . S t a keholde r s '  concerns were related 

t o  the fami l y-centered features o f  Pa rt H ,  knowledge and 

awarene s s  of the e x i s t ence of ea r l y  interven t i on services , 

the r ig h t s  o f  f ami l ie s  as  out l i ned in  the l e g i s l a t ion , the 

me thod for providing service coordina t i on ,  as we l l  as some 

general concerns w i t h  some o f  the spe c i f i c  requi rements  o f  

Pa rt H .  Fina l l y ,  on a s ystems leve l ,  there were 

perspect ives  about the attempted establi shment o f  a 

coordinated sys t em in  t h i s  L I CC . Figure 2 provides a 

g raph i c  represen t a t i on o f  where Part H services f i t  into  the  

ove ra l l  mode l [ see Figure 2 ] . 

Fami ly-Cente red Services 

One o f  the  features  o f  the Part H legi s l a t ion that made 

it exci t i ng was  i t s  provi s i on for the establi shment o f  

fami l y - centered services ( I DEA, 1 9 9 1 ) . Seve r a l  

s t a keholde r s , howeve r ,  w e r e  unsure o f  whether or n o t  e a r l y  

interven t i on s e r v i c e s  in  the Counc i l  were fami l y-centered . 

When a s ked what she would l i ke to  see change in  the e a r l y  
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i n t e rvent i on s y s t em in  the L I C C ,  a mother rep l i ed that she 

wou l d  l i ke profes s i ona l s  to  be more fami l y- focused . ( 4 2 )  

Fami l i e s  were o f fered what services were ava i lable  rather 

than what they actua l l y  needed . ( 4 3 )  According to  several  

pro f e s s i o na l s ,  the  syst em seems to  focus  on the needs of  

pro fe s s i o na l s  i n s tead o f  on the needs o f  fami l i es . ( 4 4 )  

The t eam s e t t i n g  i t s e l f  ma y not be conducive t o  fami l y ­

centered pract ice . The fami l y  i s  at  a d i s advant a ge wo rking 

w i t h  profe s s i ona l s  on a t eam . ( 4 5 )  Severa l fami l y  

p a r t i c ipant s  f e l t  t h a t  in  t h e  t eam envi ronment profes s i ona l s  

t a ke con t r o l  u n l e s s  t h e  fami l y  i s  as sert ive . Add i t iona l l y ,  

these  same fami l y  part i cipants were not aware that they had 

the right  to que s t ion pro f e s s i ona l s . ( 4 6 )  For examp l e ,  one 

fami l y  pa r t i c i pant re f l ected on a team meet ing where she did 

not agree w i t h  what the t eam was propo s i ng for her c h i l d  and 

fami l y  when she s a i d ,  " I  j u s t  sat there shaking my head 

because I did not want to sound dumb . " ( 4 7 )  Not a l l  fami l y  

part i cipants  f e l t  t h i s  wa y .  When one fami l y  partic ipant was 

as ked if t h i s  had been her expe r i ence she s a i d ,  " no ,  I had 

an act i ve role i n  t eam dec i s i ons , "  whi le  two other fami l y  

p a r t i cipants  s a i d  t h e y  ma ke sure profe s s i ona l s  hear fami l ies 

and they wou l d  not t o lerate  anything e l se . ( 4 8 )  

I ndividual  Fami l y  Service Plan ( I FS P )  meet ings can be 
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s t r e s s f u l  a nd di f f i cu l t  for f ami l ies . ( 4 9 )  A profe s s ional  

part i c ipant said that  even " fami l y  members who are  

pro fess iona l s  [ other than ea r l y  interven t i on ] themselves say  

how hard i t  i s . They have gone into  I FS P  meet ings and were 

anxious l o o king  at the g roup o f  profe s s i ona l s  w a i t ing for 

them . H ( 5 0 )  I t  i s  d i f f i c u l t  and s t ressful  for fami l i es 

because they  a re not know ledgeable enough about t h e i r  

ch i ld ' s prob lem,  about the r o l e  o f  the speci f i c  d i s c ipl ines 

in  addre s s ing the problem ,  and there can be compe t i t ion 

between agenc i e s  when mo re than one agency i s  involved . ( 5 1 )  

Knowledge about the hea l t h  care sys tem can be an 

advantage for f ami l i e s . Di scuss ing her fami l y ' s e a r l y  

intervent ion t e a m ,  one mother s a i d ,  " I  have been a b l e  to  

handle  t hem [ pr o f e s s iona l s ]  because my  husband i s  a nurse  so 

I unde r s t and a lot  about what they are t a l king about , but 

other f ami l i e s . H ( 52 )  A fami l y  partic ipant be l i eved that 

" fami l i e s  should be leading and cont r o l l ing the e a r l y  

i n t e rvent ion  t eams . The rest  o f  t he t eam should be there 

j us t  t o  suppor t  the fami l y .  Fami l i es know best  what t h e i r  

c h i ld ' s s k i l l s  a n d  needs a re . H ( 5 3 )  

There were fami l i e s  who had good expe riences and who 

f e l t  t h a t  the s ys t em was fami l y- centered . ( 5 4 )  One o f  the 

ea r l y  i n t e rvent i on pro fess iona l s  felt that fami l i e s  tended 
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t o  lead t he i r  e a r l y  i n t e rvent ion teams a t  the i r  agency . ( 5 5 )  

At t ime o f  i n t a ke , one profess ional f e l t  that her program 

focuses on the who l e  fami l y  and not j us t  the chi ld ' s 

deve lopme n t a l  d e l a y  or di sabi l i t y .  ( 5 6 )  

One p r o f e s s ional f e l t  s t rong l y  that i f  pro f e s s iona l s  

t h i n k  in  t e rms o f  a f ami l y-centered s ystem only  invo l v i ng 

pro fe s s iona l s  and f ami l ie s , an impo rtant group o f  people are 

l e f t  out who have a con s i derable impact on the fami l y ' s 

expe r i ence : support s t a f f  at  e a r l y  interven t i on programs . 

Support s t a f f  a re part  o f  the t eam because they t a ke the 

phone ca l l s ,  proce s s  the  paperwor k ,  and dea l  with insurance 

compa n i e s . I f  the support s t a f f  are not made to  feel  a part 

o f  the  t eam and important to  the overa l l  expe r i ence for 

fami l i es , then a fami l y-cente red sys tem may be d i f f i c u l t  to  

achieve . ( 5 7 )  

Knowledge o f  E a r ly I n t e rven t i on 

When a f ami l y  iden t i f i e s  a poten t i a l  de l a y  or 

d i s ab i l i t y  w i t h  t he i r  i n fant or todd l e r ,  the f i r s t  thing  

they want t o  do i s  f ind someone who  can he lp t hem unders tand 

and cope w i t h  t h e i r  c h i ld ' s de l a y  or di sabi l i t y .  Often ,  

howeve r ,  fami l ie s  do  not  know where to  f i nd a s s i s ta nce and 

they do not know t h a t  e a r l y  intervention services are  

ava i lable . Many f ami l y  and profess iona l part i c ipants  s a i d  
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that when a fami l y  f i r s t  recogni zes a deve l opmental  concern 

w i t h  the i r  chi l d ,  they were o f t en comp l e t e l y  unaware that 

ea r l y  i n t e rvent ion services e x i st ed . ( 5 8 )  There were fami l y  

part i c i pa n t s  who had n o  idea about t h e  ava i l abi l i t y  o f  e a r l y  

i n t e rvent i on b u t  f ound the s ystem by chance . ( 5 9 )  O n e  fami l y  

part i c ipant t hought t h a t  i f  your ch i l d  d i d  n o t  have mental  

retarda t i on t he y  would not  qua l i fy for any service s  so  they 

never loo ked . ( 6 0 )  Fami l i e s  who knew what e a r l y  i n t e rvent ion 

was and were a c t i v e l y  t rying to  access services had a very 

d i f fi c u l t  t ime t rying to f i nd a program, and some fami l ies 

never found an e a r l y  int erven t i on provide r . ( 6 1 )  The sea rch 

became so  d i scouraging for some fami l i e s  that they gave up 

t rying . ( 6 2 )  

A husband and wi fe who have a chi ld w i t h  aut i sm relayed 

an exp e r i ence that  highl ights  how d i f f i cul t it can be to  

access  early  inte rve n t i on prog rams and  service s . They l i ve 

in one of the  publ i c  hou s i ng proj ects  on the c i t y ' s e a s t  

s i de . The i r  son  Henry was about 2 � years o l d  and they did 

not know what was wrong with him unt i l  he ran out of t h e i r  

apartment o n e  day wear i ng only  a diaper . Because Henry i s  

b i g  for h i s  a g e  i t  appeared t h a t  h e  w a s  o l der and shou ld not 

s t i l l  be wearing  a diaper . By chance he ran by the Pub l i c  

Hous ing Coordina t o r ,  M i s s  Bake r ,  who s topped Henry and 
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t a l ked t o  h i s  parents  about what was going on . ( 6 3 )  

Fo r t un a t e l y  M i s s  Ba ker recogni zed that Henry' s i s s ues 

were more than  behav i o r a l  and she also knew about one acce s s  

p o i n t  for e a r l y  int e rvent ion-- the Pub l i c  Schoo l s . ( 6 4 )  From 

t h i s  point  Henry  was a s s e s sed,  refe rred , and placed in one 

o f  the schoo l s . Lat e r  he was referred to  an e a r l y  

i n terve n t i o n  prog ram . ( 6 5 )  Before t h i s  i nc ident Henry had 

been a s s e s s e d  by phys i c i a n s ,  but not g i ven in a diagnos i s  or 

referra l . I t  was  a long , frustrat ing , and d i f f i c u l t  proce s s  

for h i s  parent s .  ( 6 6 )  

There was  a l so  a gene ral  fee l i ng that  the e a r l y  

i n t e rven t ion s y s t em has  s t ruggled w i t h  a l a c k  o f  v i s i bi l i t y  

i n  t h e  commun i t y . ( 6 7 )  Many profes s i ona l s  and L I CC members 

b e l ieved that they have t o  do a bet t e r  j ob o f  i n forming the 

pub l i c  about e a r l y  i ntervent ion and how to  connect with the 

sys t em . ( 6 8 )  An e a r l y  intervent ion profe s s ional  who was new 

to  the area  s a i d  "when I was looking [ for a j ob w i t h  an 

e a r l y  i n te rvent i on program ) , I had to  ma ke several phone 

ca l l s  b e f o re I was able t o  f i nd an  infant program, and that 

is w i t h  a knowl edge o f  the t ypes o f  places to  loo k ! U ( 6 9 )  The 

i s sue extended to profe s s i ona l s  out s i de o f  the ea r l y  

inte rvent i o n  s y s t em who were a l so unaware o f  t h e  exi s tence 

o f  e a r l y  i n t e rvent ion services in the c i t y . ( 7 0 )  Acco rding 
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t o  severa l fami l y  part i c i pants and a profess iona l 

part i c i pant , phys i c i ans  in  part icular  had l i t t le knowl edge 

of the exi s t ence of e a r l y  int ervent ion services . ( 7 1 )  

The L I CC does put a con s i derable  amount o f  t ime and 

e f fort  i n t o  C h i l d  Find a c t i v i t ies . ( 7 2 )  Local phy s i c ians  

o f f ices  were ta rgeted for d i s t r ibut ion o f  e a r l y  intervent ion 

informat ion mat e r ia l s . Some other examp l e s  o f  Chi l d  Find 

act i v i t i e s  i n c l ude d i s seminat ion o f  e a r l y  intervent i on 

i n f o rma t ion  i n  the  pub l i c  s choo l s ,  d i s t r ibut ing L I CC 

brochures a nd other  in forma t i on house-to-house during child  

hea l t h  mon t h ,  and  some spec i a l  summe r C h i l d  Find 

a c t i vi t ie s . ( 7 3 )  Two members o f  the L I CC who were both early  

intervent ion profess ion a l s  f e l t  that the Counc i l  has done a 

bet t e r  j ob o f  promot ing the ea r l y  intervent ion system 

lat e l y . ( 7 4 )  Regardl e s s  o f  these e f fort s ,  the Counc i l  was 

s t i l l  only serving one - t h i rd of the est imated number of 

e l i g i b l e  i n f a n t s  and toddlers . There were s t i l l  many more 

i n  need of e a r l y  intervent ion service s . ( 7 5 )  

Seve r a l  s t ra t e g i e s  have been suggested by fami l i es and 

pro f e s s iona l s : pay parents to go doo r-to -door in  t he i r  

commun i t ie s  t o  i n f o rm people ; s i gns and f l yers in  grocery 

store s ,  s choo l s  and other place s ;  conduct i ng screenings in 

the ma l l ;  or  having an e a r l y  interven t i on day .  ( 7 6 )  As one 
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L I CC member s a i d ,  "The only  way we are  going t o  f i nd them 

[ fami l i e s ]  i s  t o  be a part of the communi t y  in which we 

wor k . H ( 7 7 ) I t  has  a l so been proposed to t r y  to register  

infan t s / todd l e rs who  are  receiving services  outs ide o f  the 

ea r l y  i n tervent ion s y s t em from private provider s .  ( 7 8 )  

Another pos s i b l e  s t rategy may be t o  deve lop a t rac king 

syst em for  those chi l dren who are  refe rred at  b i rt h  due to 

high r i s k  factors  but who ,  so  f a r ,  are ine l igible  for 

service s . Fol l ow i ng up w i t h  these fami l i es may lead t o  

f i nding more c h i ldren who a r e  e l igible  f o r  services a s  these 

r i s k  factors  lead t o  the occurrence o f  devel opment a l  de l ays 

in  these chi ldren . ( 7 9 )  S i nce referra l s  come from other 

s ys t ems such a s  s o c i a l  serv i ces , hospi t a l s ,  pub l i c  s choo l s ,  

V i s i t ing  Nurses  Associa t ion ,  and phys i c ians , they need t o  be 

t a rgeted for i n f o rmat i on d i s t ribu t i on as  we l l . ( 8 0 )  Almost  in 

despa i r ,  a f ami l y  partic ipant wonde red , " How e l s e can the 

L I CC a nd other e a r l y  int erven t i on providers get the 

i n forma t i on out there ? H ( 8 1 )  

Once f ami l i e s  have been iden t i f i ed and refe rred t o  an 

e a r l y  i n t e rvent ion provide r ,  the ba t t l e  is not ove r . Many 

fami l ie s  drop out o f  programs and/or do not fol low- th rough 

w i t h  service s . The s ys t em loses  fami l ies a f t e r  working hard 

to  iden t i f y  a nd r e f e r  them to  e a r l y  int ervent i on programs . 



1 4 6  

We can l e a rn f r om the stories  these fami l ies t e l l  about why 

they l e f t  e a r l y  int e rvent ion . ( 8 2 )  

Part i c ipants  iden t i f i ed many pos s ible  reasons why a 

fami l y  may leave e a r l y  intervention once they have gone to 

the t roub l e  of seeking  out service s ,  had an a s s e s sment done , 

and were r e f e r red t o  a program . For examp l e ,  a profess iona l 

p a r t i c ipant s a i d  that  one f ami l y  was ready to  l eave the i r  

program because a speech referral  w a s  ta king t o o  l ong . ( 8 3 )  

According t o  another profes s i ona l ,  some fami l i es l eave 

becaus e  t h e y  have di f f i c u l t y  sa ying no to  a therapy o f fered 

t o  them that they do not want . ( 8 4 ) Another fami l y  

part i c i pant f e l t  that  fami l i es leave the system when the 

i n i t i a l  connect ion t o  a program was not right for them, 

regard l e s s  of other ava i lable  programs . ( 8 5 )  

Fami l i e s  s ome t imes do not ma ke i t  through the i n i t i a l  

a s s e s sment a n d  r e f e r r a l  process because t o o  much t ime 

e l apses  between the i n i t i a l  a s s e s sment and actual  

service s . ( 8 6 )  Regarding the amount o f  t ime between 

a s s e s sment and actual  service , a profe s s iona l s a i d ,  " I  guess 

they only get  one shot , ready or not . " ( 8 7 )  Another possible 

reason f ami l i e s  may not access early intervent ion services 

i s  that  some fami l i es expe r i ence a grief rea ct ion when they 

f i rs t  d i s cover their child has a devel opmental  de l a y  or 
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d i s ab i l i t y .  One profes s i onal a s s e rt ed that "we lose fami l i e s  

because t h e y  have n o t  dea l t  with  the i r  g r i e f . H ( S S )  

Some t ime s ,  pro fes s i onals  prior i t i ze the amount o f  t ime 

and energy put i n t o  working with  fami l ies . A profess iona l 

felt  that  she  cou ld  predict whether a fami l y  was going to  

ma ke i t  t h rough the i n i t i a l  a s sessment and  referral  proce ss 

when she s a i d ,  " I  usua l l y know from the f i r s t  meet ing that 

they ma y s t a r t  out with us  but that it is not going to  

happe n - - t he y  a re going to  s t op wor king with  us . " ( S 9 )  As  one 

pro f e s s i o n a l  s a i d ,  " I  work hard w i t h  the t eam here to  wor k 

w i t h  these  fami l ie s , but i t  i s  hard when you have j u st as  

many other fami l i e s  who need your help,  who do  show up  for 

appointment s . " ( 9 0 )  A fami l y  part i c ipant who was a l s o  a 

member o f  the  L I CC s t a t ed her concern about fami l i es when 

she s a i d ,  "we wonder what happens to  fami l i e s  [ who leave 

ea r l y  i n t e rven t i o n )  who do not have the resources . " ( 9 1 )  One 

of the i s sues  was that  fami l i e s  who l ive in low-i ncome 

hou s i ng t end t o  move often  and there i s  curren t l y  no s ystem 

for t ra c k ing them . ( 92 )  A fami l y  pa rt i cipant fe l t  s t rong l y  

that t rac king  t h e s e  fami l ie s  i s  important t o  ensure that  

they do not f a l l  t h rough the  crac k s ,  so that e a r l y  

intervent ion  profes s i ona l s  c a n  f o l l ow-up w i t h  them . ( 9 3 )  

Another i s sue r e l a t ed t o  fami l i e s  being d i s cha rged from the 
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connect i n g  t hem to the  e a r l y  inte rvention sys t em . ( 9 4 )  
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When fami l i e s  do l eave an e a r l y  intervent ion program 

there i s  no current met hod for connect ing them to  other 

service provide r s . One sugge s t ion was for e a r l y  

intervent ion prog rams t o  obt a i n  a pre-release o f  i n format ion 

from fami l ie s  who leave services so the prog ram s t a f f  can 

not i f y  t h e i r  pediat r i c i a n  and ensure that they are s t i l l  

rece iving  some service s . ( 9 5 )  A member o f  the L I C C  felt  that 

they have been doing a bet t e r  j ob o f  f i l l i ng in  the gaps in  

the s y s t em t o  enable  them to  keep fami l ies connected 

l onge r . ( 9 6 )  But , a profe s s i onal  part i c ipant made a good 

point when she s a i d ,  " I  have to  be bet t e r  at  respecting 

t h e i r  dec i s ion  to  leave , but I a lways l eave i t  open ended so 

if they dec i de t o  come back it is easier  for them" when they 

do come bac k ,  she con t i nued , " t hey are vu lnerable at  that 

point and I have to  l e t  t hem know they have support . " ( 9 7 )  

During t h e  i n i t i a l  s t ages i t  i s  important for profe s s iona l s  

to  w o r k  hard t o  f i nd t h e  r i ght  program and services f o r  a 

fami l y  so  they  fee l t h i s  suppo rt from the beginning . ( 9 8 )  

Knowl edge and awareness  o f  e a r l y  intervention i s  an 

i s sue for f ami l ie s  when they f i r s t  ident i f y  that t h e i r  child  

i s  experienc i ng deve lopment a l  de l a ys and they want  to  access  
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services  t h a t  can help t h e i r  child . Fami l ie s ,  however ,  

con t i nue t o  f a c e  chal lenges even a fter  they have d i s covered 

and accessed the ea r l y  interven t i on system .  The Part H 

l e g i s l a t ion  promi ses  certain  rights  to  fami l i e s  in  early  

intervent ion . Whether or  not fami l i e s  were able to exercise 

these r i g h t s  i n  this L I CC was not clear . 

Fami ly Righ t s  

P a r t  H o f  I DEA ( 1 9 9 1 ) guarantees severa l impo rtant 

rights for  fami l i e s  invol ved in  early int e rvention  such as 

the r i ght  t o  choose the mos t  appropriate program for the i r  

children a n d  the r ight to  b e  a c t i ve part ic ipants  o n  t he 

ea r l y  i n t e rvent i on t eams wor king with  the i r  c h i l dren . Earl y 

inte rvent ion p r o f e s s i o n a l s  are obl i gated to  upho l d  t hese 

rights for  the  fami l i e s  w i t h  whom they wor k . For examp l e ,  

some fami l i e s  who have i n f a n t s  or toddlers w i t h  

devel opme n t a l  d i s ab i l i t i e s  have made a conscious choice not 

to  get involved in ea r l y  int ervention services . 

Profe s s iona l s  ma y not understand why a fami l y  wou ld refuse 

e a r l y  i n t e rven t i o n ,  but they should respect the 

dec i s ion . ( 9 9 )  According to  severa l fami l y  part i c ipant s ,  

fami l ie s  ma y have a rat iona l reason for deciding they do not 

want ea r l y  i n t e rvent ion services . Firs t ,  fami l i e s  are 

some t imes con fronted by profe s s iona l s  in early intervention 



1 5 0 

too soon a nd they  a re not ready to  accept the child ' s de lay 

or di sabi l i t y .  ( 1 0 0 )  Second , a fami l y  may not see the 

impo rt ance of e a r l y  int e rvent ion if the de l a y  does not 

appear too severe . Third,  some t imes , i t  is a prac t i ca l  

issue . For examp l e ,  one mother told pro fessiona l s  that she 

wanted to  wait unt i l  her other children were back in school 

before she wou ld  commit  to  early  intervent ion for one chi ld . 

( 1 0 1  ) 

I f  a f ami l y  choo ses to  rece ive e a r l y  int ervention 

service s ,  the  next r i ght they have i s  to  choose which early  

intervent ion prog ram or  programs they prefer  to  use . 

Fami l i e s  can choose to  receive services f rom more than one 

provider to ma x imi ze the amount of  therapy for the i r  

ch i l d . ( 1 0 2 )  Pro f e s s iona l s  value t h i s  right and respect the 

fact t h a t  fami l ie s  need to  know a l l  the i r  opt ions in order 

to  ma ke an i n f o rmed dec i s i on about what i s  bes t ,  but one 

pro f e s s iona l fe l t  that they actua l l y  provide fami l i e s  with  

l imited choice . ( 1 0 3 )  

From a profess iona l ' s  perspective ,  presenting a l l  of  

the pos s i b l e  early intervention provider opt ions to  fami l i es 

can pose some d i f f i cu l t ies . According to  two profe s s i ona l 

part icipan t s  and a fami l y  parti cipant , some fami l i e s ,  

pa rt icular l y  fami l i e s  that  described themselve s  as  low-
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provide r s  and accept any services o f fered to  them . ( 1 0 4 ) 
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T h i s  can be  di f f i cu l t  for profe s s i onals  who feel they need 

to  ma ke fami l i e s  t h i n k  rea l i s t i c a l l y  about what they 

actua l l y  need . ( 1 0 5 )  Profess iona l s  do provide the opt i ons for 

e a r l y  i n t e rvent i on providers to  fami l i es but , as  a 

compromi se they  may ma ke recommenda t i ons rega rding which 

services they feel the child needs . ( 1 0 6 )  One profes s i ona l ,  

howeve r ,  s t a t ed that  she does not t r y  t o  i n f luence fami l i es 

to  choos e  the program where she wor k s ,  but to  choose one 

they feel  is best  for their  fami l y .  ( 1 0 7 )  

Not a l l  fami l i e s  unders tand that they have the right to 

choose an e a r l y  i n t e rvention provider . ( 1 0 8 )  I n forming 

fami l i es o f  t h e i r  r i gh t s  so  that they can ma ke i n formed 

dec i s ions  i s  the  profe s s i onal ' s  re sponsib i l i t y .  ( 1 0 9 )  

According t o  one fami l y  part i c ipant , fami l i e s  who were not 

presented w i t h  a l l  the service opt ions when they f i r s t  

entered the s y s t em l e f t  ea r l y  interven t i on a l t ogether i f  

t h e y  w e r e  unhappy w i t h  t h e  provider with  whom t h e y  were 

working because they were unaware o f  other opt ions . ( 1 1 0 )  I t  

i s  the service  coordinato r ' s role to  provide fami l i es with  

the i r  opt i ons , but service  coordina tors may not  be 

cons i s tent l y  providing t h i s  opt ion to fami l ies , thus 
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l imit i ng cho i ce . ( 1 1 1 )  

Fami l i e s  a re emot i ona l l y  vulnerable and ma y not be in 

the best  pos i t ion t o  absorb i n format ion when a child i s  born 

w i t h  a devel opme n t a l  di sabi l i t y  or when the fami l y  is made 

aware of t he presence of a de l a y . Yet t h i s  i s  the t ime when 

fami l i e s  are bomba rded w i t h  i n format ion and forced to  ma ke 

choices  about service s . ( 1 1 2 )  A mother who has been th rough 

the b i r t h  of a c h i l d  w i t h  a developmental  di sabi l i t y  f e l t  

t h a t  " fami l i es need to  have t h e  opt ion to  decide how much 

i nforma t i on you can get about di sabi l i t y  a ft e r  birth . Do 

not a s s ume they are  ready for i t . U ( 1 1 3 )  A profe s s i onal 

agreed and expressed a concern that they push fami l i e s  too 

hard into therapy some t imes . ( 1 1 4 ) 

Profe s s i o na l s  do cons ider the rights o f  fami l i e s ,  but 

somet imes a l l  the rules and regu l a t ions that mu st be 

fol l owed can  impede the i r  abi l i t y  to  ful l y  respect the 

fami l i e s  r ig h t s  because o f  the amount o f  t ime i t  t a kes to 

meet these r u l e s  and regu l a t i on s . ( 1 1 5 )  Somet ime s choice is 

out of eve r yone ' s  cont rol . For examp l e ,  a c h i l d  who i s  

medi ca l l y  f r a g i l e  needs spe c i a l i zed hea l t h  care services . 

As a res u l t ,  the choice o f  what services the c h i l d  needs i s  

determined by  t h e  s ever i t y  o f  the i r  medical  cond i t ion . ( 1 1 6 )  

Acco rding t o  several parti c ipan t s ,  there were several 
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pos s i b l e  reasons  why f ami l i e s  had a d i f f i c u l t  t ime ta king an 

act i ve role on the i r  ea r l y  i nte rvention teams . For examp l e ,  

f ami l i e s  m a y  know t h e y  have the r ight to quest ion a 

profes s i o n a l ' s  deci s i o n  but they choose not to  because they 

be l ieve the profess ional  has the knowl edge and s k i l l  to ma ke 

dec i s i o n s . ( 1 1 7 )  Add i t iona l l y ,  fami l i es may not have 

exerci sed t h e i r  r i ght  to  disagree with  prof e s s i ona l s  because 

they respected the fact that profess iona l s  on t h e i r  team are 

t rying to  help them and i t  would be rude to  disagree . ( 1 1 8 )  

Some fami l i e s  fe l t  r e l uctant to  say  "no"  t o  a dec i s ion w i t h  

w h i c h  they  did  not agree with  because t h e y  did n o t  f e e l  

qua l i f i e d  to  s a y  no . ( 1 1 9 )  Profe s s i ona l s ,  howeve r ,  were 

worr ied t h a t  paren t s  some t imes exercise t h e i r  right to 

di sagree w i t h  a t eam de c i s ion because they do not have the 

knowledge or  expe r t i se to  unders tand the purpose o f  the 

team' s dec i s i o n . ( 1 2 0 )  

Another  r ight fami l i es have i s  the right t o  rece i ve 

services  a t  home or  at  a center-based program . ( 1 2 1 )  Howeve r ,  

fam i l i e s  were not a lways provi ded t h i s  opt ion . For example , 

one mother wanted phys i c a l  therapy at home but the insurance 

company re fused to pay for home-based services so  she was 

forced to  t a ke her c h i l d  into a center-based prog ram . ( 1 2 2 )  

Pro fe s s iona l s  i n  e a r l y  intervent ion tend t o  a s s ume that the 
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home i s  t h e  best  place to  provide ear l y  intervent ion 

services a nd they push fami l i e s  in this direct ion . ( 1 2 3 )  A 

fami l y  member ag reed that  home -ba sed services give fami l i es 

more cont rol , wh i l e  another st ated that fami l ies need home­

based services  because t ransportat ion to acce s s  a cent er­

based prog ram is  too d i f ficul t . ( 1 2 4 ) Severa l profes s i ona l s ,  

howeve r ,  were not convinced that providing services i n  the 

home was a lways the best opt ion because fami l i e s  did not 

fee l comfortable  w i t h  l e t t i ng profes s i onals  into their  

home s . ( 1 2 5 )  

The best  part , a ccording t o  one profe s s i ona l ,  was that 

"we have both  center- and home-based service sU ( 1 2 6 )  and 

another  profess ional  added that "we can do whi chever works 

best for  f ami l ie s . U ( 1 2 7 ) Sometime s ,  depending on the c h i ld ' s 

and fami l y ' s needs , a combinat ion o f  home- and center-based 

services w o r ks best . This i s  d i f ficul t ,  howeve r ,  because 

this usua l l y  requi res involvement in  mul t iple programs . ( 1 2 8 ) 

A pro fe s s i onal  added that she wi shed that  each program could 

offer home - a nd cent er-based services so that  fami l ies 

always have the opt ion to choose . ( 1 2 9 )  

Fami l ie s  i n  t h i s  LICC experi enced some cha l l enges with 

exer c i s i ng some o f  the rights guaranteed them in  the Part H 

leg i s l a t i o n . Service coordinators have pl ayed an important 
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role  i n  edu c a t i ng fami l i es about the i r  r i ghts and then 

a s s i s t i ng t hem in  exe r c i s i ng these r i ght s . Fami l y  

part i c i pant s ,  howeve r ,  reported expe riencing seve r a l  i s s ues 

with  how s e r v i ce coordination was carried out in  t h i s  L I CC . 

Service Coordi nat ion 

A primary goal  for service coordi nat ion i s  to provide 

support t o  fami l i e s  whi le  promoting parental  independence , 

respon s ibi l i t y ,  dec i s i on -ma king ,  and t o  reduce the 

comp l e x i t y  a nd f ragment a t i on of  l o c a l  service s y s t ems for 

fami l ie s  ( Ba i le y ,  1 9 8 9 ) . The methods for providing service 

coordina t i on i n  t h i s  L I CC , howeve r ,  were con s i dered to be a 

prob l em for  both fami l ie s  and profes s i ona l s . I n  t h i s  L I C C ,  

t h e  CSB  h a s  t wo service  coordinators who idea l l y  t i e  the 

sys tem togethe r ;  a l l  fami l i e s  entering the s ys t em shou l d  be 

tempora r i l y  a s s i gned to one of  the service 

coordi na t o r s . ( 1 3 0 )  After fami l ie s  have ente red the e a r l y  

intervent ion  s y s t em t h e y  are i n formed of  the i r  service 

coordinat ion  opt ions . ( 1 3 1 )  For examp l e ,  fami l i e s  may choose 

to have a service  coordinator f rom the l o c a l  C S B ,  or a 

profe s s ional  f rom one of  the e a r l y  int e rven t i on prog rams 

with  which they  a re working . 

Service  coordi nation was impo rtant to fami l ie s  in  early  

intervention  i n  this  L I CC because many fami l i es received 
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service s  f rom mo re than one agency . ( 1 32 ) A member of  the 

L I CC f e l t  that " service coordinat ion can be that l in k  that 

helps keep fami l ie s  connected to the system . " ( 1 3 3 )  When it 

wor ks , service  coord ination  can be very important for 

fami l i e s . The service coordinator i s  know l edgeable about 

the s y s tem,  they  a re re spon sible  for refer ra l s  to other 

programs , and they serve as  the fami l y ' s private 

con s u l t ant . ( 1 3 4 )  

There were some conce rns , howeve r ,  about the current 

CSB d r i ve n  service  coordinat ion s y stem . For instance , it  

may be con fus ing for  fami l i e s  to have a service  coordinator 

from the CSB  and then see therap i s t s  from other 

agenc i e s . ( 1 3 5 )  It is a d i f f i c u l t  s ystem for the CSB Service 

Coordinators  as we l l . I t  i s  chal lenging for them to form 

st rong wor king r e l a t ionships with fami l i e s  because service 

coordinators  do not have the amount of  contact with fami l ies 

as  a therapi st  i n  an  ea r l y  i ntervent ion program . ( 1 3 6 )  The 

sys tem may be c on f u s i ng for fami l ies because they are not 

sure w i t h  whom they are supposed to wor k c l ose l y ,  the CS8 

service coordinator or  the profe s s iona l s  on the i r  team . ( 1 37 ) 

To further confuse fami l i e s ,  agenc ies  provide service 

coordi nat ion as  we l l . ( 1 3 8 )  According to one profe s s i ona l ,  

fami l ie s  and profe s s iona l s  ma y prefer that a member of  the 
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fami l y ' s t eam a c t  a s  the service coordinator because the 

fami l y  memb e r  a l ready has a working relat ions hip . ( 1 3 9 )  

Howeve r ,  i t  may b e  d i f f i c u l t  for a member o f  a t eam to  

perform the service  coordinator role because t eam members 

are  forced to  s e rve two r o l e s - - t herap i s t  and serv i ce 

coordinat or . ( 1 4 0 )  Add i t iona l l y ,  seve r a l  pro f e s s i o na l s  

s t a t ed t h a t  service  coordinat ion i s  not something that  they 

en j oy doing because  it i nvolves add i t i on a l  respons i b i l i t i e s  

o n  top of  t he i r  a l ready bus y schedules . ( 1 4 1 )  

Some pa r t i c ipants  be l ieved that  fami l ie s  can and shou l d  

act  as  t he i r  o w n  s e r v i c e  coordinators . Some teams a s s i sted 

fami l i e s  i n  becoming the i r  own service coordinators  

rega rdle s s  o f  whether they were suppo sed t o  or not ( e . g . , 

for b i l l ing  purposes  the fami l y  i s  not a l l owed to  be their  

own  service  c oordi nator ) .  ( 1 4 2 )  One profe s s ional  beli eved 

that  i f  f ami l i e s  were mot i vated enough to do service 

coordinat i o n ,  then they should be  supported i n  doing 

so . ( 1 4 3 )  I n  response t o  t h i s  perspect i ve , another 

p ro f e s s i o n a l  s a i d  that  fami l i es cannot do service 

coordinat i o n  because of  the requ i red paperwo r k ,  especia l l y  

related t o  b i l l i ng , and because e a r l y  int erven t ion 

profe s s i o na l s  have mandat ed guide l ines  to  f o l low . ( 1 4 4 )  

Bot h p r o f e s s iona l s  and fami l i e s  recogni z ed that there 
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were fami l i e s  who were not aware o f  who their  service 

coord i n a t o r s  were or  that  they even had one . ( 1 4 5 )  Some 

fami l i e s  who knew about and used a service coordi nator were 

frus t ra t ed w i t h  the service . ( 1 4 6 )  Fami l ies , howeve r ,  made 

i t  c l e a r  t h a t  they did  not care as much as pro f e s s i ona l s  did 

about who the s e rv i ce coordinator was ; t hey cared about the 

other s e r v i c e s  they rece ived . ( 1 4 7 )  Some fami l i e s  would l i ke 

to  see the therapi s t  mo s t  invo l ved with  the i r  c h i l d  act as  

the service  coordinat or . ( 1 4 8 )  

Fami l i e s  invo l ved i n  e a r l y  int erven t i on i n  t h i s  L ICC 

were i n  need of support from their  service coordinat ors . 

For examp l e ,  service  coordinators were inst rumental  in 

advi s i ng fami l i e s  o f  their rights  when they entered the 

sys t em . Another  i s sue that arose for fami l ies i n  t h i s  

Coun c i l  was  t h e  cha l l enge o f  entering a system t h a t  requ i res 

contact  w i t h  mu l t iple  providers . Coordinat ion o f  these 

services was  a cha l l enge for service coordi nators and a 

cha l l enge for  the  L I CC to  const ruct a coordinated syst em of 

service de l ivery . 

A Coord i n a t ed Sys t em 

A primary obj ect i ve for each L I CC in Virg i n i a  i s  to  

fac i l i ta t e  the e s t ab l i shment o f  coordi nated early  

interve n t i o n  service  de l i very systems ( Ba i ley & Wo l e r y ,  
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1 9 9 1 ) . The L I CC i n  t h i s  s t udy has made con s i derable e f forts 

to  accomp l i s h  t h i s  t a s k  ( I n fant Counc i l  New s l e t t e r ,  1 9 97 ) . 

Yet , there were i s sues out o f  the control o f  the L I CC s t a f f  

t h a t  i n t e r fered w i t h  t h e  devel opment o f  a coordinated 

sys tem . 

Accomp l i s h i ng coordina t i on o f  services among e a r l y  

interve n t i o n  s e r v i c e  providers has proven d i f f i c u l t . There 

has been a t endency for agencies  to  compet e  with each other 

for consumers and t o  s t a ke out profe s s iona l t u r f . ( 1 4 9 )  One 

profe s s io n a l  f e l t  that  t h i s  compet i t i veness extended to  t u r f  

i s sues w i t h i n  an  a g e n c y  as  wel l .  For examp l e ,  pro f e s s iona l s  

w i t h i n  agenc i e s  were under pressure to  max imi ze b i l lable  

hours , which ma y have s t imu lated compe t i t ion between 

depa rtme n t s  for b i l lable  therapeut i c  hours with individua l 

fami l ie s . ( 1 5 0 )  Another pro fessional  l amented that  "we 

could do so  much more i f  we could j us t  wor k t ogether--both 

w i t h i n  agenc i e s  and between agencies . U ( 1 5 1 )  

Each agency was subj ect  t o  d i f ferent p o l i c i e s  and 

const r a i nt s ;  a s  a resu l t ,  they did t h i ngs  d i f ferent l y .  This  

made l i fe very  comp l i ca t ed for fami l ies who were  working 

w i t h  more than  one  agency at  the  same t ime . ( 1 5 2 ) Before  a 

pro f e s s ional  could part i c ipate i n  a c t i v i t i e s  coordinated by 

the L I C C ,  they  were subj ect  to  the rules  and reg u l a t ions of 
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the i r  agenci e s  which somet imes made interagency coordi nat ion 

di f f i cu l t . ( 1 5 3 )  Fami l i es were confused about t he role o f  

agenc i e s  i n  e a r l y  inte rvent ion , a n d  were n o t  sure how each 

agency was supposed t o  support them . ( 1 5 4 ) The f inal  i s sue 

that was confu s i ng for both pro fes s i onals  and fami l ie s  was 

the fact  t ha t  some services  cross L I CC boundaries . For 

examp l e ,  one of the providers was used by three L I CCs  in the 

met ropol i tan  a rea , which o n l y  added to the con fus ion 

expe r i enced by  fami l i es because it  made pape r wor k very 

d i f f i c u l t  for  fami l ie s  and providers to complete . ( 1 5 5 )  

C o l l abora t i on did occur i n  the L I CC despite t he above 

concern s .  ( 1 5 6 )  Howeve r ,  there were some ideas about 

s t r a t e g i e s  for cont i nu i ng to improve col l aborat ion . Fo r 

some p r o f e s s iona l s ,  mee t i ng each month for ha l f  a day may be 

too d i f f i cul t . One profess ional suggested exploring new 

methods for see k i ng i nput from members , especia l l y  

phys i c i a n s . ( 1 5 7 )  Establi shing a t rue central  point o f  ent r y  

f o r  t h i s  L I CC ' s e a r l y  i ntervent ion s ystem w a s  be l ieved by 

seve r a l  p a r t i cipants  to be an important s t rategy for 

estab l i sh i ng a coordinated s yst em and for improving 

coll abora t i on between providers . ( 1 5 8 )  

Part i c ipant s  i n  t he L ICC held a v i s ion o f  what a 

coordin a t e d  s y s t em would be l i ke and what it  could 
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accomp l i s h . P r o f e s s iona l s  in  seve ral agencies  f e l t  that  one 

of t h e  mos t  important t h i ngs they could do for a fami l y  was 

re f e r  t hem to another prog ram i f  they were unable to meet 

their  needs . ( 1 5 9 )  Going a s t ep furthe r ,  agenc ies  need to  

wor k together  t o  coordinate services  to  e l iminate ove r l ap of  

e a r l y  inte rvent ion service s . ( 1 6 0 ) A pro fessional  and  fami l y  

part i c ipant envi s ioned a " s ystem team" where profe s s i ona l s  

from seve r a l  agenc i e s  would work as  a team w i t h  

fami l ie s . ( 1 6 1 )  One profes s i onal  f e l t  that  pa r t i c i pa t ion in 

L I CC mee t ings  was one way t o  wor k towa rds coordinated 

servi ce s ,  a nd t h i s  was va l ued by agencies . ( 1 6 2 ) The current 

s ys t em for providing service coordina t i on has not 

accomp l i shed t h i s  t a s k .  The Smi ths  expe rienced many o f  the 

same i s sues  w i t h  knowl edge of early inte rvent ion ,  exerc i s i ng 

t h e i r  right s ,  adequate service coordina t i o n ,  and coordinated 

services . The Smi ths  found met hods for coping w i t h  these 

i s s ues regard l e s s  o f  the support they rece i ved . 

The Smi t h ' s Pe rspect ives o f  Part H 

Ove ra l l ,  the  Smi ths  perceived t h e i r  exper i ence w i t h  the 

Part H e a r l y  i n t e rvent ion system to  be pos i t i ve . They did ,  

howeve r ,  feel  that  the service coordi nat ion services  were 

inadequa t e . Mary knew that  she was supposed to  have a 

service coordinator but she was not sure who the service 
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coordinator  was  supposed to  be . I n  fact , she could only  

rec a l l  one i nt e ract ion w i t h  a service  coordinator f rom the  

CSB . 

The Smi t h s  expe r i e nced many  o f  the same i s s ues w i t h  

P a r t  H services  a s  o t h e r  sta keholders . For examp l e ,  the 

Smi t h s  f e l t  that  they lac ked a s t rong service coordinator 

who could have a s s i s ted them i n  dea l i ng with  the man y  

d i f f i c u l t i e s  t h e y  had w i t h  providers out s ide o f  the Pa rt H 

e a r l y  i n t e rvent i on s ys tem . A service coordinator could have 

he lped the Smi t h s  w i t h  the problems related to 

pediat r i c i a n s , the ins urance compan y ,  and C h i l d  Prot e c t i ve 

Service s . I n  a ddi t ion to  the Smi ths , man y  other fami l i e s  i n  

t h i s  L I CC experi enced problems w i t h  providers outs ide of the 

Part H e a r l y  i n t e rven t i on s ystem .  Systems and providers 

out s i de of the e a r l y  i nt e rvent ion s y s t em i n f l uenced many  

fami l i e s '  e xpe r i ences w i t h  e a r l y  intervention services . 



1 6 3  

The I mpac t  o f  Non-Part H Systems and Providers 

Part i c ip a n t s  in this inqu i ry iden t i f i ed several non­

Part H s y s tems and providers who had an  impact on Part H 

E a r l y  I n te rvent ion services . The three ma i n  non-Part H 

s ys t ems and providers were phy s i c i ans , insurance providers , 

and c h i l d  protec t i ve services . When conf ronted w i t h  i s sues 

related t o  n o n - Pa r t  H s y s t ems , Part H e a r l y  interve n t i on 

providers were o f t e n  powe r l e s s  and were relegated t o  a 

reac t i ve role . Figure 3 provides a graph i c  represent a t i on 

of  where non- Part  H providers f i t  into  the overa l l  mode l 

[ see Figure 3 ] . 

The I mpact o f  Phys i c i a n s  

T h e  r o l e  phys i c i ans  p l a yed i n  e a r l y  intervent i on was a n  

important  i s sue for  b o t h  fami l y  a n d  profess ional  

pa r t i c i pant s .  P r ima r i l y  part ic ipants  were referring to  

t h e i r  e xpe riences  with  pedi a t r i c i ans and  fami l y  pract ice 

phys i c i a n s . Fam i l y  and profe s s iona l part i c ipants  expres sed 

a cons iderable amount of frustrat ion with fami l y  pract ice 

phy s i c i a n s  and ped i a t r ic i an s  who adopt ed a "wa i t  and see" 

a t t i t ude when a chi ld  presented with  a deve l opme n t a l  

de l a y . ( 1 6 3 )  Fami l i e s  w e r e  repeatedly told  by phys i c ians that 

the i r  ch i l d  woul d  s impl y  grow out of  the problem and that 

t he best  t h i ng to  do was to  wait  and see . ( 1 6 4 ) Some 
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fami l i e s  and prof e s s i on a l s  f e l t  that phys icians  had t h i s  

a t t i t ude because they  d i d  not know what t h e  problem was and 

they  did not know what to  do, so phy s i c i ans decided to  wait 

and see . ( 1 6 5 )  

When f ami l i e s  f i r st recogni zed a problem with  their  

ch i l d ,  t he f i r s t  pro fe s s i onal  they usua l l y  went to  was a 

phys i c i a n . As a res u l t ,  ph y s i c ians were often the pr ima ry 

acce s s  points i nto  the ea r l y  inte rvent ion syst em . ( 1 6 6 )  This  

began a proc e s s  o f  many referra l s  and  appo intment s  that were 

t a x i ng on parent s .  ( 1 6 7 ) The t ypical  f i r s t  step for 

phys i c i a n s  was  t o  refer to  another phys i c i a n ,  a 

spec i a l i s t . ( 1 6 8 ) These referra l s  often did not resul t in a 

diagnos i s  or  e a r l y  interven t i on referra l . fami l i es a l s o  had 

some negat ive expe riences w i t h  spec i a l i s t s . ( 1 6 9 )  

G l o r i a  i s  a determined , pol i t i c a l l y  a c t i ve midd l e - aged 

African-Ame r i c a n  woman who has been an involved member o f  

the L I CC . She was a c t i ve on the Counc i l  because she did not 

want other  f ami l i es to  have to  expe rience what she did w i t h  

her  o l d e s t  son , w h o  w a s  diagnosed w i t h  ve rba l aprax i a . 

G l o r i a  f e l t  t hat  the problem for her and her fami l y  was that 

her son was  not  di agnosed e a r l y  enough , he was not diagnosed 

unt i l  he ente red schoo l ,  to  bene f i t  from e a r l y  int ervention . 

She was t o l d  t ime and t ime aga in  by phys icians  that  her son 
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wou l d  j us t  o u t g row the  problem, but h e  never did . ( 1 7 0 )  

Phys i c i a n s  ac knowl edged u s i n g  the w a i t - and-see approach 

to  t re a t ing c h i l dren present ing w i t h  devel opmental  de l a y s , 

but t h e y  responded by exp l a i n ing the rationale  beh i nd the 

approach . F i r s t , according to  an empl oyee o f  the  L I CC who 

has had nume rous i n t eract ions w i t h  phy s i cians , phys i c i a ns 

only  see chi ldren when they are s i c k . Many chi ldren do not 

deve l op as qu i c k l y  as others , so  if you j us t  w a i t  i t  out , 

they o ft e n  do outg row t he delay . ( 1 7 1 )  Li t e rat ure on c h i l d  

development  and parent i ng discuss  deve l opme n t a l  s tages 

according t o  the  c h i l d ' s age . Two phys i c ians caut ioned that  

these s t ages a re based on averages and are  not exact 

det e rmi nant s of when a c h i l d  should reach a spe c i f i c  

deve lopme n t a l  m i l e s t one . T h e  phys i c ians fe l t  t hat  paren t s  

t end t o  i n t e rpret these  deve l opme n t a l  mi l e s t one a g e s  a s  

exact t ime s for  when t he i r  chi ldren should reach a spec i f i c  

m i l e stone . They say  parents become concerned that  something 

i s  wrong i f  t h e i r  c h i l d  i s  not r o l l ing over at  four months , 

for examp l e ,  even t hough they  may be ahead i n  another 

devel opme n t a l  area . ( 1 7 2 )  

A ped i a t r i c ian caut ioned t hat  they see parents every 

day who t h i n k  t ha t  some t h i ng is wrong with t h e i r  c h i l d  and 

that 9 9  out  of 1 0 0  t ime s everything is f ine . ( 1 7 3 )  T h i s  same 
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ped i a t r i c i a n  f e l t  that  e a r l y  inte rvention providers f e l t  

that  a w a i t - and-see approach w a s  a big  problem because e a r l y  

intervent ion  provide r s  only  in teract w i t h  that  one percent 

of  fami l i e s  where there rea l l y  was an i s sue . ( 1 7 4 ) A fami l y  

pract i ce phys i c i a n  s a id t h a t  h i s  know ledge o f  deve lopmental  

de l a y s  and ea r l y  i n t e rven t i on i s  l imited but  that  a wa i t ­

and-see posture  h a s  wor ked f o r  him . ( 1 7 5 )  Fina l l y ,  when 

as ked how l ong he f e l t  a ph y s i c i an should wait be fore ma king 

a referra l ,  t h i s  fami l y  prac t i ce phys ician  s a i d ,  " i t  depends 

on how acute  the problem i s ,  and how d i s t re s s ed the c h i l d  

a n d  p a r e n t s  are . T h e r e  i s  no ' pat ' answe r .  E a c h  case i s  

d i f ferent . U ( 1 7 6 )  

Fam i l i e s  and profe s s i on a l s  perceive ph ysi cians  t o  be a 

barr i e r  t o  f am i l y  access to  e a r l y  int ervention 

service s . ( 1 7 7 )  According to  one profe s s i ona l ,  phys i c i ans ma y 

not r e f e r  f ami l i e s  to  ea r l y  interven t i on programs because 

phys i c ians  ma y fee l they can handle deve l opmental  problems 

t hems e l ve s . At the  same t ime , t h i s  profess ional  f e l t  that  

f ami l ie s  o ft e n  report that  the phys i c ians with whom they 

have had di f f i c u l t y  did not l i sten to  t hem and did not value 

t he i r  opinions . ( 1 7 8 )  According t o  a member o f  the L I C C ,  

"part o f  t h e  prob lem m a y  b e  t h a t  phys ici ans d o  not t a l k t o  

fami l i e s . U ( 1 7 9 )  Fami l ie s  have been accused o f  be ing 
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noncompl iant i f  t h e y  di sagreed with  their  phys i c i a n ,  but a 

fami l y  p a r t i c ipant responded by sa ying that  phys i c ians wi l l  

not l i st e n  t o  t hem i n  the f i r s t  pl ace . ( 1 8 0 )  

An A f r i can -Ame r i can man from a l ow- income nei ghborhood 

who i s  t he f a t h e r  of a child  with  aut i sm told  a story  about 

an interact ion he had w i t h  a phys ician  that demon s t rated the 

commun i c a t i o n  gap . 

They had h im on Rit a l i n and i t  did not wor k .  I t  never 

worked . The doctor  never l i s tened . I f  he wou l d  have 

j us t  l i s t en e d ,  we cou l d  have saved a who le  lot of t ime . 

I woul d  t e l l  h im that  i t  was not working and a l l  they  

woul d  do is  increase his  dos e ,  whereas I found that  i f  

I o n l y  g a ve i t  t o  h im once every two days i t  wor ked a 

l i t t l e . But he never l i s tened,  I was a ' non-comp l i ant 

parent , '  I t h i n k  he cal led me . ( 1 8 1 )  

Phys i c i a n s  did  not a lways treat fami l y  pa rt icipants 

with  respect . For example , one mother f e l t  that  her 

phy s i c i a n  spoke to  her l i ke she was "dumb . " ( 1 8 2 )  Fami l y  

pa rt i c ipan t s  f e l t  t h a t  phys i c i ans used t o o  much profess iona l 

j a rgon w i t h  fami l i es to  cover up what they did not 

know . ( 1 8 3 )  One mot he r  s a i d  that she conf ronted t h i s  i s sue by 

demanding t h a t  her pedi a t r i c i an t a l k  in Eng l i s h  so that she 

unders t ood . ( 1 8 4 )  
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P h y s i c i a ns did  not t a ke into considerat ion the 

emot i onal  and p s ychological  impact on fami l i e s  that  a child 

with  a devel opme n t a l  de l a y  or  di sabi l i t y  can have . One 

mot h e r  s a i d  that  t he i r  fami l y  doctor di agnosed her daughter 

with a d i s ab i l i t y  a nd then did not t e l l  t hem where to  go for 

help . They were expe cted to  deal with  i t  t hems e l ves . ( 1 8 5 )  

Another f ami l y  s a i d  that  t h e i r  doctor told  t hem that  i t  was 

t he i r  fau l t  t h e i r  c h i l d  was de l a yed because they did not 

b r i ng t he c h i l d  t o  see him soon enough . ( 1 8 6 )  Another mother 

fe l t  t hat  a heart specia l i s t  to  whom her c h i l d  rece i ved 

service s ,  t re a t ed her poo r l y  when he t o l d  her to t a ke her 

son out i n t o  the h a l l  to  get dressed a f t e r  he was done 

exami n i ng h i m .  ( 1 8 7 ) 

Seve r a l  f ami l y  and pro f e s s i onal  partic ipants  be l i eved 

that  phys i c i a n s  ma y have a t endency to focus on the med ical  

s ymptoms a child  i s  present ing and miss  some o f  the other  

aspects  o f  the  d e l a y . ( 1 8 8 )  They ma y only  look at  the 

immedi a t e  presen t i ng medi c a l  i s sue and not cons ider some of 

the l ong- t e rm deve l opme n t a l  e f fects  o f  the i s sue . ( 1 8 9 )  

Seve r a l  profe s s i ona l s  s uggested that  phys i cians  focused on 

medical  s ymptoms because they did not have an in -depth 

unde r s t a nd i ng of c h i l d  deve l opment . ( 1 9 0 )  According to  an 

employee of the L I C C ,  some ped i a t r i cians  and fami l y  pra c t i ce 
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phys i cians  h o l d  t h e  opinion that some chi l dren deve l op above 

the norma l l ine and below it and they should not interfere 

with t h i s . ( 1 9 1 ) 

According to  fami l y  and profe s s i onal  pa r t i c ipants , 

another i s sue was  that phys i c ians often did not va lue early  

intervent ion a nd they t o l d  fami l i es that i t  was not 

useful . ( 1 9 2 ) According to several part ic ipant s ,  phy s i c i ans 

do not be l i eve that some of the related discipl ines such as 

occupat i o n a l  therapy,  phy s i c a l  the rapy , and speech pathology 

can be of a s s i s t ance to fami l ie s . Addi t i ona l l y ,  these 

part i cipant s  felt  that  ph y s i c ians did not value e a r l y  

interven t i o n  because there w a s  n o  emp i r i c a l  ev idence to  

support the e f fect i vene s s  o f  e a r l y  intervent ion . ( 1 9 3 )  

According t o  several  fami l y  and profe s s iona l partic ipant s ,  

pedi a t r i c i ans  be l i eve that  there are too many  programs 

o f f e r i ng s e r v i ce s  to fami l i es and that fami l i es need to  

become more  s e l f - r e l iant . ( 1 9 4 )  

On t he other  hand , phy s i cians  are not i r rat iona l or 

i l logical  p r o fe s s iona l s  who are attempt i ng t o  prevent 

fami l i e s  f rom bene f i t t ing from e a r l y  intervent ion 

service s . ( 1 9 5 )  Phy s i c i ans have the i r  perspect ive which 

mus t  be recogn i zed . Fi r s t , phys icians are ext reme l y  busy and 

overwor ked . ( 1 9 6 )  They may only  have a few minutes w i t h  each 
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patient . ( 1 9 7 ) One pedi at r i c i a n  put i t  into per spec t i ve when 

he s a i d ,  

I see  3 0  p a t i e n t s  a d a y  a n d  when t here i s  a w a i t ing 

room f u l l  o f  impat ient parents  who have been wait ing 

for a long t ime it is not easy to  p i c k  some s t u f f  up 

( e . g . , s i gns  of devel opment a l  de l a y )  w i t h  any one 

patient . ( 1 9 8 )  

The s i t u a t i o n  i s  not e a s i l y  remedied by providing t r a i n ing 

and i n f o rmat i on t o  phys i c i a n s  about e a r l y  interven t i on 

because t he y  a r e  t ough to  t a rget for t ra in i ng due t o  their  

busy schedu l e s . ( 1 9 9 )  

I t  i s  impo s s ib l e  for phys icians , espec i a l l y  fami l y  

pra c t i c e  phys i c i an s ,  to  know a l l  t h e  resources ava i lable  for 

t h e i r  p a t i e nt s . ( 2 0 0 )  Wo r king w i t h  fami l i e s  can become very 

d i f f i c u l t  for phys i c ians  because there a re so many possible  

rea sons for  a de l a y .  ( 2 0 1 )  A fami l y  prac t i ce phys i c i a n  said  

that  what he needed t o  know was to  whom he  cou ld  refer a 

d i f f i c u l t  case . ( 2 0 2 )  When a s ked what t ype o f  t ra i n i n g  or 

i n f o rmat i on he would l i ke to  receive about e a r l y  

interven t i o n ,  o n e  pedi at rician  s a i d ,  " educate m y  s t a f f ,  come 

in at l unch . " ( 2 0 3 )  

Many chi ldren receive the t empo rary di agnos i s  o f  

unspe c i f ied deve l opme n t a l  de l a y . ( 2 0 4 ) This  di agnos i s  can 
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Firs t , not having a mo re tangible diagno s i s  can lead 

fami l i es t o  bel i eve t hat  the problem will  wor k i t s e l f out , 

so they  do not pursue any t ype o f  int ervent ion . ( 2 0 5 )  

Second , in s u rance companies  may not pay for ea r l y  

intervent ion wi thout a more spec i f i c  diagnos i s . T h i r d ,  the 

c h i l d ' s phys i c i a n  ma y t reat the s ympt oms o f  the de l a y  

medica l l y  or  di agnose the problem incorrect l y  and n o t  refer 

the f am i l y  t o  an ea r l y  intervention provide r . ( 2 0 6 )  Fina l l y ,  

some fam i l y  part i c ipants  reported e i ther  being ignored by 

t he i r  phys i c i a n  or  a s ked to  find a new phys i c i an when the 

phy s i c i a n  cou l d  not ma ke a diagnos i s . ( 2 0 7 ) 

I t  was a very  d i f ferent experi ence for fami l i e s  when 

t he i r  ch i l d  was born w i t h  a phys i ca l l y  apparent di sabi l i t y  

such a s  Down S yndrome . These fami l i e s  were referred t o  

spec i a l i s t s  and even to  e a r l y  interven t i on prog rams 

immedi a te l y . ( 2 0 8 )  Unfortuna t e l y ,  many developme n t a l  de l a ys 

s lowly  man i f e s t  t hems e l ve s  and are more subt le . Diagno s i s  

can t a ke t ime .  ( 2 0 9 )  T o  emphas i ze t h i s  point , a pedia t r i c i an 

s a i d ,  

Y o u  have to  unde r s t and t h a t  a lot  o f  t h e s e  t h ings do 

not  f i t  i n t o  n i ce neat diagno s t i c  catego r i e s . I had a 
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pat ient  i n  here l a s t  wee k with  a rare s yndrome that  

there a r e  o n l y  80  known cases o f  in  the ent ire  Uni ted 

S t a t e s . ( 2 1 0 )  

He added t h a t  there was no in forma t i on t o  be found on the 

s yndrome and it was  ve ry d i f f i c u l t  to di agnose . ( 2 1 1 )  

Fina l l y ,  t h i s  same ped i a t r i c i a n  s a i d  that he a lways g e t s  a 

second opi n i on w i t h  a di f f icult  case beca use he knows that 

he does not have a l l  the answers . ( 2 1 2 )  

Many s t a keholders  fe l t  that there were phys i c i a ns who 

referred to ea r l y  i n t e rvent ion prog rams , but they tended to  

r e f e r  fami l i e s  to  the  same agency or person  each  t ime 

regard l e s s  of the  fami l y ' s needs . ( 2 1 3 )  Some phys i c ians  did 

not refer fami l i e s  di rect l y ,  but they inst ructed fami l i es to  

ca l l  a n  early  i n terven t i on prog ram w i t hout exp l a ining  to  the  

fami l y  why they  needed t o  ca l l . ( 2 1 4 ) One pro f e s s ional  

l amented that  if  ped i a t r i cians  wou ld j u s t  expl a i n  to  

fami l ie s  why they  were  being refe rred to  early  i n t e rvention 

the who l e  proce s s  wou l d  work bet te r . ( 2 1 5 )  

Even i f  a fami l y  was refe rred di rect l y  t o  the  e a r l y  

i n t e rven t i o n  s ys t em ,  the  r e f e r r a l  proce s s  o f t e n  took  a l ong 

t ime . ( 2 1 6 )  One fami l y  s a i d  that  i t  took ea r l y  interven t i on 

so  long t o  respond to  t h e i r  doctor ' s  referral  that  t h e i r  son 

was too  old for  e a r l y  int ervention by the t ime the refe rra l 
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came t h rough . ( 2 1 7 ) Spea king genera l l y  about fami l ie s , a 

member o f  the  L I C C  fe l t  that  there were many fami l ie s  who 

never made it t h rough the referral  proce s s  because of the 

pati ence i t  requ i red . ( 2 1 8 )  I n i t i a l l y  fami l i es were o ften 

bounced a round in  the s ys tem unt i l  an appropriate  prog ram 

was found . ( 2 1 9 )  One pro f e s s i onal  sugge sted that  she would 

j us t  do away w i t h  some o f  the referral  proce s s e s  that  

fami l i es have t o  dea l  w i t h . ( 2 2 0 ) But  another pro f e s s i onal  

s tated that  i t  was  the  fami l y ' s respons i b i l i t y  to  f o l l ow­

t h rough w i t h  the process  and to ma ke t hems e l ves ava i l able  

for appointment s .  ( 2 2 1 )  

Some fami l i e s  had good expe riences w i t h  pedi a t r i c ians . 

For examp l e ,  one f ami l y  partic ipant s a i d  that  her 

pedi a t r i c i an iden t i f i ed a problem with  her child r i ght away 

and made an appropriate  referra l . ( 2 2 2 )  Another  fami l y  

pa r t i c ipant t a l ked about how her pedi a t r i c i an had a l ways 

been there for her fami l y .  ( 2 2 3 )  Two other fami l y  

p a r t i cipan t s  descr ibed t h e i r  ped i a t r ic i ans as  ext reme l y  

support i ve . ( 2 2 4 ) A l s o ,  according to  a fami l y  partic ipant 

and several profess ional  pa r t i c ipant s ,  phys icians  

col laborated w i t h  other  profes s i ona l s  and  referred fami l i es 

when they  were not sure what to  do . ( 2 2 5 )  Fina l l y ,  some 

fami l y  pa r t i c ipants b e l i eved that  t h e i r  pedi a t r i c ians  
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con s i dered t hem t o  be the expe r t s  about their  c h i l dren and 

they l i s t ened to the parent s and consulted w i t h  t hem . ( 2 2 6 )  

Some fami l y  parti cipants and profe s s i ona l s  iden t i f i ed 

phys i c i a ns a s  an obs t a c l e  for fami l i es ' access to  the ea r l y  

intervent ion s y s t em .  Phys icia n s ,  howeve r ,  were not the only 

non - Pa r t  H obs t a c l e  for fam i l y  part i c ipant s . Ins urance 

companies  o f t e n  se rved as  a barrier  for fami l i e s  being able 

to  pay for  early i n t e rvent ion service s ,  once they accessed 

the s y s t em .  

The Impact o f  I n surance Sys tems 

The in surance industry  had con s i derable i n f l uence over 

e a r l y  int e rvent ion servi ces , for fami l i es u s i ng pub l i c  

insurance ( i . e . , Medicaid  and Medicare ) or private  

insurance . I n s urance has se rved a s  a barr ier  for fami l i es 

and i t  had an impact on the abi l i t y  o f  early inte rvent ion 

profes s iona l s  and phys i c i a ns to  provide service s . For 

examp l e ,  i n s u ra nce compan i e s  were cont inua l l y  cut t i ng back 

on the services  they wou l d  cover for fami l ie s . ( 2 2 7 ) The 

insurance s y s t em was  a l so a very comp l i cated s ys t em to  

unders tand a nd was  a lways changi n g ,  ma king i t  di f f i c u l t  for  

profe s s iona l s  and  nea r l y  impo s s ib l e  for fami l i e s  to  cope 

w i t h  the change s . ( 2 2 8 ) 

One profess ional  f e l t  that  insurance compan i e s  probably  
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had t h e  mos t  i n f l uence over what t ypes o f  e a r l y  int erven t i on 

services fami l i e s  rece i ved . ( 2 2 9 )  For examp l e ,  a mother  s a id 

that  h e r  c h i l d  who had serious  medical  needs had a v i s i t ing 

nurse coming to her home unt i l  the in surance company  s t opped 

paying for  t he v i s i t s ,  even t hough the fami l y  felt  they 

s t i l l  needed the  home v i s i t s . ( 2 3 0 ) Due to  managed care , 

i n su rance compan i e s  began placing more l im i t s  on what t ypes 

o f  services  they wou ld  pay for and the l i s t of b i l lable  

services  began t o  shr i n k . ( 2 3 1 )  With  some HMOs , for example , 

therap i s t s  could  not act  as  serv i ce coordinators . They could 

only provide b i l lable  t he rapi es . ( 2 3 2 )  Fami l i e s  had 

d i f f i cu l t y  obt a i ning in surance coverage for speech t herapy 

for i n fant s and toddl ers . ( 2 3 3 )  I nsu rance companies  have 

been l imit i ng t he amount o f  t ime t herap i s t s  ( i . e . , 

occupa t i o n a l  t herapi s t s ,  physical  t herap i s t s , and speech 

therapi s t s ) can bi l l  for re imburs ement . For examp l e ,  an 

occupat ional  therap i s t  working for a home -based e a r l y  

i n t e rvent ion  program s a i d  that  s h e  c a n  now only  bi l l  f o r  

h a l f-hour t herapy s e s s ions instead o f  one-hour 

ses s i ons . ( 2 3 4 ) 

One profess ional  partic ipant f e l t  that  t h i s  put e a r l y  

intervent ion  profe s s iona l s  in  t h e  d i f ficult  pos i t i on o f  

having t o  exp l a i n  to  fami l ies t h a t  t h e y  cannot d o  much to  
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help  t h e i r  ch i ld a s  a result  o f  the i nsurance 

l imitat i on s . ( 2 3 5 )  In genera l ,  profess ional participants  felt  

con s t r a i ned by  the l imitat ions pl aced on them by ins urance 

compan i e s . One profes s i onal  descr ibed a dream she had o f  

" b e i n g  able  t o  wa l k  into  a fami l y ' s home a n d  provide 

services  whenever the fami l y  needs i t ,  rather than only when 

it is b i l l a b le . " ( 2 3 6 )  I n s urance i s  a d i f f i c u l t  i s sue for 

phy s i c i a n s  a s  we l l . Phys icians  have to f i ght with  ins urance 

companies  t o  get some services covered for fami l i e s . A 

fami l y  part i c i pant , for examp l e ,  f e l t  that her chi ld ' s 

phy s i c i a n  may have made a diagno s i s  based on what the 

fami l y ' s i n s u rance wou l d  cover . ( 2 3 7 ) 

Another  i s sue  was rela ted to the cost o f  e a r l y  

i n t e rvent i o n  f o r  midd l e - i ncome fami l i es . A pedi a t r i c i a n  

be l i eved that  middle - i ncome fami l ies ma ke too much money  to 

qua l i f y  for  pub l i c  a s s i s t ance ; the i r  ins urance wi l l  not pay;  

and they  do not make enough money to pay out-of -pocket . ( 2 3 8 )  

Because i n s urance companies  are  refusing  t o  pay for e a r l y  

inte rvent i o n  se rvices , o n e  ea r l y  i ntervent ion profes s iona l 

posited that i t  i s  harder for a midd l e - i ncome fami l y  to 

a f ford ea r l y  i n t e rvent ion than it  i s  for a l ower-i ncome 

fami l y .  ( 2 3 9 )  Another pro f e s s i onal  f e l t  that midd l e - i ncome 

f ami l ie s  a r e  upset by t he fact that the i r  tax dol l a r s  are  
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used t o  pay for  e a r l y  int ervent i on for the poo r ;  but when 

they need the s ame servi ces , they have to  pay for i t  

thems e l ve s . ( 2 4 0 )  A s  a resu l t ,  some middle-income fami l i e s  

chose n o t  to  u s e  e a r l y  i n t e rvent ion services in  favor o f  

medi c a l  s e r v i c e s  that  t h e i r  in surance wou l d  p a y  for . ( 2 4 1 )  

According t o  many parti c ipan t s ,  the que s t i on o f  whether 

socio-economic s t a t u s  played an important role  in  the 

expe r i ence for  f ami l i e s  in early int ervent i on was d i f ficult  

to  answe r . For example , a profe s s iona l s a i d ,  " I  have seen a 

d i f ference between l o w - income and midd l e - i ncome fami l i e s  and 

t h e i r  problems w i t h  acce s s ing e a r l y  int erven t i on service s ,  

but they both have problems . U ( 2 4 2 )  Fami l i es who have l owe r­

incomes have  an easier  t ime acces s i ng the system because 

they do not have to  dea l  with insurance companies  or  

HMOs . ( 2 4 3 )  But fami l i e s  w i t h  higher income s t end t o  have 

more educa t ion and resources to  ca l l  upon ,  so they fared 

bet t e r  than lower-income fami l i e s  once they were in  the 

system . ( 2 4 4 )  

A midd l e - i ncome fami l y  partic ipant f e l t  that SES did 

not play a r o l e  i n  fami l y  acce s s  to  the early i n t e rvention 

s y s t em .  ( 2 4 5 )  She f e l t  that " d i s abi l i t y  does not 

d i s c r imina t e ,  and the services a s sociated w i t h  di sabi l i t i es 

are  not easy t o  get even for peop l e  with money . U ( 2 4 6 )  She 
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went on t o  s a y  that  " there i s  no d i f ference according to 

income or  s t a t u s . All  fami l i e s  are lone l y  when they have a 

c h i l d  w i t h  spe c i a l  needs . " ( 2 4 7 )  A pediatric ian agreed and 

fe l t  that the i s sues cut across  ethn i c  and income l i n e s ,  " I  

f i nd they  a l l  have t h e i r  own problems that relate  to the 

expe r i ence o f  having a c h i l d  with a di sabi l i t y  or 

de l ay . " ( 2 4 8 )  

According t o  a fami l y  partic ipant and a profess iona l 

part i c ipant , fami l i e s  were a f fected the mo st  by the po l i c ies  

o f  i n s urance compa n i e s . ( 2 4 9 )  Fami l i es f e l t  they had to 

f ight with t he i r  i n surance compan ies  over everything and 

that there were a lways ma j o r problems . ( 2 5 0 )  Kathy has a 

d i s e a s e  w i t h  a s ide e f fect o f  degenerat i ve v i s ion . As a 

res u l t , she needed new g l a s s e s  about every s i x  months , but 

her parents ' i n s u rance would only  pay for g l a s s e s  once eve ry 

two yea r s . They wou l d  not ma ke an except ion in  Kat h y ' s 

ca s e . Kathy ' s parents were forced to bear the cost o f  the 

extra eye exams a nd g l a s s e s . ( 2 5 1 )  I n surance companies  a l s o  

i n f l uenced w h i ch phy s i c i a n  fami l ie s  could use . ( 2 5 2 )  They 

determined where therapy could be provi ded ( 2 5 3 ) , and they 

f requent l y  deci ded t o  s t op paying for some services that 

they had paid for previou s l y . ( 2 5 4 ) 

There were many other examples  of insurance compa nies 
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becoming a b a r r i e r  for  fami l ies . ( 2 5 5 )  I n  one case , ins urance 

would  not pay  f o r  an eva luat ion for a chi ld  expe riencing 

devel opment a l  de l a y s  which postponed the c h i l d ' s entry into 

the e a r l y  i n t e rven t i on s ys t em .  ( 2 5 6 )  I t  was f e l t  b y  a 

pro fe s s i on a l  that  " i nsu rance companies  can s t a l l  for so long 

regarding paying for e a r l y  inte rvention that fami l i es get 

frustrated and l eave t he system . U ( 2 5 7 )  Both fami l i es and 

prof e s s iona l s  f e l t  that HMOs do not want to include chi ldren 

with  deve l opment a l  di sabi l i t i e s  because they have to pay 

for  expens ive s e rv i ces for  the long-term ,  so they ma ke it 

d i f f i cu l t  for fami l ie s  t o  get any services . ( 2 5 8 ) An e a r l y  

intervent ion prog ram admi n i s trator  s a i d  t h a t  she i s  a lways 

t e l l ing  f ami l i e s  " t o  hang in  there and wait  it  out . Some do 

and some do not . U ( 2 5 9 )  

Jenny,  a mother  o f  a chi ld with  a devel opmental  

di sabi l i t y  who  was also  a member o f  the  L I CC had t a ken 

a c t i on aga i n s t  i n s u rance companies to f ight t h i s  problem . 

Jenny s a i d  that  i t  bothe red her that she payed for private 

i n su rance that  should cover her son ' s care , but the 

i n s u rance company refu sed to pay for the service s ,  forcing 

her to app l y  for  Part H funds . I t  bothered her to t h i n k  

t h a t  t h e r e  may have been some chi ld  o u t  there who did  not 

rece i ve e a r l y  interven t i on because her son took  the l a s t  
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Part H mon e y ,  when they had ins urance that should have 

covered t h e  service s . ( 2 6 0 )  Jenny has spearheaded a bi l l  

with the V i r g i n i a  Gene ral  Assemb l y  B i l l  that would mandate 

insurance compan i e s  to  pay for early  interven t i on 

service s . ( 2 6 1 )  Cu rrent l y ,  mos t  ins urance companies do not 

even ment i on e a r l y  i n t e rvention services in  t h e i r  

pol i c i e s . ( 2 6 2 )  

Fami l i e s  have ta ken other act ion with  ins urance 

companie s . Fami l i e s  have gone d i re c t l y  to  ins urance 

compa n i e s  to f i ght for s uch things as  paying for an 

eva l uat ion . ( 2 6 3 )  One mother had a unique , but e f fective 

approach she used when her fami l y ' s insurance company 

refuses  to  pay  for  an e a r l y  interven t i on service . She said  

that she goes to  her ins urance representat ive w i t h  what  she 

cal l s  her l i t t l e bag of threa t s . The l i t t l e  bag of th rea t s  

conta i n s  the  names o f  a l l  t h e  l o c a l  t e l evis ion reporters  who 

do inve s t igat ion pieces and the l i s t inc l udes names from 

nat i onal  shows such as  Prime Time L i ve .  She says  that  i t  

wor ks  wonde r s ,  b u t  s h e  i s  s u r e  t h e y  di s l i ke h e r  at  the 

insurance company . ( 2 64 ) 

Fina l l y ,  there was a d i f fe rence in  the expe rience o f  

fami l i e s  rece i v ing Medicaid and fami l i e s  with  private 

insurance . According t o  several fami l y  part ic ipant s ,  
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Med i c a i d  t ended t o  p a y  f o r  more services t han private 

i n s urance . ( 2 6 5 )  According t o  one fami l y  part i c ipant , 

fami l i e s  rece i vi n g  Med i caid  ma y soon s t a rt to expe rience 

some of the same di f f i c u l t i e s  as  Medi caid begins to ut i l i z e 

the HMO model ( e . g . , Medicaid  Meda l l i on ) i n  an at tempt to 

become more cost  e f f i c ient . ( 2 6 7 )  Wel fare reform ma y a l s o 

a f fect fami l i e s  because fewer and fewer peopl e  wi l l  qua l i f y 

for pub l i c  a s s i stance including Medica id . ( 2 6 8 )  

I n  summa r y ,  phys i c i a n s  i n f l uenced the ab i l i t y  of  

fami l ie s  t o  acce s s  early intervent ion services and insu rance 

providers  exerted con s i derable control over what and how 

services  were prov ided once fami l i e s  accessed an  ea r l y  

i n t e rvent ion provide r . Another non-Part H sys tem that had 

an  impact on the e a r l y  i n t e rvent ion system was Ch i l d  

Prot e c t i ve Services  ( C PS ) . The C P S  system i n f l uenced how 

ea r l y  i n t e rvent ion professionals  were perce i ved by fami l i es . 

Chi l d  Protect ive Services 

A fami l y  part i cipant b e l i eved that fami l i e s  o f  chi l dren 

with deve l opme n t a l  delays or d i s abi l i t ies  from low-i ncome 

neighborhoods feared the i r  chi ldren ma y be t a ken away by 

c h i l d  protect ive s e rvices . ( 2 6 9 )  Fear  o f  CPS being connected 

t o  e a r l y  i nt e rvent ion profes s i ona l s  resulted i n  fami l i es 

turning down early intervent ion services . ( 2 7 0 )  A fami l y  
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part i cipant who was a l s o  a member o f  the L ICC di scussed how 

t h i s  f e a r  impeded chi ld- f ind e f fort s . 

We have t he s c reenings out s i de ,  l i ke on a corner or in  

a cent e r . These parents are not going t o  bring the i r  

c h i l dren o u t  to  a screening- -no way ! They do not want 

t o  bring t hem out to  where profess iona l s  o f  a l l  kinds 

can see t hem, they hide in  t h e i r  homes . ( 2 7 1 )  

A f a t h e r  f e l t  that  the med i a ,  televis ion shows , and 

movi e s  perpetuate  this fear . He s a id " have you not i ced that 

every t ime t h e re i s  a movie  about a social  worker t a king a 

chi l d ,  i t  i s  a lways a middle -aged white woman ? U  To 

demons t r a t e  how someone may react to  seeing an e a r l y  

intervent i on profess ional  approach t h e i r  home , t h i s  same 

father  s a i d  t o  h i s  wi fe "Oh Lord,  t here i s  a white  woman 

wa l king up our s i dewal k ! U ( 2 7 2 )  

The f e a r  was  based i n  rea l i t y .  Chi l dren were removed 

from home s a nd these  occur rences were t a l ked about in  

neighborhoods . ( 2 7 3 )  According t o  one  fami l y  participant , 

fami l i e s  who have chi l dren w i t h  di sabi l i t i e s  are at  r i s k  for 

be ing reported to C P S ,  pa rt icula r l y  for chi l dren who have 

yet to be di agnosed or  iden t i fied by the e a r l y  intervention 

s y s t em .  ( 2 7 4 ) A mother who was reported t o  CPS  said  that the 

expe r i ence has made her t h i n k  about everything she does and 
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says  t o  peop l e  f o r  fear  that  she ma y be reported again . ( 2 7 5 )  

One s t rategy  t h a t  the L ICC has used t o  deal w i t h  t h i s  fear 

was to  hire f ami l ie s  to  wor k in their own ne ighborhoods to  

t r y  t o  ident i f y  fami l i e s . But one fami l y  worker s a i d  that 

when she has canva s sed nei ghborhoods many o f  the fami l i es 

s lammed the door in  her face , l i ke they have done to  early 

int ervent ion profess iona l s . ( 2 7 6 )  ( 2 7 7 ) 

According t o  one pro f e s s i ona l ,  an uns anitary  home can 

be con s i de red  med i c a l  neglect and as  a resul t ,  a CPS  

i s sue . ( 2 7 8 ) As an example  a profess iona l s a id that there 

was a case i n  the  past where the home was so uns anitary  that 

the chi l dren contracted tuberculos i s . ( 2 7 9 )  I n  response to 

t hi s ,  one profe s s i on a l  s a id she ma kes a point o f  t e l l ing 

fami l i e s  that she is not a CPS  worker and that she wi l l  work 

with a f ami l y  if she fee l s  the cond i t ion of the home i s  

unsani t a r y . ( 2 8 0 )  Another profe s s i onal reported that she and 

her col leagues i nform a fami l y  i f  they intend to  ma ke a CPS 

comp l a int . ( 2 8 1 )  

The i s sue was comp l i ca t ed for profe s s i ona l s  because 

they wanted t o  bui l d  t ru s t ing relat ionships with fami l ies , 

but they  a l so were obl igated and mandat ed by law to  protect 

the chi ldren by report ing abuse . ( 2 8 2 )  According to  a 

service coordinator  and a fami l y  part ic ipant , the i rony was 
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that mos t  repor t s  t o  CPS  did not come from pro fess i ona l s . 

The repor t s  came from f r i ends , fami l y ,  or  neighbo rs . ( 2 8 3 )  

Several fami l y  part i c ipants f e l t  that fami l i e s  should not 

t a ke advantage of e a r l y  i ntervent ion services because they 

are  a f r a i d  CPS . The two fami l y  parti c ipant s f e l t  that i f  

they were good parent s ,  then any reports  wi l l  b e  unfounded . 

There fore , these fami l y  partic ipants felt  that i f  an 

individu a l  is worried about CPS , then they must be doing 

someth i ng wrong and pro f e s s iona l s  shou l d  be repo r t i ng these 

fami l ie s  t o  C PS . ( 2 8 4 )  An employee o f  the L I CC be l i eved that 

profes s i ona l s  app l ied the i r  values  to fami l i es l i ving in 

depressed envi ronments , rather t han t rying to unde rstand the 

s i t u a t i on f rom the fami l i e s '  perspect ive and wor k with  

them . ( 2 8 5 )  A profess iona l f e l t  that mo st  profe s s i ona l s  

acted t o o  q u i c k l y  when they report fami l ie s  which has 

r e s u l t ed i n  the mi shand l i ng o f  cas es . ( 2 8 6 )  

Chi ld protect i ve services  presented many  i s sues for 

fami l i es and profess iona l s  i n  t h i s  L I CC . Fami l i es and 

pro f e s s i ona l s  were espec i a l l y  cha l l enged when they 

con f ronted a combination  o f  i s s ues with  phys i c i a n s ,  the 

in surance indust r y ,  and c h i l d  protective servi ces . I n  

add i t ion t o  these non - Part  H s ystems , there were other 

external  s ys t ems that i n f luenced fami l i e s '  ea r l y  
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inte rvent i o n  exper iences . This  last  category o f  non-Part H 

providers i nc l udes several  di f ferent t ypes o f  provider s that 

presented uni que cha l l enges to fami l i e s  and pro f e s s i onal s .  

Impact o f  Other Non-Part H Systems 

Part i c i pant s  f e l t  that non - Part  H sys tems such as  

hospi t a l s , the Department o f  Social  Service s ,  the Depa rtment 

of Hea l t h ,  and the pub l i c  s choo l s  a l s o  a f fected the fami l i e s  

expe r i ence i n  t h i s  L I CC . Each o f  t hese sys tems h a s  t h e i r  

own set  o f  po l i c i e s  a n d  procedures f o r  fami l i e s  w h i c h  can 

give f am i l i e s  con f l i ct i ng me ssages . ( 2 8 7 )  

I t  was  f e l t  b y  profess iona l s  and fami l i e s  a l i ke that 

we l fare reform has  had a huge impact on fami l i e s  and the 

e a r l y  i n t e rvent ion s ys tem in genera l . A member o f  the L I CC 

des c r i bed wel f a re reform as  " t he next t i dal wave that w i l l  

force t h e  e a r l y  int ervention s ystem t o  act ion again . U ( 2 8 8 )  

Members o f  the L I CC were not sure that the e a r l y  

intervent i o n  commun i t y  ful l y  rea l i zed t h e  impact that 

we l fare r e f o rm was going to  have on fami l ies . ( 2 8 9 )  

According t o  a fami l y  parti cipant , fami l i e s  are going 

to be a f fected by  wel fare reform i n  three important  ways . 

First , mothers  a r e  going to have to go to wor k and leave 

the i r  chi ldren with  someone . ( 2 90 )  One fami l y  part i c ipant 

de scri bed the impact i t  w i l l  have on a friend o f  hers when 
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s h e  s a i d ,  " you  c a n  n o t  r a i s e  babies o n  four dol l ars  a n  hour . 

Now she w i l l  have day care for awh i l e ,  but that  w i l l  run 

out , leave her babies home a l one , we l l  then c h i l d  protective 

services w i l l  come and t a ke them . " ( 2 9 1 )  Second , fami l i e s  

a r e  g o i n g  to  l o s e  b a s i c  bene f i t s  t h a t  t h e y  have been a b l e  t o  

count on s u c h  a s  Medi c a i d ,  Food St amp s ,  a n d  c h i l dren ' s 

S S ! . ( 2 9 2 )  Fina l l y ,  f ami l i e s  may become home l e s s  and pove rty 

w i l l  increase a s  fami l ie s  l o s e  their basic bene f i t s . The 

end r e s u l t  wi l l  be mo re chi ldren in need of e a r l y  

intervent ion because t h e y  a r e  n o t  having the i r  bas i c  needs 

met .  ( 2 9 3 )  

Loca l hospi t a l s  a l so had a n  impact on the Part H e a r l y  

inte rvent ion s y s t em .  The un ique i s s ues with  hosp i t a l s  made 

it d i f f i c u l t  for them to connect fami l i e s  to e a r l y  

inte rvent ion services . According to  an occupat ional  

therap i s t  a t  one o f  the hospi ta l s ,  " a  profe s s iona l does  not 

have much t ime to ma ke a referral  because fami l i es a re often 

d i s charged with no not ice , leaving l i t t l e  t ime to  prepare 

them . " ( 2 9 4 ) Al s o ,  once a fami l y  has been d i s charged , a 

provider i n  a hos p i t a l  has no con tact with  them u n l e s s  they 

are  re-admi t ted to  the  hospi t a l . ( 2 9 5 )  Even i f  a n  e a r l y  

intervent i o n  provider ca l l s  for i n forma t i on about a fami l y  

that w a s  r e f e r red to  them, t h e  profe s s iona l i n  t h e  hospi t a l  



1 8 8  

does not have acce s s  to the i r  record s ,  so  they cannot 

provide any i n f o rmat ion . ( 2 9 6 )  I n  the pub l i c  hosp i t a l  in this  

L I CC , therapy was  provided pi ecemeal  according to which 

services  were invol ved ( i . e . , Occupational Therapy,  Ph ysical  

Therapy , Social  W o r k ) . According to one profe s s iona l ,  the 

result  was that fami l i es were rare l y  vi ewed hol i s t i ca l l y ,  

which made i t  di f f i c u l t  for providers in  the hos p i t a l  to 

think i n  t e rms o f  the ful l range o f  early int e rvent ion 

service s . ( 2 9 7 ) 

I n  add i t ion to i s sues with the local  pub l i c hospi t a l , 

many  fami l i e s  had d i f f i c u l t y  because they were forced to 

interact with ma ny d i f ferent providers in  d i f ferent service 

de l i very s y s t ems . Being invo l ved with mu l t iple  systems had 

the l a rgest  impact on low-i ncome fami l ie s . Many l o w - i ncome 

fami l i e s  had a l ready been th rough and cont inued to be 

invo l ved w i t h  several  other service de l ivery systems by the 

t ime they reached an e a r l y  intervent ion prog ram . ( 2 9 8 )  

fami l i e s  inv o l ved in  other service de l i very  s ys t ems were 

concerned that accept ing e a r l y  intervent ion services wou ld 

a f fect the i r  other bene f i t s  result ing in  fami l i e s  turning 

down e a r l y  i n t e rvention  service s . ( 2 9 9 )  Al s o ,  being invol ved 

in mu l t ip l e  service de l ivery systems lead to con fusion and 

ove r l ap o f  s e rvices  for fami l i e s . ( 3 0 0 )  
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There was a pos i t i ve s ide t o  being invo l ved i n  many 

d i f fe rent s e rvice  de l i very systems for l ow- income fami l i e s . 

For example , a f ami l y  part i cipant be l ieved that  because they 

have been invo l ved in  pub l i c  service de l ivery systems , they 

were able  to  cope with the barriers and f r u s t r a t i ons  than 

midd l e - i ncome fami l i es were . ( 3 0 1 )  Also,  because these 

fami l ie s  were exper ienced at  working with profes s iona l s ,  

they fe l t  l e s s  i n t imidated . ( 3 02 ) 

Fami l ie s  i n  t h i s  L I CC had to  conf ront i s sues  related to 

t h e i r  i n t e ract i ons  with non - Pa rt H providers . Pro f e s s i ona l s  

were cha l l enged t o  provide fami l y - cente red services even 

though the i r  abi l i t y  to  do so  was a f fected by  these same 

non-Part  H providers . The Smi ths  a l s o  faced many i s sues 

presented t o  them by non-part H providers . 

The Smi th ' s Expe r ience with Non-Part H Sys t ems and Providers 

The Smit h s  experienced d i f f i c u l t y  in  acce s s ing e a r l y  

i n t e rven t i o n  s e rvi ces because o f  the i r  interact ions w i t h  

the i r  in surance company a n d  w i t h  seve ral  pediat r i c ians . 

Addi t i ona l l y ,  they  were not able to  obt ain  in -home phy s i ca l  

the rapy for o n e  o f  t h e i r  chi ldren and were denied acce s s  t o  

a spec i a l i zed form o f  the rapy t h a t  t h e y  f e l t  would have 

bene f i t t e d  Monica . The Smi ths  a l s o had a brush w i t h  c h i l d  

protect i ve s e rvices  w h i c h  changed how Mar y  interacted with  
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ped i a t r i c i a n s  ( e . g . , she i s  now more caut ious w i t h  reveal ing 

i n f o rmat i on for  fear  that i t  w i l l  be used against  he r ) . As 

a result  o f  her  brush with  c h i l d  protective service s ,  Mary 

has become s kept i c a l  o f  a l l  profe s s iona l s  with  whom she 

works . 

The Smi t h s  found t hems e l ves f i ghting bat t l e s  with  non­

Part H providers for  access t o  Part H e a r l y  i n t e rvent ion 

service s . Through the i r  s t rugg le s ,  Bob and Ma ry found that 

they had t o  be tenac i ous  i n  regards to the i r  interactions 

w i t h  both Part H and non - Part H providers . They had to rely  

on the i r  own  s k i l l s  and i n i t iat i ve to acce s s  the servi ces 

they needed . For examp l e ,  they did the i r  own resea rch , they 

trave l ed t o  Houston for a conference on rare disease s ,  and 

they took Mon i ca t o  New York  and Balt imore to see 

speci a l i s t s . The i r  tenaciousness  was a charact e r i s t i c  that 

they exhibited in dea l i ng w i t h  the many i s s ues they 

encountered in t rying to access and use  e a r l y  i n t e rvention 

service s . Many other fami l y  parti c ipant s and profess iona l 

part i c i pa n t s  f e l t  that  fami l y  charact e r i s t i c s  such a s  

tenaciousne s s  were very important t o  t h e  u l t ima te expe ri ence 

fami l i e s  had in t h i s  L I CC . 
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Fami ly Characte r i s t i c s  

Pa r t i c ipant s  f e l t  t h a t  how fami l i e s  u l t ima t e l y  

experi enced e a r l y  intervent ion w a s  due in  p a r t  to 

charact e r i s t i c s  i n t r i n s i c  to the fami l i e s  themse l ve s . 

Pa r t i c ipants  a l so fe l t  that the mot ivation o f  a fami l y  to 

cope w i t h  the s t re s s  a nd frustration o f  working with  

profe s s iona l s  from mu l t iple agencies , both ins ide and 

out s i de the Part  H s ystem a f fected the fami l y ' s exper ience 

and the amount of control  they had wh i l e  enro l led in e a r l y  

inte rvent ion . Addit iona l l y ,  the persona l i t y  o f  the prima ry 

care prov ide r had an impa ct on their  abi l it y  to react to the 

mul t ip l e  obs t a c l e s  fam i l i e s  faced in the ea r l y  intervention 

s y s t em .  How f ami l ie s  coped with  the i r  emotional  rea ct ions 

t o  the s t r e s s  and f r u s t ra t i on was a l s o  important . Fina l l y ,  

the above charact e r i s t ics  u l t imat e l y  a f fected the fami l y ' s 

ab i l i t y  t o  overcome the barriers , the amount o f  cont rol they 

felt they had over them, a l l  o f  which ma y have determi ned 

how succe s s f u l  the i r  ea r l y  intervent ion experience was . 

Figure 4 provides a graphic representa t i on o f  where fami l y  

cha racter i s t i c s  f i t  i n t o  the overa l l  mode l [ see Figure 4 ] . 

Mot ivat i on o f  Fami l i e s  

T h e  mot i v a t i on o f  fami l i e s  to pursue services and then 
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to fol l ow-t hrough with  the actual proce s s  has been cal led 

into que st ion by  both early inte rvention profe s s ional s and 

other f ami l i e s . ( 3 0 3 )  Some parti cipant s f e l t  that fami l y  

mot ivat ion w a s  the most  important factor in  t he succe s s  o f  

the ea r l y  i n t ervent i on proce s s  because o f  the many  obstacles  

fami l i e s  faced  when uti l i z i ng services . ( 3 0 4 ) For examp l e ,  a 

fam i l y  p a r t i c i pant fe l t  that " a  parent who does not s t i c k  

w i t h  i t  no mat t e r  how d i f ficult  i t  get s ,  does not care about 

the i r  ch i ld . U ( 3 0 5 )  She a l so stated that " i f  pr ide i s  an 

i s sue for a parent , they should swa l l ow it and get the 

services they  need for the i r  child  and fami l y . U ( 3 0 6 )  A 

profes s i on a l  f e l t  that some fami l i e s  t a ke t he same " w a i t  and 

seeU  a t t i t ude that  phys ici ans t a ke and they delay contacting 

an ea r l y  inte rve n t i on provider . ( 3 0 7 )  

Mot i va t ion was perce i ved d i f fe rent l y  b y  fami l i es who 

described t hems e l ve s  as low - i ncome and fami l i e s  who 

des c ribed t hems e l ve s  as  midd l e - i ncome . Low- income f ami l ie s  

f e l t  that  midd l e - i ncome fami l ie s  comp l a i ned were "whiners u 

because they  were a lways comp l a ining , whi l e  midd l e - income 

fami l i e s  fe l t  that low-i ncome fami l ies were non-comp l iant 

because they did  not show up for appo intment s .  ( 3 0 8 )  The 

e a r l y  intervent ion system " i s  guided too much by  a middle­

income perspe c t i ve that nega t i ve l y  impact s the expe riences 
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of l o w - i ncome f ami l i e s "  was how a l ow- income fami l y  

part i c ipant fe l t . ( 3 0 9 )  At the same t ime a profess iona l 

de scr ibed midd l e - income fami l ie s  as  a popu l a t ion that wou ld 

not u s e  e a r l y  inte rven t i on services . Yet , midd l e - i ncome 

f ami l ie s  were not u s i ng ea r l y  intervention service s ,  

according t o  some pro f e s s iona l s ,  because t here was more o f  a 

focus on l ow - income f ami l i e s  in  the e a r l y  intervention 

s ys t em .  ( 3 1 0 )  

Seve r a l  p r o f e s s i ona l s  f e l t  that midd l e - income fami l ies 

avoided e a r l y  i n t e rvention services because they a s socia ted 

them w i t h  pub l i c  a s s i stance . ( 3 1 0 a )  Al s o ,  midd l e - income 

fami l ie s  were s omet imes not aware that they were even 

e l i g i b l e  for e a r l y  intervent ion services because they 

bel i eved t ha t  you had t o  be " poor" to qua l i f y .  ( 3 1 1 )  Some 

profe s s iona l s  f e l t  that phy s i cians  reinforced t h i s  be l i e f  

and t o l d  midd l e - income fami l i e s  that e a r l y  int e rvent ion was 

for t he poor . ( 3 1 2 )  Regardles s ,  one mother fe l t  that fami l i e s  

should " su c k  i t  u p  a n d  g e t  past  t h e  ego . I w o u l d  do anything 

for my son a nd I e xpect that any other parent would do the 

same . Dea l  w i t h  it . I do not f i nd that to be a va l id 

excuse . " { 3 l 3 )  As a result  o f  the i s sues with  midd l e - income 

fami l i e s , one profe s s ional  f e l t  that the L I CC shoul d  deve lop 

spec i a l  ma r ket ing  approaches to a t t ract midd l e - income 
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f ami l ie s  t o  ea r l y  inte rvent ion . ( 3 1 4 ) 

Fami l i e s  with  medi ca l l y  invo l ved chi ldren have uni que 

concerns and o f t e n  chose not to pursue e a r l y  intervention 

service s . When a c h i l d  was born with severe medical  

prob l ems , t he med i c a l  services  the chi ld needed for survival 

were the p r i o r i t y  for  the med i c a l  service providers and the 

fami l y . ( 3 1 5 )  According to severa l fami l y  part i c ipant s ,  there 

were many ch i l dren with mul t iple  hea l t h  problems who could 

have bene f i t ted from e a r l y  interven t i o n ,  but they never 

connected t o  e a r l y  i n t ervention service s . ( 3 1 6 )  

Fami l ie s  w i t h  chi ldren with  medica l l y  i nvolved c h i l dren 

are  o f t e n  r e f e r red t o  e a r l y  intervention services but they 

never acce s s  the service s . These fami l i e s  have been viewed 

by  profe s s i o na l s  as unmot i vated regardl e s s  of t he medical  

i s sues  t h e y  were coping wi t h .  According to two 

profes s i ona l s ,  when c h i l dren with mu l t ip l e  health  needs were 

di s cha rged , t h e i r  f ami l ie s  were happy their c h i l dren were 

a l i ve and doing we l l  enough to leave t he hosp ita l .  They were 

not t h i n k i n g  about e a r l y  i n tervent ion . ( 3 1 7 )  Several 

profe s s iona l s  perceived the i s sue to be l a c k  o f  f o l l ow-up 

with  these f am i l ie s . Fol l ow-up should be a imed at keeping 

t hem connected t o  the system so  they can acce s s  services 

when they  are  ready . ( 3 1 8 )  This  ma y not be e f fective with a l l  
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f ami l i e s  becaus e ,  even i f  they want early  intervention 

servi ce s ,  the med i c a l  concerns may keep bringing the chi ld 

back t o  the hospi t a l ,  ma king early i ntervent ion 

d i f f i cu l t . ( 3 1 9 )  T h i s  was unfortunate because fami l i e s  with 

chi ldren w i t h  mu l t i p l e  hea l t h  i s sues had many unmet needs 

due to the i n c reased s t re s s  and pressure of having an i n fant 

or  toddl e r  with devel opmental  delays and mul t i p l e  hea l t h  

concerns . ( 3 2 0 )  F o r  examp l e ,  these chi ldren have man y  

appo intments  w h i c h  c a n  b e  v e r y  hard on a fami l y  t h a t  h a s  t o  

manage t h e  appo i n tmen t s  a l ong w i t h  j ob s ,  other c h i l dre n ,  and 

other da i l y  l i fe a c t i vi t ies . ( 3 2 1 )  

Mot i v a t i on to pur sue e a r l y  intervent ion services ma y 

have been an  i s sue for fami l i e s  expe riencing i s s ues with  

substance abus e . According to several profe s s iona l s ,  

fami l i e s  who had s ubstance abuse problems were not 

ident i f ied by  the s ys t em or  active l y  avoided any contact 

with the s ys t em because they were suspicious of any 

profe s s i o n a l  for  var ious reasons ( e . g . , fear o f  legal action  

for subs tance abuse  during  pregnancy ) ,  and  may have been 

unwi l l ing  t o  bring  the i r  chi ldren i n  for an  eva lua t ion . ( 3 2 2 )  

Wor k i ng w i t h  parents who were abusing substances can be 

frus t rat i ng for profe s s iona l s .  One profess ional  sta ted the 

prob l em t h i s  way : 
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The t oughes t  k i nds of  fami l i e s  w e  work with  are  

substance abus i ng fami l ies . The i r  minds j ust  are not  

there with their  chi l d .  They are focused on the i r  

add i c t i o n  a n d  t h e y  d o  not s e e  that there i s  a prob l em 

w i t h  t he i r  chi l d .  ( 3 2 3 )  

Another profe s s ional  f e l t  that mot ivat ion was t he i s sue with 

these fami l ie s . ( 3 2 4 )  

Mot i v a t i on ma y a l s o  be i n f l uenced by the educat i on and 

expe r i ence fami l i es have working with profes s i ona l s . 

Several profe s s i on a l s  f e l t  that a combinat ion of  educat ion 

and e xperi ence working with  s ystems can be very e f fect i ve 

for fami l i e s  in  e a r l y  int ervent ion . ( 3 2 5 )  Some fami l ies 

wonde red how fami l ie s  with  no higher educa t i on coped with 

having a c h i l d  i n  early intervent i on . They f e l t  that i t  mu st 

be very  d i f f i c u l t  for  them . ( 3 2 6 )  Not everybody agreed that 

educat i on was  one o f  the more important variables  for a 

fami l y ' s success  i n  e a r l y  inte rvent ion . For example , one 

parent s a i d  that she had a degree in education that meant 

nothing t o  her  when she sta rted e a r l y  intervent ion . She 

stated,  " I  was in a new envi ronment with nurses and doctors . 

I was j us t  a s  l o s t  a s  a parent with  no degree . " ( 3 2 7 )  One 

profe s s ional  f e l t  that  i f  a pa rent is "aggre s s i ve and ' i n 

your f a c e '  w i t h  e a r l y  intervent ion profe s s i ona l s ,  then they 
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w i l l  f i ght f o r  what they want for the i r  fami l y ,  rega rdless  

of  t he i r  level  o f  educ a t i on . U ( 3 2 8 )  

I t  was  i mportant for  profe s s iona l s  t o  s a y  that 

mot ivat i on was  not an i s s ue with  mo st fami l ies . It  was 

act ua l l y  a very sma l l  number of fami l ies who did not appear 

mot iva t ed . ( 3 2 9 )  Seve r a l  pro fe s s i onals  and fami l ie s  felt that 

mos t  fami l i e s  were ve r y  mot i vated and they wo r ked hard to  

overcome a l l  the  barriers  that they encount e red in  ea r l y  

interven t i o n . ( 3 3 0 )  A fami l y  parti cipant who was a l so a 

profe s s ional  and member o f  the L I CC f e l t  that the problem 

was that  you focus on the t ough cases ( e . g . , fami l i es who 

did not appear  mot i vated to bring the i r  c h i l dren to  

appoi ntment s  or  become i nvolved in  learning how to  wor k  with  

the i r  chi l d )  which made the mot ivat ion i s sue seem l arger 

than it a c t ua l l y  was . ( 3 3 1 )  

One f am i l y  part i c ipant wou ld l i ke t o  as k profes s i ona l s  

two que s t ions  when they perce i ve fami l i e s  who leave e a r l y  

intervent ion a s  n o t  mot i vated : "did t h e y  know the f ami l y  

when t h e y  dropped out ? D i d  t h e y  know what the i r  needs 

were ? U ( 3 3 2 ) Some t ime s profe s s iona l s  j us t  needed to  a s k  why 

fami l ie s  were not ma king appointment s .  I f  they were t r u l y  

concerned about the fami l y  t h e y  wou ld have t a l ked to  them 

and found out what was going on in t he fami l y ' s l i fe  that 
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made e a r l y  i n t e rvent i o n  d i f ficult  t o  cont inue . ( 3 3 3 )  One 

pro f e s s ional  agreed,  " t here is usua l l y  a reason . I f  you t a l k  

to t hem you wi l l  uncover these reasons and f i n d  there are 

some t h i ngs  that  you can wor k out with them . " ( 3 3 4 ) 

Fami l i e s  i n  e a r l y  intervent ion faced many barriers  

whi le t ry i ng to receive early  i ntervention service s . These 

barriers  o ften made i t  d i f f i cult  for fami l i e s  to regul a r l y  

attend appo i ntments  a n d  s t a y  active l y  i nvo l ved i n  t he i r  

child ' s care . Pro f e s s iona l s  ma y have confused poor 

mot i va t ion on the part o f  fami l ies with i ncon s i stent 

p a r t i c i p a t i o n  i n  early intervent ion by fami l i es faced with 

many b a r r i e r s . Low- i ncome fami l ies i n  part icular  were often 

perce i ved by  profes s iona l s  to be uncooperat ive and 

unmot ivated . ( 3 3 5 )  Barriers  included transportation ,  daycare 

for other ch i ldren , wor k ,  appo i ntments being scheduled at 

i nconvenient  t i me s ,  or  having too many appointmen t s . ( 3 3 6 )  

To demons t ra t e  the ext raordinary lengths a fami l y  has t o  go 

to in order to keep up with  the number of appo intments i n  

ea r l y  i nt e rvent ion one mother de scribed h e r  fami l y ' s 

expe r ience : 

Before our  son was  born ,  my husband had h i s  own 

bus i ne s s  but when t h i ngs  got cra zy with a l l  t he 

appoi n tment s , he had to stop . He went out and got a 
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j ob wor k i ng n i gh t s  s o  that  we could work our schedul e s  

o u t  t o  cover a l l  t he appointment s .  ( 3 3 7 ) 

One fam i l y  part i c ipant f e l t  that many e a r l y  

interven t i on p r o f e s s i o n a l s  w e r e  middle-i ncome women who d i d  

n o t  unde r s t a nd many  o f  the basic  i s sues that  low-income 

fami l ie s  faced each day such as "putt ing your kids i n  the 

bathtub t o  protect t hem from s t ra y  bu l l e t s  and having to  

s t a y  up a l l  n i ght long to  protect  the chi ldren . " ( 3 3 8 )  

I ns t ead i t  was  e a s i e r  for  these profe s s i ona l s  t o  b l ame the 

parent for  not being mot i va t ed when they mis sed an 

appointment . Another  fami l y  partic ipant s a i d  "I  was told by 

a speech therap i s t  that  if  you ever want your son to  spea k 

he has  t o  be i n  t he rapy four days a wee k  for an hour each 

day . She never s a i d  can you do t h i s ! " ( 3 3 9 )  Acco rding to  

one  profe s s iona l ,  i t  was not  that  low-income fami l i e s  did 

not care about the child w i t h  the de l a y  or  di sabi l i t y ,  they 

j us t  had t o  cope w i t h  basic needs f i rs t . ( 3 4 0 )  fami l i e s  

prior i t i zed t h e i r  many  needs and often ,  e a r l y  int ervent ion 

for one ch i l d  was  not the top prior i t y .  ( 3 4 1 )  

A fami l y  part i c ipant who i s  a l s o a member o f  the L I CC 

de scribed t h e  i s sue o f  mot ivat ion in  t e rms o f  impo rtant 

da i l y  l i fe dec i s ions . She des c r ibed the s i tu a t i on o f  many 

low-income fami l ie s  t h i s  wa y :  " fami l ie s  have t o  ma ke very 
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bas i c  choices  about surviva l ,  e a r l y  intervention i s  a 

l uxury . " ( 3 4 2 )  To i l l u s t rate the priori t i zat ion of  needs 

that one l o w - i ncome fami l y ,  one fami l y  partic ipant descr ibed 

her s i t uat i on : 

I was on Aid t o  Dependent Chi ldren ( ADC ) for a short 

t ime and there were t imes that I had to ma ke that 

choi c e - - p a y  the rent , but they turn the elect r i c i t y  

o f f ,  or  pay  the e l e ct r i c i t y ,  b u t  you a r e  o n  t he st reet . 

Peopl e  need t o  unde r s t and that , it ' s  not that fami l ies 

do not care . ( 3 4 3 )  

As a n  African-Amer i can mother l i ving i n  a low-income 

neighborhood s a i d : 

Fami l ie s  i n  t h i s  nei ghborhood do not have 

t ransporta t i on and they  tryin '  to get by on $ 2 3 1  a 

mont h  f rom the c i t y .  Now how you gonna feed your kids , 

pay for  hea t ,  e l ect r i c ,  rent , and go to the doctor ' s on 

$ 2 3 1  a mon t h ? ( 3 4 4 )  

For these fami l i e s ,  mot ivation to parti cipate in  e a r l y  

inte rvent ion was  n o t  the reason for the i r  l a c k  of  

pa r t i c ipat i on . They were  coping with  more immediate needs 

that t o o k  precedence over e a r l y  inte rvent ion . 

According t o  one member o f  the L ICC,  there were a 

substant i a l  number o f  fami l i e s  who did not have 
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te l ephone s .  ( 3 4 5 )  As a resu l t ,  profess iona l s  had to send 

letters  announc ing appo intments  with no way to con f i rm the 

appo intme nt s . ( 3 4 6 )  When fami l i e s  missed these appointment s ,  

pro f e s s i ona l s  somet imes be l ieved that l a c k  o f  mot i vat ion on 

the part of the fami l y  was the i s sue . Two profe s s ional  

part i c ip a n t s  l i n ked this  i s sue with  the fear  that man y  

fami l i e s  have t h a t  any profess ional  t h e y  a l low into  the i r  

home may report them to C h i l d  Protect ive Services , " i t  i s  no 

wonder that  they  mi s s  these appointments a fter  rece i v i ng an  

o f f i c i a l  letter  i n  the ma i l  announcing that  a profess ional  

w i l l  be coming t o  the i r  home . " ( 3 4 7 )  Another profe s s iona l 

added that  " i t  i s  d i f f i c u l t  enough to convince a fami l y  to 

t ru s t  you enough t o  let  you into  the i r  home when you can 

t a l k  to them . " ( 3 4 8 )  I n  both these instance s ,  fami l i e s  had 

good reasons  t o  mi s s  s cheduled appo i ntments so  mot i va t i on 

was not the i s sue . 

Transport a t ion was a s i gn i f i cant i s sue for fami l i e s  

from low-i n come n e ighborhoods . ( 3 4 9 )  Even when an agency 

prov i ded t ransport at ion , it  was s t i l l  d i f f i c u l t  for fami l i e s  

because t h e y  h a d  to b e  p i c ked u p  o n  the v a n  drive r ' s 

schedu l e ,  u s ua l l y  an  hour and a ha l f  before an  appo intment , 

go to the appo i n tment for an  hour or more and t hen wait  

another  two hour s  for a r ide home - - i t  was a whole  day . ( 3 5 0 )  
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"What s eemed l i ke a non-comp l i ance thing was often a non­

t ransportat ion thing"  was how one pro fess ional sta ted the 

problem .  ( 3 5 1 )  Comb i ne a l a c k  o f  t ransportat ion with 

appointme n t s  several  t imes a wee k in  di fferent parts o f  the 

c i t y  a nd it is e a s y  t o  unde rstand how t ransportat ion a l one 

prevented fami l i e s  f rom being able to u t i l i ze e a r l y 

interven t i on s e rvices  rather than l a c k  o f  mot i vat ion . ( 3 5 2 ) 

A profes s i onal  i n  a cent er-based program sta ted the 

i s sue con c i s e l y  when she said  " what good doe s it  do to refer 

a fami l y  t o  a program when they are unable to get 

there . " ( 3 5 3 )  Relaying the same sent iment , a fami l y  

pa r t i c ipant s a i d ,  " a ny pa rent w i l l  tel l you t hat it  i s  hard 

to p a c k  your baby u p ,  e speci a l l y  one with hea l t h  needs , and 

wa l k  in the r a i n  to the community  center . I t  j ust  i s  not 

going to happen . " ( 3 5 4 ) A rela ted t ransportat ion i s sue was 

that i f  a fami l y  moved t o  a d i f ferent part o f  town that 

woul d  ma ke i t  di f f i c u l t  for them to cont inue at tending the 

same program,  the services were not repl aced . ( 3 5 5 )  

Another i s sue that fami l i e s  conf ronted that led 

profe s s i ona l s  t o  view them as  unmot ivated was related to 

other chi l dren i n  the household . Fami l i e s  who had a child  

with  deve l opme n t a l  concerns often had other  chi l dren with 

and wi thout deve l opment a l  de lays . ( 3 5 6 )  I t  was d i f f i c u l t  
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t ry i n g  t o  bal ance a wee k l y  s chedu l e  with seve r a l  chi l dren 

a l l  of whom had doctor ' s  appo intment s ,  the rapy , and s chool . 

A s i ng l e  mot h e r  de s c r i bed her exper ience w i t h  e a r l y  

intervent ion t h i s  way : 

I have four  chi ldren a l t ogether and three o f  t hem are  

a s t hmat i c .  I n  the s ummer when i t  i s  hot they have 

t rouble breathing . To get t o  therapy [ for one c h i l d  in 

the e a r l y  i n te rvent ion sys tem]  we a l l  had t o  wa l k  a 

mi l e  t o  t he bus stop in  t he hea t ;  t a ke a hot sme l l y  bus 

across the c i t y ;  go t o  the appointment ; and then go 

back the s ame way . ( 3 5 7 )  

Aga i n  the i s sue  that  prevented fami l ie s  from ma king 

appointments  was  not related to the i r  mot iva t i o n ,  it  was a 

pract i c a l  i s s ue o f  how t o  care for other chi ldren . 

D i f f i c u l t y  obt a i n i n g  daycare was a s i g n i f icant  i s sue 

for many fami l i e s  a s  wel l .  ( 3 5 8 )  I t  was a l s o  di f f i cu l t  for 

them t o  a t te nd f am i l y  s upport g roups because  they could not 

f ind a babys i t t e r . ( 3 5 9 )  Devona , a mother o f  a c h i l d  with  

Cerebra l Pa l s y  who  l ived i n  a l ow- income nei ghborhood said  

that when  she had t o  go to wor k ,  she needed t o  f i nd daycare . 

What she d i scovered was that t he daycare providers wanted to 

charge her t w i ce as much because her daughter had a 

di sabi l i t y .  Devona f e l t  that what they were rea l l y  t e l l ing 
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her w a s  that  t h e y  d i d  not want to accept her chi l d  and this  

was j us t  the i r  way o f  t e l l ing her . ( 3 6 0 )  

Devona ' s  s o l ut ion to her daycare problem was to start 

her own daycare i n  her home . Devona did more than j u st 

s t a r t  a daycare , howeve r ,  she des igned her daycare center 

spec i f i c a l l y  for  chi l dren with d i s abi l i t i e s . ( 3 6 1 )  She was 

very proud of the fact t hat she had a chi l d  with aut i sm and 

seve r a l  other  ch i l dren with  speech and motor de l a y s  

at tending the daycare faci l i t y .  She s a i d  that she 

spec i f i ca l l y  l oo ked for these kids because she knew that the 

fami l ie s  had no  where e l s e  to go . ( 3 62 ) She charged fami l i e s  

$ 6 5  a week  because t h a t  w a s  a l l  s o c i a l  secur i t y  or ADC w i l l  

p a y  f o r  dayca re . ( 3 62a ) The daycare service was so we l l  

known i n  her  commu n i t y  and the need s o  great that Devona 

s a i d  she had to turn many fami l i e s  away because she did not 

have room for t h e i r  children . She wants more space to 

accommodate them . ( 3 6 3 )  Devona i s  a l s o  a n  advocate for these 

fami l i e s  and she pushed t hem to get involved in e a r l y  

intervent i o n . ( 3 64 )  

Some profe s s i ona l s  modi f i ed the i r  stance on j udging 

fami l ie s  as unmot ivated . They be l ieved that fami l i es who 

expe r ienced d i f f i cu l t y  with  aggre s s ive l y  pursuing e a r l y  

intervent i on d i d  so  because of  their  di f fi c u l t y  i n  coping 
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w i t h  t h e  overwhe lming s t ress  they faced w i t h  having a chi ld  

w i t h  a deve l opmental  delay . Acco rding to  a service 

coordina t o r ,  many low-i ncome fami l i e s  were overwhe lmed by 

the many  i s sues  i n  the i r  l i ves because they were not 

organi zed in  how they dea l t  w i t h  the i s s ue s . She be l i eved 

they were in chaos . ( 3 6 5 ) Anot her profe s s i onal  f e l t  that  the 

chaos d i s t racted some fami l ies from the i r  ch i ld ' s 

deve l opme n t a l  needs to  the point where the need went 

unnot iced . ( 3 6 6 )  Acco rding to  a service coordinat o r ,  fami l i es 

who were more organi zed in  their approach to coping with the 

same i s s ues were be t t e r  able to  handle barriers they ran 

into in  the e a r l y  int ervent ion system . ( 3 67 ) 

Profe s s ion a l s  who l i n ked a fami l y ' s motivat ion with  the 

abi l i t y  t o  approach caring for the i r  chi l d  in  an organi zed 

manner f e l t  that these fami l i e s  needed a s s i stance . for 

examp l e ,  an adequat e  i n f o rma l support s t ructure was 

important for fami l i es w i t h  c h i l dren w i t h  deve lopmenta l  

de l a y s . A suppor t ive fami l y  w a s  very he l p f u l  f o r  low-i ncome 

fami l ie s  w i t h  a c h i l d  or c h i l dren w i t h  devel opmental  

delays . ( 3 6 8 ) Younger fami l i e s  and s i ngle mot hers , howeve r ,  

were a t - r i s k  f o r  not having a s t rong support netwo r k  t o  

a s s i s t  t hem w i t h  t h e i r  i s sues . ( 3 6 9 )  A fami l y  part i c i pant 

who had a d i s ab i l i t y  that qua l i f i ed her for SSI bene f i t s  
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f e l t  that S S I  provided h e r  a meas ure o f  secu r i t y  that many 

other fami l i e s  in the e a r l y  inte rvent ion system did not 

have . ( 3 7 0 )  These f ami l i e s  had to rely heav i l y  on 

profe s s i on a l s  for even the mo st  bas ic needs because they did 

not have a s upport netwo r k . ( 3 7 1 )  

M iddl e - income fami l i es suffered from lack  o f  support as  

wel l .  One mot her f e l t  that she and her fami l y  l o s t  the 

support o f  the i r  f r i ends who had chi ldren who did not have 

deve lopme n t a l  delays  or  d i s ab i l i t i e s  because of the i r  own 

c h i l d ' s deve l opment a l  di sabi l i t y .  ( 3 7 2 ) She reported m i s s i ng 

interactions  w i t h  t ypica l l y deve loping chi ldren and with 

the i r  mothe r s . ( 3 7 3 )  She a l so f e l t  that she a lways 

a s sociated everything her daughter had d i f f i c u l t y  with to 

her d i s ab i l i t y  when it  rea l l y  ma y have been norma l 

devel opment a l l y .  ( 3 7 4 ) I f  she were around t ypica l l y  

deve loping chi ldren she ma y have been i n  a better pos i t ion 

to see what was related to the disab i l i t y  and what was j ust  

typi ca l ch i l d  behav ior . ( 3 7 5 )  

Pro f e s s iona l perceptions o f  mot ivat ion ma y be based on 

incomp l e t e  i n f o rmat ion . For examp l e ,  a profe s s ional  

caut ioned her  c o l leagues when she s a id "profess iona l s  need 

to remember that  they are putt i ng fami l i e s  under a 

micros cope . U ( 3 7 6 )  They a l so need t o  unde rstand that 
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fami l i es have l e g i t imate reasons for not wan t i ng services 

and not f o l l o w i ng th rough . ( 3 7 7 )  Barriers  such as  

t ransport a t i o n ,  t ime o f  day therapy i s  o f fered , and fear of  

CPS  ma y have appeared to  be lack o f  mot iva t i on to  

profes s ional s ,  when  the barriers  may have a f fected parents 

abi l i t y  to f o l l ow - t hrough with services . ( 3 7 8 )  One o f  the 

rea sons fami l i e s  may not have been mot iva t ed was because 

they did  not  unde r s t and that there was rea l l y  a problem . 

Other fami l i e s  may drop out o f  e a r l y  intervent ion because 

they were d i s couraged by not seeing progre s s . ( 3 7 9 )  A 

profe s s ional  on one t eam s a i d  that the social  worker on 

the i r  t eam was  very good at  reminding team members that 

there were man y  other va r i ables  i n  a persons l i fe that were 

j us t  as important  as  e a r l y  int ervent ion . ( 3 8 0 )  

One part i c ipant f e l t  that the succe s s  o f  a fami l y  i n  

t h e  ea r l y  i n t e rvent ion s ys tem w a s  more a t t ributable t o  how 

profe s s iona l s  dea l t  w i t h  fami l i es than the mot i vat ion o f  

fami l i e s . ( 3 8 1 )  F o r  examp l e ,  an  employee o f  t h e  L I CC f e l t  

that  the  sys t em ove rwhe lmed fami l i e s  when t h e y  f i r s t  ente red 

the s y s t em ,  t h i s  o ften  resul ted in fami l i e s  not fol l owing­

through w i t h  s e rv i ces . ( 3 8 2 )  Another possible  i s s ue was that  

fami l ie s  may not  a l ways  be comfortable with  pro f e s s i o n a l s  

coming i n t o  t he i r  homes . ( 3 8 3 )  Jus t  saying that  a fam i l y  was 
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unmo t i vated  ma y have been a n  easy way out for profe s s iona l s  

when maybe what t h e y  should have done w a s  b e  more pe r s i stent 

with provi d i n g  the i n forma t i on and suppor t s  to bet t e r  meet a 

fami l y ' s needs . ( 3 8 4 ) 

Part i cipants  had d i f ferent perspect ives regarding the 

l a c k  of mot ivat i on to pursue e a r l y  intervent ion services . 

Some part i c i pa n t s  be l i eved that lack  o f  mot i vat ion was the 

most  important factor in  determining the e a r l y  intervent ion 

expe r i ence for fami l i e s . Other parti cipant s be l i eved that 

fami l i e s  who did  not appear mot i vated to part icipate  in  the 

ea r l y  int e rven t i on s y s t em were instead trying to balance 

other i s s u e s  a nd concerns in  the i r  l i ves . Some parti c ipant s 

sugge s t ed that  perceived mot iva t i on and lack  thereof may 

have been the  r e s u l t  o f  an individual  fami l y  membe r ' s 

persona l i t y .  

Impact of Persona l i ty Charact e r i s t i c s  

A n  individual  fami l y  membe r ' s persona l i t y  c a n  p l a y  a n  

important p a r t  i n  t h e i r  e a r l y  intervent ion experi ence and on 

the fami l y ' s perceived level of mot ivat ion . Some fami l ies 

were tenacious  and were adept at confront a t i on and f i ghting 

for what they  de s i red . Others were more t imid and did not 

handle con front a t i on wel l .  The i r  bas i c  persona l i t i e s  

i n f l uenced t he i r  abi l i t y  to cope with  t h e  many  i s sues in  the 
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e a r l y  int e rven t i on s ys t em .  

One f am i l y  part i c ipant f e l t  that people who were t imid 

were " ra i l roaded" by e a r l y  inte rvention profe s s i ona l s  

because  t h e y  did  not rea l i ze that they had the right to  say 

no to things . ( 3 8 5 )  I t  t a ke s  some o f  these fami l i es a great 

deal o f  e f fort t o  say they want to  be involved in the i r  

child ' s int e rven t i on plan . ( 3 8 6 )  One member o f  the L I CC felt  

that p a s s ive f ami l i e s  were not a l ways treated very we l l  and 

did not have the i r  needs met . ( 3 8 7 ) A pro fe s s i on a l  fe l t  that 

fami l i e s had t o  be able and wi l l ing to f i ght for what they 

needed and wanted in  the early inte rvention system . ( 3 8 8 )  

A common pe rsona l i t y  charact e r i s t i c  exhibited by  

fami l i es who  f a red we l l  in  the  e a r l y  interven t i on s ys t em was  

tenaci t y .  ( 3 8 9 )  Fami l i es who approached e a r l y  intervent ion 

tenaciou s l y  appeared t o  have been more s ucce s s f u l  acce s s i ng 

needed services  than fami l i e s  with  a more pass i ve 

approach . ( 3 9 0 )  According to one employee o f  the L I CC , 

tena c i ou s  f ami l ie s  were mo re l i ke l y  to f i ght for what they 

wanted in  the s y s t em and access needed services . ( 3 9 1 )  As 

one f am i l y  part i c ipant s a i d ,  " t hey do not do it for you , " 

meaning that the fami l y  has to t a ke control and ma ke sure 

thing s  get  done . ( 3 9 2 ) Tenac ious fami l i e s  felt that a l l  

fami l ie s  should b e  tenacious i f  they care about t h e i r  
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chi l d .  ( 3 9 3 )  

Some fami l ie s  that con s i de red thems e l ves tenacious were 

adept at working w i t h  e a r l y  intervention profe s s iona l s . for 

examp l e ,  one fami l y  f e l t  that it was impo rtant to p i c k  your 

ba t t l e s  and not f i ght over everyt h ing - - " f ight for what you 

want mos t . " ( 3 9 4 ) " Once you have dec ided what is most 

important  t o  you , do not let  anyone know it unt i l  i t  is t ime 

to bear down , then use it to negot iate  and get what you 

need . " ( 3 9 5 )  Another fami l y  s a i d  that " i t  is impo rtant to  

not  be con f rontat i ona l ,  be more subt le  and  use  negot i a t ing 

s k i l l s . "  ( 3 9 6 )  

One father ' s  tenacious fighting spirit  came from 

watching h i s  parents  f i ght for the rights  o f  h i s  two s i s ters  

who had men t a l  retardat ion . ( 3 9 7 )  He f e l t  that the services 

his s i s t e r s  received were because o f  h i s  mothe r ' s t enacious 

approach . A mother  who has a d i s abi l i t y  hers e l f  s a id that 

she did  not want her  daughter to  go through what she went 

th rough [ l i ke be ing h i t  and k i c ked ] when she was a kid and 

was pl aced in the " re t a rda t ion" c l a s se s . ( 3 9 8 ) T h i s  t enac i t y  

a n d  f i g h t i ng s p i r i t  for the i r  chi ldren i s  n o t  j u s t  rese rved 

for phys i c ians  a nd ea r l y  interven t i on profe s s i ona l s . One 

mother s a i d : 

I have had peopl e  in  the grocery stores  say  how sorry 



they a r e  f o r  he r ,  but I do not l e t  ' em get away w i t h  

that . I s a y  do not be fee l i ng sorry for t h i s  g i r l , 

t h i s  g i r l  i s  gonna go a fter  and get anything she 

want s .  ( 3 9 9 )  

2 1 2  

Fami l ie s  who were t enacious f e l t  that they wou ld do 

whatever t h e y  had to do to secure services for t h e i r  

chi ldren . ( 4 0 0 )  Fo r examp l e ,  one mother scheduled her 

child ' s the rapy over l unch so  that she could be with him two 

t ime s a wee k .  ( 4 0 1 )  Another mother went to  a confe rence in  

Chicago  t o  l e a rn more about Prader-Wi l l i  S yndrome . ( 4 0 2 )  Two 

other fami l i e s  have lea rned how to  write  grants  and use the 

pub l i c  l ibrary  to  do research about the i r  chi ld ' s 

di sabi l i t y . ( 4 0 3 )  Fina l l y ,  a s i ngle mother descr ibed the 

lengths she had t o  go to  every day to  ensure that  her son 

rece i ved e a r l y  inte rvent ion : 

I am a s i n g l e  mother and was working when he f i r s t  

s tarted  g o i n g  to  therapy . I woul d  wake up dead 

exhaus ted  and s t i l l  have to  get my baby to  the doctor ' s  

o f f ice . I did  not even have a ca r t o  get h im there at  

the  t ime . That i s  how important that kid  i s  t o  

you . ( 4 0 4 ) 

One mother s a i d  that  she ran into barriers  here and 

t here but she  did not let t hem s top her f rom pursuing e a r l y  
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intervent i on . She specu l a ted that having the tena c i t y  to 

overcome the barriers  may be the di f fe rence between fami l i e s  

who s t i c k  w i t h  ea r l y  intervention and those who drop 

out . ( 4 0 5 )  According to many fami l y  part i c ipant s ,  what they 

rea l l y  meant  when they de f i ned themse lves a s  tenacious was 

that they  had conf idence in  themselves and were wi l l ing to 

f i ght for  what they needed with profe s s i ona l s  and others 

invo l ved in  e a r l y  i n t e rvent ion . ( 4 0 6 )  

Fami l i e s  who have been through the early  interven t i on 

s ys t em were i n t o l e rant o f  other fami l ies ' dec i s ions not to  

p a r t i cipate  in  early  intervent ion . ( 4 0 7 )  One mother s a i d  " I  

can not accept a l o g i c a l  dec i s ion t o  not have your c h i l d  

rece i ve services  that  they abs o l u t e l y  need . S u c k  i t  u p  and 

do i t . " ( 4 0 8 )  A pa rent who was a l s o  an advocate for parents 

new t o  e a r l y  i n t e rven t i on said " I  t a l k  to  paren t s  who say  

they do not even want  to  help their  chi l dren w i t h  the i r  

homewor k . "  Another mother s a i d  that she could n o t  unde rst and 

why fami l i e s  were so unwi l l ing to get involved in a state  

Part H p l anning g roup in  which  she  part i c ipated . ( 4 0 9 )  

Fina l l y ,  when a pa rent advocate a s ked another parent why she 

d i s conti nued ea r l y  intervention she rep l i e d ,  " t hey a lways 

want t o  come over during the Yo u n g  a n d  t h e  Res t l es s ,  so I 

t o l d  t hem I did  not want to  wor k  with  them anymore . " ( 4 1 0 ) As 
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a result  o f  t h i s  comment ,  the parent advocate f e l t  that the 

parent who made the comment was not mot ivat ed . 

Fami l y  p a r t i cipants and profe s s i onal participant s 

be l i eved that  the pe rsona l i t y  o f  a fami l y  member t rying to 

negot i a t e  the e a r l y  intervent ion system was an important 

determinant of whether they had a succe s s ful  experi ence or 

not . They f e l t  that tenac i t y  or  t imidne s s  i n f l uenced a 

fami l y  membe r ' s abi l i t y  to acce s s  services and to work with  

profe s s iona l s ,  teams , and  agencies in  the e a r l y  intervent ion 

system . I n  addi t i on to these bas i c  persona l i t y  

characte r i s t i c s , fami l y  parti cipants  f e l t  that profes s i ona l s  

a l so f a i l e d  t o  con s ider some o f  the emotional rea c t i ons 

fami l i es e xpe r i ence because o f  t he i r  chi l d ' s devel opment a l  

concerns . 

Emo t i on a l  React ions 

A pro f e s s i on a l  partic ipant be l ieved that den i a l  and 

g r i e f  appeared a s  a lack o f  mot ivation for many fami l ie s  who 

were coping w i t h  the presence of a deve l opmental  delay or 

d i s ab i l i t y  regardl e s s  of the i r  pe rsona l i t y . ( 4 1 1 )  Some 

fami l ie s  were s impl y  busy dea l ing with  g r i e f  i s sues rela ted 

to the i r  chi ldren ' s devel opment a l  de l ays or di sabi l i t i e s , or 

they were denying that there was a problem at a l l . A 

pro f e s s i on a l  caut i oned , "We are  a l l  taught t o  have t he 
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pe rfect  ch i l d  and when you d o  not have the per fect ch i l d ,  

you d o  n o t  want t o  bel ieve there i s  a problem . You deny i t  

to  yours e l f  a n d  t o  others . " ( 4 1 2 )  Denying that there was a 

problem was  f e l t  to  be a part icularly  b i g  i s sue by 

pro fes s i on a l  part i c ipant s and some fami l y  parti cipant s . ( 4 1 3 )  

For examp l e ,  a n  empl oyee o f  the LICe s a id that fami l i e s  deny 

a problem that is c l e a r l y  evident to others . ( 4 1 4 )  

There a r e  many reasons why parent s ma y have expe rienced 

den i a l  w i t h  t he i r  chi ldren . According to  two pro fes s i onal  

part i c i pant s ,  the  fami l y  ma y fee l that the c h i l d  w i l l  grow 

out of i t ,  they  do not want to enter the wor l d  of the " short 

bus"  [ a s  one profe s s ional  referred to having chi l dren w i t h  

spec i a l  needs w h o  r i d e  o n  b u s e s  that are s h o r t e r  t h a n  buses 

for c h i l dren who are  not in spe c i a l  educat ion ) .  I n  other 

words , a f ami l y  may deny the existence o f  a de l a y  because 

they fear the imp l icat ions o f  having a chi ld w i t h  spe c i a l  

needs . ( 4 1 5 )  

Trying t o  exp l a i n  den i a l  i n  a cultural  cont ext , a 

mother who i s  A f r i can Ame r i can and has a c h i l d  w i t h  a 

di sabi l i t y  de s c r i bed how she f e l t  and how other A f r i can 

Ame r i can f ami l ie s  ma y have felt when she s a i d : 

I n  the  b l a c k  communi t y  i t  has to  do w i t h  how you t h i n k  

about a ch i l d .  I t  i s  l i ke a r i t ua l i s t i c  t h ing- - l i ke i n  
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Roo t s  where t h e  baby i s  held  up t o  the night s k y . I t  

i s  t h e  i dea  t h a t  your baby i s  the " one , H and when you 

t r y  to t a k e  t h i s  idea that t h i s  is the " one H away from 

a parent , i t  i s  l i ke you a re ta king her dreams away . A 

c h i l d  w i t h  a di sabi l i t y  i s  not the one , so o f  course 

you a re going t o  have parent s who deny the problem . 

When I was  p regnant I was convinced that I was going to  

have the " one , H and  when  that  did not  turn out to  be 

the case  I couldn ' t underst and why . Loo king back now I 

t h i n k  I was  in  deni a l . ( 4 1 6 )  

Fami l y  part i c i pants  f e l t  den i a l  o f  t he i r  c h i l dren ' s 

deve l opme n t a l  i s s ues were a s sociated w i t h  fear . They 

expe r i enced den i a l  because they feared what it meant for 

t h e i r  ch i l dren . ( 4 1 7 )  There was a l s o  a fear o f  what i t  meant 

for t hem . They feared los ing t h e i r  f r i ends who had c h i l dren 

w i t hout d i s abi l i t ie s  or  delays because the i r  f r i ends would 

not want t h e i r  chi ldren exposed to  ch i ldren with 

disabi l i t i e s . ( 4 1 8 )  Other partic ipants felt that fami l ie s  

convinced t hems e l ve s  that  t h e i r  chi ld w a s  only  a l i t t l e  s l ow 

because they  did  not want to deal w i t h  the 

imp l icat ions . ( 4 1 9 )  

There were other possible  explanat ions  for what 

pro f e s s i ona l s  perceived a s  den i a l . Fo r examp l e ,  some 
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fami l i e s  den i e d  the e x i s t ence o f  the problem because they 

were a f r a i d  of the  s t i gma a t t ached to the label o f  

deve l opme n t a l  de l a y . ( 4 2 0 )  A l s o ,  fami l i e s  may have not 

unde r s t ood t h a t  t h e i r  chi ldren had delays which ma y have 

appea red to  p r o f e s s i o n a l s  as  a den i a l  o f  the i s sue . ( 4 2 1 ) 

Other fami l i e s  ma y not have seen the sever i t y  o f  the de lay  

that  profe s s iona l s  saw . Profess iona l s  view t h i s  as  not  

accep t i ng the d e l a y . ( 4 2 2 ) One profe s s iona l b e l i eved that  

parents  ma y deny  the existence o f  a de l a y  because they were 

emba r r a s s ed t h a t  t h e i r  c h i l d  was d i f ferent . ( 4 2 3 )  

Another  react ion some fami l i e s  expe rienced was s e l f  

b l ame . Fami l i e s  some t ime s b l amed thems e l ves for t h e i r  

c h i l d ' s de l a y . ( 4 2 4 )  Parent s were even made t o  feel  by t h e i r  

own fami l ie s  t h a t  t h e i r  chi ld ' s de l a y  w a s  t h e i r  fau l t . ( 4 2 5 )  

Pro fe s s i ona l s  a l s o  a s s i gned bl ame t o  the fami l y .  For 

examp l e ,  one f ami l y  partic ipant s a i d ,  "Somet ime s you are  

l e f t  respo n s i b l e  for the c h i l d ' s problem . They 

[ profess iona l s )  make you feel that i t  i s  your f a u l t . " ( 4 2 6 )  

Regarding the e a r l y  intervention team on which she worked,  

one profe s s ional  felt that  some members o f  the te am were not 

able t o  look a t  the other needs and concerns of the  fami l y . 

I nstead,  a l l  they saw was a fami l y  who did not appear to  be 

coope ra t i ng so  they  p laced the bl ame o f  the de l a y  on the 
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f ami l y .  ( 4 2 7 ) A mother caut ioned profess ion a l s  when she 

s a i d ,  "we  can not unde r s tand what other people  are going 

th rough , j us t  l i ke they can not unders tand what we are going 

through . " ( 4 2 S )  

A fami l y  p a r t i c ipant fel t ,  " I t  i s  not hing but God ' s 

w i l l  u n l e s s  they  do not get prena t a l  care,  or they use drugs 

or  a l cohol whi l e  they are pregnant . " ( 4 2 9 )  The end result  for 

some fami l i e s  was  that they began to  be l i eve a l l  those 

peopl e  who were t e l l ing t hem that the i r  chi ld ' s d i f f i cu l t i es 

were the i r  fau l t . ( 4 3 0 )  Acco rding to one fami l y  part icipan t ,  

fami l i e s  u l t ima t e l y  s a y ,  " Forget th i s ,  I ' m  wal king 

out . " ( 4 3 l )  I n  other words , fami l i e s  resent being b l amed for 

the i r  chi l d ' s de l a y s  and they leave the s ys tem . When t h i s  

happens ,  the  f ami l y  i s  l o s t  to  the sys tem a n d  t h e  c h i l d  and 

fami l y  do not bene f i t  from e a r l y  int ervention services . 

Fortunat e l y ,  there were other fami l i e s  involved in 

ea r l y  i n te rvent ion who told fami l y  parti c ipan t s  that it was 

not the i r  f a u l t  that t h e i r  chi ld had a de lay/disabi l i t y .  

( 4 32 )  For examp l e ,  one mother s a i d  " I  always thought that 

if  your baby was  born w i t h  something wrong w i t h  them then 

you mu s t  have done someth ing to  t hem . You mus t  have caused 

i t . I t  was good t o  hear from other fami l i e s  and f i nd that 

i t  was not t rue . " ( 4 3 3 ) Overa l l ,  the general  feel ing was 
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that pro f e s s i ona l s  needed t o  be dea l ing with these i n i t i a l  

g r i e f  a nd g u i l t  react ions more e f fective l y .  ( 4 3 4 ) Howeve r ,  

f ami l i e s  who were tenacious and were able to cope with any 

g r i e f  o r  g u i l t  react i ons s t i l l  faced many barriers  that made 

it di f f i cu l t  to part i c i pate  in the early  int e rven t i on 

sys tem . 

Other Fami ly B a r r i e r s  to E a r ly Intervent ion Services 

Establ i sh ing t rust  in  the working relat ionship between 

fami l ie s  a nd e a r l y  intervention profess iona l s  was o ften a 

barrier  for  f ami l ie s . I f  the i n i t i a l  trust bond was not 

e s t ab l i sh e d ,  fam i l ies  o ften chose not to pursue 

service s . ( 4 3 5 )  A pro f e s s i onal  ac knowledged that gett ing 

through the i n i t i a l  t rust i s sue was o f ten d i f f i c u l t  for many 

rea sons such as racial  i s s ue s ,  appearances ( i . e . , s t y l e  of 

dre s s ) ,  u s i n g  profe s s ional  j a rgon , or  persona l i t y 

c l a s he s . ( 4 3 6 )  B u i l ding trust  took t ime , espec ia l l y  when it  

was a home-based prog ram and  the fami l y  was l e t t i ng a 

st ranger i n t o  t he i r  home several t imes a week to work with  

t he i r  ch i l d . ( 4 3 7 )  Pro f e s s i ona l s  felt  that they may only 

have one chance a t  e s t ab l i s h ing trust  with  a fami l y .  ( 4 3 8 )  A 

therap i s t  i n  a home-based prog ram emphas i zed t h i s  point when 

she s a i d : 

I only have one v i s i t  before the eva luat ion t o  bui ld 
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rapport wh i l e  doing a l l  the pape rwor k  w i t h  them . 

Because o f  i n s u rance companies and what i s  b i l lable  

t ime , I usua l l y  only  have one-ha l f  to  one hour to  do i t  

i n  when I proba b l y  need 1 0 0  hours to  g a i n  the i r  

t rus t . ( 4 3 9 )  

A social  worker ' s advice t o  a l l  early  int e rven t i on 

profe s s iona l s  was  that  they have to  t a ke the fami l y ' s lead 

in  order t o  e s t ab l i s h  that i n i t i a l  bond o f  t rust . ( 4 4 0 )  

A s i gn i f i cant barrier  to bui lding t rust  between 

fami l ie s  and profess iona l s  was related to race . 

Profe s s iona l s  tend to  be midd l e - i ncome white women and many 

fami l i es in the s ys t em are lower-i ncome , African Ame r i can ,  

and  o ften s i ngle  mothers . ( 4 4 1 )  A profe s s i onal fe l t  that  the 

ea r l y  inte rvent ion s ys tem in  general has not been support ive 

o f  A f r i ca n  Ame r i cans . She a l s o  f e l t  that Afr ican Ame r i cans 

were bl amed for  t he i r  c h i l dren ' s problems because of abus e ,  

neglect , drug s ,  and t eenage pregnancy . They were made to  

feel  that  they  had done somet hing wrong because t h e i r  child  

needed early  i n t e rvent ion . ( 4 4 2 )  On  the  other  hand,  a service 

coordinator  bel i eved that race was not the i s sue w i t h  

e s t a b l i shing  t rust  with  a fami l y .  She thought the i s sue was 

more of a general  m i s t rust o f  all profess iona l s  and that it 

did not have anyt h i ng spec i f i c  to do with e a r l y  int ervent i on 
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pro fe s s iona l s . ( 4 4 3 )  

I t  appeared that divers i t y  among e a r l y  intervent ion 

pro fe s s ional s was rare . A profe s s i onal  f e l t  that having a 

therap i s t  o f  c o l o r  would be very helpful  on her team . ( 4 4 4 ) 

But i t  has  been d i f f ic u l t  for e a r l y  int erven t i on programs to 

rec ruit  and h i re minor i t ies . ( 4 4 5 )  According t o  a 

profes s i ona l ,  the  e a r l y  i n t e rvent ion sys t em needs to  a t t ract 

mino r i t i e s  t o  be better able to  relate to  the popu l a t i ons  

w i t h  whom they work in  the system .  ( 4 4 6 )  

Profess iona l s  and fami l i e s  ac knowl edged a need to  

addre s s  the  i s sue o f  race  in  e a r l y  intervent ion in  t h i s  

L I CC . ( 4 4 7 )  A s  one profe s s i on a l  s t ated i t , "We a l l  have our 

l i t t l e  prej udices and fears , e speci a l l y  on f i r s t  impre s s i on . 

But i f  you can overcome them you usua l l y  f ind that peopl e  

a r e  decent a n d  d o  n o t  cause a problem . " ( 4 4 8 )  According to  

one  fami l y  p a r t i c i pant , fami l i e s  need to  be able to  work 

w i t h  profe s s iona l s  o f  all  kinds , rega rdl e s s  o f  their  race or 

gende r . ( 4 4 9 )  Pro fess iona l s  a l s o need t o  be cogn i zant o f  

d i f ferent c u l t u ra l  norms so t h e y  d o  n o t  mi s i nt e rpret a n y  

behaviors  t h a t  m a y  appear  to  b e  non- comp l iance or l a c k  of  

mot i v a t i on . ( 4 5 0 )  

Ea r l y  i n t e rven t i on profe s s i ona l s  o ften had a t t i t udes 

about fami l i e s  t h a t  se rved as  barriers . One fami l y  



2 2 2  

pa r t i c i pant f e l t  t h a t  some e a r l y  i nte rvention profess iona l s  

t reated chi ldren w i t h  spec i a l  needs l i ke t h e y  were 

dumb . ( 4 5 1 )  There were fami l i es who mis sed appoi ntment s  or 

did not answer the door when therap i s t s  arrived because they 

fe l t  they were j udged by profe s s iona l s ,  and fami l i es wanted 

to  avoid t hi s .  ( 4 5 2 )  P ro f e s s i ona l s  had t o  remember that they 

were going into peopl e ' s home s and entering into fami l i e s '  

private  l i ve s . ( 4 5 3 )  On the other hand, t here were 

profe s s iona l s  who avoi ded ma king home v i s i t s  i n  l ow income 

neighborhoods , even i f  that was what the fami l y  wanted . As a 

res u l t , according to  a profess ional part i c ipant , these 

fami l i e s  may have not been provided the services they 

needed . ( 4 5 4 )  

Profe s s i ona l s  were somet imes caught up i n  t h e i r  own 

needs and d i s rega rded how a fami l y  was be i ng a f fected . A 

fami l y  par t i c ipant t hought that profess i ona l s  did not want 

to  work w i t h  each other to  support fami l i es because they 

were a f r a i d  t h a t  i f  they let other early  intervent ion 

profe s s i on a l s  know what they were doing they would " s teal  

t h e i r  g l o r y . ff ( 4 5 5 )  Profess i ona l s  may have a l s o  f i t  fami l i es 

into  t he i r  prog rams the way they wor ked best for the 

pro f e s s i o na l s , not the  fami l i e s . ( 4 5 6 )  One mother de scribed 

a t rans i t i on meet ing  from earl y i nte rvent i on into the 
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school s  where several occupa t ional therapi s t s  di sagreed with 

each other and began to  open l y  argue with  each other in the 

meet ing . She felt that they were more concerned about the i r  

own i s sues  t h a n  about t h e  fami l y ' s needs . ( 4 5 7 )  fina l l y ,  a 

fami l y  p a r t i c ipant s a i d  how frust rated she was w i t h  e a r l y  

intervent ion p r o f e s s i o na l s  who wou ld n o t  t e l l  h e r  t h a t  there 

was a prob l em w i t h  her chi l d .  She felt that the 

pro fe s s iona l s  w i thheld the t ruth f rom her so that  she would 

not become upse t . ( 4 5 8 )  

The a t t i t udes o f  other s t a f f  i n  e a r l y  interven t i on 

programs a l so became a barrier when these s t a f f  were not 

sens i t ive t o  the needs o f  fami l ies . for examp l e ,  the s t a f f  

who hand l e  a l l  o f  t h e  insurance and b i l l ing respons ibi l i t i es 

were ve r y  important to  the smooth  func t i oning o f  e a r l y  

int ervent ion t eams . These s t a f f  were t r u l y  the g a t e keepers 

to  ea r l y  i n t e rvent ion . When fami l i e s  had d i f f i cu l t y  working 

w i t h  these  s ta f f ,  the  s t a f f  became a barrier  to  e a r l y  

intervent ion for  fami l i e s . ( 4 5 9 )  Because they did not have 

contact w i t h  f ami l i e s  and did not know t h e i r  ove r a l l  i s s ue s ,  

they t reated f ami l ie s  poo r l y  when they mis sed 

appo intment s . ( 4 6 0 )  

Another b a r r i e r  for fami l i e s  i n  the e a r l y  i n t e rvention 

syst em was  the  use  o f  profess ional j a rgon . fami l i es s a i d  
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t h a t  t h e y  h a d  t o  be a b l e  to  learn profess iona l j a rgon i f  

t h e y  wanted to  communicate w i t h  profess iona l s  and unde rs tand 

what was happen ing w i t h  t h e i r  early  interven t i on team . ( 4 6 1 )  

Fami l i e s  and profess i ona l s  o f t en di sagreed over what was 

best for  the  c h i l d  because o f  mi sunderstandings that 

resu l t ed f rom profes s i ona l s  us ing j a rgon with fami l ies . ( 4 62 ) 

I t  was not a lways easy  for profess iona l s  to  w a l k  into 

peopl e ' s l ives  and f e e l  comfortable e i ther . One 

pro f e s s i o n a l  a dmi t t ed that  there were t imes that she was not 

comfo rtable  w i t h  fami l i e s . ( 4 6 3 )  This  became a ba rrier  for 

fami l i e s  who pre ferred or  needed in- home services because 

some profe s s iona l s  were not comfortable  going into the homes 

of fami l i e s  w i t h  e t hn i c  backg rounds d i f ferent from the 

therap i s t ' s .  One t eam' s social  worker commented on t h i s  

i s sue by saying  that  s h e  rou t i n e l y  goes to  fami l i es ' homes 

f i rs t  to pave the way for the therap i s t s  so they knew what 

to expect . ( 4 6 4 )  

There were many  other barriers for fami l ie s  in  

acce s s ing early  i n t e rvent ion services . Fo r examp l e ,  

l a nguage di f ferences- such as  fami l ies who spea k only  

Spani sh-are  b a r r i e r s  for fami l i e s  and  profe s s iona l s  due to  

l a c k  o f  i n t e rpreters  and  funds to  pay for interpreters . ( 4 6 5 )  

I l l i t e racy was a barrier  for many fami l i e s  because o f  the 
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amount o f  pape rwo r k  that was th rown a t  fami l i e s  when it  was 

a s s umed they could read . ( 4 6 6 )  Somet ime s t h i s  resulted in 

fami l i e s  not acce s s i ng the early inte rvent ion providers 

because i t  was not clear to them where the ent ry point 

was . ( 4 6 7 )  De s p i t e  a l l  the obs tacles  and d i f f i c u l t i e s  

fami l i e s  expe r i enced with  t he e a r l y  intervent ion system in 

t h i s  Counc i l ,  there were fami l i e s  who were very sat i s f i ed 

w i t h  t h e i r  overa l l  expe rience and f e l t  that they were 

empowered by  the  proce s s . ( 4 68 )  

The Impa ct of the Smi th ' s Fami ly Characte r i s t i c s  on the i r  

Early Inte rvent ion Expe r i ence 

The Smi ths  were tenacious i n  the i r  approach t o  working 

with  both Part H and non - Part H service providers . I n  a 

sense , the Smi ths  were able to empower thems e l ves i n  the 

e a r l y  i n t e rvent ion sys tem which led to them having what they 

de scr ibed as a sat i s factory expe r ience . They expres sed 

conce r n ,  howeve r ,  for those fami l i es who they f e l t  were 

unable t o  s t a nd up for t hems e l ves and f i ght w i t h  

profe s s iona l s . T h e y  w e r e  conce rned t h a t  these fami l i e s  did 

not know that they had the right t o  st and up for t hemselves 

and that this me ssage  was not communicated t o  them . As a 

resu l t , the Smi t h s  a s sumed that these fami l i e s  were not 

empowe red t o  make dec i s ions about services . 
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Empowe ring  fami l i e s  was a key concept embedded in  Part 

H but fami l i e s  have rarely  been as ked what t h i s  concept 

means to th em ( Dunst  & Trive t t e ,  1 9 9 4 ) . Empower ing fami l i es 

was important  t o  fami l y  partic ipants and profess ional 

part i c i pants  a nd i t  eme rged as  a theme in  this s t udy . 

Empowering Fami l i e s  

Empowering  fami l i e s  i s  cons ide red an impo rtant 

component of f am i l y-centered care . Empowerment eme rged as  a 

concern for fami l i es and profess iona l s . One o f  the possible 

reasons for  this  was the expres sed need for fami l ie s  to  cope 

w i t h  the many barriers  they faced . Early  int ervention 

providers were o ften powerless  to  do anyt hing about many  of 

the Part  H and non - Part  H barriers . The di scuss ions in 

which part i c ipants  engaged in  about empowerment were focused 

on s t ra t e g i e s  about what needed to  happen in the future to 

empowe r f ami l i e s . Many o f  the par t i c ipant s ideas appear as  

sugges t i ons or  s t rategies  for empowerment . Empowe rment i s  

represented i n  Figure 5 [ see Figure 5 ] . 

Part i c ipants  f e l t  that s t rategies  for empowering 

fami l i e s  should addre s s  the mu l t iple  leve l s  o f  systems ' 

i n f l uence on the  e a r l y  interven t i on expe r ience for fami l i e s  

to  max imi z e  the  cont ro l  fami l i e s  have over t h e  services they 

rece i ved . A f i r s t  s t ep in  the empowerment proce s s  for many 
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f ami l i e s  w a s  having t h e i r  basic  needs met . One profess iona l 

f e l t  t h a t  t h e  o n l y  way f ami l i es could be empowe red was to  be 

provided a s s i s t ance in  gain ing some control  o f  these 

problems . Many o f  these  problems were what p l aced c h i l dren 

at  r i s k  for e xper i encing deve l opmental  delays in  the f i r s t  

pl ace . ( 4 6 9 )  Another pro f e s s i onal  be l ieved that many 

fami l ie s  were in c r i s i s  when they f i r s t  entered the syst em 

and t h a t  p r o fe s s i ona l s  o ften j umped too qui c k l y  into  

" empoweringu  f ami l ie s  when what  they rea l l y  needed was  

c r i s i s  i n t e rvent ion . T h i s  profe s s ional defined empowe rment 

as  " a l lowing  fami l ie s  to ma ke dec i s ions . U ( 4 7 0 )  

A s in g l e  mother de scr ibed her expe r ience w i t h  a pub l i c  

hea l t h  n u r s e  w h o  w a s  ma king home v i s i t s . She s a i d ,  "do you 

know that  when I got  Levon and we had a nurse coming over to 

help out w i t h  her ,  she would t e l l me to s l eep whi l e  she was 

there . She was  so  swee t ,  she knew how exhaus t ing i t  was 

w i t h  three boys and Levon . U ( 4 7 1 )  Another mother de scribed 

her expe r i ence w i t h  a t empo rary service coordinator from the 

L I Ce : " She [ Counci l  emp l oyee ] started coming in  and seeing 

me when I was  i n  the  Pe r i n a t a l  Subst ance Abuse Cente r  before 

my son was born . U ( 4 7 2 )  Addi t i ona l l y ,  the temporary service 

coordinator  cont i nued to  f o l l ow her a fter  she was di scha rged 

and refe r red her to a hospi t a l -based program where she 



rece i ved other forms o f  a s s i s tance . ( 4 7 3 )  This  mother f e l t  

t h a t  she was  empowered when s h e  said ,  

She  was  v e r y  helpful  to  my  s i tuation,  she  helped me 

l e a rn t h a t  there  were other people l i ke me and that my 

baby was a b l e s s i n g ,  and that I could be a good mothe r .  

She a l so  t o l d  me how to  get other help I needed . ( 4 7 4 ) 
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One f ami l y  part i c ipant f e l t  that fami l i e s  needed 

informa t ion once t h e i r  bas i c  needs have been met . ( 4 7 5 )  

I n forma t i on can be a form o f  power for fami l ies . As one 

part i c i pant s t a t e d ,  " I f  you j u s t  understand that  you have 

powe r ,  then you rea l l y have power . " ( 4 7 6 )  According t o  

seve r a l  fami l y  part i c ipant s ,  fami l i e s  need in forma t i on about 

the i r  ch i l dren ' s de l a y/disab i l i t y ( 4 7 7 ) , i n format ion about 

c h i l d  deve l opment ( 4 7 8 ) , informa t i on about the e a r l y  

intervent ion  s y s t em ( 4 7 9 ) , informa t ion about bas i c  parent ing 

s k i l l s ( 4 8 0 ) , and what services were ava i l able . ( 4 8 1 )  

Addi t i ona l l y ,  they needed t h i s  information presented t o  them 

in  a format they  cou l d  unde r s t and . ( 4 8 2 )  As one fami l y  

pa r t i cipant  who was a l s o  a member o f  the Counci l  said ,  

" Fami l i e s  j us t  need  i n forma t i on . Once they get the  

informa t i o n ,  he l l ,  they do  not  need us anymore . " ( 4 8 3 )  

Fina l l y ,  a fami l y  p a r t i c ipant f e l t  that fami l ies have a 

respon s i bi l i t y  for empowering themse l ves . For examp l e ,  i f  
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they a r e  g i ven a phone number for a referra l ,  they need t o  

ca l l . She bel i eved that  fami l i es often want others to  do 

the work  for  them . ( 4 8 4 ) 

According t o  a fami l y  parti cipant , a good way for 

profes s i ona l s  t o  i n i t iate  the empowe rment proce s s  with  

fami l i es was t o  boost t h e i r  s e l f -esteem . Pro fe s s iona l s  

could beg i n  by  teaching fam i l i e s  s imple t a s k s  t h a t  t h e y  are 

l i ke l y  to  comp l e t e  succe s s f u l l y ,  thus bui lding con f i dence in 

the i r  abi l i t y  to  learn and carry out more compl icated 

t a s ks . ( 4 8 5 )  A l s o ,  profess iona l s  could help fami l i es deal 

with other peop l e ,  such a s  fami l y  membe rs , who did not feel 

they were capable o f  a s s i s t ing in  the i r  c h i l d ' s 

intervent ion . ( 4 8 6 )  Wor king with  profe s s i ona l s  requi red 

s k i l l s ,  s k i l l s  t h a t  many fami l i e s  often did not 

pos se s s . ( 4 8 7 )  De s c ribing how impo rtant i t  was for her to  

have worked  with  a profess iona l w i l l ing t o  teach her , a 

fami l y  p a r t i c ipant s a i d ,  "We had a great  case manager e a r l y  

on w h o  t a u g h t  us  the l anguage a n d  how to  work with  

pro fes s i on a l s  and agencies , i t  was so valuable . " ( 4 8 8 )  

The f ami l y  part i c ipant above brought up a key for many 

fami l ies : unde rst anding the language of profe s s i ona l s . A 

service coo rdina t o r  be l i eved that genera l l y  the parent was a 

lay  person and did  not unders tand profess ional j a rgon . 
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Cons equent l y ,  i f  t h e y  d i d  not unders tand what they were 

being t o l d  a nd what was being discussed by pro fes s i ona l s ,  

how could t h e y  poss i b l y  become invol ved in  the planning and 

dec i s i on-ma king  proce s s ? ( 4 8 9 )  

A f ami l y  p a r t i c ipant f e l t  that profe s s iona l s  can 

empower fami l ie s  by  serving as  a condui t  for informat i on and 

they can h e l p  fami l ie s  sort  through what can somet imes be an 

overwhe lming amount o f  i n format ion . ( 4 9 0 )  One fami l y  

part i c ipant c a u t i oned profe s s i onals  about in format ion they 

give f ami l ie s  when they are f i r s t  approached about e a r l y  

intervent ion  w h e n  she s a i d ,  " I  did n o t  h e a r  anything they 

told me i n  those f i r s t  few days , and that was when they told 

me a l l  t h e  s t u f f  I needed to  know . U ( 4 9 1 )  

P r o f e s s iona l s  can a l so empowe r fami l ies by t eaching 

fami l ie s  s ki l l s  that  they w i l l  need to  begin ta king control 

o f  t he i r  expe r ience in  the e a r l y  int ervention sys t em . 

Profe s s i ona l s  can guide fami l i e s  who request  help and teach 

them what they  need to  know about the e a r l y  intervention 

sys tem, w i thout holding their hands and prevent ing them from 

t a king control  over t h e i r  experience . ( 4 92 ) A fami l y  

part i c ipant bel i eved that  fami l i e s  can not d o  anything for 

thems e lves unt i l  they learn the system; and she felt that 

profes s iona l s  have been reluctant to teach them . ( 4 9 3 )  
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For p r o fe s s iona l s ,  there was a fine l i ne between be ing 

paterna l i s t i c  w i t h  fami l i es and empowering fami l ie s . As a 

profes s i onal  s a i d ,  "We t r y  and help them [ fami l ies ] wi thout 

t e l l ing  t hem what to do . " ( 4 9 4 )  One pro fes s i onal  ac know ledged 

t e l l ing f ami l i e s  that she wou ld not do it for them because 

they needed t o  l e a rn how to t a ke care o f  their own ch i l d ,  

even i f  fami l i e s  wanted h e r  to take cont rol . ( 4 9 5 )  An early  

intervention  profe s s ional  who was a social  wor ker stated 

that she enj o yed the empowe rment part of  her practice with 

fam i l i e s  w h i ch she d e f i ned a s  " s t rengthening a fami l y ' s 

abi l i t y  t o  t a ke care o f  the i r  own needs . " ( 4 9 6 )  A fami l y  

member summed u p  t he need f o r  profess iona l s  to teach 

fami l ie s  how t o  t a ke care o f  the i r  own needs when she s a i d ,  

" I f  empowe rment d o e s  n o t  mean helping fami l i e s  to d o  i t  

themse l ve s ,  t h e n  I d o  not know what empowerment i s . " ( 4 9 7 )  

Fam i l y  p a r t i cipants felt  s t rong l y  that profes s i ona l s  

needed t o  t a ke t h e  t ime t o  teach them how to carry o u t  many 

o f  the funct i o n s  t radi t i ona l l y  reserved for 

pro f e s s iona l s . ( 4 9 8 )  A fami l y  partic ipant r e f l ected t h i s  

fee l i ng w h e n  s h e  s a i d : 

We [ fami l i e s ]  l e a rn f rom a whole lot o f  d i f ferent 

peop l e - - f ami l y ,  m i n i s t e r s ,  parents , fr iends , but ma inly  

I ' m  r e f e r r ing to profes s i ona l s  who  are working with 



fami l i e s  i n  e a r l y  inte rvent ion . They need t o  t each 

fami l i e s  how to care for the i r  spec ial  ch i l d . ( 4 9 9 )  
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Rega r d l e s s , some profe s s i ona l s  appeared to  be conce rned 

about turning  over some of the i r  responsibi l i t ies  to  

fami l i e s  because  t hey were  uncomfortable with fami l y  members 

doing some o f  the technical aspect s o f  their  wor k .  I n  

respon se to  t h i s  a mother s a i d ,  " Parents can learn . I did . I 

never woul d  have dreamed that  I wou ld be suct ioning my child  

and  changing feeding  tubes and all  that , but  I did i t . I 

learned . " ( 5 0 0 )  " T r a i n ing i s  the key to succe s s ful fami l y  

invol vement " i s  how another mother felt . " A  parent who h a s  a 

child w i t h  a special  need has never had to  dea l with  that  

be for e ,  they need t o  be t rained how to  care for a child  with 

spec i a l  needs . " ( 5 0 1 )  A profe s s i onal  from one o f  the early 

intervent ion prog rams f e l t  very s t rong l y  that the parent 

must be present  at  t herapy s e s s i ons so that they can learn . 

Another profes s ional  a t  t h i s  program said that  she was 

concerned about other early intervent ion providers sending a 

van t o  p i c k  up the c h i l d  for t herapy at their  center ,  

wi t hout t he parent . She said ,  "We w i l l  not do that because 

we feel it is too important for the fami l y  to  be there . They 

need to be t h e re to learn . " ( 5 02 ) Without t h i s  t raining ,  

fami l ie s  become dependent upon early intervent ion 
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pro fe s s i ona l s . ( 5 0 3 )  

Pro fe s s i ona l s  bel ieved that t here was a price t o  pay 

for empow e r i ng fami l i e s . Seve ral fami l i e s  felt that  t here 

was some rel uct ance on the part o f  profess iona l s  to  

re l i nq u i s h  some of this  power to  fami l i e s  so  they  did not 

t a ke t he t ime to  teach fami l ies . A fami l y  part i c ipant who 

was a l so a member of the Counc i l  f e l t  that  profe s s i ona l s  

have purpose f u l l y  l e f t  fami l i e s  out o f  much o f  t h e  p l anning 

and inte rven t i o n  proces s .  Her re sponse to  t h i s  a t t i t ude 

was , "We w i l l  not lose  our j obs i f  we teach fami l i e s  how to 

do t h i s . We s t rengthen fami l i es instead . That is what we are 

supposed to do . " ( 5 0 5 )  I t  was impo rtant t o  teach fami l i es 

s ki l l s ,  but i t  was a l s o  important to  help t hem incorporate 

the act i v i t i e s  a s s oc i a t ed with the s ki l l s ,  l i ke f i ne motor 

therapy into their  a l ready estab l i s hed schedules  [ d a i l y  

rout ine s ] . ( 5 0 6 )  

Fami l i e s  suppo r t i ng each other i n  the ea r l y  

intervent ion  s ys t em w a s  con s i de red to  be an es sent i a l  met hod 

for empowe r i ng fami l ie s . ( 5 0 7 )  Fami l i e s  who had experi enced 

ea r l y  i n t e rvent ion were an ext reme l y  useful  resource for 

fami l i e s  j us t  entering the system .  ( 5 0 8 )  As a n  example  one 

mot h e r  s a i d ,  " Peop l e  l i ke me t h i n k  they are by t hemse l ves 

unt i l  they  meet other  peop le  who have the same experiences - -
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you d o  not feel  a s  a l one . " ( 5 0 9 )  The L I CC has organi zed an 

annual event cal led " Parents  Speak  Out " where parent s get 

together t o  s h a re expe r i ences , informa t i on ,  support , and 

adv i ce . One mother s a i d ,  " I  think  that has been the most 

pos i t ive expe r i ence for me , i t  helped me w i t h  my son and I 

have made f r i e nds . They are people who I can t a l k  to  when I 

have a que s t ion or  to  j us t  t a l k . " ( 5 1 0 )  I n  fact , she would 

prefer t o  have the " Parents  Spe a k  Out "  event more than once 

a year . ( 5 1 1 )  An organi zer o f  the event s a id the purpose was 

to  encourage d i a l ogue with every parent and exchange 

in forma t i on . Meet ing and t a l king to  other people was the 

mos t  important aspect of the event . ( 5 1 2 )  

Fami l i e s  have formed both forma l and i n forma l parent 

support g roups . ( 5 l 3 )  One fami l y  in particular found a 

support g roup t o  be very he lpful when her fami l y  needed 

i t . ( 5 1 4 ) The fami l y  participant who f e l t  she bene f i t ted 

f rom the " Pa re n t s  Spea k Out "  event felt that whi le i t  was 

very h e l p fu l ,  she did  not see many  people from lowe r - i ncome 

neighborhoods . ( 5 1 5 )  I t  has not been easy  t o  organ i ze parent 

support groups , howeve r .  An e a r l y  interven t i on prog ram 

t r ied to organi ze a support g roup but they were unable to 

get a l a rge enough g roup to a t t end on a regu l a r  bas i s  so 

they had to cancel i t . ( 5 1 6 )  Whi l e  fami l i es f e l t  they 
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bene f i t t ed f r om s upport g roups , they had t rouble at tending 

because o f  other commitment s . ( 5 1 7 ) 

One fami l y  p a r t i cipant descr ibed an addi t i onal  suppo rt 

mecha n i sm for fami l i e s . I t  was a parent t ra ining program 

de s i gned f o r  parents  to empower other parent s . Pa rent s were 

used as s u rroga t e s  for parents entering the system . A 

parent who has  been in  the s ystem teams up with  a new parent 

to provide s upport  for fami l i e s  going into the i r  f i r s t  I FS P  

meet ing . ( 5 1 8 ) T h e  L I CC has organ i zed t h i s  and i s  recru it ing 

parents t o  act  a s  s u r rogates . ( 5 1 9 )  

A fami l y  part i c ipant felt  that profe s s iona l s  needed to 

be aware t h a t  what ma y be t rue for fami l i e s  today w i l l  

undoubtedly  b e  ve r y  d i f ferent in  a few yea r s . A s  a res u l t , 

she f e l t  that  profess iona l s  need to always be changing and 

eva luating  fami l i e s  in order to adequate l y  meet the i r  

needs . ( 5 2 0 ) To empower fami l ies , profe s s iona l s  need t o  

l i sten  t o  fami l ie s  t o  unde rst and t h e i r  needs . ( 5 2 1 )  A 

profes s ional  s t ated that e a r l y  intervention pro fess iona l s  

need t o  l e a rn more about other cultures to b e  e f fect ive at  

empowe r i n g  and working with fami l ies . ( 52 2 ) Wh i l e  another 

profe s s iona l be l i eved that it  was important for 

profes s iona l s  t o  move at the fami l y ' s pace , not the i r  

own . ( 5 2 3 )  
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The Smith ' s  Expe rience with  Empowe rment 

The Smi t h s  did not feel empowered with many o f  t h e i r  

i n t e ra c t i ons  w i t h  t he i r  ped i a t r icians and w i t h  their  

insurance  company . I n i t i a l l y ,  Mary felt  that the i s sue was 

t h e i r  l a c k  of knowl edge about Cerebral Pa l s y . The Smi ths 

felt that t he y  empowe red t hemselves by f i r ing their f i r s t  

pediat r i c i a n  whom they  felt  w a s  n o t  meet ing the i r  needs . 

T h i s  a c t ion  h e l ped t hem to  rea l i ze that  they could ma ke 

cho i ce s ,  d i s agree w i t h  profe s s iona l s  and get what they 

wanted . W i t h  t h e i r  next c h i l d  who was expe riencing de lays , 

they  ques t ioned t h e i r  c h i l d ' s phys ician more qui c k l y  and 

pushed him for a diagnos i s . When they did not get the 

answers t he y  wanted,  they  chose a new pediatrician . The 

Smi t h s  fee l ings  o f  empowe rment ma y have been rela ted to  

t h e i r  persona l i t y ,  spec i f ical l y ,  their  tenacious approach to  

working with  phys i c i ans  and  w i t h  early  int ervent i on 

pro f e s s iona l s . 

Summary 

The purpose of t h i s  inquiry  was to examine the intent 

o f  the Part H l e g i s l a t ion to  mandat e  the const ruct ion of 

fami l y - cente red service de l ivery systems from the 

perspect ives  o f  re l evant s t a keholders in one L I CC . What 

emerged was a mode l that  represents the con f l uence of Part H 
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p o l i c y  i ntent i ons , systems and providers that  e x i st ed 

out s i de the realm o f  Part H ,  and the individua l 

charact e r i s t i c s  o f  fami l i e s . Fami l y  empowe rment i s  what 

rests  at  the con f l uence . Fami ly empowe rment emerged as  the 

key to  ma k i ng t h i s  sys tem family-cente red . 

Fami l i e s  expe r i enced i s sues with the operat iona l i z a t i on 

o f  some o f  t he key aspects  o f  Part H such as  the manda te for 

service coordi n a t i o n ,  coordinated service s ,  and certain  

r i ght s . Fami l i es a l s o  expe rienced many barriers  that  

con fronted t hem f rom out s i de o f  the Part H early 

intervent ion s y s t em .  I t  was u l t imat e l y  their  responsibi l i t y  

to  cope w i t h  t h e  i s sues that  eme rged from Part H and non­

Part H provide r s . Therefore,  in t h i s  conceptual  mode l , 

fami l y  empowerment rests  at the point where these three 

catego r i e s  i n t e rsected . 

The expe r i ence o f  the Smi ths  and the many other 

part i c ipant s  i n  t h i s  inqu i r y  revealed a cons iderab l e  amount 

of i n f o rma t i on about how the early  intervent ion service 

de l ivery s y s t em in  t h i s  L I CC a f fected fami l i e s  and 

prov i ders . I f  t h i s  i s  an accurate recon s t ruct ion o f  fami l y  

and profe s s ional  expe rience s ,  t hen many important l e s sons 

can be lea rned . These les sons can a s s i s t  other fami l i es in 

unde r s t anding and coping with the many i s sues they ma y 
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expe r i ence when seeking services for t he i r  c h i l dren w i t h  

devel opme n t a l  de l a y s  or  d i s abi l i t ies and their  fami l y . 

Add i t iona l l y ,  pro f e s s iona l s  both within  the Part H e a r l y  

intervent ion s y s t em a n d  out s ide o f  i t  c a n  l e a r n  l e s sons 

about how to mo re e f fect ive l y  support fami l i e s . The final  

section o f  this  chapter descr ibes these l e s s ons to  be 

l ea rned . 



2 4 0  

Lessons T o  Be Learned 

The l e s sons to be lea rned from this  inquiry  emanate 

from the appa rent interconnect edne s s  between the local Part 

H s e rv i c e  del i very  s ystem,  non- Part H systems and providers , 

and individual  fami l y  systems as  they reflected the intent 

of  Pa rt H ,  the imp l emen t a t i on of Part H, and how early  

int ervent ion i n  this  L I CC · was  expe rienced by fami l i e s . The 

s t rugg l e  for providers in  t h i s  L I CC has been w i t h  a t t empt ing 

to imp l ement the principles  of famil y-centered pract ice 

whi le  s imu l t aneou s l y  interact ing with fami l i e s  and non- Pa rt 

H prov i de r s . The experi ence for many fami l i e s  in t h i s  L I CC 

and how they  f a red in  the earl y inte rvention s ystem was 

i n f l uenced by  t he i r  own s k i l l s ,  resource s ,  and i n i t i a t ive . 

I f  t h i s  i s  an accurate recons t ruct ion o f  the 

expe r i ences of these fami l ies , then some les sons can be 

lea rned from t h i s  inqu i r y . Firs t ,  l e s sons can be lea rned 

about the fami l y - cente red intent o f  Part H .  Second , there 

are l e s sons t o  be l e a rned about how the fami l y-centered 

intent of Part  H has been impacted by non- Part H systems 

and providers  in t h i s  L I CC . Third,  there are l e s sons to be 

learned about how the charact e r i s t ics of fami l i e s  have 

a f fected t h e i r  e a r l y  intervent ion exper ience . Fina l l y ,  there 

are les sons to  be lea rned about empowe ring fami l i e s  in this  
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L ICC . 

Lessons  About the  Fami ly-Centered I ntent o f  I DEA, Part H 

The i n t ent o f  the Part H leg i s l a t i on t o  const ruct 

s y s t ems t h a t  were f ami l y-centered proved to be d i f f i c u l t  to 

ach i eve for the providers who parti cipated in  t h i s  s t udy . 

For e xamp l e ,  the  f i rst  les son about the fami l y- cente red 

intent of Part  H relates  to how provide rs were re imbursed 

for service s . Pro f e s s i on a l s  were under pressure to  provide 

o n l y  those s e rvices  that were b i l l able  and were profi table 

for t he i r  empl oyers . 

Les son 1 :  I n  a fami l y-centered service de l ivery mode l , 

dec i s ions  about which services the child  and f ami l y  receive 

should be dec i ded prima r i l y  by the fami l y ,  not by the needs 

of t he service  providers . 

A second l e s son about the famil y-cente red intent o f  

P a r t  H r e l a t e s  t o  h o w  the l e g i s l a t ion st imula ted agency 

compe t i t ion . The  Pa rt H l e g i s l a t ion t i ed reimbursement 

d i rec t l y  to individu a l  fami l ies . As a resul t ,  agencies were 

concerned about keeping t h e i r  fami l y  coun t s  high  because 

Part H funding was l i n ked to  each fami l y .  



Le sson 2 :  When re imbu rs ing for services provided by e a r l y  

i n t e rvent ion  prog rams , agencies ma y be interes ted i n  

providing  service s  t o  some fami l i e s  and not to  others 

because it increases their funding support . 
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A t h i rd l e s s on about the family-cente red intent o f  Part 

H is l i n ked t o  organi z a t i onal  cons t raints  expe rienced by 

provide r s . Ea r l y  intervention programs in  t h i s  L I CC did not 

exi s t  as i ndependent operat ing prog rams , rathe r ,  they  

res ided w i t h i n  l a rger  organ i z a t i ons such  as  hosp i t a l s ,  

priva t e  devel opme n t a l  di sabi l i t y  agenc i e s ,  o r  within  pub l i c  

devel opme n t a l  d i s abi l i t y  agenci es . A s  such , the e a r l y  

interven t i o n  prog rams were under t h e  direct control  of  t h e  

l a r g e r  organi z a t ion . 

Lesson 3 :  When e a r l y  intervent ion programs reside within  

la rger agenc i e s , i s sues present within  their  host  

organi z a t ions  t o o k  precedence over the  needs o f  fami l i es and 

the e a r l y  i n t e rvent ion prog ram . 

A fourth  les son relates  to i s s ues with  the 

imp lemen t a t ion of the fami l y-centered intent o f  Part H .  An 

important  way  for such a con fusing syst em to become fami l y-
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centered was  f o r  fami l i e s  t o  have a " s ystem expert " a t  their  

disposa l  to  guide them through the complex web o f  service 

provide r s . Service  coordina t i on was the mecha n i sm 

envi s i oned to  meet t h i s  need for fami l ies . But service 

coordina t i on was  not a b i l l able service , and agenc ies  did 

not want t o  ut i l i z e va luable s t a f f  t ime providing i t . A l s o ,  

fami l i e s  d i d  n o t  have a c l e a r  unders tanding o f  t h e  r o l e  o f  

t h e i r  service  coordinators . 

Le sson 4 :  Beca use  service coordinat ion was not a b i l l able 

service , fami l i e s  may not  receive ef fect i ve service 

coordina t i on . 

There were many i s sues encounte red with  Part H services 

by fami l i e s  and providers . Many of these i s s ues , howeve r ,  

ma y have been a s sociated w i t h  sys tems and providers that 

operated o u t s ide o f  the Part H service de l ivery syst em in 

t h i s  L I CC . The next seven les sons learned are related to 

the i s sues  a s s o c i a t ed with non- Part H systems and providers . 

Le s s ons  about Non Part  H Syst ems and Provide rs 

There a re seve r a l  les sons about the pos s ible i n f l uence 

that non-Part  H s ys t ems had on the implementat ion of the 
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fami l y-centered intent o f  Part H and how t h i s  was 

exper i enced b y  fami l i e s . The three ma j or non- Part H sys tems 

and provide r s  were ph y s i c ians , ins urance providers , and 

C h i l d  Prot ect i ve Services . The f i fth les son learned relates 

to the lack o f  v i s i b i l i t y  o f  the Part H s ystem to fami l y  

pract i c e  phys i c ians  and ped i a t r icians i n  t h i s  commun i t y . 

Les son 5 :  Pa r t i c ipant s f e l t  that there ma y be an a s sociat ion 

between a l a c k  of v i s i b i l i t y  of  the early intervent ion 

s ystem a nd low referral  rates by phys ic ians to e a r l y  

interven t i on providers . 

The s ix t h  l e s son learned relates to the i s sue 

ident i f ied by part i c ipant s that phys icians ma y not have 

access  to in format ion and research fi ndings that wou ld  

l e g i t imi z e  the  e f fect i veness o f  early  inte rvent ion . The 

absence of evidence in medical  publications to support early  

intervent ion  a s  an e f fe c t i ve approach to working  w i t h  

in fant s and t o d d l e r s  w i t h  deve lopmental  de lays  ma y have 

i n f l uenced how phys i cians  perce i ved early  intervent ion 

services  and providers . 

Lesson 6 :  When phys i c ians  do not have access to research 
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f i ndings  demon s t rat ing the e f fect i veness o f  e a r l y  

i n t e rvent i on , phys i c i ans  ma y n o t  a lways be l ieve in  t h e  

e f fect iveness  o f  ea r l y  interven t i on as  a t rea tment approach 

and ma y even d i scourage fam i l i e s  from pursuing e a r l y  

intervent ion s e rvices . 

A seventh l e s son relates  to  how phy s i c ians approached 

the presence of developmental  de lays  in i n fants  and 

toddle r s . P a r t i cipants  f e l t  that phys icians in  t h i s  L I CC 

adopted a w a i t -and-see a t t i t ude w i t h  fami l i e s  when t h e i r  

children f i r s t  presented with  deve l opmental  de l a y s . When 

phys i c i a n s  d i d  refer  infants  and toddl ers , they tended to 

refer them t o  other phy s i cians  and not t o  e a r l y  i n t e rvention 

provide r s . Th i s  proce s s  turned into  a l ong proce s s  for 

some fami l i e s  w i t h  many referra l s  t o  many d i f f e rent t ypes of  

spe c i a l i s t s . 

Lesson 7 :  When phys i c i ans  use a wait -and- see approach with  

c h i ldren with  deve l opmental  de l a ys , many infants  and 

t oddlers  ma y be c l osed out o f  the early  intervention system .  

T h i s  proce s s  can be di sheartening for many fami l i e s  and lead 

t o  some fami l i e s  never being re ferred to  an e a r l y  

int ervent i on program . 
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The e i g h t h  l e s son relates  t o  t he perspe c t i ve held by 

part i cipant s  that  phys i c ians somet imes used too much medical  

j a rgon w i t h  f ami l i e s  wh ich  was d i f f i cult  for fami l ies to  

deciphe r .  Also ,  some fami l ies f e l t  that  phys i c ians did not 

va lue  t he opini ons o f  fami l i e s  regarding their  chi l dren ' s  

t reatment and t here fore d i s rega rded their  input and w i s hes . 

Fina l l y ,  pa r t i cipants  fe l t  that phys icians a l s o  focused on 

the med i c a l  s ymptoms the child  presented and did not pay 

a t t en t i on t o  the  f ami l y ' s needs . 

Le s s on 8 :  Phys i c i ans can be d i f f i c u l t  for fami l i e s  when they 

use medi c a l  j a rgon , d i s regard the opinions o f  fami l i e s ,  and 

focus o n l y  on the med i c a l  s ymptoms of the ch i l d .  

The n i nt h  l e s son relates  to  the perspe c t i ve held  by 

part i cipant s  t ha t  phys icians  have l e g i t imate cons t ra i n t s  in 

t h e i r  pract i ce s  that ma kes working with infants  and toddlers 

and t h e i r  fami l ie s  cha l lenging . The perspect ive of 

phys i c ians  was that t hey were ext reme l y  busy and overwhe lmed 

in t h e i r  pract ices  which ma y result  in t h e i r  m i s s i n g  some of 

the s ubt l e t i e s  of dev e lopmental  de lay . 

Les son 9 :  When phys i c ians  are overwhe lmed in  t h e i r  practices 



they ma y m i s s  s ubt le  deve lopmenta l  delays , but they f e l t  

that  mo s t  c h i ldren present ing with  de lays  d o  outgrow t h e  

de l a y s , a nd i t  d o e s  n o t  make s e n s e  to  r e f e r  c h i l dren too 

quickl y .  
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The tenth  les son about the impl emen t a t i on o f  the 

fami l y - cente red intent o f  Part H relates to  t he i n f l uence 

i n su ra nce providers had over services provided to  fami l ies . 

I n  some respec t s  i n surance companies were the p r imary 

deci s ion-ma kers  regarding services rendered t o  fami l ies . 

I n su rance companies  were felt  t o  exert i n f l uence over the 

t ypes and dura t ion o f  the t herapies they wou l d  accept as  

bi l lable . Fam i l y- cent ered service de l i very was further 

compl i c a t ed by  the fact that  not only were fami l ie s  

some t imes removed from t h e  dec i s i on-ma king proce s s ,  

pro fe s s i ona l s  were s imi l a r l y  constra ined b y  ins urance 

compa n i e s . Middl e - i ncome fami l i e s  were often h i t  hard by 

the in surance con s t ra i n t s  as  they were more l i ke l y  t o  have 

private  i n s urance . Medicaid covers the ma j or i t y  of the 

services of fered by  early int ervent ion . 

Le s s on 1 0 : Fam i l y - cent ered service de l ivery i s  d i f f i c u l t  to  

achieve when bot h fami l ie s  and  early  intervent ion providers 



are removed f rom the trea tment dec i s ion-ma k i ng proce s s  by 

insurance compan i e s . 
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The e l eventh les son about the implement a t i on o f  the 

fami l y - centered intent o f  Part H i s  l i nked to per spect ives 

about the C P S  s ys t em .  Report s to CPS have created an 

atmosphere of mi s t rust  between pro fe s s i ona l s  and fami l ies . 

The atmosphere o f  mi s t rust related to CPS  has resul ted in 

fami l i e s  avoiding contact with  early  inte rvent ion 

pro fe s s iona l s  for fear  that they were e i t her CPS workers 

t hemse lves o r  that  they would report them to CPS . 

Lesson 1 1 :  The atmosphere o f  m i s t rust created by the fear of  

C PS made f i nding fami l i es and keeping them in  the e a r l y  

interven t i on s y s tem d i f f i c u l t . 

As Part  H was imp l emented and i s sues began to a r i s e  

such a s  the impact o f  non-Part H s ystems , fami l ies were 

conf ronted w i t h  many cha l l enges . Fami l i e s  had t o  look t o  

t he i r  own s k i l l s  a n d  resources to conf ront many o f  these 

i s sues . Four l es sons about the cha ract e r i s t i c s  o f  fami l ies 

eme rged from this inqu i r y . 
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Lesson s  about Fami ly Charact e r i s t i c s  

M a n y  f ami l i es w e r e  forced to b e  s t rong advocates  f o r  

t h e i r  fam i l y  which  was often t i ring ,  frust r a t i ng , and 

emot iona l l y  draining . The twe l f t h  les son l e a rned relates  to 

fami l i e s  f e e l ing  that i n  order to  get the services t he i r  

c h i l d  and fami l y  needed , they had to  b e  h i g h l y  mot i vated and 

pers i s tent . Not a l l  fami l i e s  had t h i s  abi l i t y  and t h e i r  

e a r l y  i n t e rvent ion exper ience may have s u f f e red as  a resul t .  

Fami l i e s  who were a s sert i ve or tenacious found ways to  

obt a i n  the  s e rvices  they  needed . For examp l e ,  pro f e s s i ona l s  

fe l t  t h a t  i f  t he f ami l y  was con f i dent i n  t h e i r  abi l i t y  t o  

work w i t h  profe s s iona l s  i n  a t eam s e t t ing they were more 

w i l l i ng to cha l l enge t he t eam when they  did not agree with  

some t h i n g . Whereas  fami l i es who  approached the s ystem 

p a s s i ve l y  were not able t o  cha l lenge the t eam . 

Le s s on 1 2 : The fami l i e s '  abi l i t y  to  cope with  the s t re s s f u l  

i n t e r a c t i o n  w i t h  P a r t  H and non-Part H providers ma y have 

been the  mos t  important factor i n  determi n i ng the fami l i e s '  

u l t ima t e  ea r l y  i n t e rvention experience in t h i s  L I CC . 

The t h i rteenth  l e s son relates  to  the notion that  e a r l y  

interven t i o n  was  not j us t  about a c h i l d ' s t herapy or a 
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fami l y ' s suppor t  g roup , i t  was about how i t  a f fected a 

fami l y ' s ent i re l i f e . Fami l ie s  have other c h i l dren , 

f i nanc i a l  conce rns ,  t ransport at ion i s s ue s ,  fami l y  i s sue s ,  

and work  s chedu l e s . When a fami l y  member appeared to  be 

unmot i va t e d ,  some profess iona l s  would t a ke t h i s  a s  a s i gn 

that  t h e y  were better  o f f  l e t t ing t hem drop out of their  

e a r l y  i n t e rvent ion program . The  les son howev e r ,  was that  

many  o f  these  f ami l i e s  needed help in other  areas  bes ides 

e a r l y  i n t e rvent ion that  were more pre s s i ng problems for the 

ent i re fami l y .  

Lesson 1 3 :  When working w i t h  fami l ie s ,  profes s i ona l s  should 

con s ider how e a r l y  i n t e rven t i on w i l l  impact fami l i e s '  ent i re 

l i ves and t h e y  should avoid labe l i ng fami l i es as  

unmot ivated . 

A r e l a ted l e s son [ fourteenth les son ) i s  that  many o f  

the pro f e s s i ona l s  in  the e a r l y  i nt ervent ion system d o  not 

have t ra i n i n g  to addr e s s  p s ycho-social  and systems i s sues 

that f ami l ie s  expe r i ence . Therap i s t s  for examp l e ,  are 

t ra i ned t o  provide spec i f i c  t herapies to  individua l s . They 

are  not t ra ined to  provide counsel ing to  fami l ie s  or  to  

provide service coordina t i on . Yet , they are  often expected 



to prov i de these  service s . 

Les s on 1 4 : When working w i t h  fami l i e s , many e a r l y  

interven t i o n  profe s s ion a l s  a r e  not t ra ined to address the 

p s ycho - s oc i a l  i s sues that fami l i es exper ience . 
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Becau s e  o f  the  many i s sues present i n  the e a r l y  

intervent ion s y s t em in  t h i s  L I CC a n d  t h e  need for fami l i es 

to be st rong advocates for themselve s ,  empowerment of 

fami l i e s  eme rged a s  a concern for fami l ies . There are three 

l e s sons r e l ated t o  empowe rment o f  fami l i e s  in  the e a r l y  

intervent i on s ys t em .  

Lessons about Empowerment 

The concept of empowerment is int ima t e l y  l i n ked to the 

concept of fami l y - cente red prac t i ce . Fami l i e s  need to feel  

empowe red t o  t a ke a leadership role in the provi s i on o f  

services t o  the i r  fami l y . T h e  fi fteenth le sson lea rned 

provides a c knowl edgment of the need for profe s s iona l s  to 

a s s i st in empowe r i ng fami l i e s  by providing them in format ion . 

Knowledge was  power for fami l i e s  in  e a r l y  intervent ion . 

They cou ld  not exercise  t he i r  r i ghts  wi thout f i r s t  having 

knowl edge of what those rights were and what services were 

ava i l a b l e  t o  t hem . 
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Le s son 1 5 :  When profe s s iona l s  provide i n forma t i on to  

fami l i e s  about  t h e i r  child ' s de l a y ,  the e a r l y  intervention 

s ys t em ,  a nd e a r l y  i n t e rvention servi ces ,  they ma y be 

con t r ibut i n g  t o  the  empowe rment o f  fami l i e s . Providing 

i n f o rma t ion t o  fami l i es about the i r  opt ions a s  provided 

unde r Part H, may be an impo rtant step in  the empowe rment 

proces s .  

Lesson s i xteen relates  to  the perspe c t i ves 

profe s s iona l s  had about the abi l i t y  o f  fami l i e s  to  become 

a c t i ve and competent dec i s i on ma kers regarding t he needs o f  

t h e i r  ch i l dren . Pro f e s s i on a l s  played an important role in 

educa t i ng parents  about the e a r l y  int ervention system .  Some 

profes s iona l s  f e l t  that  fami l i e s  were not capab le o f  

unde r s t anding e a r l y  intervent ion we l l  enough to  a s s ume a 

ma j or dec i s i on-ma king rol e . Others refe rred to  con s t ra i nts  

on the i r  t ime a s  a reason for not  engaging fami l i es in 

educat i on and t ra i n i ng . 

Les son 1 6 :  P r o f e s s i ona l s  were somewhat ambivalent about 

empowering f ami l i e s  t hrough educa t ion and t ra i n i ng . 

The f i n a l  l e s son lea rned relates  to  t he concept o f  
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empowerment i t se l f . Empowe rment means many d i f ferent t h i ngs 

t o  many  d i f fe rent peop l e . The concept of  empowe rment , 

howeve r ,  i s  preva lent in  e a r l y  intervent ion prac t i ce related 

l i terature  as we l l  a s  in  the Part H leg i s l a t ion . 

Le s s on 1 7 : Pro f e s s iona l s  have discovered that  app l ying the 

concept o f  empowerment to  pract ice has proven to  be 

d i f f i c u l t . T h i s  may be due in  part to  the fact that  t here 

is no c l e a r  de f i n i t ion of  empowerment . 
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Epi logue 

Many c i rcums tances have changed in  t h i s  service 

de l ivery s y s t em s i nce the complet ion of data c o l l ect ion . 

Firs t ,  Part  H was reauthori zed in  1 9 97  and renamed Part C of  

I DEA . Second , one o f  the s i t e s  where interviewing was 

conducted,  me rged with a hospital -based s i te . Fina l l y ,  

mos t  fami l i e s  a n d  many profe s s iona l s  who parti cipated in 

t h i s  inqu i r y  a re no longer part o f  the e a r l y  intervent ion 

syst em . I n  response t o  t h i s , the purpose o f  t h i s  epi logue i s  

to  det e rmine the rel evance o f  t h e  findings to  current 

s t a keho lders  in  e a r l y  intervention in  t h i s  L I CC and the 

impact o f  the  resea rch proce s s  upon the s t a keholders who 

partic ipated in t h i s  inqu i r y . 

The i s sue o f  the usefulness  o f  the data can be 

addre s s ed t h rough an a s s e s sment of  authent i c i t y .  

Speci f i ca l l y ,  the  c r i te r i a  for ontologica l ,  educat ive , 

cat a l y t i c ,  a nd t a c t i c a l  authent i c i t y  can establ i s h  the 

re l evance of the  f i ndings to  the cur rent rea l i t y  o f  e a r l y  

i n t e rvent ion . The authent i c i t y  criteria  o f  f a i rness  i s  not 

relevant to  t h i s  d i s c u s s i on because it establi shes a process 

oriented aut hent i c i t y  standard that a s s e s s e s  the degree to 
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which there w a s  a f a i r  repre sent a t i on o f  sta keho lder 

pe rspect ives  w h i l e  the other four criteria  estab l i sh whether 

or  not changes occurred in  individua l s  and systems as  a 

result  o f  t he inqu i r y  process . Each o f  these c r i t e r i a  assess  

d i f ferent a s pec t s  o f  pos s ible change in part i c ipants  and  the  

s y s t em t h a t  ma y be l i nked to  t h i s  inquiry . Ontological  

authent i c i t y  i s  a s ses sed by determi ning the degree to  which 

pa rt icipants  became more aware o f  the complex i t y  of the 

social  envi ronment whi l e  educat ive authent i c i t y  i s  a s s es sed 

by determining  the extent to  which parti cipants experi enced 

an increa s ed awarene s s  and respect for other s t a keholders 

vi ewpo i nt s . C a t a l yt i c  authent i c i t y  i s  a s ses sed by 

det e rmi n i ng the degree to  which the inquiry  proce s s  

fac i l i t ated a n d  s t imula ted act ion t h a t  l e d  to  change in the 

service de l i ve r y  s ys t em .  Fina l l y ,  tact ical  authen t i c i t y  i s  

a s se s s ed by  examining i f  powe r among s t a keholders h a s  been 

red i s t r ibuted creating l a s t ing change . 

Ontologica l ,  educat i ve ,  cata l yt i c ,  and t a c t i c a l  

authent i c i t y  w e r e  a s s e s sed through pos t - case s t udy 

interv i ews  w i t h  s e l ected individua l s  from each sha reholder 

group , aut hent i c i t y  j ournal entries , several  resea rch 

report s ,  and re l evant program and pol icy documen t s . 

Purpos i ve s amp l ing was used to  select individua l s  for pos t -
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case study i n t e rviews . For examp l e ,  to a s s e s s  ontological  

authent i c i t y ,  a fami l y  that was i n i t i a l l y  uninformed about 

the local  service  de l i very sys tem was se lected to a s s e s s  the 

degree t o  w h i ch t h e i r  unders tanding improved . I nterviews 

were a l s o  conducted with a fami l y  partic ipant who de scribed 

hers e l f  as p a s s i ve or t imid w i t h  early  intervention 

providers , a f ami l y  member who i s  a l s o  a service provide r ,  

a n  occupa t i onal  t herapi st , and t h e  Counc i l  coordi nator . 

The purpose o f  the f o l l owing di scuss ion o f  authent i c i t y  

i s  n o t  t o  e s t ab l i s h  a c a u s a l  relat ionship between t h i s  

inqu i r y  a nd subsequent changes in  part i c ipants a n d  the 

service del ivery s ystem .  Rather , the purpose i s  t o  a s s e s s  

the  degree to w h i c h  partic ipant s a t t r ibuted change to the i r  

pa r t i c ipa t i on i n  t h i s  inquiry . We begin w i t h  a di scuss ion 

o f  onto logical  authent i c i t y . 

Ont ologi c a l  Au then t i c i ty 

As t h i s  inqu i r y  progre ssed,  it  became increa s i ngly  

clear  that early  intervent ion services  in  t h i s  L I CC were 

very comp l e x . Part o f  the change process for parti cipants 

was a recogn i t ion and under standing o f  the comp l e x i t i e s  of 

how services  were provided and funded . Consciousne s s  ra i s ing 

was evident in each o f  the three ma j o r shareholder groups . 

There are  seve r a l  examp l e s  o f  consciousne s s  ra i s i ng for 



fami l y  pa r t i c i pant s ,  Part H parti cipant s ,  and non-Part H 

part i c i pa n t s  t ha t  occurred during the course o f  t h i s  

inqu i r y . 
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Fami l i e s  have expe r i enced consciousne s s  rais ing a long 

severa l dimens ions . Fi rst , many fami l y  part i c ipan t s  

appeared t o  b e  unaware o f  many o f  t h e  important i s s ues for 

t h e i r  c h i l d  and fami l y  such as  who their  service coordinator  

was and awarene s s  o f  their  rights  and re spons ib i l i t i es . 

Fami l y  pa r t i c ipants  in  t h i s  inqu i ry felt  that they became 

more aware of t he i r  r i ghts  and respons ibi l i t ies  th rough 

t he i r  par t i c ipa t i on in  t h i s  inqu i ry . ( E l ) Second , according 

to  the  t emporary  service coordinator f rom the L I C C ,  fami l i e s  

are  beg inning to  ca l l  the L I CC ' s i n format ion number more and 

they are as k i ng very de t a i led and informed que s t i ons  about 

t h e i r  r i ght s . ( E2 )  Fina l l y ,  one fami l y  pa r t i c ipant who had 

d i f f i c u l t y  acce s s i ng e a r l y  intervent ion now quest ions why 

provide r s  do not do a better j ob get t i ng i n format ion out to 

fami l i e s  in  l ow- i ncome neighborhoods . This same fami l y  

pa r t i c ipant s a i d  t h a t  s h e  wants to  push t h e  sys tem to  d o  a 

better  j ob o f  providing services to  fami l i e s  l iving in low­

income housing . ( E 3 )  I n  genera l ,  fami l ies appear to  more 

aware of the comp l e x i t y  of the early  inte rvent i on sys tem in 

t h i s  L I CC . 
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Pro f e s s i ona l s  a l so appear  to  have become more aware o f  

t h e  complex i t y  of  t h i s  system and how i t  a f fects  fami l ies . 

For examp l e ,  one profess iona l f e l t  that she has learned that 

the ea r l y  i n te rven t i on sys tem imposes con s t ra in t s  on a l l  

t ypes o f  fami l i e s . She used to  feel that only  low- i ncome 

fami l ie s  s t ruggled w i t h  the frust rat ions a s sociated with  

early  i n t e rvent i on but now she  understands that  fami l i e s  at  

all  income leve l s  s t rugg l e . ( E 4 ) The  i s sue of  phys i c ians not 

referring  to  e a r l y  intervention emerged during the course of 

t h i s  inqu i r y . According to  a member of  the L I C C ,  phys ici ans 

appea r  to have ga i ned a bet t e r  unde rs tanding o f  the 

impo rtance o f  e a r l y  int ervention because they are  referr ing 

more o f t e n . ( E 5 )  Discuss ions between members of the L I CC ,  

the inqu i re r ,  and pro f e s s i ona l s  t ranslated into  a focus on 

the need to provide informa t i on and t ra ining to  

phys i c i a n s . ( E 6 )  

I n  add i t ion t o  t h i s  increased awareness  o f  some o f  the 

comp l e x  i s sues  present in  e a r l y  interven t i on ,  pa rt icipant s 

a l s o  increased t h e i r  unde rs tanding and respect o f  the 

per spect i v e s  of other s t a keholders in early inte rvent ion . 

For examp l e ,  one fami l y  part i c ipant f e l t  that she learned 

more about how e a r l y  int ervention services are provided and 

that  profe s s iona l s  e xperi ence many cha l l enges to  providing 
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services t o  f ami l i e s . ( E 6 . l )  A pro fessional part icipant felt  

that  she gai ned some i n s i ght into the cha l l enges that  

fami l i e s  face , espec i a l l y  rela ted to  acce s s i ng service s . 

( E 6 . 2 )  I n  add i t ion to  an increase in  awa rene s s  as  a result  

o f  part i c ipat ion in  this  inqu i r y ,  parti cipants a l so 

expre s sed an increase in  unde rstanding and respect for 

a l t erna t i ve p o i n t s  o f  view . This i s  what is exami ned when 

educat ive authent i c i t y  is a s ses sed . 

Educa t i ve Authent i c i ty 

There i s  evi dence o f  increased under s t anding o f  and 

respect for the perspect ives between s t a keholders who 

part i c ipated in  t h i s  inqu i r y . Fi rst , severa l partic ipant s ,  

including the inqu i r e r ,  have changed how they view 

themse lves in  r e l a t ion t o  the e a r l y  int ervent i on system and 

the individua l s  as socia ted with  i t . For examp l e ,  a fami l y  

pa r t i c i pant fee l s  t h a t  she i s  a partner in  the proce s s  with  

profe s s i ona l s  and not  j u s t  a recipient o f  services . ( E7 )  

Second , several  part i cipants felt  that they now have a 

better  unde r s tanding o f  the i s sues that other s t a keholders 

face . For e xamp l e ,  a pro f e s s i onal f e l t  that she now works 

more c l o s e l y  w i t h  p a s s ive fami l i e s  because she learned that 

they s imp l y  l a c k  the conf idence they need to  be a s se r t i ve . 

She fe l t  that  t hrough mode l i ng o f  a s se r t i ve behavior she 
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could teach fam i l i e s  s k i l l s  for wor king in  t h i s  sys tem . ( E 8 )  

A fami l y  p a r t i cipant f e l t  that she has changed how she 

perceives phys i c i ans . Prior to  part icipat ing in  t h i s  

inqu i r y ,  she perceived phys i c ians as  unwi l l ing to w o r k  w i t h  

he r ,  wherea s ,  now s h e  unde rstands that t h e y  a r e  ext reme l y  

bus y .  She f e e l s  that  because she unde rs tands t h i s  about 

phy s i c i a n s  she can work more e f fectively w i t h  t hem . ( E 9 )  

T h i r d ,  increased underst anding o f  a l l  s t a keholder 

pe rspect ives  is evident at  the systems level . Membe rs of 

the f am i l y  s a t i s fa c t i on sub-commi t tee of the State Part C,  

St andards of Care  Comm i t t ee , [ wh i ch includes two 

part i c i pant s from t h i s  inqu i r y ]  s t ated that  they  have ga ined 

a better  unde r s t a nding o f  how fami l ies perce i ve e a r l y  

intervent ion . ( EIO ) fourth , the i s sue o f  fami l ie s  vi ewing 

e a r l y  i n t e rven t i on profes s i ona l s  as  pos s ible CPS workers was 

d i s c u s s ed in  several L I CC meetings . ( E l l )  

Fina l l y ,  the i s sue o f  mot iva t i on o f  fami l i e s  was 

discussed by  a pro f e s s i onal pa r t i c ipant and a fami l y  

part i c i pant  dur i ng t h i s  inqu iry  who had f e l t  that  fami l i es 

who did  not f o l low t h rough with  services were not mot i vated . 

Both these individua l s  have modi fied the i r  views . for 

examp l e ,  both  t he fami l y  and profe s s i onal part i c ipant s a id 

that  t hey now unde r stand that fami l i e s  often expe r i ence 
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serious  obs t a c l e s  that  ma ke i t  di f f i cu l t  for them t o  a t t end 

therapy s e s s i o n s  and that  f o l l ow-through w i t h  appoi ntment s 

i s  not al ways  r e l a t ed to  the mot ivation o f  the fami l y .  ( E 12 ) 

Ont o l o g i c a l  and educat i ve authent i c i t y  focus attention 

on individual  change rela ted to increased awareness o f  other 

perspect ives  and unde rstanding o f  the syst em . The know ledge 

that pa r t i c ipants  have ga ined in  this inqu i r y  has the 

pos s i b i l i t y  of di rect appl ication to  how fami l ie s  approach 

s e rv i c e s  a nd how profess iona l s  provide these services . for 

f ami l y  pa r t i c i pant s ,  the informat ion they sha red w i t h  other 

f ami l i e s  and w i t h  profess iona l s  has the potent i a l  to  change 

how many  f ami l i es approach e a r l y  inte rvention services . for 

examp l e ,  f ami l y  part i c i pants  who approached e a r l y  

inte rvent ion provide r s  passive l y  ma y have learned from 

tenacious fami l i e s  that  they  need t o  be more tenacious 

thems e lves . Pro f e s s ional pa r t i cipants ma y have learned that 

they need t o  work  with tenacious and pass ive fami l ie s  

d i f ferent l y .  Cat a l yt i c  aut hent i c i t y  i s  a mea sure o f  s y s t ems 

change . Pos s ib l y  some o f  the most valuable evidence o f  the 

u s e f u l n e s s  of the case report f indings can be seen in  how 

t h i s  inqu i r y  ma y have fac i l i ta ted change in  t h i s  L I CC . 

C a t a lyt i c  Authent i c i ty 

As s e s s ing pote n t i a l  for change in  the e a r l y  
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intervent i on s y s t em i s  the  cha l l enge o f  examining catalytic  

authent i c i t y .  This  inquiry  proces s  ma y have i n f l uenced 

change a l ong several  dimens ions . Evidence can be seen in 

the act ion s  of part i cipants as  we l l  as  changes in  po l i cies  

and procedure s .  One  change with  many partic ipant s that  has  

ta ken pl ace s i nce the s t a r t  of  t h i s  inquiry  has been in the  

amount o f  f ami l y  participation in  Counci l  act ivi t ie s . Two 

pa r t i cipan t s  repo rted that  t here has been a drama t i c  

increase in  t he number o f  fami l ies part icipat ing in Coun c i l  

a c t i v i t i e s . ( E I 3 )  They felt  that  t h i s  was due to  the 

increased awarene s s  about i s sues such as  access to  servi ces , 

interact ions  w i t h  phys ici ans , and fami l y  charact e r i s t i c s  

t h a t  t h i s  inqu i r y  s t imulated in fami l i e s  and profess ional s .  

Awa reness  o f  the i s s ue o f  phys ician knowledge and 

unders tanding of e a r l y  int ervent ion may have increa sed 

dur ing the inqu i r y  process . Phys ician referra l s  to  early  

intervent ion prog rams have increased drama t i cal l y .  ( E I 4 )  The 

conce rns  about phys i c ians ta king a wait and see a t t i t ude and 

not r e f e r r i n g  f ami l i es to  early  intervention that  were 

r a i sed by pa r t i cipant s ,  may have i n f l uenced the s t a t e  Part H 

O f f i ce t o  contract  w i t h  the inquirer to  conduct a s t atewide 

t ra i ning needs a s s e s sment with  pedi at ricians and fami l y­

prac t i ce phys i c ians . This  proj ect invo lved t hree focus 
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groups w i t h  f ami l y  participant s in other L I CCs , a survey of 

all  4 0  L I CC coordinators i n  Virgini a ,  and a su rvey o f  1 1 0 0  

ped i a t r i c i an s  and 8 0 0  fami l y  practice phys i c i ans . The 

findings  f r om t h i s  s t udy have been dist r ibuted to  Council  

coordi n a t o r s  a round the state  and the findings were also 

pre sented to  Ped i a t r i c  res idents at the local teaching 

hospi t a l . 

The f i ndings f rom t h i s  diss ertat ion led to  a f o l l ow-up 

cont ract w i t h  the S t a t e  Part H O f f i ce to implement a 

t ra i ning model w i t h  phys ic ians and L I CC coordinators to  

improve phys i c i a n  awarene s s  and  underst anding o f  early  

interve n t i o n  service s . ( E 1 5 )  This contract focuses on 

prov iding i n f o rma t i on and t rai ning to phys icians i n  

commu n i t y  pract i ces a s  we l l  as  phys icians in res idency 

t r a i n ing prog rams and in medical school . Addi t i ona l l y ,  the 

training  mode l t a rgets  L I CCs  in the state with an empha s i s  

o n  i n t roducing  and eva luat ing new s t rategies f o r  wor king 

w i t h  phys i c i a n s  in  t h e i r  commun i t i e s . The hope i s  that t h i s  

training  e f fo r t  w i l l  improve phys ician referra l r a t e s  and 

increa se phy s i c i a n  partic ipa t i on in  LICC act i vi t i e s . 

Another  change that has t a ken place at the Counc i l  

level has been t h e  deve lopment of a n  early  intervention 

resource boo k for fami l i e s  who are iden t i fied by the early  
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intervent ion  s ys t em .  The book incl udes informat ion about 

el i g i b i l i t y ,  funding , t ypes of  services o f fered , det a i led 

de script ions o f  provide r s ,  opt ions for where services can be 

provided ( i . e . , home or center ) ,  fami l y  rights  unde r Part C ,  

and i n f o rmat ion about fami l y  support groups . The concept 

for t h i s  book evo l ved out of discuss ions about fami l i e s  

expre s s i n g  a f e a r  that  e a r l y  intervention profe s s iona l s  were 

e i t h e r  CPS workers or wou ld report t hem to  CPS . The int ent 

of the book is to g ive fami l ies who ma y have t h i s  concern a 

des cript i ve document  that  would lend credib i l i t y  to  early  

i n t e rvent ion  profe s s iona l s . Members o f  the L I CC f e l t  that 

they  were a t  l e a s t  providing fami l i e s  with  valuable 

i n forma t i on regardl e s s  o f  their dec i s ion to  f o l l ow - t hrough 

w i t h  service s .  ( E 1 6 )  

Ano t h e r  e l ement o f  c a t a l y t i c  authent i c i t y  i n  the sys tem 

that  h a s  occurred s i nce the beginning of t h i s  inqu i r y  has 

been the d e s i r e  t o  improve the de l ivery o f  ear l y  

i n t e rven t i o n  se rvices b y  eva l ua t i ng services more 

t hought f u l l y  and s t aying up-to-date on relevant research . 

There i s  a s ys t em-wide commi tment to  deve l oping , pi l o t i ng ,  

and imp lement ing two fami l y  s a t i s fact ion eva luation  

i n s t ruments  t h a t  were  developed by  the inqu i rer in 

c o l l abora t i on w i t h  members o f  t h i s  L I CC and the State Part C 
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O f f ice . T h e  l e s sons lea rned i n  t h i s  inqu i r y  about t h e  many 

barriers  t ha t  fami l i es faced as  recipient s of e a r l y  

int e rven t i on s e r v i c e s  were used as  j u s t i f i ca t ion f o r  

deve loping the more enduring fami l y  sat i s fact ion eva luat ion 

proce s s . The hope i s  that  t h i s  process w i l l  provide s t a t e  

a n d  local  e a r l y  int erven t i on systems with  ongoing feedback 

from fami l i e s  regarding t he services t hey  are receiving . 

( E 1 7  ) 

The f i n a l  e l ement o f  cata l y t i c  authen t i c i t y  i s  related 

to  the need for current research in  e a r l y  inte rvent ion . An 

e a r l y  inte rvent ion research g roup con s i s t ing o f  Counc i l  

s t a f f ,  profe s s iona l s ,  fami l ies , and the inqu i rer was formed 

for the purpose of reviewing current early  interven t i on 

research t o  improve how services are provi ded in  t h i s  L I CC . 

The hope for  t h i s  g roup was that t h i s  review would improve 

how e a r l y  int e rven t i on services are provided . For example , 

recent resea rch has  exami ned a resource-based model o f  

providing s e rvice  coordinat ion to  fami l i e s  ( Dunst e t  a l . ,  

1 9 9 4 ) . T h i s  approach focuses more d i re c t l y  on the needs o f  

fami l i e s ,  t h e i r  resource s ,  and the be s t  met hods for mee t i ng 

iden t i f i e d  needs that  the communi t y  has to  o f fer . T h i s  

approach h a s  the potent i a l  to  make service coordina t i on more 

e f fect ive for fami l i es rather t han ma ke service coordina t i on 
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mo re e f f ect i ve f o r  s ys t ems . ( E 1 8 ) 

A s  part o f  t he i r  participat ion in  t h i s  inqu i r y ,  

part i c ipan t s  m a y  have increased the i r  unders tanding o f  t he 

syst em and each othe r ,  and t h i s  increased awareness  and 

unde r s t a nding h a s  pos s i b l y  led to  the poten t i a l  for change 

in  t h i s  L I CC . What has  not been provided i s  an a s s e s sment 

of any change in  the powe r relat ionships between 

s t a keholders to as sure e f fective change or an a s s e s sment of  

empowe rment  o f  individua l part i c ipant s ,  espec i a l l y  fami l y  

part i c ipant s .  As s e s s ing red i s t r ibut ion o f  powe r in a s i t e  

i s  the  t a s k  o f  t a c t i c a l  authent i c i t y . 

Tactical  Authent i c i ty 

W i t h  regard to  t h i s  inqu i r y ,  eva lua t i ng whether power 

was red i s t r ibuted in  t h i s  L I CC probabl y  has the greatest  

impl icat ions for early interven t i on pol icy and pract ice . for 

t h i s  ca se , p a r t i cipants  have become more aware of the 

complex i t y  of the sys tem, and are more conscious o f  how the 

system a f f e c t s  individua l s  from a l l  shareholder groups . 

Individua l s  i n  the s ys t em have been commit ted to  changing 

the  s y s t em t o  r e f lect  t h i s  new unde rs tanding . In addit ion to  

these changes , there i s  evidence that  shareholder groups 

have increased t h e i r  own power . 

fi r s t , t h e re i s  evidence that  profess iona l s  have more 
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conf idence when t h e y  wor k w i t h  fami l ies , pos s ib l y  because 

they now recogn i ze that even highly  mot ivated fami l ies  may 

have sound reasons for choos ing to  not pursue early  

intervent ion s e rv i ces . For example , one profess iona l said  

that  because  she now unders tands that fami l i e s  are faced 

w i t h  ma ny b a r r i e r s  ( i . e . , t ransport a t i on ,  chi ld care , 

f i nanc i a l  concern s )  she has lea rned to  g ive fami l i es more 

cho ice and not push t hem too hard . She fee l s  that  t h i s  

ma kes i t  e a s i e r  for h e r  to  deve lop t rust  with  fami l i e s , t hus 

improving t he exper ience for her as  we l l  as  for fami l ies . 

( E 1 9 )  She h a s  changed her pos i t i on and prac t i ce w i t h  

fami l ie s . 

Second , a pro fes s i onal felt  that  her pa r t i c ipat ion 

forced her to  t h i n k  c r i t i c a l l y  about what she does and where 

she f i t s  i n t o  the l a rger early  intervent ion picture in t h i s  

L ICC . She f e e l s  that  t h i s  has increased her con f i dence in 

working w i t h  providers in  the sys tem and has  resulted in her 

be ing a b e t t e r  advocate for fami l ies . ( E2 0 )  She fee l s  t hat  

she has  changed her a t t i tude and her pract ice w i t h  her early  

i n t e rven t i o n  co l l eague s . 

I ncreased unde rs tanding o f  the di f fe rence between 

p a s s i ve and t enacious fami l i e s  has pos s ib l y  resulted in 

profe s s i on a l s  support ing fami l i e s  more e f fective l y .  There 
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h a s  been a recogni zed need to  provide more educa t ion and 

support to pass ive fami l i e s  to  a s s i s t  them in wor king with 

Part  C and non - Pa rt C providers . Profess iona l s  and fami l i e s  

feel  that  t h i s  has  i ncrea sed passive fami l y  members abi l i t y  

t o  a s se r t  thems e l ve s . ( E2 1 )  For example , a member o f  the 

L I CC f e e l s  that she does not have to provide fami l ies with 

a s  much i n format ion when they call  the help l i ne . Fami l i e s  

a r e  f i nding i n f o rma t i on o u t  from t a l king with  profe s s i onals  

when an a s s e s sment i s  completed . ( E 2 1 . 1 ) 

According to  a fami l y  pa rti cipant , par t i c ipat ion in 

t h i s  inqu i ry improved her abi l i t y  to  wor k with phys icians . 

She fe l t  that  she i s  more con fident and can a s k  for what she 

needs . ( E2 2 ) Another fami l y  part i cipant said that when she 

lea rned t h a t  the s ys t em was confusing for other fami l ies , it 

improved her confidence . She had felt  that i t  was her fault  

that  she was  confused so  she was reluctant to  quest ion 

t h i ngs w i t h  which she d i s agreed . ( E2 3 )  

Fina l l y ,  there are indicat ions that changes a t  the 

s ys t ems level have resul ted in  a redi st ribu t i on o f  power . 

Imp l ement a t i on o f  the fami l y  sat i s fact ion surveys has 

a s s i s ted fami l i e s  in  two important ways . Fi rst , t h e i r  vo ice 

i s  now b e i ng reque sted and heard by individua l providers as  

w e l l  a s  by the  ea r l y  int ervention sys tem in  t h i s  L I CC . 
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Fami l i e s a re comp l e t ing the surveys , and providers are 

ta king  t h e  re s u l t s  ser ious l y .  Second , the process of 

comp l e t i n g  the su rveys i s  empowe ring fami l i e s  because 

fami l i e s  a re a s ked quest ions about the t ypes o f  services 

they should have rece i ved and their rights  are according to 

Part C .  Accord ing to  a member o f  the L I C C ,  fami l ie s  are 

ca l l ing the i n fant informa t i on number to  ask que s t i ons when 

they expe r i ence a disc repancy between what they should have 

rece i ved and what actua l l y  happened . At t h i s  point the L I CC 

i s  able t o  provide resources and advice to  fami l ies about 

pos s ib l e  s t ra t e g i e s . Addi t i ona l l y ,  the L I CC can advocate 

for the fam i l y  with the e a r l y  intervent ion provider . ( E2 4 ) 

Another member o f  the L I CC fee l s  more conf ident that 

the  L I CC is providing services that fami l i e s  need because 

the data they a re rece iving from the surveys is providing 

det a i led feedba c k  from fami l ies . A l s o ,  the number o f  

refe rra l s  t o  t h e  e a r l y  interven t i on system h a s  i ncreased and 

the ch i l d  census has stead i l y  increa sed . She fee l s  that 

t h i s  has  g i ven her  more credib i l i t y  and l everage with 

agenc i e s  in  the  L I CC because the census i s  up and she can 

provide agenc i e s  det a i led feedba ck from fami l i es about 

service s . T h i s  is important to  the L I CC because of the 

mandate to  coordinate services wi thout having any real 



autho r i t y  over the i ndi vidual service providers . ( E2 5 )  

Summary 

2 7 0  

T h e  length  of  t ime that this  inqu i r y  has covered 

a l l owed for a thorough a s sessment of authent i c i t y . Active 

invo l vement w i t h  t h i s  i n fant Counc i l  provided a unique 

opportuni t y  to observe change in  part i c ipants and in  the 

ea r l y  inte rvent ion s ys t em .  The length o f  t ime has  a l s o  

proved u s e f u l  for  advanc ing s t rategies f o r  a s s e s s i ng 

authent i c i t y . 

Change h a s  occur red for individua l s  who part i cipated in 

t h i s  i n qu i r y  a s  well as  in  the s ystem i t s e l f . Wh i l e  no 

caus a l  l i n k s  between t h i s  inquiry  and subsequent change can 

be made , t h e re is some reason to suggest that t h i s  process 

p l a yed a role in  f a c i l itat ing some of  the i ndi vidua l and 

s y s t ems change . Through the various st rateg ies  to a s sess  

ontol o g i ca l ,  educa t i ve , cata l yt i c ,  and  tact i c a l  

authent i c i t y ,  some evidence w a s  accumulated to lend credence 

to t h i s  c l a i m .  



Chapt er 5 

Imp l i c a t i ons 
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Th i s  inqu i r y  was a con s t ructivist  policy  ana l y s i s  o f  

t h e  imp l ementat ion o f  t h e  fami l y-centered intent o f  Part H 

o f  I DEA in  one L I CC in  V i rgin ia . Perspect ives about the 

imp lemen t a t ion o f  the fami l y-centered int ent o f  Part H were 

a s s e s sed t h rough in-depth interviews with  severa l 

s t a keholder g roups , including fami l ies rece iving Pa rt H 

ear l y  i n tervent ion  service s ,  fami l i e s  who were never able to 

acce s s  service s ,  membe r s  o f  the L I CC , profess iona l s  from 

cen t e r -based programs , profe s s i onals  from home-based 

programs , a nd profe s s i ona l s  from hosp i t a l -based prog rams . 

Fami l i e s  were sampled according to  income leve l and 

profe s s iona l s  were sampled to  represent a range o f  

pro fe s s i on a l  d i s c i p l i ne s . 

Findings from t h i s  inquiry  h i g h l ight some i s sues 

regarding impl ementat ion o f  a broad fede ral policy ( i . e . , 

Part  H o f  I DEA ) at  the local  level . Part H was a un ique 

piece of fede r a l  l eg i s l a t ion because the intent of Part H 

was to  manda te the  const ruc t i on o f  state l eve l service 

de l i ve ry s y s t ems , local  service de l ivery systems , and 
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sugges t ed program and profess ional pract ices for t h e  early  

i n t e rvent i on f i eld . Very  l i t t l e  guidance , howeve r ,  was  

provided t o  s t a t e s  on how  to const ruct the i r  systems and 

even l e s s  was provi ded on deve l oping local e a r l y  

intervent i on s e rv i ce de l ivery sys tems . Few f i nan c i a l  

resources w e r e  commit ted for the con s t ruc t i on o f  t h e s e  s t a t e  

a n d  l o c a l  s e r v i ce del ivery s ystems adding add i t ional  

comp l i c a t i ons . Spec i f i ca l l y ,  the l e g i s lat ion provided no 

f i nanc i a l  suppo rt for  new e a r l y  i ntervent i on programs , 

instead the intent was for states  and local  service de l i very  

s y s t ems t o  coordinate a l ready exi s t ing providers u s i ng 

e x i s t ing  funds . 

There a re many p o l i c y  and practice imp l i c a t i ons 

resul t i ng f r om t h i s  inqu i r y . First , there are imp l i c a t i ons 

for  fede ra l ,  s t a t e ,  and local e a r l y  i nterven t i on pol i c y . 

Second , there  are  imp l i c a t i ons for early  i nt e rven t i on 

pra c t i ce . T h i r d ,  t h e r e  a r e  impl icat i ons for empowe rment o f  

fami l ie s  w h o  have c h i ldren rece i v i ng e a r l y  int ervent ion 

service s .  Fourth ,  there are impl ica t i ons for soc i a l  wor k 

pract i c e  i n  the  f i e l d  o f  e a r l y  i nte rven t i on . Fina l l y ,  there 

are  imp l i ca t i ons  for  future resea rch related to fami l y ­

centered s e r v i ce de l ivery . T h i s  chapt er presents the 

imp l i ca t i ons  and conc l udes with a brief discus s i on about 



2 7 3  

les sons l e a rned about const ruct ivist  resea rch . 

Impl icat ions for Fede ral, State, and Local P o l i cy 

One o f  the  s t a t ed purposes o f  Part H was to  faci l i tate 

coordinat ion  of federa l ,  state , loca l ,  and private funding 

sources ( Educa t ion o f  the Handicapped Amendment s ,  1 9 8 6 ) . A 

ma j o r imp l i ca t i on o f  the f indings , howeve r ,  i s  that  the 

f rame r s  of the  Part  H leg i s lat ion neglected to  env i s ion the 

impact that i n t e ra c t i ons with other sys tems would have on 

local e a r l y  i n t e rven t i on systems . For examp l e ,  the concept 

of promo t i n g  f ami l i es as  a c t i ve members of e a r l y  

int e rven t i on t eams has  l i t t l e  meaning i f ,  in pract i c e ,  

impl ement a t ion o f  t he Indiv idua l i zed Fami l y  Service Planning 

i s  cont rol led by the services the insurance compa ny w i l l  

re imburse . I n  t h i s  case , neither the fami l y  members nor 

profe s s iona l s  on the team have the abi l i t y  to  ma ke f i n a l  

t rea tment dec i s i ons , rathe r ,  the insurance company ma kes the 

de c i s ion about what services the child and fami l y  receive . 

An imp l i c a t ion o f  the ins urance re imbursement i s sue ma y 

be for suppo rt o f  insurance laws that w i l l  help to  ensure 

that t he e a r l y  i n t e rvention se rvices w i l l  be covered by both 

pub l i c  and private  insurers . I n  the state  where the inquiry  

was conducted,  for examp l e ,  a coa l i t ion of  fami l i e s , early  

intervent ion  advocacy organ i z a t ions and some providers was 
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organi zed t o  l obby f o r  t h e  int roduct ion o f  a n  insurance b i l l  

that  mand a t e s  private insurers i n  the state  to  pay f o r  early  

intervent ion  service s . The  coa l i t ion was succes s fu l  in  

having  a law  passed that  ma nda ted private  insurers  to  pay  

for up  t o  f ive- t housand do l l a r s  of  early  int ervention 

services per  year . This  i s  a part i cu l a r l y  important i s sue 

as both private  i n s urers and Medicaid move to  managed care 

hea l t h  insurance mode l s . 

I n  addi t i on to  insurance compan ies , some t hought 

phy s i c i a n s  were another group o f  non- Part H providers that  

may have i n f l uenced how Part H early int ervent i on services 

were provided i n  this  L I CC . Phys ici ans were cons idered a 

primary contact point for fami l i e s  in  t h i s  L I C C ,  yet 

pa rt icipants  f e l t  that ped i a t r icians and fami l y  pract ice 

phy s i c i a n s  were not aware o f  e a r l y  int ervent i on service s ,  

d i d  not know whom to  conta ct , and/or fai led to  accept the 

e f f i cacy o f  e a r l y  intervention services . Fami l i e s  perceived 

that  t he i r  c h i l dren l o s t  va luable e a r l y  int erven t i on t ime 

because t h e i r  phys i c i ans  did not refer t hem to e a r l y  

i n t e rvent ion prog rams . A pos s ible  federal  or s t a t e  po l i cy 

imp l icat ion may be for the recogn i t i on o f  phy s i cians  as  Part 

H e a r l y  i n t ervention providers . I f  phys i c i ans were 

de s i gnated a s  e a r l y  intervention providers then they wou ld 
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b e  in  l ine t o  receive Part H funds from local Counci l s  for 

the s e rvices  they provide . This s t rategy cou ld potent i a l l y  

improve t h e  L I C C ' s abi l i t y  to coordinate services between 

e a r l y  int e rven t i on providers and phys i c ians , s i nce both 

would rece i ve Part H funds from the L I CC and be as ked to 

part i c i pa t e  in  L I CC planning activi t i e s . This  could  

ul t imat e l y  result  i n  greater col laboration between 

phys i c i a n s  and e a r l y  int e rvent ion prog rams . 

Another  p o l i c y  imp l i ca t i on related t o  the lack  o f  

phys i c i a n  awarene s s  a n d  unde rst anding o f  e a r l y  intervent ion 

is the need t o  f und l a rge scale  phys i cian educat ion 

i n i t i a t i ve s . T h i s  L I CC has put a con s i de rable amount o f  

t ime a n d  e f fort  i n t o  educa t i ng phys icians in  the i r  Counc i l  

area about e a r l y  inte rvent ion . Wh i l e  t h i s  important e f fort 

should cont inue , l ong term ,  sys temic change should also be 

encouraged . I ntegrating e a r l y  inte rvention i n forma t i on into 

medica l s chool and res idency t ra i n i ng programs is a pos sible  

avenue t o  s t imu l a t e  systemic change . On  a national level 

such change cou ld  be f ac i l i t ated by the United States  

Depa rtment o f  Educa t i on ' s O f fice of Special  Educa t i on 

Prog rams ( OSE P ) , t hrough the i r  model demons t rat ion proj ects 

and pre-service  t ra i n i ng proj ect g rant compe t i t i ons . 

Spec i f i ca l l y ,  OSEP  could empha s i z e physician  t ra i ning in 
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grants  compe t i t ions . 

Change needs t o  Occur at the local leve l ,  in add i t i on 

t o  t he s t a t e  and fede ral  leve l . The L I CC i s  the mechan i sm 

by  which l o c a l  e a r l y  intervent ion po l i c y  i s  deve l oped in the 

state  where t h i s  i n qu i r y  was conducted . The f indings f rom 

t h i s  inqu i ry have the most  direct imp l icat ions to the L I CC 

in  which  t h i s  inqu i r y  was conducted . The imp l i ca t i ons , 

howeve r ,  may have meaning to other L I CCs that have had to 

respond t o  the same federal  mandates , a lbe it  in  other 

context s .  

Agency compe t i t ion for fami l i e s  has been an i s sue in  

t h i s  L IC C . P a r t i c i pants felt  that  e a r l y  intervent ion 

programs were forced to compete with each other for 

fami l ie s ,  pos s ib l y  because Part H funds were l i n ked to 

services provided to individual fami l i es . Strategies ma y 

need t o  be expl ored t o  reduce the perce i ved need for 

compe t i t ion  between agenc i e s ,  so referring a fami l y  to 

anothe r program for services does not dimi n i s h  the b i l lable 

services o f  t he referr ing agency . The fami l ies ' needs , 

rather than the needs of  provide r s ,  should be the driving 

force for  early intervent ion services . 

The L ICC has  attempted to re spond to agency compe t i t ion 

and a s s i s t  fami l i e s  by establi shing a comprehens ive service 
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coord i n a t i o n  sys t em implemented b y  the loca l CSB . The 

purpo s e  was to provide f ami l ies with a s ys tem expert not 

l in ked to a n  individual program . Service coordinat ion was 

intended t o  minimi ze inte r-agency compe t i t i on ;  howeve r ,  

provide r s  cont inued to  provide service coordina t i on t o  

fami l ie s  i n  t h e i r  programs as  we l l .  fami l i e s  found t h i s  

s ys t em very  confusing and di f f icult  to  unde r s t and . They 

were not s u re what the service coordinato r ' s role was or  

were  not even  aware  they had  a service coordinator . 

fami l i e s  were ma i n l y  interested in  those profess iona l s  w i t h  

whom t h e y  w o r ked . Thus , fami l i e s  in  t h i s  inqu i r y  de­

emph a s i zed the  import ance o f  the service coordinator . 

A l e s s  confusing syst em o f  service coordinat ion may 

ma ke the ea r l y  i n t e rvention s ys tem more manageable and 

demons t ra t e  the va lue of a good service coordinator to 

fami l i e s . The current CSB system has the potent i a l  to  wor k 

for fami l i e s ,  i f  more service coo rdinators are ava i l able to 

share the  l a rge case loads . Sma l le r  caseloads could a l l ow 

service coord i nators  t o  focus more t ime and energy on each 

fami l y .  

The f i ndings  from t h i s  inqu i r y  has resu l t ed i n  severa l 

important  imp l icat ions regarding early  int e rvent ion 

pract i ce . federa l ,  s t a t e ,  and local policy  imp l i c a t i ons 
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described above ma y help t o  reduce some of  t h e  systems 

barriers  present in t h i s  L I CC . A l s o ,  va luable i n forma t i on 

was gai ned about profe s s iona l pract ice and the impact i t  has 

on fami l i e s . 

I mpl i c a t ions for Ea rly I n t ervent ion Prac t i ce 

Many imp l i ca t i ons emerged for e a r l y  interven t i on 

pract i ce t h a t  a f fect both how profe s s iona l s  provide services 

and how fami l i e s  expe rience interact ions with  ea r l y  

intervent ion providers i n  t h i s  L I CC . Arguab l y ,  t h e  mos t  

va luable  imp l i cat ions are  rela ted to the fami l i e s '  

expe r i ence w i t h  s e rv i ce s  in t h i s  L I CC and f o r  profe s s iona l s  

providing  services  to  fami l i e s . The expe ri ences o f  fami l i es 

and profe s s iona l s  may indicate the need to  rev ise  how early 

inte rvent ion  services  are provided in  this L I CC . 

Impl icat ions  for  Fami l i e s  

A concept ion o f  e a r l y  int erven t i on service de l i very was 

prov i ded in  the  Part  H l eg i s l at i on,  describing a logical  

f l ow f rom i den t i f i cat ion of  a deve l opmental  i s s u e ,  th rough 

referra l ,  to a cent ral  point of  entry with  s ubsequent 

referral  to the mos t  appropr iate programs based on the needs 

and de s i re s  of the fami l y . The l i terature review presented 

in  Chapte r  2 revea led cons i s t ent attempt s  to  a s s e s s  various 

componen t s  of t h i s  proce s s ,  without quest ioning i t s  
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pract i c a l  connect ion t o  what fami l ies actua l l y  experi enced . 

Fami l i e s '  exp e r i ences w i t h  services in  t h i s  L I C C ,  sugge st 

that  they  may not have encountered fami l y- cente red services . 

This  i s  not t o  s a y  that  the programs and individu a l  

profes s iona l s  i n  t h i s  L I CC have n o t  wor ked h a r d  to  promote 

fami l y - ce n t e red idea l s  by  incorporat ing them into prac t i ce- ­

fami l y  and profess ional  parti c ipan t s  be l i eve they have . But 

con s t r a i n t s  imposed on fami l i es , profes s i ona l s ,  and e a r l y  

interven t i o n  programs m a y  have removed cont rol  from each of 

them regarding how services were provided . St riving to  be 

fami l y - cente red ma y requ i re profess iona l s  to  become 

e f fec t i ve s e rv i ce "broke r s "  with  non- Part H providers . For 

examp l e ,  Part  H pro f e s s i on a l s  may have l it t l e powe r to ma ke 

dec i s ions  l i ke what service s  an insurance provider wi l l  

agree t o  cove r . Part  H provide r ' s only  opt ion may be to  

e f fect i ve l y  advoca t e  for the fami l y  and  a s s i s t  them in  

negot i a t ing with  t he insurance company to  pay for a needed 

service . 

Seve r a l  f ami l y  charact e r i s t ics may i n f l uence the 

exper i ences fami l ie s  have in  the early intervent ion sys t em 

and how p r o f e s s iona l s  perce i ve these fami l ie s . Fami l i e s  

react ions  to  the  e a r l y  intervent ion expe r ience may have been 

determined in part  by their  persona l i t y  and the resources 
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they used t o  cope w i t h  the s i t uation . Many s t a keholders 

bel i eved s e rvices  i n  t h i s  L I CC were dr iven by funding 

pres sure s ,  the  needs of agenc i e s ,  and the needs of 

pro fe s s i ona l s . De spite  t h i s  recogn i t i on ,  many s t a keholders 

be l i eved that there are fami l i e s  who lack the persona l 

mot iv a t i on t o  pursue ea r l y  intervent ion services . For 

fami l i e s  that  i n c l ude c h i l dren with  deve l opmental  

di sabi l i t i e s , then ,  the impo rt ance o f  the i r  own 

part i c ipat ion in the e a r l y  inte rvention proce s s  is e s s en t i a l  

to  a succe s s ful  exper ience . There w i l l  a lways b e  problems 

and di f f i c u l t i e s  w i t h  the e a r l y  int ervent i on syst em . New 

laws w i l l  be enacted,  new pol icies  w i l l  emerge , service 

del ivery s y s t ems w i l l  f l uctuat e ,  and pro fession a l s  within  

these s y s t ems w i l l  change . The  only  constant on which 

fami l i es can depend i s  their own involvement . Fami l i e s  w i l l  

a lways be there t o  work w i t h  t h e i r  chi ldren and cope with  

the j oys and s t re s s e s  o f  having a chi ld with  a devel opmental  

di sabi l i t y  or  d e l a y . Thus , fami l i es mus t  deve l op s ki l l s  and 

learn  to max i m i z e  the resources ava i lable to  them to  best 

mee t  t he i r  chi l d ' s needs . They mus t  place themselves in a 

s t a t e  o f  con t i nuous profess ional deve l opment to  learn as  

much about t he i r  chi ld ' s devel opmental  de l a y  or  di sabi l i t y ,  

t he e a r l y  i n t e rvent ion service de l ivery s ys tem, and the 
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roles and respon s i b i l i t i e s  o f  the provi ders and 

pro f e s s i ona l s  w i t h i n  the system .  Profes s i ona l s  can a s s i st 

fami l ie s  by  providing encouragement to parti cipate and o f fer 

as  much i n f o rma t i on as  fami l i e s  request . I n  addit ion to 

impl i ca t i o ns for  fami l ie s  receiving early  int ervent ion 

service s ,  there were severa l impl icat ions for profe s s iona l s  

providing  e a r l y  intervent ion services . 

Impl i cat i ons  for  Profess iona l s  

Fam i l y  p a r t i cipants who de scribed t hems e l ve s  as  

tenacious  f e l t  that they were  able  to cope w i t h  the  barriers 

they encountered in  the  e a r l y  intervent ion system .  They 

a l so felt that  fami l ie s  who were more pas s i ve in  t h e i r  

approach t o  e a r l y  intervent ion were l e s s  l i ke l y  to have 

t h e i r  needs met . Some fami l y  partic ipant s may have dropped 

out of the  ea r l y  intervent ion sys tem because they had 

di f f i c u l t y  coping w i t h  the many barriers they faced . 

Fam i l y  charact e r i s t ics , speci f i ca l l y  level o f  

invo lvement i n  the i r  c h i l d ' s care , clearly  a f fects  e a r l y  

int e rvent ion profess iona l s . Ea r l y  interven t i on 

profe s s i ona l s  should attempt to a s s e s s  the t ype o f  

persona l i t y  exhibited by t h e  fami l i e s  t h e y  support . They 

need t o  explore both the needs and coping capa c i t y  of 

fami l i e s . Pass ive fami l ies need more guidance from service 
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coordina t o r s  and understanding and supportive therapi s t s .  

Fami l i es who are  more t enacious can be a suppo rt for 

fami l ie s  who are  less aggress ive . At the very l ea s t , 

pro f e s s iona l s  mu s t  not j ump too qui c k l y  to  labe l i ng a fami l y  

a s  noncomp l i ant  or  unmot ivated . 

Another p r a c t i ce imp l i ca t i on for profe s s iona l s  relates  

t o  how fami l i e s  react emo t i ona l l y  to  d i s covering their  

in fant o r  todd l e r  has a deve lopmental de l a y . When fami l ies 

were f i r s t  confronted w i t h  the fact that their infant  or 

t odd l e r  had a deve l opment a l  de lay or  disabi l i t y ,  they 

reported expe r iencing s t rong emo t i onal rea c t i ons . Wh i l e  

coping w i t h  t h i s  news , profe s s i ona l s  s imul t aneous l y  approach 

fami l ie s  w i t h  an overwhe lming amount o f  informat ion about 

e a r l y  i n t e rvent ion programs and services . Fami l i e s  were 

often  expected to  ma ke important dec i s i ons about the t ypes 

of  services  t h e y  neede d ,  where these services would be 

rendered ,  and how they were going to  pay for the servi ces . 

The imp l i ca t ion  i s  that e a r l y  int ervent ion profe s s iona l s  

should b e  a t t uned t o  the emo t i onal rea c t i ons fami l i es 

expe r ience when d i s cove ring the i r  child  has a devel opmental  

de l a y  or  di sabi l i t y .  Many early  interven t i on 

p ro f e s s i o na l s ,  howeve r ,  are not t ra i ned t o  address  these 

more psycho s o c i a l  i s sue s . Providing early  intervention 
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prof e s s i ona l s  w i t h  at  least  some basic  in- service t ra in ing 

in  coun s e l ing  to addr e s s  pos s ible emot iona l react ions s uch 

as  g ri e f ,  deni a l ,  s t res s ,  anxiet y ,  ange r ,  and depre s s ion i s  

c r i t i ca l . 

Fami l ie s  i n  t h i s  L I CC were faced w i t h  many barriers  to  

obt a in i n g  early  i n t erven t i on services  such  as  

t ranspor t a t i o n ,  daycare , inconvenient meet ing and  therapy 

t ime s ,  and the need to  care for other chi ldren . As a 

r e s u l t ,  f u l l y  part i cipat ing in  recommended e a r l y  

intervent ion  se rvices was d i f ficult  f o r  some fami l i es . The 

re s u l t s  of t h i s  inqu i r y  indicate that profe s s iona l s  should 

recogn i z e  that e a r l y  intervention is not j us t  about a 

c h i l d ' s t h e rapy or  a f ami l y ' s support group , but how i t  

a f fe c t s  a fami l y ' s ent i re l i fe .  Each profe s s ional  needs to  

become adept at  a s s e s s ing each  fami l y ' s s i tuat ion to  be st 

de s i gn s e rv i ce del ivery p l ans to  meet the unique needs o f  

e a c h  fami l y .  

Fami l y  p a r t i cipants  i n  t h i s  L ICC de scribed other i s s ues 

and concerns t h a t  they faced each day that threatened the i r  

b a s i c  s a f e t y  a n d  s e c u r i t y  needs , such as  food a n d  she l t er . 

Th i s  sugg e s t s  e a r l y  intervention profe s s iona l s  must rea l i z e  

that  e a r l y  i n t e rvent ion w i l l  not b e  a priority  unt i l  the 

fami l y ' s s a f e t y  and security  needs are met .  E a r l y  
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intervent ion profess iona l s  need t o  become more aware o f  

these concerns a nd a s s i s t  fami l ies i n  meet ing these needs . 

Regardle s s ,  s ome fami l ie s  w i l l  choose not t o  pursue early  

interven t i o n  s e rvices  because there are other  more immediate 

concerns in  the i r  l i ves . Early intervention providers 

should t r a c k  these fami l i e s  over t ime and periodica l l y  re­

approach t hem t o  ascertain  t h e i r  need and/or readiness  for 

ea r l y  i n t e rvent ion services . 

Many b a r r i e r s  identi fied through the inqu i r y  can be 

addre s sed o n l y  th rough coordination with other providers , 

not ordina r i l y  thought of  a s  e a r l y  intervention providers . 

The c i rc l e  o f  s e rvices t radi t i ona l l y  cons idered impo rtant to 

fami l ie s  w i t h  chi ldren w i t h  deve l opmenta l  disabi l i t i es needs 

to e xpand to inc l ude daycare cente rs , transportat ion 

compani e s ,  s o c i a l  services , and phy s i c i a n s /medical  

provide r s . 

Phys i c i a n s  rece i ve e a r l y  intervent ion i n forma t i on from 

mul t i p l e  source s . Gene ral  i n forma t i on ( e . g . , referral  

point s ,  resource s )  i s  t ypica l l y  provided by L I CC sta f f ,  

w h i l e  chi l d - spe c i f i c  in forma t i on i s  usua l l y  given t o  the 

phy s i c i a n  by  e a r l y  int e rvent ion profe s s iona l s . 

Part i c ip a t i ng phys icians  repo rted that more spec i f i c  

i n forma t ion about when and how t o  refer a c h i l d  to early  



int e rvent ion , rather than providing general e a r l y  

int e rvent ion i n f o rmat ion wou ld b e  more u s e ful . Al s o ,  

i nforma t i on p rovided to  phys i c ians should b e  concise  and 

provide i n f o rmat i on c l e a r l y  app l i cable in  da i l y  prac t i ce . 
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Fina l l y ,  the concepts  beh ind Part H fami ly-centered 

services  ma y not r e f lect the mu l t iple organ i z a t iona l 

rea l i t i e s  o f  e a r l y  intervention providers . The l imitat ion 

o f  b i l l a b l e  e a r l y  intervention services has t ranslated into 

agency r u l e s  that ma ke i t  d i f f i cu l t  for e a r l y  intervention 

profe s s iona l s  to  provide needed early intervent ion services 

to  f ami l ie s . T h i s  means pro f e s s i on a l s  need to  work hard to 

gain acce s s  t o  other e a r l y  intervent ion providers who can 

provide a s e rv i ce ( e . g . , ph ysical  t herapy ) , when they  

t hemse lves are  not able to  provide the service  because of 

agency con s t r a i n t s .  The needs of  fami l i e s  mus t  be the 

guiding force for profe s s i ona l s ,  even if  i t  means having to  

work a round t he con s t r a i n t s  o f  t h e i r  own organi z a t i ons . 

Re s u l t s  o f  t h i s  inquiry  suggest deve l opment o f  an 

a l t e rna t i ve ea r l y  int ervent ion pract ice mode l . Whi le the 

combined pract i ce imp l i cat ions f rom t h i s  inqu i r y  may not 

provide enough sub s t ance for a complete a l terna t i ve pract ice 

mode l ,  t he recommenda t ions above may sugges t  some core 

e l emen t s  for an a l ternat ive model . Proposed e l ements for an 
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sect ion . 

2 8 6  

E l emen t s  o f  a n  Emerging Al terna t i ve Prac t i ce Mode l 

Profe s s iona l s  working in  the f i e l d  o f  ea r l y  

intervent ion w i l l  a lways have a clear r o l e  t o  p l a y  based on 

t h e i r  spec i f i c  d i s c ipl inary s ki l l s  and expert i s e . For 

examp l e ,  a speech the rap i s t  wi l l  a lways be needed to a s s e s s  

a c h i l d ' s n e e d  for speech therapy . T h e  imp l i cat ions from 

t h i s  inqu i ry suggest a need for a l l  e a r l y  int e rven t i on 

pro fe s s iona l s  to learn and app l y  s ki l l s that ma y t rans cend 

the i r  d i s c i p l i na r y  s k i l l s  and expert i s e ,  if profess iona l s  

de s i re t o  become fami l y -centered pract i t i oner s . Meeting 

fami l y  needs may imp l y  a need for profe s s i ona l s  to deve lop a 

s ys t ems - re l ated expert i s e  ( i . e . , Part H s ystems and non-Part 

H s ys t ems ) , fami l y  t r a i n ing/educa t i on ,  and fami l y  support . 

These pra c t i ce e l ements and t h e i r  connec t i on to a l ready 

e x i s t ing d i s c i p l i na r y  expe r t i s e  and the des i re t o  move 

towards a more f am i l y-cente red pract ice mode l are 

repre sented i n  Figure 6 [ s ee Figure 6 ) . 

Sys t ems Expert i s e  

I n  order to e f fectively support fami l i e s  a s  they 

s t rugg l e  t o  acce s s , manage , and pay for early intervent ion 

servi ces , e a r l y  int e rvent ion profe s s i ona l s  need to be 
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ISystems Expertl IFami l y  

IFam i l y  Supportl 

App l i c a t i on o f  D i s c ip l i na r y  S k i l l s  

Fam i ly-Centered E a r l y  I ntervention Pract i ce 

F i gu re 6 
Al ternative E a r l y  I ntervention Pract i ce Model 
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know l edgeable o f  t h e  int ricacies o f  both Part H and non- Part 

H service de l i very  systems . Tradi t iona l l y ,  the role o f  

s ys t ems expert h a s  been relega ted to  the a s s i gned service 

coo rdi na t o r . The les sons f rom this inqu i r y ,  howeve r ,  

suggest t h a t  a l l  e a r l y  interven t i on pro f e s s i on a l s  should  be 

fami l i a r  w i t h  the s ys t ems i s sues to e f fect i ve l y  support 

fami l i e s . The role o f  a systems expert ma y include : ( a )  

service coordinat ion , ( b )  referral  coordinat o r ,  ( c )  systems 

medi a t o r ,  ( d )  advoca t e ,  and ( e )  t rouble shooter for spec i f i c  

systems barrie rs . I n  add i t ion to  deve loping s y s t ems 

expe rt i s e ,  e a r l y  intervent ion profe s s iona l s  a l so need to 

deve l op competencies  in  fami l y  t ra ining and educat i on . 

Fami ly T r a i n i ng and Educat ion Expe r t i s e  

T h e  impl icat ions from t h i s  inquiry  suggest that  t here 

is cons i derable variabi l i t y  among fami l i e s  related to  t h e i r  

abi l i t y  t o  t a ke an a c t i ve r o l e  in the e a r l y  interven t i on 

proce s s . A s y s t em cannot be fami l y-cente red i f  

part i c ipat i ng f ami l i es are unable t o  t a ke a n  act i ve role in 

the serv i ce de l i very proce s s  due to l i t t l e  know ledge , 

s ki l l s ,  or  con f i dence . T radi t i ona l l y ,  e a r l y  intervention 

therap i s t s  have t r a i ned fami l i e s  to  carry out basic therapy 

techniques w i t h  t h e i r  chi ldren so that  the fami l y  could 

con t i nue to  work w i t h  the child in between t he rapy v i s i t s . 
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Fami l ie s , howeve r ,  need t ra i n ing and educat ion on broader 

i s sues that wi l l  ma ke them more informed dec i s i on-ma kers 

when it come s to  services for the i r  child and fami l y .  

Examp l e s  o f  some o f  these areas include i n forma t ion about 

c h i l d  development , spe c i f i c  d i s abi l i t i e s ,  service de l i very 

s y s t ems , fede r a l  and state po l ic i e s  such as  Part H ,  roles 

and respon s i b i l i t ie s  o f  d i f fe rent e a r l y  interven t i on 

pro f e s s iona l s ,  and in forma t i on about the import ance of their  

own involvement . These are j u s t  a few c r i t i c a l  areas  of  

which fami l ie s  need knowl edge and unde rstanding in  order to  

ma ke the t ra n s i t ion from service  recipient to  c o l l aborat ive 

partner i n  the  service de l i very  system .  The f inal  element 

of the eme r g i ng a l t e rna t i ve mode l is expe r t i s e  in  the area 

of f ami l y  support . 

Fami ly Support Expe r t i s e  

Fami l i e s  m a y  need support in  many di f ferent a r e a s  of  

their l i ves when they are part i c ipa t i ng i n  the e a r l y  

int ervent ion s y s t em .  They may need emot ional suppo rt as  

they expe r i ence f r u s t r a t i on with  barriers  they encounter , 

s t re s s  r e l a t ed t o  the added pressures o f  having a child  with  

uni que needs , and sadness  because o f  t h e i r  s t rugg les  to  be a 

good parent under d i f ficult  c i rcums tance s . Fami l ie s  ma y 

a l s o  need support f rom profe s s i on a l s  to  overcome fee l i ngs of  
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powerl e s s ness  in  an int imida t i ng s ystem . Fina l l y ,  fami l i e s  

need t o  feel  the support t h a t  other fami l i e s  who have 

expe r ienced the e a r l y  intervent ion system can provide . 

The imp l i c a t i on for e a r l y  intervent ion profe s s iona l s  i s  

that they  should have some bas i c  competence in  providing 

emo t i onal  support to fami l i e s  as  i s s ue s  a r i s e . This  does 

not , howeve r ,  imp l y  a need for an occupa t i onal  therapi s t ,  

for examp l e ,  t o  have the c l inical  s k i l l s  of  a c l i n i ca l  

p s ychol og i s t  or  c l i n i ca l  social  worke r . I t  imp l i e s  a need 

to have some b a s i c  couns e l i ng s k i l l s  to provide short -term 

support  t o  fami l ie s  unt i l  an appropr iate  referral  can be 

made . T h i s  i s  an important i s sue because services l i ke 

s o c i a l  work  are  often  not re imbursed by insurance compan ies . 

S o ,  i f  the occupa t i onal therap i s t  i s  the only profe s s iona l 

working w i t h  the fami l y ,  they ma y be the only  profe s s ional 

ava i l ab l e  t o  meet  the fami l i e s  emot iona l needs . I n  addit ion 

to di rect coun sel ing s k i l l s ,  e a r l y  intervent ion 

profes s i o na l s  shou ld  be aware of  ava i l able fami l y  support 

organi z a t i ons  and other resources that could a s s i s t  fami l i e s  

in  c r i s i s . 

The preceding e lements o f  a deve loping a l terna t i ve 

pract i ce model  imp l y  a further blurring o f  the d i s c i p l inary 

roles  of  profe s s iona l s  in  early inte rvent ion . I t  does not , 
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howeve r ,  d i s count the important discipl inary contribut ions 

of each p r o f e s s ional . What i t  imp l i e s  is a need for e a r l y  

i n t ervent ion profe s s iona l s  to  f i rst b e  comfortable with  the 

knowl edge and s k i l l s  of  t h e i r  di scipl ine to  feel comfortable 

with  a s s uming roles that  t rans cend their discipl ine . 

I n  add i t ion to  imp l i c a t i ons for e a r l y  interven t i on 

p o l i c y  and prac t i ce result ing from t h i s  inqu i r y ,  there are 

imp l i ca t i ons  regarding fami l y  empowe rment in ea r l y  

inte rvent ion . Imp l i c a t i ons f o r  e a r l y  interven t i on policy  

and  p r a c t i c e  may have the greatest  a f fect if  they are  

con s i dered within  the context of  fami l y  empowerment . 

Chang i n g  po l i c y  and e a r l y  interven t i on pra c t i ce to  con form 

to  a more fami l y - centered view of  early  interven t i on may not 

be enough to  ensure fami l y  empowe rment .  Empowe rment mus t  

occur t h rough an int eract ion between p o l i c y  i n i t iat ives , 

profe s s ional  pract i ce s ,  and fami l y  invol vement in e a r l y  

i n t e rvent ion . 

Impl icat ions for Empowe rment of  Fami l i e s  

Ac knowledg i ng t he preeminence of  individual fami l y  

perspect i v e s  regarding t h e  e a r l y  intervention services they 

receive ma y be an important component of  fami l y  empowe rment , 

but many  other  factors  are  involved . The empowerment 

propo s i t i on s  that  were presented in Chapt er 2 can be used as 
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a lens  to v i ew the empowerment expe ri ence of  sta keholders in 

t h i s  L ICC . The three propo s i t i ons were : ( a )  person and 

envi ronment a re interact i ve ,  ( b )  individua l s  are  u l t ima t e l y  

respon s i b l e  for  t h e i r  own empowe rment , a n d  ( c )  oppre s s ion i s  

the result  o f  mu l t i p l e  societ a l  forces t h a t  combine to 

oppre s s  an individual or  g roup . 

The f i rst  propo s i t i o n  refers  to the interact ion between 

person and envi ronment . Unders tanding the dynamics of  

fami l i e s  and profe s s iona l s  interact ing within  the i r  

envi ronments  w a s  v i t a l  to unde r s t anding e a r l y  intervent ion 

i n  t h i s  L I CC . The Smit h ' s story provides a poignant example 

of  this interact ion . The Smi ths were faced with many 

barriers  t o  obt a i n ing e a r l y  intervent ion service s . They had 

problems w i t h  the CSB service coordina t i on system ,  but they 

a l so faced many other i s s ues that t rans cended the ea r l y  

intervent ion s y s t em .  The Smi th ' s  phy s i cians  and the i r  

insurance provider impeded access t o  e a r l y  intervent ion 

service s . The Smith ' s expe rience can be unde rs tood only  in  

t e rms of  t h e i r  interact ions with Part  H providers , non - Part 

H provide r s , and the i r  charact e r i s t i c s  as  indi vidua l s  and a 

fami l y . 

The second propo s i t i on i s  that individu a l s  a re 

u l t ima t e l y  respon s ib l e  for the i r  own empowerment . 
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Pro f e s s iona l s ,  howeve r ,  can a s s i s t  fami l i es through 

educa t i on and d i a l ogue , to deve lop a crit ical  consci ousnes s .  

The Smit h ' s ,  a s  we l l  a s  many  other fami l y  pa r t i c i pant s ,  

a t t ributed t he i r  succe s s  i n  obt a ining e a r l y  intervent i on 

services  to the i r  own e f fort s . Both fami l y  and profess iona l 

partic ipants  fe l t  that fami l ies who did not t a ke an act ive 

role in  the e a r l y  intervent ion process  did  not fare wel l ,  

demon s t r a t i ng t hat fami l i e s  are u l t imat e l y  respon s ible for 

the i r  own empowerment . 

The f i n a l  propos i t ion i s  that oppre s s ion i s  the result  

o f  mu l t ip l e  societa l factors combining to create  oppre s s i ve 

c i rcumstances for certa in  individua l s  or groups . Fami l i es 

who have i n fants  or  toddlers with  deve lopmental delays  or 

di sabi l i t i e s  are faced with oppre s s i ve ci rcums tances 

result ing from societal  forces such as  managed care ; 

federa l ,  s t a t e ,  and local  pol i c y ;  povert y ;  pre j udi ce ; 

insens i t i v i t y  and mi sunders tanding ; and nume rous others . 

These forces a f fected fami l y  part icipants in  many  d i f fe rent 

ways , w i t h  the result  being barriers  to acce s s  and services 

driven  by prov ide r s  rather than fami l ies . Providers 

deve l oped service  de l ivery s ystems that focused more on the 

needs of t he i r  organi z a t i ons than on the needs o f  fami l ies . 

Keep ing these th ree general  principles  o f  empowe rment in 
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empowe rment .  

Impl i cat ions  for  Fami ly Empowe rment 
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Fami l y  empowerment s hould s t a r t  w i t h  fami l i e s  

ident i fying a n d  addres s ing t h e i r  mo st b a s i c  needs . Meet ing 

bas i c  needs f i rs t ,  fol lowed by providing e a r l y  i n t e rvention 

in forma t i o n ,  imp l i e s  a t hought ful and careful approach for 

provide r s . Too o f t e n ,  pro fess iona l s  are ready to  push 

fami l i e s  di rect l y  into t herapy wi t hout f i r s t  a s s e s s ing basic  

needs and d e s i r e  for in format ion . 

Second , fami l y  educat i on may be one of  t he key 

ingredients  to empowe r i ng fami l i e s  engaged in  e a r l y  

inte rven t i on .  F o r  examp l e ,  a b e t t e r  unde rstanding o f  t h e  

e a r l y  int e rven t ion s ys t em ,  and a more clear  unde r s t anding o f  

the e f fect non - Pa r t  H providers c a n  have o n  the e a r l y  

intervent ion expe r i ence , ma y have improved the Smi t h ' s 

encounter w i t h  the e a r l y  intervention  sys t em . Most 

impo r tant l y ,  perhaps , would have been a more complete  

unde r s t a nd i ng o f  t he i r  own s t rengths and the i r  rights  to 

work w i t h  providers and a s s ume cont rol over the e a r l y  

i n t e rvent ion  proce s s . These conc lusions  imp l y  an 

educa t ional  proce s s  for  fami l i e s  to  help t hem gain these 

competencies  and ins ights  into  t he i r  own st rengths and 



capac i t y  t o  lead the proces s .  The need for fami l i e s  to  

a s s ume cont rol  o f  t h e i r  involvement in the e a r l y  

intervent ion proce s s  t ie s  into the second empowe rment 

propos i t ion . 
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P r o f e s s i ona l s  can a s s i s t  fami l i e s  in  deve loping a 

c r i t ical  consciousness  by providing fami l i e s  w i t h  

informa t i on a n d  knowledge about e a r l y  int ervent ion , as  

de scr ibed above . Educa t i on me rely  provides the b a s i c  

knowl edge and s k i l l s  t o  par t i cipa t e ,  b u t  does not 

nece s s a r i l y  fac i l i t a t e  fami l y  part icipat ion . Profes s iona l s  

need t o  t a ke the next s tep a n d  encourage fami l ie s  to  become 

a c t i v e l y  i nvolved  in the e a r l y  intervent i on process , 

t reat ing  fami l i e s  a s  equa l part i c ipant s .  This  does not , 

howeve r ,  imp l y  a paterna l i s t i c  form o f  empowerment where 

pro fe s s iona l s  t u rn over powe r to  fami l i e s  out o f  the 

goodne s s  o f  t h e i r  heart s . Ra t he r ,  i t  imp l i e s  a 

respon s i b i l i t y  on the  part o f  profe s s iona l s  to  a s s i s t  

fami l i e s  in  ma king dec i s ions and providing fami l i es w i t h  the 

support needed t o  as sume cont rol over dec i s i on making t hat 

is r i gh t f u l l y  t h e i r s . 

Fourt h ,  t h i s  inqu i r y  sugge s t s  the e a r l y  intervention 

s ys t em i n  t h i s  L ICC needs cons tant fami l y  feedba c k  about 

changing c h i l d  and fami l y  needs . Services are  prov ided 
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according t o  t h e  needs and concerns o f  e a r l y  intervent i on 

pro f e s s iona l s  and providers , not nece s s a r i l y  needs 

ident i f i e d  by  fami l i e s . Outs ide forces are constant l y  

chang i ng a n d  a f fe c t i ng fami l ie s  in  new and d i f fe rent ways . 

A feedba c k  mecha n i sm needs to be des igned and put in  place 

that w i l l  result  in periodi ca l l y  col lect ing in forma t i on from 

fami l ie s  about t h e i r  needs and concerns . Wi thout t h i s  

mechan i sm ,  e a r l y  intervent ion providers may f i nd themse lves 

providing servi ces to fami l i e s  that are no longer relevant . 

T h i s  s t rategy  a l so enhances fami l y  empowe rment , because it  

adds the f ami l y ' s voice  into the service de l i very process . 

F i f t h ,  teaching fami l ie s  to do as  much on the i r  own as  

pos s ib l e  ma y be the c r i t ical  element t o  improve the  

expe r i ence for  fami l ie s  in  the e a r l y  int e rvent ion system.  

The respon s i b i l i t y  for accomp l i shing t h i s  goa l i s  shared 

equa l l y  between fam i l ies  and profe s s iona l s . Fami l i es mu st 

be open t o  learning  and per s i s tent in  the i r  de s i re t o  learn 

and explore  the comp l e x i t i e s  o f  the early int erven t i on 

system . Pro f e s s i on a l s  must  be committed to teaching 

fami l ie s  about both the early intervent ion system and the 

actual  therapies  they provide . T h i s  i s  a unique way o f  

approaching t r ea tment f o r  many  profe s s iona l s  but o n e  that  

may be nece s s a r y . I n  service t ra ining for profess iona l s  



could i n c l ude s t rategies  for t rain ing fami l ie s  on how to 

comp l e t e  e a r l y  i n t e rvention t a s k s  on t h e i r  own . 

Addi t i ona l l y ,  gene ral  in service t ra i ning o f fered by 

providers could be open to  fami l i e s  who are interested in 

learn i ng more about rel evant therapy techn i que s .  
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S i x t h ,  s upport from other parents can boost fami l i e s '  

s e l f - e s t eem a n d  make them f e e l  more capable o f  working with 

mu l t ip l e  provide r s . Also,  expe rienced fami l ie s  can provide 

pract i c a l  t ips  and advice to  fami l i es new to  e a r l y  

intervent ion t o  improve t h e  i n i t i a l  early  interven t i on 

proc e s s  for new parent s . This  t ype o f  peer s upport has 

ta ken seve r a l  forms in  t h i s  L I C C ,  including parent s upport 

groups . Groups to  discuss  the conce rns of fami l i es 

part i c ipa t ing in  early intervent ion,  share a t e l ephone 

contact l i s t  that  a l l ows for informa l s uppo rt relat ions to 

deve lop between fami l ies , and provide forma l advocacy where 

expe r i enced parents  accompany new parent s to  a s s e s sment team 

meet ings . Fami l y  support holds cons iderable promi se for new 

fami l ie s  entering  the e a r l y  int ervent i on system in t h i s  

L I CC . 

I n  add i t ion to  impl icat ions for e a r l y  interven t i on 

pol i c y ,  prac t i ce and fami l y  empowe rment ,  there are 

impl icat ions  for  social wor k pract ice and educa t i on . Social 



2 9 8 

worke r s  p l a y  an impo rtant role in  the e a r l y  intervent ion 

s ys t em ,  l i t t l e  i s  written about the social  wor k role  

( Saunde r s , 1 9 9 4 ) . There  are seve ral impl icat i ons for social  

work  based on the f i nding s . 

Impl i cations  for Soci a l  Work Pract ice 

The f i ndings  o f  t h i s  inquiry  demonstrate the need for 

compe tent s o c i a l  work pract i t i oners in all  aspec t s  o f  the 

e a r l y  i nte rvent ion proces s . Fami l i e s  need unde rstanding and 

support  f r om profess iona l s . This  is where the role  of the 

s o c i a l  worker  becomes important for two reasons . Fi rst , the 

fami l y  needs emot ional suppo rt , for which social  workers are 

idea l l y  prepa red . The goal o f  social wor k educa t i on i s  to 

promot e  e f fect i ve coping with  the many cha l l enges that l i fe 

present s indiv idua l s ,  fami l ie s ,  and groups . Spec i f i ca l l y ,  

s o c i a l  work  educa t i on empha s i zes helping individu a l s  solve 

the i r  own prob lems , resolving emotional con f l icts , and 

deve loping s o c i a l  networks that bui l d  upon st rengths and 

capac i t i e s  of individua l s  ( Counc i l  on Social  Work Educa t i on ,  

1 9 9 9 ) . I n  e s sence , social  workers have the s ki l l s  to 

provide d i rect  emo t i onal  support to fami l ie s ,  as  we l l  as  

knowl edge o f  other community  resources to a s s i s t  in  meet i ng 

the menta l  hea l t h  needs o f  fami l ies . 

S econd , ea r l y  inte rvent ion profe s s i ona l s  from other 
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d i scipl ines  may not receive the same level o f  educat i on and 

t ra in i ng in i n t e rpers ona l interac t i ons as  s o c i a l  workers . 

Thus , t he s o c i a l  worker become s an impo rtant advoca t e  for 

the fami l y  on t he e a r l y  int ervent ion t eam . Addi t iona l l y ,  

t h e  s o c i a l  worker can educate other members o f  t h e  t eam, so 

they can become more sen s i t i ve to  the emot iona l and 

psych o l o g i c a l  needs o f  the fami l y .  

Fina l l y ,  social  work educat ion empha s i ze s  the person­

envi ronment int eract ion , a concept that  appea red to  be so 

important t o  fami l ie s  in  t h i s  inqui ry . Aga i n ,  social  

worke r s  can work  w i t h  the team, including the fami l y ,  to  

mos t  fully  unde r s t and the needs o f  the child  and  fami l y  

w i t h i n  t h e  u n i que contexts  o f  t h e  chi ld ' s envi ronment . This  

abi l i t y  can help  shift  t he focus int ervent ion away  from the  

ch i l d ' s deve l opment a l  de f i c i t s  to  a focus on the overa l l  

devel opme n t a l  p i cture w i t h i n  the context o f  the c h i l d ' s 

envi ronment . Add i t iona l l y ,  social  work educat i on empha s i zes 

a dual empha s i s  on micro and macro approaches to 

interven t i o n ,  providing social  workers with the knowledge 

and s k i l l s  to a s s i s t  fami l i e s  and early  int ervent ion 

pro f e s s i o na l s  t o  better  underst and the mul t ip l e  layers  o f  

s y s t ems t h a t  a f fect fami l ies . Thus , s o c i a l  workers c a n  be 

e f fe c t i ve se rvice coordina tors and provide emot ional suppo rt 
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to  fami l i e s . 

S o c i a l  workers in  the field  should become mo re involved 

in deve l opme n t a l  di sabi l i t i e s - re lated organi zat ions , such as 

Zero to Th ree and the Am eri ca n  Associ a t i on o f  Men t a l  

R e t a rda t i on ,  t o  i n fuse  t h e  social  work perspective into the 

f i e l d  o f  e a r l y  int ervent ion . The primary role for social  

workers  in  early  int ervent ion rema i ns s uppo r t i ng fami l i es 

and advocat ing on their beha l f .  This  i s  accomp l i shed by the 

s o c i a l  w o r ke r  act ing on many leve l s .  First , social  workers 

need t o  con t i nue t o  be a c t i ve members of  the e a r l y  

int e rven t i o n  t eams to  s upport ch i ldren a n d  fami l i es . 

Second , s oc i a l  workers mu s t  advocate for needs of  fami l i e s  

w i t h i n  the organ i z a t i ons  in  which t h e y  wor k .  T h e  f i ndings 

empha s i zed the problem that the needs o f  chi ldren and 

fami l i es a re somet ime s secondary to  the needs of  

organ i z a t ions . Third ,  social  workers should  be a c t i ve l y  

invol ved a t  the  l o c a l  s ystems level w i t h  t h e i r  L I CCs . Local 

p l anning and a l loca t i on of resources is determined at t h i s  

leve l , has drama t i c  impact o n  fami l ies . Fina l l y ,  s o c i a l  

workers n e e d  t o  b e  actively  involved in  b o t h  s t a t e  and 

fede r a l  p o l i c y  a nd p lanning . This  can be accomp l i shed via  

part i ci p a t i on i n  their  own pro fessional  organi z a t i o n ,  

advocacy organ i z a t ions , a n d  parent support organi zat ions . 
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Recommenda t i ons for Future Resea rch 

T h i s  inqu i r y  occurred in an urban envi ronment with a 

f a i r l y  we l l  devel oped service del ivery system.  Whi le  the 

L ICC may have s t rug g l ed w i t h  coordina t ing many o f  the 

provide r s  in  the  a re a ,  the bas i c  services were genera l l y  

present and ava i lable  to  fami l i e s  ( e . g . , home and center­

based prog rams , hospi t a l s ,  t ransportation ,  daycare ) . Many 

f i ndings  could provide the founda t i on for resea rch conducted 

in  bot h a i n t e rpre t i ve and pos i t iv i s t  paradigm . 

Several  concep t s  iden t i f i ed via  t h i s  inquiry  cou l d  be 

further examined in  the pos i t i v i s t  paradigm . A logical  next 

step would be to compare the local context across d i f ferent 

t ypes of e a r l y  i n t e rvention service de l i very  systems ( i . e . , 

urba n ,  rura l ,  suburban ) .  Rura l service de l i very  systems ma y 

not have many b a s i c  services ava i l able to  them . T h i s  ma y be 

a cons i derable i s s ue , because Part H services were de s i gned 

to  bu i l d  upon an a l ready e x i s t ing service de l i very  system . 

Part H resources were not int ended to build local  capac i t y ,  

o n l y  t o  coordinate e x i s t ing service providers . Suburban 

commun i t i e s  ma y have d i f ferent i s sues . For examp l e ,  managed 

care ma y be a much more s i g n i f i cant concern for suburban 

commun i t i e s  where there may be a higher percentage o f  middle 

to  h i g h  income fami l ie s  with  private ins urance . 
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I n t e rpret i ve resea rch ma y b e  use ful to  s t udy fami l i e s  

who neve r g a i n  a c c e s s  to  e a r l y  interven t i on services because 

o f  b a r r i e r s  or  t h e i r  own choice . A bas i c  research quest ion 

may be "What are the characte r i s t i c s  o f  these fami l i es and 

what preve n t s  t hem from obt a ining service s ? U  Several  

fami l ie s  were i n t e rviewed in  t h i s  inqu i ry who  never rece ived 

service s . There were va rious reasons why they never 

rece i ved s e r v i ce s ,  but very l i t t le was lea rned about t h e i r  

fami l y  charact e r i s t ics . 

The chal lenges o f  nomi nat ional sampl ing were impo rtant 

met hodo l o g i c a l  i s sues in this inqui ry . I n  part icul a r ,  

ident i f yi n g  individua l s  who never part i cipated in  t h e  early  

inte rvent ion  s ys t em proved di f f icult . Some possible  

s t ra t e g i e s  to  improve samp l i ng might  include coordinat ion 

w i t h  Neona t a l  I ntens ive Care U n i t s  ( N I CU ) to  t ra c k  infants  

with  ident i f ied deve lopment a l  de lays or disabi l i t ie s  but  who 

never acce s s ed e a r l y  intervention services , contact ing non­

Part H providers such as phys ici ans and private therap i s t s  

may b e  another v a l uable source f o r  part i c ipant s ,  a s  could 

Part B school programs that iden t i f y chi ldren w i t h  

deve l opme n t a l  de l a y s  w h o  did  n o t  rece i ve e a r l y  intervention 

service s . 

Re s e a rch w i t h  phys i c ians i s  another s igni f icant need . 
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Phys i c ians  a re t h e  prima ry access point for many fami l i e s , 

yet they  r a re l y  refer c h i l dren to  e a r l y  int ervent ion . 

Often , when they  do refe r ,  a lot o f  t ime e l apses between 

t ime o f  i dent i f i ca t ion o f  a de l a y  or di sabi l i t y  to  referra l . 

Many fami l i e s  were never able to  obta i n  services or l o s t  

mont h s  and even yea r s  o f  va luable t ime be fore b e i n g  re ferred 

by t h e i r  phys i c ians  for early  intervent ion service s . I t  i s  

uncl e a r  why phys i c i ans are  rel uctant to  ma ke e a r l y  

int e rvent ion referra l s . I t  may be important for L I CC ' s to  

have a be t t e r  unde rs tanding o f  the perspect ives o f  

phys i c i a n s  so  t h e y  c a n  improve the i r  working relat ionships 

with t hem i n  their Counc i l s  and potent i a l l y  increase e a r l y  

i n t e rvent ion  referral  rate s . 

I n  add i t ion to  int erpre t i ve resea rch w i t h  phy s i c ians , 

research w i t h  other non-Part H providers such as  c h i l d  

protect ive service s ,  s o c i a l  services , a n d  insurance 

compan i e s  could  a l s o  prove va luable to  unde rstanding the 

mu l t iple  s y s t em interactions fami l i e s  face . Focu s i ng on 

increa s i ng unde rs t anding o f  how systems operat e ,  percept ions 

o f  e a r l y  i n t e rvent ion , or t ypes o f  supports with whom 

profe s s iona l s  need to  work more e f fect i ve l y  would a l s o  be 

u s e f u l . 

Fina l l y ,  i n t erpretive research on the evolving role of  
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social  w o r k  in  ea r l y  intervention would b e  bene f i c i a l . 

I mportant  que s t i o n s  l i ke how social  workers perceive their  

role in  early  i n t e rvent ion and  what  e a r l y  int ervent ion 

provide r s  perceive the role o f  social workers to  be mus t  be 

answered . S o c i a l  workers a re s t ruggl i ng with  de f i ning a 

role for  t hemse l ve s ,  a s  managed care changes how agenc i e s  

have to  operat e .  Research that  explores other roles that  

social  workers  can p l a y  within their  agenc ies  could prove 

use ful  for s o c i a l  workers , e a r l y  int ervent i on providers , and 

the chi ldren and fami l i e s  they se rve . 

L e s s ons  Learned About Cons t ruc t i v i s t  Research 

Cons t ruct i v i s t  research i s  an invaluable tool  for 

deve loping i n -depth unde rstanding o f  an i ndividua l case . 

Change can r e s u l t  f rom case report consume rs t rans ferring 

the f i ndings  from the  individua l case s e t t i ng or  context to  

other s im i l a r  s e t t ings or  contexts . The  cons t ruct i v i s t  

research proce s s  i t s e l f  may f a c i l i t a t e  change , as  we l l . I n  

t h i s  contex t ,  the  change process begins w i t h  the  f i rst  

interv i ew and cont i nues we l l  a f t e r  the inqu i r y  i s  complete . 

Through a process  o f  mutua l shaping ,  participants in  the 

inqu i r y  proce s s  ma y engage i n  a process o f  change . This i s  

where the t rue v a l u e  o f  con s t ruc t i v i s t  research ma y be 

expe r i enced . I t  i s  a l so why a s s e s s ing authent i c i t y  i s  
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proba b l y  t h e  mos t  impo rtant indicator of  t h e  impact of  a 

con s t r uc t i v i s t  inqu i r y . I f  the inqu i rer cannot a s s e s s  

change that  resul ted f rom t h e  process i t s e l f ,  then the t rue 

value of the inqu i r y  ma y not be a s se s sed . Strategies  for 

a s s e s s i n g  authent i c i t y ,  howeve r ,  have not been as  c l e a r l y  

delineated a s  the  s t rategies  f o r  a s s e s s ing t rustworthiness . 

I n  t h i s  inqu i r y ,  t h ree gene ral  s t rategies  were used to 

a s s e s s  the  c r i t e r i a  for fa i rne s s , ont ological  authent i c i t y ,  

educa t i ve authent i c i t y ,  cata lyt i c  aut hent i c i t y ,  and t a c t i ca l  

authent i c i t y .  Firs t ,  several  s t a keholder consultants  were 

used t h roughout the data collection and ana l y s i s  proce s s  to 

ensure a f a i r  represen t a t i on of  s t a keholde r s '  per spect ives . 

The proces s  was s imi l a r  to  the peer review proce s s , in  that 

the con s u l t an t s  acted a s  obj ective voices when important 

methodo l o g i c a l  dec i s i ons were cons idered . Fo r examp l e ,  a 

consu l t ant , who was a l so a parent of  a c h i l d  w i t h  a 

devel opme n t a l  di sabi l i t y ,  was inst rumental  in making 

samp l ing dec i s ions  t o  ensure fami l i e s  were f a i r l y  

represented . Contacts  w i t h  a l l  of  the consu l tants  involved 

t e l ephone conversa t i ons , face-to- face meet ings , and e -ma i l  

exchanges . Separate authent i c i t y  entries  were made in  the 

r e f l e x i ve j ournal  t o  record the content of  these meet ings 

and to  provide a record for later review . 
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U s ing  con s u l tants  proved to b e  very useful  in making 

sense of eme r g i ng i s s ues that led to sampl ing dec i s i ons and 

later  interpret a t i on of the data . I n  part icula r ,  the 

cons u l t an t s  were useful  dur i ng the samp l i ng proce s s , t hough 

it was t ime consuming . These were meet i ngs and 

conver s a t ions  that occurred in addi t i on to interviews with  

s t a keho lders  and meet ings with  the peer  reviewe r .  

The s econd s t rategy,  to a s s e s s  cat a l y t i c  and tactical  

authent i c i t y ,  i nvolved review o f  L I CC document s . The 

purpo s e  was  t o  look for evidence of change at the L I CC 

leve l . For e xamp l e ,  t he L ICC has a forma l meet ing involving 

a l l  part i c ipa t i ng agenc ies  each month to discuss  i s sues with  

the s e rv i c e  de l i very  system and  to provide a networking 

opportun i t y . Meet ing minutes provided a useful  record of 

topics addre s sed a t  these mee t i ngs . For examp l e ,  a t  the 

mee t i n g  that occurred a fter  present ation o f  prel iminary 

inqu i r y  f i ndings  was  conducted,  a task force was a s s embled 

to examine ch i ld protect i ve services and determine 

s t rateg i e s  t o  get phy s i c i ans more involved in  e a r l y  

intervent ion . Another document source was t he L ICC monthly 

news l e t t e r . 

The t h i rd s t rategy for a s s e s s ing authent i c i t y  involved 

post -case  s t udy  interviews with  f i ve part icipant s .  These 
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int erviews were u s e d  to a s s e s s  ontolog i cal , educat i ve , 

ca t a l y t i c  and t a c t i c a l  authent i c i t y .  Parti cipants were 

se lected to represent each sta keholder group ( e . g . , fami l y ,  

pro f e s s iona l ,  L I CC s t a f f ) and t h e  views t h e y  he ld prior to  

engaging in  this  inqui ry . The  process invol ved reviewing 

the data col lected du ring the inquiry and u s i ng t h i s  

i n forma t i on as  a base l i ne to  j udge change in awarene s s , 

unde r s t anding and respect for other vi ewpoint s ,  poten t i a l  

for sys tems change , a n d  t h e  d i s t ribut ion o f  powe r in  t h i s  

L I CC . Al l o f  t h e  part i c ipants  invol ved in  t h e s e  interviews 

have had t o  adj u s t  to  ma j or changes in federal  l e g i s l a t i on 

( i . e . , Part  H reautho r i zed as  Part C ) , changes in  s t a t e  

pol ic y  g u i de l ines , the implement at ion o f  Medicaid managed 

care , changes in  ins urance laws , and many more change s .  For 

example , a fami l y  pa r t i c ipant who was i n i t i a l l y  unawa re of 

early inte rvent ion was inte rvi ewed to assess change in the i r  

knowl edge and unde rs tanding o f  e a r l y  interven t i on services . 

These inte rviews provided an e f fect ive method for a s s e s s i ng 

partic ipant s  adj ustment to these changes . 

I t  was not e a s y  to  conduct these interviews . 

Spec i f i c a l l y ,  s amp l i ng was chal l enging . Severa l part i cipants 

felt t h a t  they did not want to  part icipate in  fol low-up 

interviews , because they had al ready been interviewed 
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seve r a l  t imes or  t h e y  f e l t  t h a t  they were t o o  far  removed 

from the i s sues  iden t i f ied during the inqu i r y  proce s s . Some 

of t he mos t  promi s i n g  candidates who were iden t i f i ed for 

part i c ipat ion  did  not want to  part i c ipate . For examp l e ,  

fami l y  p a r t i c ipants  who had made t h e  trans i t i on f rom e a r l y  

inte rvent ion t o  rece iving services via  pub l i c  schoo l s  would 

have been idea l . E a r l y  intervent ion was a d i s tant  memo ry 

for t hem . I n  add i t ion t o  t he need to  a s s e s s  authent i c i t y ,  

there a r e  impl icat ions f o r  t h e  individua l con s i de r i ng the 

use  o f  a con s t ru c t i v i s t  methodo l ogy . 

Cons t ruct i v i s t  research requires  a s i g n i f i cant 

comm i tment on the part o f  a researche r .  The phys i c a l  and 

emo t i ona l energy requi red to  complete  a const ruct i v i s t  

inqu i r y  i s  exhaus t ing . Based on expe r i ence conduct ing 

research u s i ng d i f ferent me thods , I be l i eve that  the 

commitment o f  t ime and energy requi red exceeds that  

requ i red , compa red t o  us ing a d i f fe rent methodo l ogy . 

M a i n t a i ning the  s ha rpne s s  o f  the human inst rument i s  

cha l leng i ng under these c i r cums tance s .  The peer review 

proce s s  was e s sent i a l  for ma intain ing a commi tment to t h i s  

inqu i r y ;  the p e e r  reviewer provided suppo rt a n d  mot ivat ion 

when i t  was de spera t e l y  needed . 

Seve r a l  breaks f rom the inquiry  were a l s o  important . 
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There were ma ny  points  during t h i s  process  where I needed t o  

forget about t he inqu i r y  so  that I cou ld come back to  i t  

refreshed a n d  excited . T h e  interviewing/data co l l ect ion 

proce s s  was  ene r g i z ing and even fun,  yet data ana l y s i s  and 

w r i t ing t he case  report were e x t reme l y  t ime consumi ng , 

tedious , and emo t i ona l l y  drain ing . Complet ing some o f  the 

f i nal  e l emen t s  for e s tabl i sh i ng t rustwort hiness  ( e . g . , t he 

comprehens i ve member chec k )  and authent i c i t y  ( e . g . , post -case 

s t udy interviews ) were especia l l y  di f f icult  because they 

occurred a f t e r  complet ion o f  the case report . I t  was 

d i f f i c u l t  t o  mu s t e r  the energy to  complete  these f i n a l  

t a s ks . 

T h i s  inqu i r y  has  opened up many profe s s iona l 

opportun i t i e s  for me . The nature o f  con s t ruc t i v i s t  research 

l ends i t se l f  to  deep imme rs ion into the context in  which an 

inqu i r y  is conducted [ i n t h i s  case , the e a r l y  interven t i on 

sys tem in  one loca l i t y ) . As a result  o f  t h i s  inqu i r y ,  

r e l a t ionships  w e r e  formed with  early  intervention 

s t a keholders  at  the local l eve l and state leve l s .  These 

relat ionships  r e s u l t ed in  two cont racts with the State  Part 

C ,  Ea r l y  I n t e rven t i on Of f i ce : ( a ) a stat ewide needs 

a s s e s sment  of pedi a t r i c i ans  and fami l y  pra c t i ce phys i c i ans 

related t o  e a r l y  i n t e rvent ion t ra i n ing and in format ion 
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d i s seminat ion , and ( b )  devel opment and p i l o t  t e s t s  o f  survey 

inst ruments  a nd a proce s s  for a s s e s s ing fami l y  s a t i s faction 

w i t h  ea r l y  i n t e rven t i on services in Virgin ia . 

There i s  an important les son to  be learned about the 

f e a s ib i l i t y  o f  u s i ng con s t ruc t i v i s t  methods to conduct 

program evaluat ions . In my role as  a Resea rch As sociate at 

the V i r g i n i a  I n s t i t ute for Deve lopmental  Disabi l i t i es , I 

conduct a cons iderable amount o f  eva l ua t i on resea rch . I can 

see both the advantages and the cha l lenges of appl ying 

con s t ruc t i v i s t  me thods to  eva luation research . Committ ing 

adequate  t ime and resources is the prima r y  cha l l enge 

eva l u a t i o n  resea rchers are often con s t ra i ned by t i ght 

budg e t s  and sho r t - t e rm cont racts with inf lexible  deadl ines . 

I n  t h i s  rega rd , cons t ruct i v i s t  resea rch can prove d i f f i cul t . 

Cont ractors  who have only  expe rienced program eva lua t i on 

conducted i n  a pos i t i v i s t i c  paradigm o f t en expect cost and 

t ime e f f i c i ent research methods ( i . e . , survey research ) . 

Thus , contractors  mu s t  be convinced o f  the need for 

interpret i ve methods , which are t ime consuming and 

expens ive . 

I n  the  past  two years I have conducted two eva l uat ion 

s t udies  t hat  used many a spects  o f  const ruct i v i s t  resea rch , 

because I fe l t  that  some form o f  int e rpret i ve resea rch was 
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requi red . Some compromises  were made because o f  t ime and 

resource l imi t a t i ons  i nc luding : u s i ng t e l ephone int erviewing 

with severa l s t a keholders because the site was one hour 

awa y ;  l e s s  forma l peer review was done in  a less forma l way 

w i t h  c o l l eague s ; ma intaining  a s e l f  reflexi ve j ourna l ,  but 

not a s epa rate  met hodology j ourna l ;  and , interviewing 

s t opped when the t ime demanded, rather t han when redundancy 

o f  i n f o rmat i on was reached . I be l i eve that  I was able to  

col lect  v a l ua b l e  i n forma t i on from s t a keholders that  a s s i sted 

program pl anne r s  i n  under st anding t h e i r  i s s ue s  in  a much 

more i n-depth way than our more standard quan t i t a t i ve 

[ pos i t iv i s t  paradigm ]  met hods could have provide . 

I have a l s o  lea rned t hat , while  I conduc t  a 

cons i derable  amount o f  quant i t a t ive research as  an 

evalua t o r ,  my i n t e rpre t a t i ons o f  the data emanate from a 

con s t r uc t i v i s t  pe rspect i ve .  The fede ral  and s t a t e  agenc i e s  

w i t h  whom t he V i r g i n i a  I n s t i t ute f o r  Deve lopment a l  

Disabi l i t i e s  works , w i l l  cont inue to  requ i re quan t i t a t ive 

data . Howeve r ,  I view a l l  incoming data more tentatively  as  

a r e s u l t  o f  conduc t i ng t h i s  inquiry . So w h i l e  a pa rt icular  

met hod used ma y be quan t i t a t ive,  my interpretat ions o f  the 

data that r e s u l t  are tentat ive . A l l  data help us t o  better 

understand a n  i s sue , a phenomenon or  a case , but I do not 
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be l i eve t h a t  a n y  data t e l l  us  the " t ruth "  about what i s ,  

rath e r ,  data s impl y  provide some i n s i ght . I n  other words , I 

am not convinced that any data collected via  any social  

s c ience research method i s  t r u l y  genera l i zable . 

T h i s  inqu i r y  h a s  had a pro found impact on me and on the 

e a r l y  inte rvent ion sys tem where it  was conducted . During 

the comp l e t i o n  of the comprehens i ve member che c k ,  I found 

that mos t  s t a keholders who reviewed the case report found i t  

intere s t i ng , but , f e l t  t h a t  it  w a s  a l ready o l d  news . They 

wanted t o  t a l k  more about the event s that have t ranspi red 

s ince the proce s s  began and how thing s  have changed . To me , 

t h i s  was  evi dence that the process o f  conduct i ng a 

const ruct i v i s t  inqu i r y  does f a c i l itate  change . Change 

cont inues  t o  reve rberate  in  t h i s  L I CC . Whi l e  the proce s s  

w a s  phys i ca l l y  a n d  emot iona l l y  draining , t he e n d  product was 

worth it . 
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Appendix A 

Uni t i zed Code L i s t  

a a . ( R I C l : 1 : 7 - 2 3 )  
bb . ( P7 : 1 : 2 8 - 3 4 ) 
C C . ( P 1 : 1 : 1 - 1 7 ) 
dd . ( P5 : 1 : 2 8 - 3 5 )  
ee . ( P8 : 1 : 7 - 1 5 )  
f f .  ( P l l : 1 : 1 2 - 2 0 ) 

l .  ( F4 : 9 : 1 2 - 1 4 ) 
2 .  ( F4 : 1 : 2 9 - 3 1 )  
3 .  ( F4 : 9 : 1 6 - 1 7 ) 
4 .  ( F4 : 9 : 4 - 1 2 )  
5 .  ( F4 :  9 :  1 7 - 1 8 ) 
6 .  ( F4 : 8 : 2 9 )  
7 .  ( F4 : 8 : 3 2 - 3 3 )  
8 .  ( F4 : 1 : 1 2 - 1 7 )  
9 .  ( F4 : 1 : 2 2 - 2 8 ) 
1 0 . ( F4 : 3 : 1 9- 2 3 )  
1 l . ( F4 : 3 : 2 3 - 2 7 ) 
1 2 . ( F4 : 3 : 4 1 - 4 4 )  
1 3 .  ( F4 : 4 : 6 - 1 0 )  
1 4 . ( F4 : 4 : 1 0 - 1 4 )  
1 5 .  ( F4 : 3 : 2 8 - 3 0 )  
1 6 .  ( F4 : 5 : 1 5 - 1 8 )  
1 7 . ( F4 : 4 : 2 3 - 2 4 ) 
1 8 . ( F4 : 4 : 2 4 - 2 6 )  
1 9 .  ( F4 : 4 : 2 7 - 3 0 )  
2 0 .  ( F4 : 4 : 3 1 - 3 5 )  
2 l .  ( F4 : 4 : 3 5 - 4 3 )  
2 2 . ( F4 : 4 : 4 2 - 4 3 )  
2 3 .  ( F4 : 5 : 3 - 5 )  
2 4 . ( F4 : 5 : 8 - 1 1 )  
2 5 .  ( F4 : 5 : 1 2 - 1 4 ) 
2 6 .  ( F4 : 5 : 1 4 - 1 8 )  
2 7 . ( F4 : 5 : 2 6- 2 7 ) 
2 8 . ( F4 : 5 : 2 2 - 2 3 )  
2 9 .  ( F4 : 5 : 2 4 - 2 5 )  
3 0 . ( F4 : 1 1 : 2 4 - 3 2 ) 
3 l . ( F4 : 5 - 6 : 3 9 - 3 ) 
32 . ( F4 : 6 : 7 - 1 3 )  



3 3 .  ( F4 : 6 : 4 - 6 )  
3 4 . ( F4 : 2 : 3 - 6 )  
3 5 .  ( F4 : 2 : 8 - 9 )  
3 6 .  ( F4 : 2 : 1 1 -2 8 )  
3 7 . ( F4 : 7 : 2 - 4 ) 
3 8 . ( F4 : 6 : 2 8 - 3 5 )  
3 9 .  ( F4 : 6 : 3 6 - 4 2 )  
4 0 .  ( F4 : 8 : 3 8 - 4 5 )  
4 1 .  ( F4 : 5 : 2 8 - 3 0 ) 
4 2 . ( E )  ( P 1 : 8 : 4 ) 
4 3 .  ( S )  ( R I C2 : 4 : 1 0 - 1 1 )  
4 4 .  ( I ,  R , C , B , A , H )  ( P 1 : 4 : 2 9 - 3 0 ,  R I C2 : 5 : 7 ;  P7 : 6 : 2 2 -
2 5 , P2 : 5 : 2 3 - 2 6 , F1 0 : 6 : 9 - 1 1 , P1 : 4 - 5 : 3 7 - 2 )  
4 5 .  ( K )  ( F7 :  6 :  1 2  - 1 4  ) 
4 6 .  ( G , A , J )  ( F7 : 6 : 1 4 - 1 5 , F9 : 3 : 1 7 - 2 1 ; F3 : 7 : 9- 1 1 )  
4 7  . ( M )  ( F8 :  6 :  7 - 8 )  
4 8 .  ( L , 0 , 02 )  ( F7 : 6 : 1 1 - 1 2 ; Fl 3 : 4 : 3 6 - 3 8 , F7 : 1 : 3 3 - 3 4 ) 
4 9 .  ( K )  ( F3 : 3 : 4 1 )  
5 0 .  ( J )  ( P 9 : 7 : 2 2 - 2 4 ) 
5 1 . ( F , I ) ( P 1 : 3 : 6- 8 ; F3 : 5 : 3 9 - 4 0 )  
52 . ( B )  ( Fl O : 1 : 3 4 - 3 7 ) 
5 3 .  ( G , G2 )  ( Fl : 2 : 5 - 8 ,  Fl : 3 : 4 2 - 4 5 )  
5 4 . ( T )  ( F3 : 4 : 2 4 - 2 5 )  
5 5 . ( 0 )  ( P 3 : 4 : 3 3 - 3 4 ) 
5 6 . ( 0 ) ( P 1 : 2 : 1 7 - 1 9 )  
57 . ( N )  ( P4 : 4 : 1 2 - 1 3 )  
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5 8 . ( C , C 1 , C2 , C 3 , C 4 . C 5 , C 6 , C 7 , C 8 , C 9 , C l O )  ( F8 : 2 : 2 7 - 2 8 ,  P3 : 4 : 5 -
6 ,  RBHA1 : 6 : 1 6 - 1 8 , F8 : 3 : 2 2 - 2 3 ,  P5 : 3 : 7 , F8 : 4 : 4 - 6 ,  

Fl 6 : 2 : 1 2 - 1 4 , P9 : 4 : 1 4 - 1 5 ,  F2 : 2 : 2 1 - 2 3 ,  F3 : 5 : 1 7 - 1 8 )  
5 9 .  ( A ( knowl ) , A2 ( knowl ) , B , B2 , B3 )  ( F8 : 6 : 2 1 ;  Fl 4 : 1 : 3 1 - 3 4 ; 

F8 : 6 : 2 3 - 2 5 ,  F8 : 2 : 3 5 - 3 6 ,  F3 : 3 : 2 1 - 2 3 )  
60 . ( E )  ( F8 : 3 : 3 3 - 3 6 )  
6 1 . ( A , A4 , A5 , A6 , A2 , A3 , M ( know l )  , G ( knowl ) )  ( F8 : 6 : 2 5 - 2 7 ,  

Fl 3 : 2 : 1 3 - 1 5 ,  RBHA1 : 6 : 2 3 - 2 4 , F3 : 3 : 1 0 - 1 2 ; Fl 4 ; 2 : 3 - 5 ;  
F 1 2 : 2 : 6- 9 ; RBHA1 : 6 : 2 0 - 2 2 , F8 : 2 : 2 5 - 2 6 )  

62 . (A7 ) ( Fl 4 : 3 : 3 3 - 3 7 ) 
6 3 . ( G4 ) ( F8 : 2 - 3 : 3 5 - 8 ) 
6 4 . ( H )  ( P 9 : 2 : 2 0 - 2 2  
6 5 . ( G2 )  ( F8 : 2 : 1 3 - 2 0 ) 
6 6 . ( G 3 )  ( F8 : 2 : 2 1 - 2 6 )  
67 . ( M , M2 )  ( RI C 1 : 5 : 2 5 ,  Fl 5 : 6 : 6- 8 )  
6 8 . ( F , F2 , F4 , F6 , G5 ,  C Fe )  ( P 9 : 4 - 5 : 2 6- 1 ,  P1 2 : 5 : 1 9 - 2 0 ,  

R I C 1 : 2 : 3 6 ,  RBHA1 : 6 : 2 2 - 2 3 ,  RBHA2 : 8 : 9 - 1 1 ,  RBHA1 : 7 : 1 - 3 )  
69 . ( F5 )  ( P5 : 3 : 7 - 1 0 )  
7 0 . ( 0 ) ( P 3 : 4 : 1 2 )  
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7 1 . ( K , K2 , K3 , K4 , KS , K6 , N )  ( Fl 2 : 2 : 1 6- 1 7 , P9 : 4 : 1 S - 1 6 ,  F3 : 3 : 1 2 -
2 1 ,  F l 4 : 2 : 2 6 - 2 7 , F8 : 4 : 1 9 -2 1 ;  P9 : 4 : 1 S - 1 6 ;  P 1 1 : 2 : 2 1 -
2 2 ;  F7 : 6 :  2 9 - 3 1  ) 

7 2  . ( C FO ) ( Fl S :  S : 3 4 - 3 S ) 
7 3 .  ( G , G2 , G3 , G4 ,  C F h )  ( 00C l : 2 : 1 - 2 ,  PS : 3 : 2 6- 2 7 ,  00C 6 : 1 : 3 - 4 , 

00C 6 : 2 : 6- 7 ,  F7 : 4 : 3 8 - 3 9 )  
7 4  . ( P )  ( R8HA2 : 6 :  2 8 )  
7 S .  ( F , F2 , F3 )  ( RI C 1 : 1 2 S - 2 7 ,  F7 : 6 : 2 3 - 2 7 ; 00C 1 : 1 : 1 2 - 1 3 )  
7 6 .  ( I ,  C fp ; L )  ( P4 : 4 : 4 - 6 ,  P4 : 3 : 3 9 - 4 1 ;  F8 : 4 : 1 1 - 1 S )  
7 7 .  ( C FIn ) ( R I C 2 : S :  1 4 - 1 6 )  
7 8 .  ( 8 ,  I )  ( FS :  3 :  3 0  - 3 3 ;  00C4 : 2 : ) 
7 9 .  ( J )  ( DOC 4 : 2 : 2 9 - 3 0 )  
8 0  . ( H ,  C f g )  ( Fl 4 : 2 : 1 - 2 ,  DOC 4 : 2 : l S  - 2 1  ) 
8 1 .  ( 0 )  ( FS : 2 : 7 - 1 0 )  
8 2 . ( F ) ( P 1 : 6 : 1 7 - 1 9 )  
8 3 . ( A )  ( P2 : S : 3 1 )  
8 4 . ( F ) ( P 1 : 6 : 1 7 - 1 9 )  
8 S . ( J )  ( Fl : 4 : 3 9 - 4 1 )  
8 6 .  ( O , L )  ( RI C 1 : 1 : 3 7 - 3 9 ;  P8 : S : 2 8 )  
8 7 . ( 0 2 ) ( P 9 : 6 : 4 - S )  
8 8 . ( P )  ( P7 : 6 : 1 2 )  
8 9 .  ( E )  ( P 1 : 6 : 2 4 - 2 6 )  
9 0 . ( Q )  ( P3 : 3 : 1 - 3 )  
9 1 . ( 8 )  ( F4 : 6 : 2 8 - 2 9 )  
92 . ( I , D ) ( P 4 : 3 : 8 - 1 0 ,  P 1 : 6 : 3 6 - 3 7 ) 
9 3 . ( T )  ( Fl : 4 : 3 7 - 3 8 ) 
9 4 . ( C )  ( Fl : 4 : 3 7 - 3 9 )  
9 S . ( S )  ( P2 : 2 : 1 4 - 1 6 )  
9 6 . ( N )  ( R I C 1 : 1 : 3 S - 3 7 ) 
9 7 . ( H , H2 )  ( PS : 6 : 3 - S ,  PS : 6 : 7 - 8 ) 
9 8 . ( K )  ( Fl : 4 : 4 2 - 4 3 )  
9 9 . ( T 2 ) ( P 1 2 : 3 : 1 S - 1 6 )  
1 0 0 . ( T 3 )  ( P 9 : 6 : 1 - 3 )  
1 0 1 . ( T 4 , T )  ( P2 : 2 : 1 6 - 1 9 ;  P 1 2 : 3 : 1 2 - 1 S )  
1 0 2 . ( D ) ( Fl 4 : 1 : 3 7 - 4 0 )  
1 0 3 . ( E ,  E2 , P ) ( P2 : 3 : 2 1 - 2 2  & F5 : S : 1 6 - 1 7 ; R8HA1 : 6 : 8 - 1 2 ) 
1 0 4 . ( 8 ,  82 , 8 3 ,  & 8 4 ) ( P 1 : 6 : 7 - 1 0 ,  P2 : 3 : 2 4 -2 7 , F3 : S : 3 9 - 4 3 ,  & 

P 1 : 6 : 6- 7 ) 
l O S .  ( 82 )  ( P2 : 3 : 2 4 -2 7 ) 
1 0 6 .  ( F ) ( F9 : 4 : 3 7 - 3 8 ) 
1 0 7 . ( L  & L2 ) ( P 1 : 1 : 2 S - 2 8  & P 1 : 1 : 2 2 -2 S )  
1 0 8 . ( AR )  ( F  4 : 7 : 3 - 4 ) 
1 0 9 . ( S  & DR )  ( P8 : 2 : 3 6 - 3 8  & F l O : 1 : 3 3 - 3 4 ) 
1 1 0 . ( J )  ( Fl O : 4 : 3 9 - 4 1 )  
1 1 1 . ( K , A ) ( Fl O : S : S - 6 ;  P2 : 5 : 3 1 - 3 3 )  



l l 2 . ( M ,  M 3 , M4 , R ) ( P 1 2 : 2 : 7 - 9 ,  P7 : 2 : 2 2 - 2 4 , & P7 : 6 : 1 0 - 1 2 ;  
RBHA 1 : 2 : 4 0 - 4 1 ) 

l l 3 . ( M 3 ) ( Fl : 4 : 2 1 - 2 3 ) 
l l 4 . ( U )  ( P7 : 6 : 1 2 - 1 3 )  

l l 5 .  ( N , O , l )  ( F3 : 6 : 2 1 - 2 3 ;  P7 : 2 : 1 3 - 1 5 ; Fl O : 5 : 2 - 4 ) 
l l 6 .  ( C )  ( F1 : 4 : 3 3 - 3 5 )  
l l 7 . ( BR )  ( F4 : 1 0 : 3 9 - 4 0 )  
l l 8 . ( C R ,  GR ) ( F6 : 3 : 1 8 - 1 9 ;  P 1 : 6 : 1 5 - 1 6 )  
l l 9 .  ( HR , FR & FR2 ) ( F6 : 3 : 2 1 - 2 3 ; P1 : 6 : 1 2 - 1 5  & F5 : 5 : 1 7 - 2 0 )  
1 2 0 . ( ER )  ( F5 : 5 : 2 0 - 2 5 )  
1 2 1 . ( K )  ( P 1 2 : 5 : 1 ) 
1 2 2 . ( J ) ( F4 : 4 : 2 - 3 )  
1 2 3 . ( B )  ( P 3 : 1 : 3 0 - 3 1 ) 
1 2 4 . ( E , H )  ( Fl : 1 : 2 6 ;  F4 : 6 : 4 0 - 4 2 )  
1 2 5 . ( L3 , L , L2 , F , G ) ( P 1 2 : 4 : 3 4 - 3 5 ;  P 1 2 : 4 : 3 5 - 3 7  & P8 : 3 : 3 5 - 3 7 ; 

P 1 : 2 : 8 - 1 0 ;  P 9 : 7 : 8 - 9 )  
1 2 6 .  ( C )  ( P8 : 3 : 3 4 - 3 5 )  
1 2 7 . ( C 2 ) ( P 1 : 1 : 2 9 - 3 0 ) 
1 2 8 . ( I )  ( Fl 6 : 3 : 3 - 4 )  
1 2 9 . ( 0 ) ( P 9 : 9 : 3 - 4 ) 
l 3 0 .  ( J )  ( Fl O : 5 : 8 - 9 )  
l 3 1 . ( C )  ( P 1 : 2 : 1 9 - 2 0 ) 
1 3 2 . ( H )  ( P2 : 4 : 1 3 - 1 6 )  
l 3 3 . ( M )  ( R l C2 : 3 : 1 - 2 ) 
1 3 4 . ( L  & L2 ) ( RBHA1 : 2 : 5 - 7  & F l 3 : 2 : 1 9 - 2 0 )  
l 3 5 . ( A )  ( RBHA2 : 4 :  1 3 - 1 4 ) 
l 3 6 .  ( P , P 1 ,  & P2 ) ( RBHA2 : 4 : 2 0 - 2 2 ;  F4 : 2 : 2 7 -2 8 ;  F4 : 2 : 2 3 - 2 4 ) 
1 3 7 . ( Q )  ( RBHA2 : 4 : 2 9 - 3 0 )  
l 3 8 . ( B )  ( P 1 : 2 : 2 0 - 2 2 ) 
l 3 9 . ( 0 , 01 )  ( P 1 : 2 : 3 3 - 3 5 ,  P1 : 2 : 3 2 - 3 3 ) 
1 4 0 . ( K )  ( P 1 2 : 1 : 3 1 - 3 4 ) 
1 4 1 . ( V  & V1 ) ( P7 : 2 : 3 7 - 3 8  & P7 : 2 - 3 : 3 8 - 1 ) 
1 4 2 . ( G )  ( P 1 : 2 : 2 5 - 2 7 ) 
1 4 3 . ( F ) ( P 1 : 2 : 2 7 - 2 8 ) 
1 4 4 .  ( E , N )  ( P 1 : 2 : 2 8 - 3 0 ; Ooc2 : 3 : 3 - 4 ) 
1 4 5 .  ( T ,  T l ,  T2 , & T 3 ) ( Fl 6 : 3 : 2 - 3 ;  F4 : 2 : 1 2 - l 3 ;  P7 : 3 : 5 - 6 ;  & 

F2 : 1 : 3 1 - 3 3 )  
1 4 6 .  ( U )  ( F4 : 2 : 1 4 - 1 6 )  
1 4 7 . ( W )  ( P7 : 3 : 7 - 8 )  
1 4 8 . ( 0 )  ( RBHA2 : 4 : 2 7  - 2 8  ) 
1 4 9 .  ( A  & A2 ) ( P 5 : 6 : 3 7 - 3 8  & F3 : 3 : 3 2 - 3 9 )  
1 5 0 . ( B2 )  ( P8 : 5 : 2 1 - 2 2 ) 
1 5 1 . ( B )  ( P 3 : 2 : 9 ) 
1 5 2 . ( E )  ( Fl : 2 : 2 8 - 2 9 )  
1 5 3 . ( H  & H 2 )  ( RBHA1 : 3 : l 3 - 1 6  & P8 : 5 : 2 2 - 2 4 ) 
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1 5 4 . ( L )  ( F4 : 2 : 1 1 - 1 2 )  
1 5 5 . ( G )  ( R1 C 1 : 5 : 3 1 - 3 2 ) 
1 5 6 . ( I  & 1 2 )  ( F3 : 3 : 2 3 - 2 4  & P8 : 3 : 9 - 1 3 )  
1 5 7 . ( J , A- E 1  Problems ) ( P 8 ; 5 : 2 5 - 2 6 ,  P5 : 6 : 2 5 - 2 8 ) 
1 5 8 . ( K )  ( RBHA1 : 2 :  3 1 - 32 )  
1 5 9 . ( C ,  C2 , & C 3 )  ( P1 : 9 : 5 , P1 2 : 3 : 2 6- 2 7 ,  & P2 : 2 : 7 - 9 )  
1 60 .  ( 0  & 02 ) ( P2 : 3 : 2 7 - 2 8  & P 3 : 2 : 6- 7 ) 
1 6 1 . ( F , F2 )  ( RBHA1 : 7 : 1 8 - 2 0 ;  F3 : 3 : 2 9 - 3 1 )  
1 62 . ( C - E 1  Probl ems ) ( P 9 : 3 : 4 - 6 )  
1 6 3 . ( AA )  ( P 1 0 : 2 : 8 - 1 0 )  
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1 6 4 . ( F5 , F6 , F8 ,  Fl 3 ,  Fl 8 ,  F2 0 , A2 , F4 , &  Fl 9 )  ( P 9 : 4 : 2 0 - 2 2 ; 
F4 : 4 : 2 7 - 3 0 ; P 1 0 : 2 - 3 : 3 4 - 1 ;  P8 : 4 : 9 - 1 1 : F1 4 : 2 : 2 4 - 2 5 ;  

P 5 : 2 - 3 : 4 1 - 1 ; F8 : 2 : 1 1 - 1 2 ; P 1 2 : 3 : 1 - 3 ;  F1 3 : 1 : 3 3 - 3 5 )  
1 6 5 . ( F2 ,  F3 , & F7 ) ( P 3 : 4 : 1 3 - 1 5 ;  P7 : 5 : 2 8 - 3 2 ; & f l O : 2 : 3 2 - 3 4 ) 
1 6 6 .  ( L )  ( P 9 : 4 : 1 7 - 1 8 )  
1 6 7 . ( B ,  B2 , B 3 ,  B4 ) ( Fl O : 4 : 1 8 - 1 9 ,  P2 : 5 : 2 2 -2 3 ,  Fl 3 : 2 : 5 - 1 3 ,  

F8 : 3 : 2 9 - 3 0 ) 
1 6 8 . ( F ) ( P 1 0 : 2 : 1 5 - 1 6 )  
1 6 9 .  ( 0 , E ,  E2 ) ( F4 : 1 0 : 3 4 - 3 6 ,  F4 : 1 0 : 2 4 -2 8 ,  F8 : 4 : 2 7 - 2 9 )  
1 7 0 . ( A , F )  ( Fl O : 2 : 3 7 - 3 8 ; RBHA2 : 6 : 1 4 - 1 6 )  
1 7 1 .  ( Fl 4 ) ( P 1 0 : 1 : 3 4 - 3 5 ) 
1 7 2 . ( Fl 7 , F l 6 )  ( P 1 0 : 1 : 3 5 - 3 8 ; P 1 0 : 1 -2 : 3 7 - 3 )  
1 7 3 .  ( Fl 5 )  ( P 1 0 : 1 : 3 3 - 3 4 ) 
1 7 4 . ( fl O )  ( P 1 0 : 2 : 1 4 - 1 5 )  
1 7 5 .  ( Fl 2 )  ( P 1 1 : 2 : 6 - 7 )  
1 7 6 .  ( Fl l )  ( P 1 1 : 2 : 1 2 - 1 6 )  
1 7 7 . © & C2 ) ( P 5 : 2 : 4 0 ;  & P2 : 4 : 3 - 4 ) 
1 7 8 . ( L , V , V2 )  ( P3 : 3 : 2 3 - 2 4 ;  P 1 2 : 2 - 3 : 3 6- 1  & Fl 3 : 3 : 1 1 - 1 3 )  
1 7 9 . ( V 3 ) ( R1 C 1 : 4 : 1 8 - 1 9 )  
1 8 0 .  ( V3 , 1 )  ( F8 : 6 : 1 8 - 1 9 ;  F2 : 2 : 4 1 - 4 3 )  
1 8 1 .  ( V 4 ) ( F8 : 3 : 1 5 - 2 0 ) 
1 8 2 . ( X )  ( F8 : 6 : 1 0 - 1 1 )  
1 8 3 .  ( H2 , H ) ( F8 : 6 : 1 2 - 1 5 ,  F4 : 1 0 : 1 9 -2 4 )  
1 8 4 . ( H 3 )  ( F6 : 6 : 2 2 - 2 3 )  
1 8 5 .  ( HH )  ( F3 : 7 : 2 8 - 3 0 )  
1 8 6 .  ( TT )  ( F6 : 2 : 1 8 - 2 0 )  
1 8  7 .  ( WW ) ( F  4 : 1 1  : 1 1 -1 5  ) 
1 8 8 .  ( PP , P P2 , P P 4 ) ( Fl 6 : 3 : 8 - 1 0 ,  F6 : 6 : 2 3 - 2 6 ,  P 5 : 4 : 2 5 - 2 7 )  
1 8 9  . ( P P 3 )  ( F2 :  2 : 3 7  - 4 0 ) 
1 9 0 .  ( R3 , R , R2 , R4 ,  JJ ) ( R1 C 1 : 4 : 1 6- 1 8 ,  P7 : 5 : 2 7 - 2 8 ,  P1 2 : 3 : 3 - 5 ,  

P 1 0 : 2 : 3 4 - 3 5 ,  R1C2 : 4 : 3 4 - 3 6 )  

1 9 1 . ( Q )  ( R 1 C 1 : 4 : 2 7 - 2 8 ) 
1 9 2 . ( FF ,  FF4 , FF5 , GG )  ( P3 : 3 : 2 2 - 2 3 ,  F6 : 6 : 2 6 -2 7 , P7 : 5 : 2 - 6 , 

P7 : 5 : 1 7 - 2 0 )  
1 9 3 . ( FF3 , FF2 , FF6 , FF7 ) ( F6 : 8 : 1 8 - 1 9 ,  P7 : 5 : 3 5 - 2 6  & P7 : 4 - 5 : 3 9 -2 , 
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R I C l : 4 : 2 9 - 3 0 )  
1 9 4 . ( Y )  ( P3 : 3 : 2 0 - 2 2 ) 
1 9 5 . ( W  & W2 ) ( P I 2 : 3 : 3 4 - 3 5  & P I 0 : 2 : 1 0 - 1 2 )  
1 9 6 . ( T 2  & D )  ( F5 : 4 : 1 4 - 1 5 ;  P5 : 6 : 1 5 - 1 8 ; R I C l : 4 : 3 4 - 4 0 )  
1 9 7 . ( T 4 ) ( RI C l : 4 : 1 9 - 2 1 )  
1 9 8 . ( T 5 ,  T 6 ,  KK ) ( P I 0 : 2 : 1 8 - 1 9  & P I 0 : 2 : 2 7 - 2 8 ; R I C l : 4 : 3 4 - 3 8 ) 
1 9 9 . ( T 3 )  ( P 5 : 3 : 1 6 - 1 8 ) 
2 0 0 . ( UU )  ( P 1 1 : 2 : 2 2 -2 3 )  
2 0 1 . ( VV )  ( P I 0 : 2 : 6 - 8 ) 
2 0 2 . ( 00 ) ( P  1 1  : 2 : 2 4 ) 
2 0 3 . ( L L )  ( P 1 1 : 3 : 1 - 3 ) 
2 0 4 . ( C , K )  ( F3 : 2 : 8 - 9 ;  F3 : 2 : 4 - 6 )  
2 0 5 . ( L )  ( F3 : 3 : 1 - 3 )  
2 0 6 .  ( A ,  0 ,  02 , G ,  I )  ( F3 : 1 : 3 9 - 4 2 ,  F3 : 2 : 7 - 8 , F4 : 5 : 1 3 - 1 4 , 

DOC 6 :  1 : 1 4  - 1 5  , Fl 3 : 3 :  2 9 - 3 1  ) 
2 0 7 . ( H ,  H2 ) ( F3 : 7 : 3 3 - 3 5 ,  F8 : 4 : 2 1 -2 3 )  
2 0 8 . ( 8 ,  82 , 83 ) ( F2 : 5 : 1 0 - 1 2 ,  Fl 5 : 1 : 1 7 - 2 0 ,  F9 : 4 : 2 1 - 2 4 )  
2 0 9 . ( E , E2 , E 3 )  ( Fl 2 : 1 : 3 6 - 3 8 ,  R I C l : 4 - 5 : 4 0 - 1 ,  R8HA l : 2 : 1 6 - 1 8 ) 
2 1 0 . ( F ) ( P I 0 : 2 : 1 9 - 2 4 ) 
2 1 1 . ( F2 ) ( P  1 0 : 2 : 2 5  - 2 7 ) 
2 1 2 . ( F3 )  ( P I 0 : 2 : 1 6 - 1 7 ) 
2 1 3 . ( 88 8 , 88 , 883 , 88 5 )  ( P3 : 3 : 1 9- 2 0 ;  F5 : 3 : 4 3 - 4 4 ;  P l : 4 : 1 5 - 1 6 ;  

P2 : 3 : 3 6 - 3 8 ) 
2 1 4 . ( I I ,  882 , 884 , 887 ) ( P2 : 5 - 6 : 3 9 - 3 ;  P2 : 3 - 4 : 3 8 - 2 ; Pl : 4 : 1 6 -

1 8 ; P5 : 3 : 2 9 - 3 1 )  
2 1 5 . ( 88 6 )  ( P 5 : 3 : 3 1 - 3 3 ) 
2 1 6 .  ( C 2 ,  C 3 ) ( P 5 : 4 : 4 - 6 ,  P9 : 8 - 9 : 2 6 - 1 )  
2 1 7 . ( C )  ( Fl O : 4 : 2 2 - 2 3 )  
2 1 8 . ( C 6 )  ( RI C l : I -2 : 3 9 - 1 )  
2 1 9 .  ( C 4 ) ( P2 : 5 : 2 0 - 2 1 )  
2 2 0 . ( C 5 )  ( P2 : 5 : 1 7 - 1 8 )  
2 2 1 .  ( O , P )  ( P8 : 2 : 2 7 -2 8 ;  P8 : 2 : 3 3 - 3 5 ) 
2 2 2 . ( M 6 )  ( F7 : 3 : 1 4 - 1 7 )  
2 2 3 .  ( M 4 ) ( Fl 2 : 2 : 3 2 - 3 4 ) 
2 2 4 . ( M  7 M 3 )  ( F3 : 7 : 4 2 - 4 2  & F4 : 5 : 2 4 - 2 5 )  
2 2 5 . ( G ,  G2 , G 3 )  ( Fl O : 4 : 1 7 - 1 8 , P 1 1 : 2 : 2 - 3 ,  & P1 1 : 1 : 2 9 - 3 0 )  
2 2 6 .  ( M2 & M5 ) ( F4 : 5 : 1 4 - 1 7  & F7 : 3 : 1 7 -2 0 )  
2 2 7 . ( Z )  ( F4 : 3 : 2 0 - 2 1 )  
2 2 8 . ( W )  ( F4 : 3 : 3 6- 3 7 ) 
2 2 9 . (A5 ) ( P2 : 4 : 9 - 1 1 )  
2 3 0 . ( A 9 ) ( Fl 6 : 2 : 2 9 - 3 1 )  
2 3 1 . ( A 6 ,  A8 , T ,  X )  ( R8HAl : 7 : 3 1 - 3 2 ,  P8 : 5 : 3 1 ,  & R8HAl : 7 : 3 0 - 3 1 ;  

F4 : 3 : 4 1 - 4 4 )  

2 3 2 .  ( A7 ) ( P8 : 5 : 2 8 - 3 1 )  
2 3 3 . ( U ,  U 2 ,  U 3 ,  U 4 ) ( F3 : 6 : 6 - 7 , F2 : 3 : 1 7 - 1 8 , F l O : 2 : 3 8 - 4 1 ,  



3 3 2 

F2 : 3 : 1 9 - 2 0 )  
2 3 4 . ( A , A2 , & M )  ( P2 : 5 : 3 4 - 3 6 ,  P2 : 1 : 1 2 - 1 4 ,  & P1 : 7 : 2 2 - 2 4 ) 
2 3 5 . ( A 3 ) ( P2 : 5 : 3 6 - 3 8 ) 
2 3 6 .  ( I )  ( P 1 : 8 : 2 3 -2 5 )  
2 3 7 . ( Q , 02 ,  0 3 , 0 ,  MM , MM2 , MM3 , NN )  ( F4 : 4 : 1 2 - 1 4 ; F4 : 3 : 3 4 - 3 7 , 

F4 : 2 - 3 : 4 4 - 2 ; P 1 0 : 3 : 1 9 - 2 0 ;  R I C2 : 4 : 3 2 - 3 4 ; P8 : 5 : 5 - 7 ;  
P7 : 5 : 6 - 7 ;  P3 : 3 : 2 8 - 3 1 )  

2 3 8 . ( 0 ) ( P 1 0 : 3 : 2 8 - 3 0 ) 
2 3 9 . ( 03 , 02 ) ( P7 : 4 : 3 7 - 3 9 ,  P7 : 4 : 3 6 - 3 7 ) 
2 4 0 .  ( O , R )  ( P 9 : 8 : 7 - 1 0 ,  RIC2 : 4 : 3 6 - 3 8 )  
2 4 1 .  ( S )  ( P 9 : 8 : 1 0 - 1 2 ) 
2 4 2 . ( S E S - O )  ( P 1 0 : 3 : 2 5 - 2 7 )  
2 4 3 .  ( S ES -C ) ( P 5 : 4 : 3 8 - 4 0 )  
2 4 4 . ( SE S - A )  ( P 8 : 4 : 2 5 - 2 7 )  
2 4 5 .  ( B )  ( RBHA1 : 4 : 1 7 - 1 8 )  
2 4 6 .  ( B2 )  ( Fl : 5 : 1 1 - 1 3 )  
2 4 7 . ( B 3 , E2 ) ( Fl : 5 : 9- 1 1 ;  F5 : 4 : 2 9 - 3 1 )  
2 4 8 . ( E )  ( P 1 2 : 4 : 4 - 6 )  
2 4 9 .  ( C ,  C 6 )  ( P 1 0 : 3 : 1 6 ,  Fl : 2 : 3 2 - 3 3 )  
2 5 0 . ( C 3 ,  C 8 , G )  ( Fl 5 : 2 : 3 1 - 3 2 ,  Fl : 2 : 3 2 ;  F4 : 3 : 2 1 - 2 2 ) 
2 5 1 . ( C 2 )  ( F2 : 3 : 3 4 - 3 7 ) 
2 5 2 . ( C 4 ) ( Fl 5 : 2 : 2 9 - 3 1 ) 
2 5 3 . ( C 5 ) ( F4 : 4 : 6- 1 0 )  
2 5 4 . ( C 9 )  ( Fl 5 : 4 : 4 - 6 )  
2 5 5 . ( E ,  E2 , E 3 )  ( P 3 : 4 : 6 , P7 : 6 : 7 ;  P1 : 7 : 1 7 - 1 8 )  
2 5 6 .  ( E4 )  ( F4 : 3 : 2 3 - 2 4 )  
2 5 7 . ( P )  ( P 5 : 2 : 1 3 - 1 5 )  
2 5 8 . ( P 3 ,  P4 , Y ,  L ,  B ,  J3 , J ,  J4 ) ( Fl : 2 : 3 4 - 3 6 ,  P5 : 4 - 5 : 4 0 -2 , 

F4 : 3 : 1 9 - 2 0 ; F3 : 6 : 7 - 8 ;  RBHA2 : 4 : 1 5 - 1 6 ,  F2 : 3 : 2 2 - 2 4 ; 
Fl 5 : 3 : 7 - 9 ,  Fl 2 : 3 : 1 3 - 1 6 )  

2 5 9 . ( P2 )  ( P 5 : 2 : 1 5 - 1 6 )  
2 6 0 . ( J5 )  ( Fl 5 : 4 : 1 9 - 2 2 ) 
2 6 1 . ( J2 ,  V )  ( Fl 5 : 3 : 9 - 1 9 ,  DOC 3 : 1 : 6 - 7 ) 
2 62 . ( K )  ( Fl 5 : 3 : 2 2 - 2 7 )  
2 6 3 . ( V 3 ,  V2 ) ( F4 : 3 : 2 5 - 2 7 ; 00C 4 : 3 : 2 - 3 )  
2 6 4 . ( V 4 ) ( F l 5 : 4 : 2 4 - 2 9 )  
2 6 5 . ( F , F2 , O , N )  ( Fl 6 : 3 : 2 4 - 2 7 ,  Fl 6 : 3 : 2 0 - 2 3 ,  F9 : 5 : 2 8 ;  

RBHA2 : 8 : 3 - 4 ) 
2 6 6 .  There i s  no  2 6 6  
2 67 . ( R ,  R2 ) ( F7 : 3 : 3 - 4 , 00C 3 : 4 : 1 5 - 1 6 )  
2 6 8 . ( M )  ( Fl 7 : 4 : 2 1 - 2 3 )  
2 6 9 . ( E 4 ) ( F6 : 4 : 8 - 1 1 )  
2 7 0 . ( E 2 , E 3 )  ( P 1 : 2 : 2 , P 1 : 2 : 5 - 6 )  
2 7 1 .  ( K , C fd , C Fc , C Fc2 ) ( F6 : 4 : 1 5 - 1 9 ,  F6 : 4 : 2 0 - 2 2 ;  F8 : 5 : 1 - 2 ,  

F8 : 4 : 3 8 - 4 0 )  



3 3 3  

2 7 2 . ( 0 )  ( F8 : 8 : 1 - 3 )  

2 7 3 .  ( E 7 , E5 , E , E 9 , N , N2 )  ( P 1 2 : 4 : 2 7 - 3 1 , Fl O : 4 : 3 2 - 3 3 ,  F l O : 2 : 1 l -
1 2 ,  P 1 2 : 4 : 2 3 - 2 4 , P2 : 3 : 3 - 5 ,  F8 : 6 : 3 8 )  

2 7 4 . ( C , D )  ( Fl O : 2 : 3 0 - 3 5 ,  Fl O : 2 : 2 8 - 2 9 )  
2 7 5 . ( R , A ) ( F4 : 6 : 3 0 - 3 2 ; F4 : 5 : 3 - 4 ) 
2 7 6 .  ( J )  ( F6 : 4 : 2 0 -2 5 )  
2 7 7 . ( B )  ( F4 : 4 : 3 7 - 4 3 )  
2 7 8 . ( G2 , G 3 )  ( P 9 : 5 : 7 - 8 , P2 : 3 : 1 - 3 )  
2 7 9 .  ( G )  ( P2 : 2 : 3 3 - 3 8 ) 
2 8 0 . ( H )  ( P 1 : 2 : 2 - 5 )  
2 8 1 .  ( F ) ( P2 : 2 : 3 0 - 3 1 )  
2 8 2 . ( M , M2 )  ( P2 : 3 : 5 - 6 ,  F8 : 7 : 2 4 - 2 6 )  
2 8 3 . ( S , S2 )  ( RBHA1 : 7 : 1 2 - 1 4 , F l 4 : 4 : 1 6- 1 9 )  
2 8 4 . ( L , L2 )  ( Fl 2 : 4 : 2 5 - 2 7 ,  F l 5 : 5 : 2 0 - 2 3 )  
2 8 5 . ( P , P2 , P 3 , P4 )  ( RI C 1 : 2 : 1 0 - 1 3 ,  R I C 1 : 3 : 1 4 - 1 6 ,  R I C 1 : 2 : 4 - 5 ,  

R I C 1 : 2 : 5 - 1 0 )  
2 8 6 .  ( Q )  ( P 4 : 3 : 3 2 - 3 5 )  
2 8 7 . ( D , E )  ( P 1 : 4 : 5 - 7 ; P8 : 2 : 1 6 - 1 8 ) 
2 8 8 .  (A5 ) ( RI C2 : 4 : 6- 1 0 )  
2 8 9 .  (A3 ) ( R I C2 : 2 : 9 - 1 2 )  
2 9 0 . ( A2 ) ( Fl 0 : 6 :  2 2  - 2 8 ) 
2 9 1 . ( A )  ( F6 : 3 : 3 3 - 3 8 ) 
2 9 2 . (A4 , F ,  F2 ) ( RI C2 : 2 : 1 3 - 1 5 , F9 : 5 : 1 6 - 1 8 , Fl 6 : 2 : 1 6 - 1 8 )  
2 9 3 . ( A6 , B )  ( RI C2 : 2 : 1 6- 1 8 ;  Fl 6 : 4 : 2 8 - 3 1 ) 
2 9 4 . ( H )  ( P8 : 5 : 1 5 - 1 9 )  
2 9 5 . ( I )  ( P8 : 3 : 1 4 - 1 5 )  
2 9 6 . ( H2 )  ( P8 : 3 : 1 3 - 1 4 )  
2 9 7 . ( J )  ( P8 : 3 : 1 5 - 1 7 )  
2 9 8 . ( A ,  A2 , B , B2 , B 3 ,  B 4 , B5 ) ( P2 : 5 : 3 - 5 ,  RBHA1 : 2 : 3 7 - 3 9 ;  

P 3 : 2 : 3 8 - 3 9 ,  R I C 1 : 3 : 3 0 - 3 4 , R I C 1 : 3 : 2 7 - 2 8 , Fl 3 : 2 : 2 9 -
3 1 ,  F2 : 1 : 2 3 - 2 6 )  

2 9 9 . ( D ) ( RBHA1 : 5 : 1 8 - 2 0 ) 
3 0 0 . ( E ,  E2 , E 3 )  ( RBHA1 : 5 : 1 2 - 1 8 ,  RBHA2 : 4 : 1 7 - 1 9 ,  P7 : 3 : 6 - 7 )  
3 0 1 .  ( C )  ( Fl 5 : 3 - 4 : 3 5 - 1 )  
3 0 2 . ( F , F2 ) ( P 1 2 : 4 : 2 4 - 2 6 ,  P2 : 7 : 1 - 3 )  
3 0 3 . ( DD , DD2 , I I ,  F ,  U ,  Y ,  B ,  EE ,  FF )  ( P2 : 1 : 1 4 - 1 6 ,  P2 : 1 : 1 8 -

1 9 ;  F8 : 5 : 3 8 - 3 9 ,  F8 : 7 : 8 , F7 : 5 : 2 9 - 3 2 ; P8 : 3 : 3 2 - 3 4 ; 
P2 : 1 : 2 5 - 2 8 ; P2 : 1 : 1 6 - 1 8 ;  P9 : 7 : 7 - 8 )  

3 0 4 . ( 0 , 1 )  ( P2 : 1 : 2 3 -2 4 ;  P2 : 1 : 2 4 - 2 5 )  
3 0 5 . ( A )  ( F2 : 3 : 4 7 - 4 8 )  
3 0 6 .  ( M )  ( F2 : 4 : 1 7 - 1 8 ) 
3 0 7 . ( J )  ( P8 : 2 : 3 0 - 3 2 ) 
1 .  3 0 8 . ( I )  ( P 9 : 8 : 1 4 - 1 7 )  
3 0 9 . ( B )  ( F5 : 5 : 1 3 - 1 5 ) 
3 1 0 . ( Q ,  Q2 , P ,  T ,  A, N )  ( P7 : 4 : 3 4 - 3 6 ,  P9 : 8 : 1 2 - 1 3  & P4 : 1 : 3 6 -



3 3 4  

3 7 ; P9 : 8 : 1 2 - 1 3 ,  F l S : 3 : 2 - S ;  PS : 4 : 2 0 - 2 1 )  
3 1 0a . ( J7 ,  J S ,  E ,  J )  ( PS : 4 : 3 6- 3 8 , P4 : 1 : 3 7 - 3 8 , RBHA2 : 8 : S -

6 ,  P8 : S : 7 - 9 )  
3 1 1 . ( J3 ,  J4 , J8 , C )  ( Fl : S : 1 3 - 1 S ,  R I C 1 : S : 3 8 - 3 9 ,  F l S : 4 : 2 - 4 ; 

F l O : 2 : 2 - 3 )  
3 1 2 . ( J2 & J 6  & L )  ( P7 : S : 7 - 8  & RIC2 : 4 : 3 0 - 3 2  & PS : 4 : 2 2 - 2 4 ) 
3 1 3 . ( J9 ,  J1 0 )  ( F1 S : S : 3 S - 3 7 , Fl S : 4 : 1 3 - 1 S )  
3 1 4 . ( F ) ( P 4 : 4 : 2 6- 2 7 ) 
3 1 S . ( G )  ( RBHA1 : 4 : 3 - S )  
3 1 6 .  ( B ,  C ,  H )  ( Fl 6 : 1 : 3 2 - 3 6 ;  F l O : S : 9- 1 1 ,  Fl 3 : 3 : 2 - 9 )  
3 1 7 . ( I , K ) ( P 8 : 2 : 2 8 - 3 0 ,  R I C 1 : 2 - 3 : 4 1 - 4 ) 
3 1 8 . ( 0  & 02 & 03 ) ( RI C 1 : 3 : 4 - 6  & RBHA1 : 3 : 3 9 - 4 0  & R I C 1 : 2 : 4 0 -

4 1  ) 
3 1 9 .  ( L )  ( P 8 : 3 : 2 2 -2 6 )  
3 2 0 . ( F ) ( Fl : 4 : 1 1 - 1 3 )  
3 2 1 . ( A ,  J )  ( Fl S : S : 9 - 1 0 ,  F l O : S : 1 9 - 2 0 )  
3 2 2 . ( E , F )  ( P 3 : 2 : 3 0 - 3 2 ,  R I C 1 : 2 : 2 7 - 3 S )  
3 2 3 .  ( C , O )  ( P 1 : S : 1 1 - 1 3 ,  P 1 : S : 9 - 1 1 ) 
3 2 4 . ( 02 )  ( P 3 : 2 : 2 9 - 3 0 )  
3 2 S .  ( B ,  B2 , E ,  E2 , F ,  I )  ( F9 : 3 : 2 6- 2 8  & P7 : 6 : 2 0 - 2 2 ; P3 : 2 : 1 4 -

l S ;  F3 : 3 : 8 - 9 ;  FS : 1 : 3 6 - 3 9 ;  F3 : 6 : 3 2 - 3 3 )  
3 2 6 .  ( 0 , 02 , G , C )  ( F2 : 3 : 4 9 - S 0 ,  FS : 1 : 3 9 - 4 2 ,  F3 : 6 : 1 8 - 2 0 ,  

F l O : 2 : 1 8 - 2 3 )  
3 2 7 . ( H )  ( Fl : 4 : 1 8 - 2 0 )  
3 2 8 . ( A )  ( P 9 : 7 : 1 6 - 1 9 )  
3 2 9 .  ( C ,  C2 , C 3 ,  C 4 , C S )  ( P2 : 1 : 3 1 - 3 3 ,  RBHA1 : 2 : 7 - 8 ,  

RBHA1 : 3 : 3 S - 3 6 ,  P1 : 6 : 3 8 - 3 9 ,  F2 : 4 : 2 6 )  
3 3 0 . ( E ,  E2 , E 3 ,  E4 , ES ) ( RBHA1 : 2 : 1 1 - 1 3 ,  F4 : S : 2 8 - 3 0 ,  

Fl 6 : 4 : 1 9 - 2 1 ,  F8 : 4 - S : 4 0 - 1 ,  f3 : 4 : 1 7 - 1 8 )  
3 3 1 . ( GG )  ( F2 : 4 : 2 6 - 2 8 ) 
3 3 2 . ( L )  ( Fl O : 6 : 1 7 - 1 9 )  
3 3 3 . ( L2 , S 3 )  ( Fl O : 3 : 3 - S ;  R I C2 : 2 : 3 2 - 3 4 ) 
3 3 4 . ( L 4 ) ( P 1 2 : 3 : 3 ) 
3 3 S . ( J )  ( P 9 : 6 : 1 4 - 1 S )  
3 3 6 .  ( G ,  S ,  W ,  E ,  A S ,  A8 , N ,  I ,  P ,  T )  ( P 3 : 2 : 3 6 - 3 8 ,  P8 : 4 : S , 

Fl S : S : 3 - 4 ; F l O : 3 ; 7 - 8 ; P8 : 4 : 3 2 - 3 3 ,  PS : S : 2 6- 2 8 ,  F l O : 3 : 2 S -
2 6 ,  P 1 : S : 1 4 - 1 7 , P1 2 : 2 : 1 2 - 1 4 , F l O : S : 1 9 )  

3 3 7 . ( W2 ) ( Fl S : S : 4 - 7 ) 
3 3 8 . ( C ,  A6 ) ( FS : 3 : 2 S -2 8 ,  FS : 2 : 4 2 - 4 S )  
3 3 9 . ( E2 )  ( Fl O : 3 : 1 1 - 1 3 )  
3 4 0 .  (A4 , A9 ) ( P8 : 4 : 3 S - 3 6 ,  FS : 2 : 1 7 - 1 9 )  
3 4 1 .  ( A 3 , A7 ) ( P 1 : S : 1 3 - 1 4 , P4 : 2 : 6 - 7 )  
3 4 2 . (A2 ) ( FS : 2 : 1 S - 1 7 ) 
3 4 3 .  ( A , B ,  H )  ( F6 : 3 : 2 9- 3 2 , F9 : 2 : 2 7 - 3 1 ,  Fl 6 : 2 : 1 S - 1 6 )  
3 4 4 . ( J )  ( F6 : 3 : 2 4 -2 9 )  



3 4 5 .  ( L 3 ,  L 5 )  ( R I C 1 : 2 : 2 0 - 2 l ,  P5 : 5 : l 5 )  
3 4 6 .  ( L )  ( P l : 2 : l 3 - l 6 )  
3 4 7 . ( L2 ,  0 )  ( P l : 2 : l 0 - l 2 ,  P4 : 3 : 2 0 - 2 3 )  
3 4 8 .  ( E )  ( P3 : 2 : 2 3 - 2 4 )  
3 4 9 .  (A2 , A3 , A4 , A8 , A9 , A1 0 ,  A1 4 ,  A1 6 )  ( P3 : 3 : 3 7 - 3 8 ,  

F5 : 3 : 2 0 - 2 l ,  P7 : 6 : 5 , RBHA2 : 6 : l 3 ,  RBHA1 : 6 : l , 
F6 : 7 : 3 5 - 3 7 , F 1 4 : 3 : 3 - 5 ,  P4 : 2 : 2 2 - 2 3 )  

3 5 0 . ( A1 5 ,  B )  ( P5 : 5 : l 0 - l 3 ,  F l 4 : 4 : 3 4 - 3 7 ) 
3 5 1 . ( A l 3 )  ( P 9 : 4 : 6 ) 

3 3 5  

3 5 2 . ( Al l ,  M ,  A12 , C ,  H ,  H2 ) ( F6 : 3 : l 2 - l 5 ,  P9 : 9 : 6 - 8 ; P1 2 : 4 : l 0-
1 2 ;  F9 : 2 : 2 3 - 2 5 ; F l 2 : 3 : 7 - 9 ,  Fl 6 : 3 : l 8 - l 9 )  

3 5 3 . ( A 6 )  ( P8 : 3 : 2 8 - 2 9 )  
3 5 4 . ( A )  ( F4 :  6 :  3 7 - 3 9 )  
3 5 5 . ( A7 ) ( R I C2 : 3 : 6 - 9 )  
3 5 6 .  ( F2 , F3 ) ( P7 : 6 : 6 , F4 : 2 : 4 0 - 4 3 )  
3 5 7 . ( F ) ( Fl O : 3 : l 4 - 1 7 )  
3 5 8 . ( E , O )  ( Fl 4 : 3 : l 0 - l 2 ; F4 : l 2 : 6 - 8 ) 
3 5 9 . ( A , A2 ) ( F4 : l l : 4 l - 4 3 ,  F4 : l l : 4 3 - 4 5 )  
3 6 0 . ( C )  ( F6 : 5 : 3 0 - 3 4 ) 
3 6 1 . ( B 4 ) ( F6 : 5 : 2 9 - 3 0 ) 
3 6 2 . ( B 3 )  ( F6 : 5 : 3 5 - 3 7 ) 
3 6 2 a . ( B 5 )  ( F6 : 3 : 3 9 - 4 0 )  
3 6 3 . ( B2 )  ( F6 : 5 - 6 : 4 l - l )  
3 6 4 . ( B ,  B 6 )  ( F6 : 2 - 3 : 4 l - 2 ,  F6 : 4 - 5 : 4 l - 2 )  
3 6 5 . ( G , G2 )  ( RBHA2 : 2 : 3 7 - 3 9 ,  RBHA2 : 6 : l - 2 )  
3 6 6 . ( L )  ( P 4 : 2 : l 5 - 1 7 ) 
3 6 7 . ( K )  ( RBHA2 : 2 - 3 : 3 9 - 2 ) 
3 6 8 . ( A ,  A2 , A3 ) ( Fl 2 : 5 : l -2 ,  Fl 3 : l : 2 5 - 3 0 ,  F l 5 : 5 : 7 - 8 )  
3 6 9 .  ( C ,  E )  ( RBHA1 : 4 : 2 1 - 2 3 ,  RBHA2 : 6- 7 : 3 0 - l ) 
3 7 0 . ( B )  ( F9 : 6 : 3 4 - 3 5 )  
3 7 1 .  ( K-ba r r i e r s , 0 )  ( RBHA1 : : 4 - 6 ;  P8 : 4 :  2 1 - 2 3 )  
3 7 2 . ( A4 ) ( F5 : 4 : 3 l - 3 5 )  
3 7 3 . (A3 ) ( F5 : 4 : 3 9 - 4 0 )  
3 7 4 . ( A2 ) ( F5 : 4 : 4 0 - 4 2 ) 
37 5 .  ( A )  ( F5 : 4 - 5 : 4 4 - l )  
37 6 .  ( R )  ( P 3 : 2 : 2 3 - 2 7 ) 
3 7 7 . ( S 2 )  ( RIC2 : 2 : 3 5 - 3 8 )  
3 7 8 . ( T ,  T 3 ,  T 4 ) ( Fl O : 3 : l 9 -2 l ,  P3 : 3 : 5 - 7 ,  P3 : 3 : 8 - l 2 ) 
3 7 9 .  ( H ,  H2 , H 3 ,  X )  ( P5 : 5 - 6 : 4 0 - 2 ,  Fl 2 : 4 : 9 , F7 : 2 : 2 4 - 2 7 ; 

F6 : 8 : l 9 - 2 3 ) 
3 8 0 . ( S )  ( P2 : 4 : 2 6 - 2 9 )  
3 8 1 .  ( P )  ( Fl O : 3 : 5 - 7 ) 
3 8 2 . ( AA )  ( RI C2 : 3 : 2 4 - 2 7 )  
3 8 3 . ( Z )  ( P l : l : 3 2 - 3 3 )  
3 8 4 . ( BB ,  C C )  ( RIC2 : 2 : 3 0 - 3 2 ; P 1 2 : 5 : l 8 - l 9 )  



3 3 6  

3 8 5 . ( A ,  A2 ) ( P 9 : 7 : 5 - 6 ,  F6 : 6 : 1 9 -2 2 )  
3 8 6 .  (A3 ) ( P 9 : 7 : 1 6 - 1 7 ) 
3 8 7 . (A4 ) ( R IC2 : 3 : 3 7 - 3 8 ) 
3 8 8 . ( H ,  H 3 )  ( RBHA1 : 4 : 3 9 - 4 1 ,  F3 : 7 : 6 ) 
3 8 9 .  ( 01 0 ,  E 6 ,  E 8 ) ( F2 : 5 : 1 4 - 1 6 ,  F6 : 7 : 2 7 - 2 9 ,  F3 : 6 : 1 8 - 2 1 )  
3 9 0 . ( 0 , 03 , 0 1 5 ,  01 8 )  ( RIC2 : 3 : 3 6 - 3 7 ,  F6 : 5 : 1 2 - 1 4 , F6 : 2 : 7 - 1 1 ,  

F9 : 4 - 5 ,  4 0 - 4 ) 
3 9 1 . ( 01 6 )  ( RI C2 : 3 : 3 9 - 4 0 )  
3 92 . ( 01 9 )  ( F9 : 6 : 2 9 )  
3 9 3 . ( B ,  B2 , B 3 ,  J2 ) ( F6 : 2 : 3 6 - 4 0 ,  F1 3 : 3 : 2 2 - 2 5 ,  F2 : 3 - 4 : 5 0 - 1 ,  

Fl 2 : 3 : 2 8 - 2 9 )  
3 9 4 . ( L )  ( F3 : 6 : 3 3 - 3 4 ) 
3 9 5 . ( G 2 ) ( F3 : 6 : 3 5 - 3 6 )  
3 9 6 . ( G )  ( F5 : 1 - 2 : 4 5 - 2 ) 
3 97 . ( M )  ( F3 : 6 : 2 8 - 3 1 )  
3 9 8 . ( 0 )  ( F9 : 6 : 1 5 - 1 7 ) 
3 9 9 . ( N )  ( F6 : 5 : 2 5 - 2 8 ) 
4 0 0 . ( 0 1 4 ,  07 , J7 , 04 , H2 , D l l , 02 , I 4 ,  I ,  I 2 )  ( F2 : 4 : 3 - 4 , 

Fl 4 : 2 : 1 8 - 2 0 ,  F2 : 4 : 4 - 6 ;  F4 : 3 : 2 8 - 3 0 ; F3 : 7 : 8 - 9 ;  F9 : 3 : 8 - 1 0 ;  
F7 : 2 : 3 6 - 4 0 ;  F7 : 1 : 3 2 - 3 3 ;  F3 : 3 : 6 - 8 , Fl 2 : 3 : 3 9 - 4 0 )  

4 0 1 . ( J ) ( Fl 2 : 3 : 3 7 - 3 9 )  
4 0 2 . ( J4 )  ( F3 : 2 : 1 3 - 1 5 )  
4 0 3 . ( J5 ,  J6 ) ( F4 : 5 : 3 9 - 4 0 ,  F2 : 3 : 4 1 - 4 3 )  
4 0 4 . ( J3 )  ( Fl 2 : 3 : 2 4 - 2 8 ) 
4 0 5 . ( 0 1 3 ,  E 4 ) ( F6 : 7 : 1 6 - 1 8 , RBHA1 : 4 : 3 1 - 3 2 ) 
4 0 6 . ( 05 , E 7 ,  K ,  K2 , K3 , C 3 ,  C ,  C2 ) ( RBHA2 : 2 : 3 6 - 3 7 , F3 : 6 : 2 5 -

2 6 ;  F l 2 : 3 : 2 3 - 2 4 ;  F3 : 7 : 3 9 ;  F4 : 7 : 3 - 5 ;  Fl 5 : 2 : 2 0 - 2 4 ; 
F6 : 5 : 1 4 - 1 6 ,  F2 : 4 : 1 4 - 1 7 ) 

4 0 7 . ( E2 )  ( P 5 : 5 : 2 4 - 2 6 )  
4 0 8 . ( E )  ( Fl 5 : 5 : 2 9 - 3 2 ) 
4 0 9 .  ( E 3 ,  E 4 ) ( F9 : 3 : 3 7 - 4 0 ;  Fl 2 : 4 : 1 - 4 ) 
4 1 0 .  ( E 5 )  ( F2 : 4 : 1 8 - 2 3 )  
4 1 1 .  ( H ,  H2 ) ( RBHA2 : 5 : 1 - 3 ,  RBHA2 : 4 : 3 3 )  
4 1 2 . ( E 9 )  ( RBHA1 : 4 : 2 8 - 3 1 )  
4 1 3 .  ( E ,  E 1 3 ,  E4 ) ( P 5 : 5 : 3 0 ;  Fl O : 3 : 4 0 - 4 ; F6 : 2 : 2 5 - 3 1 ) 
4 1 4 . ( E2 )  ( R IC2 : 3 : 2 2 - 2 3 )  
4 1 5 .  ( E l l ,  E 3 ,  E 1 0 , I ,  I 4 ,  I 2 )  ( P 4 : 1 : 2 7 - 3 1 ; RIC2 : 3 : 1 9 - 2 0 ;  

R I C 1 : 3 : 1 7 - 1 8 ; RBHA2 : 4 : 3 5 - 3 6 ;  RBHA2 : 2 : 2 1 -22 ; RBHA2 : 2 : 2 1 )  
4 1 6 . ( E7 ,  E8 ) ( Fl O : 3 : 3 1 - 3 7 , Fl O : 3 : 3 8 - 4 0 )  
4 1 7 . ( E 1 4 )  ( F7 : 2 : 2 8 - 2 9 )  
4 1 8 . ( E 5 )  ( F6 : 2 : 3 2 - 3 5 )  
4 1 9  . ( E 1 5 )  ( F7 :  2 : 3 1 - 3 5 ) 
4 2 0 . ( B )  ( Fl O : 2 : 3 - 6 )  
4 2 1 .  ( C )  ( F5 : 2 : 2 0 - 2 1 )  
4 2 2 . ( F ) ( P 8 : 4 : 7 - 9 )  
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4 2 3 . ( J )  ( RBHA2 : 2 : 1 9 - 2 1 )  
4 2 4 . ( A ,  A3 , A4 ) ( F9 : 2 : 1 3 - 1 4 , F6 : 2 : 1 8 ;  F2 : 3 : 1 1 - 1 2 ) 
4 2 5 .  ( BPc 3 , BPa , Bpa2 , BPa 3 )  ( F2 : 3 : 9- 1 2 ;  F4 : 1 1 : 2 4 - 2 7 , 

RBHA1 : 4 : 2 4 - 2 6 ,  RIC1 : 3 : 1 8 -22 ) 
4 2 6 .  ( BP f ) ( F8 : 7 : 2 - 3 ) 

4 2 7 . ( Bpd , BPd2 , BPi ) ( Pl : 5 : 2 2 - 2 4 , Fl O : 4 : 7 - 9 ,  F7 : 5 : 7 - 8 ) 
4 2 8 . ( B Pb ) ( F4 : 1 1 : 3 3 - 3 4 ) 
4 2 9 .  ( G2 )  ( F6 : 2 : 2 2 - 2 4 ) 
4 3 0 .  ( J )  ( F8 : 7 : 9 - 1 1 )  
4 3 1 . ( G )  ( F8 : 7 : 7 - 8 )  
4 3 2 . ( A2 ) ( F6 : 2 : 2 1 - 2 2 ) 
4 3 3 .  ( D ) ( Fl 7 : 5 : 6 - 9 )  
4 3 4 . ( K )  ( P7 : 6 : 9 - 1 0 )  
4 3 5 .  ( E2 )  ( F2 : 2 : 9 - 1 0 )  
4 3 6 .  ( E ,  I ,  G ,  G2 , G3 , G 5 ,  Cynth i a ,  G4 , 0 ,  C2 , C ,  C ,  0 ,  

B )  ( RBHA2 : 6 : 7 ; P 1 2 : 4 : 2 6 - 2 7 ;  P7 : 3 : 2 3 - 2 4 ,  F7 : 5 : 1 1 - 1 2 ,  
F7 : 5 : 1 2 - 1 5 ;  P7 : 3 : 2 4 - 2 6 ;  F : : ; F2 : 2 : 1 0 - 1 5 ;  P7 : 3 : 3 0 - 3 2 ; 
P2 : 5 : 8 - 9 ;  P l : 8 : 1 5 - 1 7 ; F l O : 6 : 1 - 4 ; F5 : 2 : 3 5 - 3 7 ,  Fl 3 : 4 : 1 0 -
1 3 )  

4 3 7 . ( J )  ( F2 : 2 : 5 - 7 ) 
4 3 8 . ( B ,  B 3 )  ( P l : 2 : 4 0 - 4 1 ;  P2 : 4 : 3 7 - 3 8 )  
4 3 9 .  ( B2 )  ( P2 : 4 - 5 : 3 8 - 2 )  
4 4 0 .  ( F ) ( P7 : 3 : 2 1 -2 3 )  
4 4 1 .  ( A , A2 , A3 , A4 , A5 , A6 )  ( P l : 2 - 3 : 4 1 - 2 , P2 : 4 : 3 5 - 3 7 , P9 : 5 : 1 4 - 1 5 ,  

P3 : 3 - 4 : 4 1 - 1 ,  F5 : 3 : 1 0 - 1 1 ,  Pl : 7 : 2 6 -2 7 )  
4 4 2 . ( A )  ( P 9 : 5 : 1 5 - 1 9 )  
4 4 3 .  ( H ,  G )  ( RBHA2 : 6 : 4 - 6 ;  P7 : 4 : 4 - 7 ) 
4 4 4 . ( F ) ( P l : 7 : 2 9 - 3 0 )  
4 4 5 . ( E , E2 , E 3 )  ( P 3 : 4 : 2 , P l : 7 : 2 9 - 3 0 ,  P l : 7 : 3 0 - 3 2 ) 
4 4 6 .  ( L )  ( P 9 : 5 : 2 1 - 2 2 ) 
4 4 7 . ( J )  ( RBHA2 : 6 : 6 - 7 )  
4 4 8 . ( M )  ( P7 : 4 : 1 9 - 2 1 )  
4 4 9 .  ( I )  ( Fl : 4 : 8 - 1 0 )  
4 5 0 . ( K , K2 )  ( RBHA1 : 4 : 1 7 - 1 9 ,  P8 : 4 : 1 3 - 1 4 )  
4 5 1 . ( 0 )  ( Fl 4 : 2 : 3 8 - 4 0 )  
4 5 2 .  ( P )  ( P 9 : 5 : 1 1 - 1 2 )  
4 5 3 .  ( N )  ( P 9 : 5 : 1 0 - 1 1 )  
4 5 4 . ( M )  ( P 9 : 5 : 8 ) 
4 5 5 .  ( E )  ( F7 : 5 : 3 4 - 3 6 )  
4 5 6 .  ( I )  ( P 1 2 : 5 : 7 - 8 )  
4 5 7 . ( G )  ( F4 : 7 : 2 1 - 2 7 ) 
4 5 8 . ( J )  ( P 5 : 5 : 3 1 - 3 3 )  
4 5 9 .  ( A ,  V ,  R )  ( P4 : 2 : 3 3 - 3 4 ; P4 : 2 : 2 8 - 3 1 ;  RBHA1 : 2 - 3 : 4 1 - 3 )  
4 6 0 .  ( Q )  ( P 4 : 2 : 3 1 - 3 2 ) 
4 6 1 .  ( H , H2 )  ( F6 : 6 : 2 2 ,  P9 : 6 : 6 ) 
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4 62 .  ( K , K2 , K3 )  ( F7 : 2 : 3 - 7 ,  F3 : 6 : 4 0 - 4 2 ,  F3 : 6 : 3 8 - 4 0 )  
4 6 3 .  ( C )  ( P2 : S : 1 0 - 1 1 )  
4 64 . ( 0 ) ( P7 : 3 : 2 7 - 3 0 ) 
4 6 S .  ( 0 , 02 ) ( P 3 : 4 : 3 , P8 : 4 : 1 1 - 1 3 )  
4 6 6 .  ( N ,  N2 ) ( RI c l : 2 : 2 1 - 2 4 , R I C l : S : 2 1 -22 ) 
4 6 7 .  ( Q )  ( RBHAl : 2 : 2 8 -2 9 )  
4 6 8 . ( N , N2 , N 3 ,  0 ,  P ,  A ,  0 ,  C ,  G , L , L2 , L 3 ,  I ,  Q ,  J )  ( F7 : 2 : 1 - 3 ,  

F3 : 4 : 3 S ,  F2 : 3 : 6- 8 ; F2 : 1 : 1 6 - 1 9 ;  F3 : S : 1 0 - 1 1 ;  F9 : 2 : 1 6- 1 8 ; 
F4 : S : 2 6 - 2 7 ; F8 : 6 : 1 6 - 1 8 ;  F l 7 : 3 : 2 - 3 ;  F4 : 4 : 1 0 - 1 1 ,  F4 : 2 : 3 -
6 ,  F6 : S :  1 1 - 1 2 ;  F l 2 : 4 : 1 8  - 1 9 ;  F2 : 1 :  3 3  - 3 4 ;  Fl 7 : 3 :  2 1 - 2 4  ) 

4 6 9 . ( H )  ( P l : S : 1 8 - 2 1 )  
4 7 0 .  ( H2 )  ( P7 : 2 : 3 2 - 3 4 ) 
4 7 1 . ( M )  ( F6 : 7 : 1 1 - 1 S )  
4 7 2 . ( K ,  E )  ( Fl 2 : 2 : 1 7 - 2 2 ; Fl 7 : 2 : 2 6- 2 7 ) 
4 7 3 .  ( F ) ( Fl 7 : 3 : 3 - S )  
4 7 4 . ( H )  ( Fl 7 : 2 : 2 7 - 3 0 ) 
4 7 S .  ( A3 )  ( F3 : 7 : 1 1 - 1 3 )  
4 7 6 . ( O- fami l y )  ( F3 : 7 : 1 3 - 1 4 )  
4 7 7 . ( A , M )  ( Fl 4 : 4 : 4 0 - 4 1 ,  Fl 3 : 2 : 3 9 - 4 0 )  
4 7 8 . ( A2 , Q ) ( P2 : 3 : 1 7 - 1 9 ,  P9 : 3 : 1 7 - 2 1 )  
4 7 9 .  ( F ) ( P2 : 4 : 1 2 - 1 3 )  
4 8 0 .  ( P )  ( P S : 3 : 3 S - 3 7 ) 
4 8 1 . ( B2 )  ( Fl 7 : 3 : S - 6 )  
4 8 2 . ( H3 )  ( Fl O : S : 2 6 - 2 7 ) 
4 8 3 .  (AS ) ( Fl : 2 : 3 7 - 3 8 ) 
4 8 4 . ( U )  ( F2 : 4 : 2 8 - 3 0 ) 
4 8 S .  ( N )  ( Fl : 2 : 1 4 - 1 7 )  
4 8 6 .  ( J ,  0 )  ( Fl : 4 : 1 - 2 ; P2 : 4 : 2 0 - 2 2 ) 
4 8 7 . ( M )  ( Fl : 2 : 3 - S )  
4 8 8 . ( K2 ) ( F3 :  7 : 1 4  - 1 6 ) 
4 8 9 .  ( K )  ( RBHAl : 3 :  2 S - 2 7 ) 
4 9 0 .  ( G ,  I )  ( FS : S : 1 1 - 1 2 ; Fl O : S : 2 8 - 32 ) 
4 9 1 .  ( L )  ( F l : 4 : 2 4 - 2 6 )  
4 9 2 .  ( B S , B6 , B7 , B 3 ,  B )  ( Fl : 2 : 1 0 - 1 1 ,  F7 : 4 : 2 1 - 2 4 ,  P7 : 2 : 3 4 - 3 6 ;  

Fl : 4 : 1 ; Fl : 3 : 7 - 9 )  
4 9 3 .  ( B 4 ) ( Fl : 2 : 1 1 - 1 3 )  
4 9 4 .  ( C )  ( P l : 3 : 9 - 1 2 )  
4 9 S .  ( C 2 ) ( F2 : 4 : 1 2 - 1 4 ) 
4 9 6 . ( C 3 )  ( P7 : 2 : 3 0 - 3 1 ) 
4 9 7 .  ( C 4 ) ( Fl : 4 : 6- 7 )  
4 9 8 .  ( E4 )  ( Fl : 3 : 2 3 - 2 6 )  
4 9 9 .  ( E S )  ( Fl : 3 : 1 7 - 2 1 )  
S O O . ( E2 )  ( Fl : 3 : 1 3 - 1 S )  
S O L  ( E 3 ) ( Fl : 3 : 1 0 - 1 2 )  
S 0 2 . ( E )  ( P l : 9 : 1 2 - 1 S )  



5 0 3 . ( T )  ( Fl : 3 : 3 1 - 3 2 )  
5 0 4 . ( S , O ) ( Fl : 3 : 3 0 - 3 1 , Fl : 2 : 8 - 1 0 )  
5 0 5 . ( 02 ) ( Fl : 2 : 1 7 - 1 9 )  
5 0 6 . ( R )  ( P I 2 : 3 : 2 4 - 2 S )  
5 0 7 . ( B , B 4 ) ( P l : S : 2 8 - 2 9 ,  FS : 4 : 3 6 - 3 7 ) 
5 0 8 . ( A2 , A, BS )  ( F4 : 6 : 7 - 9 ,  Fl 6 : 2 : 2 - 4 ,  RIC2 : 3 : 2 9 - 3 1 ) 
5 0 9 .  ( A3 )  ( Fl 7 : S : S - 6 )  
5 1 0 . ( M , B 3 )  ( Fl 7 : 3 : 1 3 - 1 S ,  F l 7 : 3 : 8 - 1 0 )  
5 1 1 . ( G )  ( Fl 7 : S : 4 - S )  
5 1 2 . (AS ) ( F4 : 6 : 4 - 6 )  
5 1 3 .  ( D ) ( FS : 3 : 2 3 - 2 4 ) 
5 1 4 . ( I )  ( F8 :  6 :  2 1 - 2 3 )  
5 1 5 .  ( F ) ( Fl 7 : S : 1 9 - 2 1 )  
5 1 6 .  ( C )  ( P l : S : 2 9 - 3 2 ) 
5 1 7 . ( C2 )  ( F8 : 4 : 2 - 4 ) 
5 1 8 .  ( H )  ( F7 :  6 :  1 5  - 1 8  ) 
5 1  9 . ( H 2 , B 2 , E )  ( DOC 3 : 2 : 1 4 ;  P I : 8 : 3 3 - 3 4 ;  P I : 8 : 3 4  - 3 7 ) 
5 2 0 . ( C )  ( Fl O : 6 : 7 - 8 ) 
5 2 1 . ( 0 )  ( Fl : 3 - 4 : 4 7 - 1 )  
5 2 2 . ( M )  ( P I 2 : S : 1 3 - 1 4 ) 
52 3 .  ( N )  ( RBHA2 : 6 : 1 0 - 1 1 )  
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Appendix B 

Epi l ogue Code L i s t  

E 1  ( Po s t 2 : 1 ) 
E2 ( Po s t 2 : 2 )  
E 3  ( Po s t l : 1 )  
E 4  ( Po s t 2 : 2 - 3 )  
E 5  ( Po s t 2 : 3 ; Post2 : 3 ) 
E 6  ( Au t h 4  ) 
E 6 . 1  ( Pos t l : 1 ) 
E 6 . 2  ( Po s t 2 : 1 ) 
E7  ( Po s t 2 : 4 ;  SR : 9 - 1 0 ;  SR : 1 8 )  
E8  ( Po s t 2 : 2 ;  Post2 : 3 ) 
E9  ( Pos t l :  2 ;  Pos t l : 3 ) 
E 1 0  (Auth4 ; Pos t OOC2 ) 
E l l  ( OOC 1 2 : 3 ) 
E 1 2  ( Pos t 3 : 2 ;  Pos t 4 : 1 ) 
E 1 3  ( Po s t 2 : 1 ; Pos t 5 : 1 ) 
E 1 4  ( Po s t 2 : 2 )  
E 1 5  ( Po s t OOC 1 ;  S R :  4 0 ;  PostOOC 4 ) 
E 1 6  ( Po s t 2 : 2 )  
E l 7  ( Aut h 4  ) 
E 1 8  ( SR3 5 )  
E 1 9  ( Po s t 4 : 3 ) 
E 2 0  ( Po s t 2 : 3 ) 
E 2 l  ( Po s t 2 : 2 )  
E2 1 .  1 ( Po s t 2 : 2 )  
E22  ( Pos t 1 : 1 ) 
E22  ( Pos t l : 2 )  
E 2 3  ( Po s t 3 : 1 ) 
E 2 4  ( Po s t 2 : 1 ) 
E 2 5  ( Pos t 5 : 2 )  
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Research Par t i cipant Consent Form 
for 

Page 1 of  

A CONSTRUCT I V I ST INQU I RY OF FAMI LY I NVOLVEMENT 
ON EARLY I NTERVENT I ON TEAMS SERVING I N FANTS AND TODDLERS 

W I TH DEVELOPMENTAL D I SAB I L IT I ES 

I nt roduction  

The  School  o f  S o c i a l  Wor k  o f  Virginia  Commonwea l t h  
Unive r s i t y  adh e r e s  to t h e  ethical  s tandards o f  protection for 

human s ub j e c t s  who parti cipate i n  research : The fol lowing 
i n forma t i on is provided so  that I can decide whether or not I 
choose to p a r t i c i pate  i n  the present s t udy . I f  I agree to 
part i ci pa t e ,  I am free to withdraw at any t ime . 

Researche r :  Pat r i c k  Shannon 

The p u rposes o f  t h i s  proj e c t  a re :  

1 .  To s a t i s fy d i s s e rtation  requi rements for a Doctor o f  
Phi los ophy i n  Social  Wor k . 

2 .  To g a i n  a more comp l e t e  and i n-depth under s t anding o f  fami l y  
i nvolvement on mul t id i s c ip l inary e a r l y  intervent i o n  teams . 

I unders tand t ha t :  

Bene f i t s  

1 .  I w i l l  derive no personal bene f i t s  from t h i s  study . 
However , my p a r t i cipation may bene f i t  others by enabl ing 
s o c i a l  s c i ent i s t s  to  learn more about involving fami l ie s  in 
the e a r l y  i n t e rvent i on proce s s . 

2 .  There a r e  no r i s ks as sociated with  par t i cipa t i on in t h i s  
s tudy . 

Alternat i ve The rapy 

3 .  T h i s  i s  not a therape u t i c  s tudy . I have the a lternat ive not 

to  p a r t i cipate 

4 .  There a r e  no cost s  a s sociated with par t i cipa t i o n . 

Con f iden t i a l i ty o f  Records 



5 .  My name wi l l  not be shared with other research parti cipants 
nor used in the case study . However ,  the s tudy methodology 
i nvolves  val i da t i ng i n formation agains t at  l e a s t  one 

I n i t i a l s : ___ _ 

Pa r t i cipant 

Page 2 of2 
other s ource , so  it may be pos s i b l e  that my i nformat ion may 
be a s s o c i a ted with  me by another s tudy parti cipant . 

6 .  The i n f o rmat i on obtained during t h i s  s tudy w i l l  be used to 
w r i t e  a case s t udy that w i l l  const i tute a ma j or portion of 
the r e s e arche r ' s  d i s s ertat ion . The d i s s e rt a t i on wi l l  be 
pub l i s hed through micro f i lm,  scho l a r l y  j ourna l s ,  monographs , 
and/or i n  book form . 

W i t hdrawal 

7 .  I can w i t hdraw f rom the s t udy at  any t ime by i n forming the 
researcher  that I w i s h  to do so . Al l data col l ected from me 

w i l l  be returned immed i a te l y . 

8 .  The i n i t i a l  i nterview wi l l  require  one to two hours o f  my 
t ime . I may be a s ked to parti cipate in one or more fol low 
up inte rvi ews . Parti cipation i n  fol low up inte rviews i s  
volunt a r y . 

9 .  I am e n t i tl ed to  review the case s tudy before the final  
d r a f t  is  w r i t t e n  and to negot iate changes with  the  
researche r . 

1 0 .  I wi l l  recei ve a copy o f  the final  case s tudy , i f  I so  
des i re . 

1 1 .  I w i l l  rece ive a s igned copy o f  t h i s  consent form at  the 
t ime of the inte rvi ew . 

I f  you have any que s t i ons  concerning your r i ghts  a s  a 
r e s e a rch s ub j ect , you may contact the Committee on the Conduct o f  
Human Research a t  ( 8 2 8 - 0 8 6 8 ) f o r  i nformat ion or a s s i s tance . 

I a gree to pa r t i cipa t e  in t h i s  s t udy a ccordin g  to the preceding 

t e rms . 

Pa r t i c ipant : 

I do/do n o t  gra n t  perm i s s i on to be quo t ed (wi thou t a t t r i b u t ion)  

i n  t h e  ca s e  s t udy . 

Par t i cipant : 

Da te : 



I a gree t o  cond u c t  and report the resea rch a ccording to the 
precedin g  t e rms . 

Researche r : 

Date : 



2 
Resea rch Part ic ipant Consent Form 

for Comprehens ive Member Chec k for 

FAMILY-CENTERED PRACTICE IN 

Page 1 of  

EARLY I NTERVENT I ON SERVICES FOR I N FANTS AN D TODDLERS : 
THE  EXPER I ENCE O F  FAM I L I ES I N  ONE LOCAL INTERAGENCY 

COORDINAT ING COUNC I L  

I n t rodu c t i on 
The S choo l o f  Social  Wor k o f  Virginia  Commonwea l t h  

Unive r s i t y  adheres to  t h e  ethical  s t andards o f  prot ect ion 
for human sub j e c t s  who part i c ipate in  resea rch . The 
f o l l owing in forma t ion is provi ded so  that I can decide 
whether or  not I choose to  part icipate in the present s t udy . 
I f  I agree to  part icipa t e ,  I am free to  withdraw at  any 
t ime . 

Researche r :  P a t r i c k  Shannon 

The p u rposes o f  t h i s  proj e c t  a re :  
1 .  To s a t i s f y  d i s sertat ion requi rements for a Doctor of  

Ph i l osophy in  Social  Wor k .  

2 .  To g a i n  a more complete  and in-depth unde rst anding of 
fam i l y  centered prac t i ce in  early int ervent ion . 

3 .  To conduct a comprehens ive member check o f  the f i ndings 
present in  the case report . 

I unders t a n d  t h a t :  
Bene f i t s  
1 .  I wi l l  derive no persona l bene f i t s  from t h i s  s t udy . 

R i s ks 

Howeve r ,  my part icipa t i on may bene f i t  others by 
enabl ing s o c i a l  scient i s t s  to  learn more about 
invo l ving fami l ie s  in  the e a r l y  intervent ion process . 

2 .  There are  no r i s ks a s sociated w i t h  part icipa t i on in  
this  s t udy . 

Al t e rna t i ve Therapy 

3 .  T h i s  i s  not a therape u t i c  s tudy . I have the a l  ternati  ve not 
to  pa r t i cipate 

C o s t s  
4 .  T h e r e  a r e  no cos t s  a s s ocia ted with parti cipa t i on . 



Con f i den t i a l i ty o f  Records 
Page 2 of 2 

5 .  My name w i l l  not be shared with other research pa r t i cipants 
nor used i n  the case  study . Howeve r ,  the study methodo logy 
l nvolves  va l idat i ng in format ion against  at  l e a s t  one other 
s ource , so  it may be pos s i b l e  that my i n format ion may be 
a s s o c i a ted with me by 
another s tudy pa r t i c i pant . 

I n i t i a l s : ______ _ 

Pa r t i cipant 

6 .  The i n forma t ion obtai ned during t h i s  s t udy wi l l  be used to 
w r i t e  a case  s tudy that wi l l  cons t i tute a ma j or portion of 
the r e s e a rche r ' s  d i s s e rt a t i on . The d i s s e r t a t i on w i l l  be 
pub l i shed through micro f i lm,  scho l a r l y  j ourna l s ,  monographs , 
and / o r  i n  book form . 

Wi thdrawal 
7 .  I can w i t hdraw from the s tudy at  any t ime by i n forming the 

resea rcher that I wish  to do so . All data col l ected from me 
w i l l  be returned immediate l y .  

8 .  The i n i t i a l  i nt e rview wi l l  require one to two hours o f  my 
t ime . I may be a s ked to participate in one or mo re fol low 
up i nt e r v i ews . Par t i cipation in fol low up interviews i s  
vo l unt a r y . 

9 .  I am ent i t l ed to review the case s tudy be fore the f i na l  
d r a f t  i s  w r i t ten  a n d  to negotiate  changes w i t h  the 

r e s e a rche r . 

1 0 .  I wi l l  receive a copy o f  the final  case study , i f  I so 
des i r e . 

1 1 .  I w i l l  receive a s i gned copy o f  t h i s  consent form at  the 
t ime o f  the i nt e rview . 

I f  you have any que st ions conce rning your rights  as a 
research  s ub j ect , you may contact the Commi ttee on the Conduct of  
Human Research  a t  ( 8 2 8 - 0 8 68 ) for in format ion or  a s s i s tance . 

I a gree to pa r t i cipa t e  in t h i s  s t udy a ccordin g  to the preceding 

t e rms . 
Par t i c ipant : 

I do/do n o t  gra n t  perm i s s i on to be quo t ed (wi tho u t  a t tribu t i on )  

i n  the ca s e  s t udy .  

Pa r t i cipant : 

Date : 



I a gree to condu c t  and repor t  the resea rch a ccordi ng to the 
preceding t e rms . 

Researche r : 

Date : 



Appendix D 

Aud i t  Cont ract and Report 



Contract Between : 
P a t r i c k  Shannon (Aud i t ee ) 

and 
Michael  Crosby (Auditor ) 

for the Comp l e t ion of an Audi t  o f  
Th e Fam i l i es Experi en ce wi th Ea rly In t erven t i on Se rvi ces 

Time l ine : Aud i t  to be comp l eted between March 4 ,  2 0 0 0  and 
March 2 5 ,  2 0 0 0 . 

Goa l s : 

Rol e s : 

Logi s i t cs : 

To complete  an a s s e s sment o f  a l l  e l ements  of  
t rustworthiness  us ing Scwhandt and Halpern ' s 
Algor i thim . To complete  an a s s e s sment o f  the 
proce s s  engaged in  to a s s e s s  a l l  e l ements  of  
aut hent ici t y .  

Audi t o r :  The role  o f  the audi t o r  w i l l  b e  to  
app l y  Schwandt and  Halpern ' s a l gori thm to the  
audit  t ra i l  mat e r i a l s  provi ded by the 
audi tee . Spec i f i c  criteria for each level  of  
a s s e s sment are out l ined in a t t achment A o f  
t h i s  contract . 

A u di t ee : The role  o f  the audi tee  w i l l  be to  
provide  all  nece s s a r y  audi t trail  ma t e r i a l s  to  the  
audi t o r . A l l  mat e r i a l s  wi l l  be t ransported to  the  
auditors  res idence . The  auditee  wi l l  rema in 
ava i l a b l e  to  the audi tor throughout the audit 
process for whatever the audi tor may need . An 
a t t achment to  t h i s  cont ract has been deve l oped 
that  out l i nes spec i f i c  expectations for each 
e l ement of  t rustworthine s s  and authent i c i t y . 

Spe c i f i c  t ime s w i l l  be a r ranged for drop o f f  
o f  a l l  mate r i a l s  as  we l l  a s  s ubs equent 
meet ings . Phone numbers wi l l  be provided so 
that the audi tor can get in touch with the 
audi tee  a t  any t ime throughout the audit 
proce s s . An col legial  agreement w i l l  be made 
to conduct the audi tor ' s  audi t as payment for 
conduct ing this audi t . Al l expenses  incu rred 
by the audi tor wi l l  be re imbursed by the 
audi tee . 

Out come s : An audit  report w i l l  be prepared by the auditor 

that  includes and addresses  each e l ement o f  the 

audit process o f  t rustworthiness and authent i c i t y . 

The report should be br i e f : 5 - 1 0  pages . 



Audi tee S i gnature : Date : ____ _ 

Pat r i c k  Shannon 

Aud i t o r  S i gnature : Date : ____ _ 

Michae l Crosby 
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