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ago T worked with Fiusty s mother to’ tryito: find;
p’l ac1ng her__son in a ped-:atr'lc nurs*mg home. :




income . under :$60,000 ho . have a ch11d at hom who 1s_severé1'
‘disabled.; i Of ‘most: s1gmf1cance ‘to the-hearmg today is ‘my.
experiehc_e in headmg .a'project wh-:ch c]osed ‘the 1ast ped1atr1c'
nursing home in the state between 1984 10 -1986. " : Of the 150 ;
children who lived ih the nursing. home, 50% moved to specialized =
foster care at an. average of $44 per: day,_. 25% went home to their. =
birth families and 20% (those age 17 and over): went to- spemahzed
group homes of six or fewer res1dents.- 5% died, an ‘indication of.
the sever1ty of. their. hea1th care: cond1tzons. In add1t10n to the
3150 % chﬂdren 11vmg_"-'1n the nursmg home '.'we'_': aiso worked w1th




¥ (6) Its 'right. The 155ue s not about qua?1ty of care., It.f
is about aguality of 1ife. Its not about good feeding, bathing,: andu
medicating. Its about playing, 'and huggmg and ho1d1ng and be1ng
tucked into bed at night by your mom.

I would 1like to share with you 'seyen“iprdblémST'1hat;¢we
encountered in trying to take on this 1ssue'that I expect you -have
and are experiencing. The issue involves a 1arge cast.of people
including the legislature;;the various.state departments ‘'the slong =

term care . 1ndustry,_the ea]th care profESS1ona1s and O T 5 icourse:

::the families : : : rensi "They each had iSsues : hiTh
L contr1buted in“'some. way,“ we fou d: seven. maJOF Dr0b1ems_W1th wh1ch,
HEWe had to Cpme:t9~terms,': e ‘

e 2o 500131“

.children. :

. .children,

;:the1r fam111es.
..monitoring:
'Iorgan121ng_

;”.we11 with: each;other'“

“tfam111ar scenar""




‘and monitored:by the system seemed to endorse that as the way to
serve ch11dren. - 2 S SRR T &

(7) Answer NOT in better facilities. We came to realize that
the answer for medically involved children was not in making better
facilities. We had developed specialized pediatric facilities,
exclusively for these children. They were specially licensed,
more heavily funded, regulated by pediatric based standards, - “and
monitored. regu1ar1y. Full day school programs were provided. As a
casemanager, I was ‘responsible for a-pediatric. nursing home and I:.

.V151ted da11y Desp1te this’ attent1on,.the ped1atrxc nur51ng home_j“

did’'not ‘meet the children’s needs. It. could.not by.

Sl Jts” very nature,
'ldesp1te the most’ 1gorous effortst_ The ch11dre_ i C

j-so]ut1on
.home car




‘the “family’s 'needs. .
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(5)  We learned“from . foster -families how to -su’ppor{ any

family. Because we were "“forced” to listen to foster families or
risk losing them, we learned what it takes for families to thrive
and enjoy the handicapped child who shares their lives. We learned
that families are m'lhng,_capab'le and conservative. They will!
lovingly accept children with very significant disabilities. They

become experts in their-care.. . And they don’t ‘ask for more than
they need. In fact they don’t: want the system’s intrusion in their
lives unless they really need . . We 1learned to provide what

families need on their terms,' as- what is most successful is ‘their:

percept1on Aok gt bemg supported
perspechve from focusmg on the chﬂd 53 d1sab1]1ty to: focusmg Ohig:
'When,_'w began -:1':0 ’app1y what we " had learned:

-._-_;'from foster famﬂ'les to' : : 3

-"—---We"' learned -to change' our‘"-'_'i"'-




with families who-ﬂefézsifugg1iﬁgiW{th_dischérgéﬂpﬁahs'that might
have included only a nursing ‘home. = Her contact *helped steer them
to some other ch01ces.--;:- o ,-_n'n- - ]jg;jﬁ ' i

(10) We learned that ‘we had to d1st1ngu1sh the hea]th care
professionals expertise, from. the p1acement deve1opment expertise.
We learned ‘that a team with a: var1ety of “expertise,. rather than
only medical expertise, was. essentaal to sorting out: what “it -would
take to ,support a family  or.assist a family''in .considering
D]acement W1th aHfostEF,fam1lY e 7 iy S 8% SR A IO

(11)

.f1nter1m p]ans

ncurred
;ayq1d4;hat
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somet1mes what we d1d to them were But they were not.

In closure, 'I commend your efforts today to take on these very

challenging issues. We have come to see that. fam11y support is the . -

best deal going. It_.is good . pub11c policy.:#Itiis better use of
public = 'resources and AL 18- do1ng - what’s right.



