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Foreword 

During the last decade there has been an e v e r increas ing national 
effor t towards seeking new resident ial a l ternat ives so as to reduce 
the s i z e of l a r g e public institutions for re tarded c i t i zens . D e i n ­
stitutionalization has become a ma jo r focus of the Fede ra l G o v e r n ­
ment and is having d i rec t repercussions on state and loca l government 
postures towards seeking improved models of c a r e . Nurs ing homes 
and in termediate ca r e fac i l i t i es have come d i rec t ly to our attention 
as representa t ive of s m a l l e r res ident ia l a l te rna t ives . Y e t these 
a l ternat ives have posed unique p rob lems of their own, such as the 
o v e r a l l appropriateness of these settings for re tarded c i t i zens . 
Questions have been ra i sed in regard to definitions of nursing c a r e , 
which specia l p r o g r a m features must be included, environmental 
i ssues , standards and regulat ions, accountability, financial d imen­
sions, e tc . T h e s e p rob lem a reas w e r e v i ewed as a challenge by the 
N A R C Board of D i r e c t o r s who, seeking to further exp lo re these i ssues , 
e lected to hold a national symposium on Nurs ing Homes in the System 
of Resident ial S e r v i c e s . W e initiated and funded this symposium with 
the intent of bringing together interested l eader s in this a rea of e n ­
deavor f rom both our nation's profess ional community and our own 
Assoc ia t ion . 



T h e purpose o f the symposium was to enunciate basic guiding pr inc ip les 
which can be u t i l ized by parents and profess ionals to assess (and enhance) 
the appropriateness of nursing home settings for mental ly re tarded p e r ­
sons. The proceedings repor ted here in represent a ser ious and con­
cer ted ef for t to attain this purpose . T h e y constitute an extended 
presentat ion of the issues involved in s e rv ing re tarded persons in 
nursing home set t ings. Beyond the issues surrounding the app rop r i ­
ateness of nursing homes , one notes here in an abiding concern for 
attempting to enhance the l i v e s of re tarded c i t izens w h e r e v e r they 
r e s ide . I was p leased to note this focus on individual needs as a r e ­
current trend throughout the p roceed ings . 

T h e speakers at this symposium addressed themselves to the genera l 
and speci f ic dimensions of the current and future ro l e s of the nursing 
home in se rv ing re tarded c i t i zens . W e a re indebted to the participants 
fo r their mutual sharing o f ideas and recommendat ions . 

Frank J. Menolasc ino , M . D . 
P re s iden t , N A R C 
1976 
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Overview 

Eleanor Elkin 

It is a great pleasure to w e l c o m e you to A National Symposium - Nurs ing 
Homes in the System of Resident ia l S e r v i c e s . W e a re del ighted that you 
are he r e , and we a re impressed with the wide areas of in teres t and o c c u ­
pations f rom which you c o m e , such as parenting, government , nursing, 
management, soc ia l work , child development , advocacy, e tc . If w e had 
handpicked you, which w e didn't quite do, we couldn't have assembled a 
m o r e d i v e r s e and broad interest group. W e a re going to run a tight sched­
ule, but there w i l l be discussion pe r iods . W e hope that e v e r y one of you 
will be asking the questions that a r e on your mind and te l l ing us what you 
think. W e urge your part icipat ion. R e m e m b e r that there is a sess ion t o ­
night. Tonight you w i l l working on actual p rob lems about r ea l l i f e peop le . 

Since its founding in 1950, N A R C has stated that its pr incipal ob jec t ive and 
purpose i s to p romote the genera l w e l f a r e of mental ly re tarded persons of 
all ages w h e r e v e r they may r e s ide . A current goal of our Assoc ia t ion is 
to "achieve an a r r a y of developmental institutional and community-based 
residential s e r v i c e s for a l l mental ly re tarded pe r sons , ensuring the p o s ­
sibility o f choice among a s e r i e s of a l t e r n a t i v e s . " 

Within the las t few y e a r s there has been increas ing use of nursing homes and 
Intermediate ca re fac i l i t ies fo r mental ly re ta rded and other developmental -
ly disabled individuals. T h e demand f o r deinstitutionalization, coupled with 
the availability of Medica id money, has caused many state governments 



and p r o v i d e r s of s e r v i c e s to consider ski l led nursing and i n t e rmed i ­
ate ca re faci l i t ies as a solution to placement p rob lems . They a re 
being used to reduce the number of people in institutions, to a l low 
del ica te , developmental ly disabled children to be se rved near their 
home . They a re also being used for the aging re tarded person, and 
some t imes , I am afraid, as just a place to "put" peop le . Unfortu­
nately, not a l l have prov ided quality s e r v i c e s . Recent hearings in 
Washington have revea led many instances of misuse and abuse. 
T h e r e is a g rowing debate o v e r the appropriateness of the nursing 
home sett ing for the re tarded and developmental ly disabled person . 

Recogn iz ing the potential value, as w e l l as the dangers , of nursing 
home and intermediate ca re faci l i ty placements , N A R C ' s subcom­
mi t tee on res ident ia l s e r v i c e s decided to take a pos i t ive step to f ind­
ing solutions to these p r o b l e m s . A number of le t te rs w e r e sent to 
other organizat ions and agencies asking if they thought a symposium 
on the appropriateness of the nursing home sett ing was feas ib le . 
With one except ion, which came f rom one of our own loca l units, 
eve ryone who responded fe l t i t would be valuable and gave us in fo rma­
tion about p rob lems and issues they would l ike discussed. 

W e planned a p r o g r a m around these responses so that our symposium 
was designed to examine some of the c r i t i ca l issues that you and your 
col leagues s e e . It was designed to focus on the individual d e v e l o p -
mental ly disabled person and his p r o g r a m needs whi le explor ing the 
l i m i t s , the capabil i t ies and the appropriateness of the nursing home 
setting in the evo lv ing s e r v i c e d e l i v e r y sys tem. 



Standards and 
Regulations 

Susan Weiss 
The Federa l Government invests a g rea t deal of money in nursing home 
ca re . In 1974, m o r e than 2. 5 bil l ion dol la rs in federa l funds f lowed to the 
states to pay fo r the care of persons l iv ing in nursing homes . Of that 
2. 5 bi l l ion do l l a r s , m o r e than 400 mi l l i on dol la rs w e r e ea rmarked to sup­
port mental ly re tarded persons l i v ing in state institutions and in other, 
s m a l l e r res ident ia l f ac i l i t i e s . 

The federal nursing home p r o g r a m c o v e r s two different types, o r " l e v e l s , " 
of ca re : "Skil led nursing c a r e " and " intermediate c a r e . " Both M e d i c a r e , 
which is the federa l health insurance p r o g r a m for e l d e r l y and disabled 
persons, and Medica id , which is a federa l / s ta te p r o g r a m to pay fo r the 
cos t of medica l ca re provided to l o w - i n c o m e persons , c o v e r ski l led nurs ­
ing ca re , but only Medica id w i l l pay fo r in termediate ca re . 

F rom the national pe r spec t ive , the number of mental ly re tarded residents 
rece iv ing ski l led nursing care is e x t r e m e l y l imi ted . It i s so sma l l , in 
fact, that the Federa l Government doesn' t even bother to identity the 
mentally re tarded patient in a ski l led nursing faci l i ty as a separate c a t e ­
gory in their s tat is t ics . The ski l led nursing fac i l i ty is one which is d e -
signed to care for persons with acute med ica l p rob lems - the mental ly 
retarded individual, for example , with ser ious mult iple handicaps who 
requires round-the-clock profess ional nursing ca re . The sk i l led nursing 
p rogram was conceived as a med ica l p r o g r a m and the F e d e r a l regulations 



which govern ski l led nursing fac i l i t ies s t rongly re f l ec t that orientat ion. 
The regulations deal with nursing c o v e r a g e , the administrat ion of m e d i ­
cat ion, and other aspects of car ing fo r the acutely i l l o r c r i t i ca l ly f r a g ­
i l e patient. 

F o r our purposes , the ma jo r federa l nursing home p r o g r a m which i m ­
pacts on mental ly re tarded persons i s the intermediate ca re faci l i ty 
p r o g r a m - the I C F p r o g r a m . 

Although I C F ' s a r e often r e f e r r e d to as nursing homes , the t e rm is 
a mis leading one because the federal definition of an I C F embraces a 
broad va r i e ty of resident ial ca re settings - the state schools for r e ­
tarded persons , some halfway houses fo r a lcohol ics , the nursing home 
for the e l d e r l y , some group homes fo r re tarded people . A l l of these 
d i v e r s e fac i l i t ies can be embraced under the I C F umbrel la . 

It was not until 1972 that the Congress passed Publ ic L a w 92-223 which 
authorized, fo r the f i rs t t i m e , federa l support under Medica id to pay 
fo r the ca re of persons in intermediate ca re fac i l i t i es . P r i o r to 1972, 
only sk i l led nursing home ca re could be paid for through Medica id . 

Under Publ ic L a w 92-223, the I C F p r o g r a m is an optional one. That 
means that the states a r e not requi red to c o v e r intermediate ca re 
in their state Medica id plan. If they choose to do s o , h o w e v e r , the 
F e d e r a l Government w i l l r e imburse the states fo r a port ion of the cost 

of p rovid ing intermediate ca re to e l ig ib le pe r sons . The percentage 
of the federa l share va r i e s f rom state to state, depending upon the s tate 's 
ave rage p e r capita income; but as a national a v e r a g e , i t runs in the 
neighborhood of 50 p e r cent. If the state decides to include i n t e r m e d i ­
ate ca r e in its state plans, i t must then decide whether o r not i t wishes 
to c o v e r intermediate ca r e in spec ia l i zed fac i l i t ies and institutions 
fo r re tarded persons . Th i s is a second option and to date, 37 states 
have opted to include I C F s e r v i c e s fo r re tarded persons in s p e c i a l ­
i zed fac i l i t i e s . 

A c c o r d i n g to the federal l aw , an ICF is defined as an institution which 
p rov ides "health re la ted o r rehabi l i ta t ive ca re and s e r v i c e s to ind i ­
viduals who do not r equ i re the d e g r e e of ca re and treatment which a 
hospital o r sk i l led nursing home is designed to p r o v i d e , but who, b e ­
cause of their physical o r mental condition, requ i re ca re and s e r v i c e s 
above the l e v e l o f r o o m and b o a r d . . . " 



A s you can see , a v e r y broad spectrum of resident ial settings mee t s the 
rule of " m o r e than room and board, but l e s s than ski l led nursing" c a r e . 

When the Congress passed Publ ic L a w 92-223, they wro t e into the law an 
e x t r e m e l y important p rov i s ion , setting the stage fo r implement ing the I C F 
regulations which w e r e l a te r issued by H E W . The Congress stipulated that 
no Medica id funds could be used to pay fo r the ca re of any re ta rded person 
l iv ing in an in termediate care fac i l i ty unless that pe rson was r e c e i v i n g 
what the Congress ca l led "ac t ive t r ea tment . " 

What does ac t ive treatment m e a n ? A c c o r d i n g to H E W , " A c t i v e t reatment 
means an a g g r e s s i v e and o rgan ized e f fo r t to fulfill each res ident ' s fullest 
functional capaci t ies . It requi res an integrated, individually t a i lo red p r o ­
g r a m of s e r v i c e s d i rec ted to achieving measurable behavioral ob jec t ives . 
It requi res an environment approximating, as c lo se ly as poss ib le , the 
patterns and conditions of l i fe in mains t ream soc ie ty . It has as its goal 
the development of those sk i l l s , habits and attitudes essent ia l to adapting 
in contemporary soc ie ty . I t means equipping each resident who i s able to 
return to community l i f e " 

Thus, the Congress and H E W have designed a p r o g r a m which i s not cus ­
todial in nature. Rather , they envis ion an I C F for the re ta rded as a p lace 
where things happen, a p lace whe re people learn and g r o w , an env i ron -
ment where growth i s assumed and where the concept of a re tarded person 
as a stat ic, r ig id ly l imi t ed being is exp l ic i t ly re jec ted . B y requi r ing 
act ive t reatment as a condition of Med ica id support, the Congress s e r v e d 
notice that i t expected the intermediate ca re fac i l i ty p r o g r a m to p rov ide 
a high l e v e l of quality p r o g r a m m i n g and that i t expected the in termediate 
ca re p r o g r a m to expect a considerable r e f o r m of current institutional 
conditions. 

On January 17, 1974, H E W published final regulations to in terpret this con­
gress ional mandate and to establish minimum requirements which e v e r y 
I C F must m e e t i f i t i s to r e c e i v e Medica id support. 

Genrally speaking, the regulat ions a r e compatible with the developmental 
approach to p rog ramming . They a r e not based on the s o - c a l l e d m e d i c a l 
model, although some states have chosen to in terpre t them in that l ight . 
But the regulat ions themse lves a r e reasonably consonant with d e v e l o p ­
mental concepts . 

The core r equi rement in the I C F regulations i s the requi rement that each 
resident must have an individually t a i lo red p r o g r a m plan which must 



establish speci f ic behaviora l ly-s ta ted objec t ives for the res ident and 
must p r e s c r i b e an integrated p r o g r a m of s e r v i c e s , therapies and e x ­
pe r i ences which a r e designed to achieve those ob jec t ives . 

The p r o g r a m plan must be based on an in terd isc ip l inary evaluation of 
each resident , cove r ing , as a minimum, phys ica l , psychologica l and 
soc ia l status and conducted by an in terdisc ip l inary team. The init ial 
evaluation must, in addition, consider whether o r not the individual 
truly requ i res institutional p lacement as opposed to other l e s s r e ­

s t r i c t ive ca re set t ings. 

This evaluation must be conducted pe r iod ica l ly , but in no case l e s s often 
than annually. A t the t ime of the annual r e v i e w , the p r o g r e s s of each 
resident must be assessed and the continuing appropriateness o f his 
p r o g r a m must be r e v i e w e d and r e v i s e d accord ingly . Each annual r e ­
v i ew must consider again the poss ib i l i ty of a l ternat ive p lacement in 
a l e s s r e s t r i c t i ve environment . 

T h e regulations have as their ul t imate goal the deinstitutionalization of 
e v e r y I C F res ident for whom this i s poss ib le . F o r this reason, the 
regulations requ i re that a post-insti tutionalization p r o g r a m plan must 
be developed for each and e v e r y res ident at the t ime of his o r h e r ad ­
miss ion . 

The regulations a lso requ i re that at l eas t one "qualified mental re ta rda­
tion p rofess iona l" be assigned o v e r a l l p r o g r a m responsibi l i ty fo r each 
resident and his plan of ca re and s e r v i c e s . T h e concept of the "qual i ­
f ied mental retardat ion p rofess iona l" f i r s t gained federa l attention when 
i t was incorporated in the court o r d e r in the Wya t t v . Stickney case in 
Alabama, the f i r s t r ight to t reatment case . Under the I C F regulat ions, 
i t i s the r o l e of the qualified mental retardation profess ional to supervise 
the implementat ion of the r e s i d e n t s p r o g r a m plan, to coordinate the p r o ­
vis ion of s e r v i c e s ca l led fo r in that p r o g r a m plan and to initiate pe r iod ic 
r e v i e w s of the plan, as necessa ry , but not l e s s often than annually. The 
qualified mental retardat ion profess ional may be drawn f r o m any o f a 
number of profess ional backgrounds. He o r she m a y be a psychologis t , 
an educator, a soc ia l w o r k e r , a physician o r a nurse - so long as he o r 
she has the requis i te spec i a l i zed training o r exper i ence in mental r e ­
tardation. 

Regulat ions requ i re that each res ident must par t ic ipate in a da i ly l i v ing 
training p r o g r a m designed to ass i s t the res ident in acquir ing o r i m p r o v -
ing se l f -he lp and soc ia l sk i l l s . In addition to h is training p r o g r a m , each 
res ident must r e c e i v e a full spectrum of spec ia l i zed and profess ional 



s e r v i c e s as those s e r v i c e s a re ca l led for in the individual 's p r o g r a m plan. 
T h e s e s e r v i c e s include physical and occupational therapy, audiology and 
speech s e r v i c e s , psychologica l s e r v i c e s , soc ia l s e r v i c e s , recrea t iona l 
p rog ramming , health s e r v i c e s (including an annual physical examination) 
and emergency and routine dental c a r e . 

In the a rea of the physical environment , the regulations requi re that e v e r y 
fac i l i ty must m e e t the L i f e Safety Code. W h e r e a faci l i ty accepts phys ica l ly 
handicapped res idents , i t must additionally comply with the A N S I standards. 
T h e A N S I standards, of course , a r e designed to make fac i l i t ies access ib le 
to , and functional fo r , physica l ly disabled persons by el iminat ing a rch i t ec ­
tural b a r r i e r s . F inal ly , in the area of physical environment , the r egu la ­
tions requi re that no m o r e than 12 persons may share a bedroom. By 1977, 
the maximum number of residents permi t ted in a s leeping room w i l l be 
l imi t ed to four. 

In the area of staffing, the regulat ions p rov ide that the fac i l i ty must be ad ­
min i s te red e i ther by a l icensed nursing home adminis t ra tor o r by a qua l i ­
f ied mental retardation profess ional . The regulations requi re sufficient 
d i r e c t - c a r e staff to conduct the daily l iv ing training p r o g r a m and a d i r e c t -
care superv isor who is accountable fo r that p r o g r a m . By 1977, exp l ic i t 
staffing ra t ios must be me t . P ro fe s s iona l staff a r e a l so requi red o r , in 
their absence, contractual ar rangements with community resources to p r o ­
v ide profess ional and other spec ia l i zed s e r v i c e s which a re requi red by 
the res idents . F ina l ly , the I C F must employ , o r have contractual a r ­
rangements with, enough qualified mental retardation profess ionals so 
that each resident ' s p r o g r a m plan is the responsibi l i ty of one such i n ­
dividual . The qualified mental retardation profess ional , o f course , can 
supervise simultaneously the p r o g r a m s o f a number of different res idents . 

The regulations I have just b r ie f ly outlined for you a r e in effect today. 
By March of 1977, e v e r y I C F which i s a spec ia l i zed faci l i ty for re tarded 
persons o r other developmental ly disabled persons must m e e t an add i ­
t ional, m o r e stringent, se t of requi rements which a r e based on the 
standards developed by the Accred i ta t ion Council fo r Fac i l i t i e s for the 
Menta l ly Retarded ( A C / F M R ) . I be l i eve mos t of you a r e f ami l i a r with 
those standards. The A C / F M R standards, of course , w e r e developed 
with ac t ive N A R C part icipat ion. I don't have sufficient t ime to r e v i e w 
those standards, so I w i l l s imply note they ca l l f o r a l e v e l of p r o g r a m ­
ming which i s considerably m o r e str ingent than that cal led f o r in the 
current I C F regulat ions. 

On May 4, H E W published an additional se t o f regulations enumera t ­
ing the rights of residents in in termedia te ca re f ac i l i t i e s . T h e s e 



regulat ions a re not ye t final. They a r e proposed regulat ions. N A R C has 
submitted extensive comments to H E W on those regulations fo r their con­
siderat ion in prepar ing final requi rements . W e think that those r egu la ­
tions constitute an important recognit ion on H E W ' s par t that the r e s i ­
dents of I C F ' s don' t l eave their r ights on the doorsteps upon admiss ion. 
N e v e r t h e l e s s , w e fee l that the regulat ions, in genera l , need to be 
tightened and strengthened. They a r e couched in v e r y genera l t e rms 
and their enforcement , fo r that reason, w i l l be difficult . 

A t the present t ime , the proposed regulations governing the r ights of 
residents in intermediate ca re fac i l i t ies p rov ide for the fo l lowing: 

1. Confidentiality of r e c o r d s ; 
2 . F r e e d o m f rom physical abuse; 
3. Safeguards govern ing the use of physical and 

chemica l res t ra ints ; 
4. The r ight to p r i v a c y in treatment and in ca r ing 

for personal needs; 
5. The r ight to associa te and communicate f r e e l y 

and in p r i v a c y ; 
6. T h e r ight to counsel and representat ion; 
7. The r ight to retain personal clothing and 

possess ions ; 
8. Safeguards on the t ransfer and discharge of 

res idents ; 
9. Safeguards on the financial management of r e s i ­

dents ' funds and the r ights of residents to manage 
their own r e sou rces ; 

10. T h e r ight of the res ident not to p e r f o r m s e r v i c e s 
for the fac i l i ty unless those s e r v i c e s a r e therapeutic 
in nature and a r e included in the individual 's p r o ­
g r a m plan; 

11. The r ight of m a r r i e d persons to p r i v a c y and to shared 
l iv ing quar ters ; 

12. T h e r ight of the res ident to par t ic ipate in the planning 
of his o r he r own p r o g r a m . 

W h e r e a res ident i s adjudicated incompetent under state l aw, h o w e v e r , 
o r whe re a physician ce r t i f i e s that a res ident i s incapable of e x e r c i s i n g 
o r understanding these r ights , H E W ' s regulations p rov ide that these 
r ights devo lve on the res ident ' s guardian, next of kin o r sponsoring 
agency. 



T h i s , in brief , i s an outline of H E W ' s current regulations affecting i n ­
te rmedia te ca re fac i l i t ies fo r mental ly re tarded and other deve lopmenta l ­
l y disabled persons . Rather than go into them in any g rea t e r deta i l , I 
would l ike to r a i se some of the issues which I think these regulations 
present . 

ISSUE #1: GROUP HOMES AND ICF'S 
Perhaps the ma jo r con t roversy surrounding the I C F regulations at the 
present t ime i s their application to the smal l group home . I t i s e x t r e m e ­
l y important to understand that the I C F p r o g r a m , in the mind o f both the 
Congress and H E W , is one designed for the individual with continuing 
"heal th-related o r rehabi l i ta t ive" needs. T h e individual needing I C F 
ca r e i s one who requ i res an intensive l e v e l of p rog ramming ; one who r e ­
qui res a comprehens ive spectrum of habil i tat ive s e r v i c e s . Cer ta in ly , 
many persons l iv ing in state institutions and in other l a r g e cent ra l ized 
fac i l i t i es w i l l fal l into that ca tegory . But this i s much l e s s consistently 
the case for the residents of group homes . 

Some group homes should be I C F ' s - those which p rov ide an intensive 
l e v e l of p r o g r a m m i n g and those which take d i rec t responsibi l i ty for the 
p rov i s ion of s e r v i c e s , e i ther by p rov id ing those s e r v i c e s d i r ec t ly by 
their own staff o r through contractual ar rangements with community r e ­
sources to p rov ide requi red profess ional s e r v i c e s . W h e r e such a group 
home contracts with community r e sou rce s , the fac i l i ty i t se l f must r e ­
tain o v e r a l l p r o g r a m responsibi l i ty , coordination and accountabili ty if 
i t i s to be considered an I C F by H E W , W h e r e this i s not the case , the 
group home cannot p rope r ly be considered an I C F fac i l i ty . Community-
based fac i l i t i es which p rov ide a modicum of soc ia l supervis ion, where 
responsibi l i ty for dayt ime p rog ramming is not ves ted in the fac i l i ty o r 
paid fo r by the faci l i ty o r supervised by the fac i l i ty - such a group home 
i s not an I C F in H E W ' s mind. 

F o r this reason, the regulat ions a r e designed with the l a r g e r , m o r e 
cent ra l ized fac i l i ty in mind. H o w e v e r , some prov is ions have been i n ­
corporated (although not enough) to accommodate the different s e r v i c e 
s ty le of the s m a l l e r , community-based I C F . The regulat ions a lso s t ip ­
ulate that in the case of fac i l i t i es with 15 o r f ewe r res idents , compliance 
with the institutional occupancy p rov i s ions o f the L i f e Safety Code i s not 
requi red . Rather , the fac i l i ty must m e e t the res ident ia l sect ions of 
the Code, which a r e much l e s s r e s t r i c t i v e . 



Secondly, such fac i l i t ies a r e not requi red to have any nursing personnel , 
i f a physician cer t i f i es that none of the res idents , in fact, need p r o f e s ­
sional nursing s e r v i c e s and i f the group home contracts with a public 
health s e r v i c e nurse o r other v is i t ing nurse to v i s i t the fac i l i ty as need ­
ed to deal with minor medica l emergenc i e s and l ike situations. Final ly , 
as I noted be fo re , profess ional s e r v i c e s required by residents may be 
prov ided through contracts rather than d i rec t ly by fac i l i ty ' s staff. 

The point which I want to emphas ize to you is that the I C F p r o g r a m must 
be used judiciously, to support the development and the operat ion of 
fac i l i t ies which p rov ide the kind of p rog ramming envisioned in the I C F 
regulat ions. The I C F funding s t r eam should emphat ical ly not be v i ewed 
as a panacea fo r all of our financial difficult ies in provid ing a contin­
uum of resident ial s e r v i c e s - i f w e do this, we w i l l find our se lves con­
tort ing p r o g r a m s to obtain federa l do l l a r s . I don't be l i eve that this 
just i f ied. 

ISSUE #2: IMPACT OF THE ICF REGULATIONS ON 
INSTITUTIONAL REFORM 

The I C F regulations - and par t icu la r ly the regulations which must be 
m e t by 1977 - cal l for a l e v e l o f p r o g r a m m i n g which v e r y few of our 
institutions w i l l be able to m e e t without ma jo r expenditures. The i n ­
stitutions w i l l have to h i re substantial numbers of staff, both d i r e c t -
ca r e and profess ional staff. They w i l l have to renovate those l a r g e 
d o r m i t o r y s leeping rooms so that 40 persons no longer s leep in a r o o m . 

You won ' t be surpr ised to hear that many o f the states have protes ted 
voc i fe rous ly the r e f o r m s which a r e mandated in the I C F regulations on 
the grounds that the avai lable funds a re s imply not sufficient to br ing 
these institutions, into compliance by 1977. Thus far , H E W has held 
f i r m in not diluting the standards, but as the deadline of 1977 approaches, 
w e m a y expect that the p ressure f rom the states w i l l mount. 

F r o m the point of v i e w of the consumer, the institutional r e f o r m s r e ­
quired by the I C F regulations r a i s e a different i ssue . Is i t wor th i t to 
spend thousands and thousands of do l la r s to renovate and upgrade our 
institutions, o r would w e be bet ter off channeling our l imi ted r e sources 
into developing community p r o g r a m s ? W i l l the impact of the I C F r e g u ­
lations ul t imately be to d ive r t p rev ious funds f rom the community into 
the insti tutions? 



I understand and respec t the concern behind such questioning. But I 
fee l v e r y s t rongly that the need to develop community p r o g r a m s must 
not become an excuse for ignor ing our institutions. The people who 
l i v e in these institutions d e s e r v e better . They must be afforded an o p ­
portunity to acquire those ski l l s which w i l l enable them to l i v e in the 
community. W h e r e that i s not a poss ib i l i ty at the presen t t ime , the 
residents of our institutions must be afforded the poss ib i l i ty of a l i f e ­
s ty le which i s interest ing, which has room for growth, which has r o o m 
for personal fulfi l lment. 

A t the same t ime that I be l i eve this is true, I think that the I C F r egu l a ­
tions impel the states to take a m o r e careful , soul -searching look at 
thei r long-range plans for res ident ia l s e r v i c e s than has been the case 
in the past. Some hard decis ions need to be made . A state would be 
r eck l e s s , in m y opinion, i f i t opted to br ing e v e r y institution up to 
the par t of the I C F standards s imply to ge t Medica id funding, without 
considering whether i t was wor th i t in t e rms o f the ult imate s e r v i c e 
product which could be obtained f rom that par t icular institution. Some 
of our institutions, no mat te r how much money is put into them, w i l l 
have a v e r y hard t ime e v e r p rov id ing the kind of environment we seek 
for re tarded c i t i zens . The decis ion of whether o r not to upgrade to the 
l e v e l of I C F regulations needs to be made by the states on an institution-
by-institution basis . 

H e r e again, i f the I C F p r o g r a m is used judiciously, i t can be an i m p o r ­
tant fo rce in upgrading the conditions in our institutions and in forc ing 
the states to engage in the kind of planning which w i l l p rov ide fo r a full 
spectrum o f res ident ia l s e r v i c e s in the near future. 

ISSUE #3: THE GENERAL ICF AND THE MENTALLY RETARDED 
RESIDENT 

T h e third issue I want to discuss with you is the mental ly re tarded r e s ­
ident who finds h imse l f in a genera l I C F . You w i l l r eca l l that I sa id 
e a r l i e r that the I C F definition embraces a broad va r i e ty of different 
kinds of f ac i l i t i e s . F a c i l i t i e s designed spec i f ica l ly fo r mental ly r e ­
tarded and other developmenta l ly disabled pe r sons a r e r e f e r r e d to by 
H E W as I C F / M R ' s , and must m e e t the spec ia l I C F / M R standards which 
I have just outlined fo r you. Other kinds o f I C F ' s , h o w e v e r , the s o -
ca l led "gene ra l " I C F ' s , a r e requi red to m e e t the genera l ICF standards 
which ca l l fo r a much l e s s s t r ingent and intensive l e v e l of p r o g r a m m i n g 
than one finds in the I C F / M R regula t ions . 



Thus an incentive is created for the state to place mental ly re tarded r e s i ­
dents in institutions which a re not required to m e e t the I C F / M R regula ­
tions; fo r example , the genera l I C F which is a nursing home for aged 
persons . F o r this reason, some states have begun to t ransfer menta l ly 
re tarded residents f rom state institutions which w e r e unable to comply 
with the I C F / M R regulations and to p lace those residents in genera l 
I C F ' s , By doing this, the state can continue to c la im Medica id support 
for that resident without having to invest the thousands of dol la rs which 
a r e necessary to m e e t the I C F / M R standards. 

When N A R C became aware of this p rac t i ce , w e w r o t e to H E W , reques t ­
ing that H E W issue a po l i cy to the states requi r ing e v e r y I C F , including 
genera l I C F ' s , to m e e t the full I C F / M R standards if even one of their 
residents was re tarded. H E W did not accept N A R C ' s recommendat ions 
in to , but i t took a ma jo r step in that d i rect ion. It issued a po l icy to 
the states stating that genera l I C F ' s with mental ly re tarded residents 
had to demonstrate that each mental ly re tarded res ident ' s special needs 
w e r e being me t o r lose their cer t i f ica t ion, their l i cense , to r e c e i v e 
Medica id funding. 

Although this po l i cy is a step in the r ight d i rec t ion , i t i s a l so a po l i cy 
which has certain p r o b l e m s . The major difficulty, f rom m y point of 
v i e w , is that the determination that an individual 's needs a re being me t 
is le f t to the nursing home inspector o r su rveyor and to the independent 
profess ional r e v i e w team, which is a group of profess ionals who may 
not have any par t icular exper t i se in mental retardat ion. 

T h e r e has been some talk in H E W , at v e r y high l e v e l s o f H E W , of r e ­
v i s ing this po l i cy on the grounds that i t i s s imply too cost ly to requi re 
g e r i a t r i c nursing homes to p rov ide spec ia l i zed s e r v i c e s to their re tarded 
residents even where the resident requi res such s e r v i c e s . But, as of 
today, that po l i cy has not been of f ic ia l ly changed, and I can assure you 
that N A R C w i l l do every th ing i t can to see that the needs of re tarded 
res idents in genera l I C F ' s a r e me t . 

ISSUE #4: THE MEDICAL ENVIRONMENT OF THE ICF PROGRAM 
One of the mos t c r i t i c a l issues in the I C F p r o g r a m is ra i sed by the bu­
reaucra t ic environment , the adminis t ra t ive structure, in which the I C F 
p r o g r a m must opera te . Although the I C F regulat ions themse lves a re 
reasonably consonant with developmenta l concepts , the o v e r a l l a t m o s ­
phere and context in which the I C F p r o g r a m opera tes i s not. The 



Medica id p r o g r a m , after a l l , i s a p r o g r a m designed to pay fo r health 
ca re provided to low income persons . The people who adminis ter the 
Medica id p r o g r a m , at a l l l e v e l s of federal and state governments , 
often a r e people who come f rom a medica l background. T h e y a r e nurses , 
physicians, hospital adminis t ra tors , people with degrees in public 
health. They a r e not people who necessa r i ly have any specia l under­
standing of mental retardat ion. Th i s can c rea te ser ious p r o b l e m s , 
even where the adminis t ra tors a r e people of abundant goodwi l l . 

F o r example , the su rveyors of nursing homes , the people who a re 
charged with inspecting I C F ' s to see that they m e e t federa l standards, 
a r e v e r y often nurses o r genera l i s t s . They know l i t t le about mental 
retardation. When such a su rveyor enters an I C F for the re tarded, 
be i t a smal l group fac i l i ty in the community o r a l a r g e state insti tu­
tion, he o r she i s v e r y l ike ly to be m o r e concerned with the admin i s ­
t ra t ion of medicat ions than he i s with cooking c lasses f o r the a d o l e s ­
cents who a re l ike ly to m o v e short ly into a l e s s r e s t r i c t i ve setting in 
the community. 

This is en t i re ly natural, but i t has two v e r y unfortunate consequences. 
F i r s t , the su rveyor may cer t i fy a faci l i ty which p rov ides v e r y p o o r 
p rog ramming , f rom our point o f v i e w , but which is sparkling clean 
and has an abundance of white uniforms in ev idence . Secondly, a f a ­
c i l i ty with no white uniforms but an abundance of normal ized p r o g r a m ­
ming may find i t se l f ci ted by the s u r v e y o r because of the lack of a m e d ­
ica l environment . 

In an ef for t to r emedy this p r o b l e m , H E W last Fa l l conducted f ive t ra in­
ing courses for su rveyors of I C F ' s with mental ly re tarded o r other d e ­
velopmenta l ly disabled res idents . These courses w e r e an exce l len t 
start ; h o w e v e r , only f ive courses w e r e held . Each course lasted f ive 
days and only a v e r y l imi ted number o f the total su rveyors in this 
country w e r e able to attend. N A R C has continually p r e s sed the Off ice 
of Nursing Home A f f a i r s in H E W to conduct m o r e such training p r o ­
g r a m s . They a re urgent ly needed, but thus fa r H E W has nei ther c o n ­
ducted any such courses nor even scheduled them. 

But the p rob lem extends further than just the su rveyor - the off ic ia l 
who makes decis ions m a y a l so have a medica l orientation and his i n ­
terpretat ions and po l i cy decis ions on the regulations w i l l r e f l ec t that 
orientat ion. So, although the regulations themselves may p e r m i t d e ­
velopmental p r o g r a m m i n g , the administrat ion of the p r o g r a m i t se l f 
i s med ica l ly -o r i en ted . 



Thi s medica l pe r spec t ive on I C F ' s is not l imi ted to H E W and the var ious 
state agencies adminis ter ing the Medica id p r o g r a m . T h e U . S. Congress 
a l so , quite naturally, v i e w s the Medica id p r o g r a m as a health p r o g r a m . 
A s a resul t , w e find that the I C F f o r retarded persons i s increas ingly 
asked to re la te to an adminis t ra t ive structure crea ted by the Congress 
which i s med ica l in nature. 

F o r example , the Congress has recent ly passed a s e r i e s of laws which 
a r e designed to put into effect a uti l ization control sys tem o v e r Medica id 
expenditures. The t e rm "uti l ization cont ro l" r e f e r s to a s e r i e s of r e ­
v i ew mechanisms designed to look at the appropriateness of ca re paid 
fo r by Medica id and to hold down unnecessary expenditures. The u t i l i ­
zation control sys tem has three different aspects . Each I C F must have 
a uti l ization control commi t t ee , an internal r e v i e w mechanism which 
is charged with r e v i e w i n g such mat te rs as ave rage res ident length of 
stay and other indicators of ut i l izat ion of s e r v i c e s . Ut i l izat ion control 
a lso invo lves independent profess ional r e v i e w teams, in terd isc ip l inary 
teams of profess iona ls , independent o f the I C F administrat ion, who 
a r e requi red to r e v i e w each res ident ' s p r o g r a m for its appropriateness; 
the independent profess ional r e v i e w team must a lso consider whether o r 
not institutional p lacement i s requi red fo r I C F res idents . F ina l ly , 
there a r e so -ca l l ed Pro fess iona l Standards R e v i e w Organizat ions 
( P S R O ' s ) which a r e not y e t fully operat ional in a l l of the s tates. These 
P S R O ' s , when they a r e operat ional , w i l l r ep lace the ut i l izat ion r e v i e w 
commit tees and the independent profess ional r e v i e w teams, and w i l l a s ­
sume their functions. The P S R O ' s , you w i l l be in teres ted to know, a r e 
staffed and run by physicians , according to federa l statute. I t i s c l ea r 
that these var ious r e v i e w teams , staffed and run by and l a r g e by phy ­
sicians and other health ca re profess iona ls , a r e not the best equipped 
persons in the w o r l d to r e v i e w s e r v i c e s and placements of mental ly r e ­
tarded I C F res idents . But that is mandated by the l aw . 

I am not ra is ing these issues to discourage you f rom becoming involved 
in the in termediate c a r e fac i l i ty p r o g r a m - that's the las t thing I want to 
see happen. Instead I am ra i s ing them because I be l i eve they fo rm an 
important backdrop in understanding the I C F p r o g r a m and in r e c o m m e n d ­
ing changes. T o a certain extent, you and I a r e able to influence the 
med ica l l y -o r i en t ed percept ions which a re held by H E W of f i c i a l s , state 
agency off ic ia ls and the s u r v e y o r s . W e need to take the t ime to c l e a r l y 
explain to them what w e mean by developmental p r o g r a m m i n g . W e need, 
w h e r e v e r poss ib le , to invite these off ic ia ls to see p r o g r a m s in operat ion, 
to sat isfy any unease they may have with the ef f icacy o f a non-medical 
set t ing for re tarded pe r sons . I suggest that w e hold training courses fo r 



surveyors at the state l e v e l . T o ar range fo r this, a l l one needs to do 
i s contact the state l icensing department and ask to speak to the super­
v i s o r of the I C F su rveyor p r o g r a m . These a r e c lass ic instances w h e r e 
a l i t t le prevent ion can go a long way in prevent ing a medica l in te rpre ta­
tion of the I C F regulat ions. 

The enforcement of these regulations is a par t o f a l l o f our jobs . I f these 
regulations a r e to be c o r r e c t l y applied in a manner consistent with d e ­
velopmenta l concepts, w e must be p repared to teach, to train and to a s ­
s is t of f ic ia ls who a re charged with adminis ter ing, applying and enforcing 
these regulat ions. If these regulations a r e to be s t r i c t ly enforced in 
state institutions, w e must be p repared to challenge the findings of sur ­
v e y o r s , when institutions which you and I know a re wanting, a re n e v e r ­
theless found to be in compliance with federa l regulat ions. 

You can, and you should, request a copy of the s u r v e y o r ' s r epor t when 
you be l ieve a fac i l i ty has been i m p r o p e r l y ce r t i f i ed . T h e s e findings must 
be made public on request , accord ing to federa l statute. Where the sur ­
v e y o r ' s findings a re not in accordance with your own exper ience in a 
par t icular fac i l i ty , where the findings a r e not consistent with your un­
derstanding of the regulat ions, go back and look at the regulations again 
and be sure that you have p r o p e r l y understood them. I f you then fee l 
that you a r e on f i rm ground, bring the mat te r to the attention of the H E W 
Regional Off ice of L o n g - T e r m C a r e . A s k them to p e r f o r m what is cal led 
a "validation s u r v e y , " where federa l off ic ia ls go into an I C F , o r other 
fac i l i ty , and r e v i e w and val idate the findings of the state su rveyor . 

I hope this discussion w i l l help you to identify some of the issues which 
I be l i eve need to be addressed and discussed during the course of this 
symposium. I be l i eve that the I C F p r o g r a m , i f i t i s applied and enforced 
c o r r e c t l y , could have a v e r y ma jo r impact in r e fo rming our institutions 
and in supporting the development of intensive p r o g r a m m i n g fac i l i t ies 
at the community l e v e l . Whether o r not this p r o m i s e i s r e a l i z e d d e ­
pends on you and on m e as much as i t does on H E W , the states and the 
fac i l i t i es themse lves . 

See Appendix A 
for listing of 
Regional HEW Long-Term 
Care directors 



QUESTION: 

Can the regulations accommodate handicapped and non-handicapped 
people l iv ing under the same roof ? 

R E S P O N S E : 

T h e regulations p e r m i t i t to a certain d e g r e e , but with a p r i c e . F o r e x ­
ample , a fac i l i ty m a y w e l l have a d i v e r s e group of res idents , some o f 
whom requ i re in termediate ca re , some of whom requ i re ski l led nursing 
c a r e , s o m e of whom a r e phys ica l ly handicapped, some of whom a r e 
not. I t ' s pe r fec t ly pe rmi s s ib l e fo r a l l o f these individuals to be l i v ing 
together under one roof. The p r i c e you pay i s that that fac i l i ty w i l l 
be requi red to m e e t a l l kinds of different regulat ions to c o v e r the needs 
o f a l l those different people . Even one phys ica l ly disabled person, 
fo r example , and the fac i l i ty has to m e e t a l l of the A N S I standards to 
make the fac i l i ty b a r r i e r - f r e e . Y o u w i l l a l so ge t into p rob l ems with 
the L i f e Safety Code w h e r e , because of one phys ica l ly handicapped 
res ident , the fac i l i ty w i l l have to m e e t the institutional occupancy s e c ­
tions of the Code and so forth. It i s poss ib le to do , but i t becomes 
cos t ly and the f lex ib i l i ty i s los t . T o a certain d e g r e e , I don' t know 
how the Federa l Government can build that f lex ib i l i ty in at the presen t 
t ime given the present approach to regulat ing, which i s a cookbook s o r t 
o f approach. Th i s i s , you have to have cer ta in ingredients in p l ace , 
ra ther than looking at the effect of those ingredients on an individual p e r ­
son l i v i n g in that environment . T h e regulat ions a r e not "output" 
measu re s , 

Q U E S T I O N : 

Is i t p e r m i s s i b l e to group chi ldren and adults together in an I C F / M R ? 

R E S P O N S E : 

T h e r e i s nothing, again, i n e i ther the in termediate c a r e o r the sk i l led 
nursing faci l i ty regulat ions which would prohibi t that, except that the 
fac i l i ty would have to p rov ide the kinds of s e r v i c e s , the l i f e environment 



which mee t s the needs of both children and adults. Those needs a r e 
going to be somewhat different . The standards of the Accredi ta t ion 
Council, which have been incorporated in a somewhat r e v i s e d f o r m 
in the intermediate ca re fac i l i ty regulat ions, do talk in genera l t e rms 
about groups of persons together - you ' r e probably f ami l i a r with that -
but there ' s no outright prohibi t ion. 

Q U E S T I O N : 

Why i s there a dif ference between ski l led nursing home payment and 
I C F payment? 

R E S P O N S E : 

F o r those of you who aren ' t fami l ia r with the issue, l e t m e just take 
a minute to outline i t for you. When the Congress added intermediate 
care fac i l i t ies to the Medica id p r o g r a m , they did i t par t ia l ly because 
they saw I C F ' s as a l o w e r cost a l ternat ive to ski l led nursing ca re . A s 
a result , they requi red in the law that the state had to establish a dif­
ferential in i ts re imbursement rates fo r ski l led nursing fac i l i t i es and 
intermediate ca re fac i l i t i e s . Many people have fe l t that the i n t e rmed i ­
ate ca re fac i l i ty of any sor t , but par t icu lar ly an intermediate ca re d e ­
signed for re tarded persons , doesn ' t p rov ide a l e s s expensive (than 
ski l led nursing c a r e ) kind of ca re - i t just p rov ides a different kind of 
ca re . H E W , therefore , published regulations which said that i n t e r ­
mediate ca re fac i l i t i es did not have to be re imbursed in accordance 
with the differential established fo r ski l led nursing fac i l i t i e s , and i t i s 
m y understanding that this regulation appl ies to a l l in termediate ca re 
fac i l i t i es which a r e c lass i f ied as I C F / M R ' s . 

Q U E S T I O N : 

Can an I C F p r o g r a m be funded i f i t ' s in a fac i l i ty that i s not an I C F f a ­
c i l i t y ? 

R E S P O N S E : 

Y e s , the regulations do p e r m i t that. But, they put cer tain r e q u i r e ­
ments on a faci l i ty which does that. Whether you have an intermediate 
care fac i l i ty unit, fo r want of a bet ter w o r d , within a l a r g e r institution 
which i s not an I C F , H E W r e f e r s to that unit as a distinct par t and that 
distinct par t must m e e t each and e v e r y one of these I C F regulations 
standing a lone. In other w o r d s , i f the I C F unit i s not adminis tered by 



a qualified mental retardation profess ional but the l a r g e r institution i s , 
i t probably would not be acceptable to H E W . But so long as that distinct 
pa r t meets a l l o f the I C F regulat ions, i t i s permi t ted . In addition, 
another requi rement is that the state must have a po l i cy permi t t ing such 
dist inct parts to be cer t i f ied . 

The "distinct par t" po l i cy has caused a p rob lem in some instances where 
the l a r g e institution, a state school, for example , which i s p re t ty d i s ­
m a l , which can't m e e t the I C F regulat ions, establishes one smal l par t 
as an I C F . T h e y rob P e t e r to pay Paul - they take the institution's 
staff and concentrate i t a l l in the smal l distinct par t unit. That unit 
gets accredi ted . Whether the staff remains there after accreditat ion 
i s anybody's guess . Even where they do , there a re many people who 
fee l that the distinct par t po l i cy , as par t of a public po l i cy , has some 
v e r y negat ive impacts . A t the same t ime , though, i t does p rov ide the 
kind of f lex ib i l i ty that you ra i sed . 



The Nursing Home 
Setting 

Henry Lynch 

Besides my normal stagefright prior to speaking, I am absolutely petri­
fied because there is no sprinkler system in this conference room. 
Since I do feel so threatened, I must tell you the truth, a deathbed con­
fession, so to speak. 

Mrs. Elkin had originally asked me to speak for 15 minutes. Last 
evening, I arrived around 10:00 p.m. and ate a late dinner. Unfor­
tunately, the other speaker on this topic is unable to attend, and I 
learned of this fact for the first time after dinner. Mrs. Elkin calmly 
requested me to extend the scope of my talk to fill approximately 45 
minutes. She was persuasive: "You are always telling me, Henry, 
that the solution to every problem lies in the private sector. Now, 
prove it." She calmly assured me that I could be prepared by 10:00 a. m. 
this morning. Dazed, I left to register for my room and to begin 
work. 

At this point, I had already noticed that there were no sprinklers in 
the conference room, and I suspected a plot to wipe out the private 
sector. I refused the porter's help, just in case he was part of the 
plot. Since my key had "F--2240" stamped on it, I naturally looked 
for the 22nd floor. Anyhow, somehow, I became lost for at least 
45 minutes in this confusing, circular design of rooms and floors. 



I fe l t control led by the environment. I fe l t l ike a l i t t le s teel ball in one 
of those chi ldren 's games where somebody keeps twist ing the game 
board until the l i t t le ball becomes lodged in the nose of some ghoulish 
face . Eventually, I found a telephone. Reassured o f some control 
of m y environment , I fought back feebly . I ca l led H E W to obtain a 
grant to find R o o m "F-2240. " I proposed a 10% indi rec t cost , a 
230% cost f o r demographic distribution analysis and an 8% fee fo r 
evaluation and dissemination. Fortunately, a kindly gentleman named 
F o r d answered the telephone and mentioned that a p rev ious r e sea rch 
grant by N A R C had located a s im i l a r r oom on the second f l o o r . 

I found m y r o o m at las t and started to question the reason for the d e ­
sign of the building. I t had control led m e . In m y anxiety o v e r this 
presentat ion and compounded by separation f rom m y normal env i ron ­
ment , I concluded that the building was designed to ensure the n e c e s ­
si ty of a p o r t e r d i rec t ing a guest to his o r he r r o o m . M y in t e rp r e ­
tation o f the "building s ta tement , " at leas t las t night, w a s : " T i p the 
p o r t e r , o r e l s e ! " 

Then, I became angry. What i s the "building statement" made by our 
"nursing homes ? " One hypothesis that a re tarded person l iv ing in 
a "nursing h o m e " would adopt: " A l l re tarded people l iv ing in such an 
environment must be totally dependent because of the p ro tec t ive bui ld­
ing d e s i g n . 1 1 Our rep ly , ladies and gent lemen, based on the present 
populations of "ce r t i f i ed nursing homes , " should be a loud "no" in mos t 
cases and s t rong agreement in other instances. 

Jenney is a six-year old -person,... She 
is more than an abstract collection of 
"assessment areas".... 

Socie ty needs regulat ions, and re tarded people need to l i v e in a safe en 
vi ronment , but l e t ' s make certain that - as a resul t of this conference 
w e don't l o s e sight of individual people in our obsess ion with regulation 
and federa l money . T h e I C F / M R regulations and the L i f e Safety Code 
a r e neces sa ry , but l e t ' s not infl ict an unsuitable, o v e r l y p ro tec t ive en­
vi ronment on individuals s imply because of a money s t r eam. Don' t 
soothe your conscience with the balm that I C F / M R regulat ions at l eas t 
"assure p r o g r a m . " M y i r r e v e r e n t r ep ly : A n individual p r o g r a m plan 



i s a p i e c e of paper , not a person . A p i ece of paper i s kept on f i l e . A 
re ta rded person l i v e s , and should be a l lowed to l i v e and learn in the 
leas t r e s t r i c t i ve environment that a l lows dignity and safety. A re tarded 
person should not feel l ike a l i t t le s tee l bal l , twisted a imles s ly in a 
chi ld 's game , under g lass , control led by our good intentions, looking 
without control for a hole we have prede te rmined to be h i s niche. In 
summary , and with anger rather than humor, be certain that w e a re 
not infl ict ing an o v e r l y control l ing regulation and building on re tarded 
people so l e ly because money i s ava i lab le . 

L e t ' s talk about a dependent, re tarded person who does need a s t ruc­
tured, p ro tec t ive environment. M r s . Elkin i s passing around a photo 
of a child in our Home whom I w i l l cal l Jenny. That i s not her rea l 
name . None of you know h e r o r her fami ly . She has, as you can see , 
s e v e r e hydrocephalus with a 33 inch head. She is blind, somewhat 
spastic in a l l four l imbs , and suffers f rom peti t ma l se izures as w e l l 
as f rom dwarf i sm. Jenny i s , however , a s i x - y e a r old person , m o r e 
than a co l lec t ion of abstracted, separate "assessment a r e a s " that can 
be accura te ly re f lec ted on a p i ece of paper in an individual p r o g r a m plan. 
A l l o w m e a personal comment . Our profess ional staff and their refined 
assessment sca les can measure Jenny's p r o g r e s s since birth, but no 
one ye t has explained why she thr ives despite he r m a s s i v e handicaps. 
I don't be l i eve that anyone's assessment sca les a re accurate o r s ens i ­
t ive enough ye t to measure the in te l l igence of such children, i f w e d e ­
fine in te l l igence broadly as the abil i ty to so lve p rob lems in our e n v i r ­
onment. Our P r o g r a m D i r e c t o r wro te a behavior modif icat ion study 
on Jenny and - honestly - concluded that his behavior was modi f ied , 
not h e r s . 

I assume that Jenny needs "nursing h o m e " ca re as defined under e i ther 
the Fede ra l Intermediate Care o r Skil led Nurs ing Ca re regulat ions. 
W e recent ly fought a battle with the socia l s e r v i c e agency which pays 
Jenny's fee to p reven t just such a m o v e . That agency would have 
been able to "draw down" federa l do l la rs i f Jenny w e r e in a g e r i a ­
t r i c nursing home cer t i f ied to p rov ide ski l led nursing ca re under F e d ­
e ra l regulat ions. In our state w e have not ye t wri t ten sk i l led nursing 
regulations applicable to menta l ly re ta rded persons that a lso m e e t 
F e d e r a l guidel ines . The F e d e r a l , g e r i a t r i c regulations apply in the 
mean t ime . The t ransfer to a g e r i a t r i c fac i l i ty , in m y opinion, would 
a lmos t cer ta inly have been inappropriate fo r Jenny. Outside agencies 
a lso a g r e e d . T o the soc ia l s e r v i c e agency ' s c red i t , i t did not m o v e 
Jenny. But I question i f other agencies throughout the country w i l l 
have the courage o r money to make s i m i l a r peop le -or ien ted dec is ions . 



L e t m e continue with Jenny. The mos t important par t o f her l i fe i s h e r 
" h o m e " and her " fami ly . " W h i l e I don't be l i eve that some of her l ikes 
and d is l ikes should be encouraged, she is so sensi t ive to he r env i ron ­
ment that she often refuses food f rom new staff. Mos t children at this 
l o w l e v e l of functioning a r e so impa i red in other ways that their s ens i ­
t iv i ty to the environment assumes a heightened impor tance . Would 
this child have surv ived an abrupt t ransfer , made so l e ly on the basis 
of m o n e y ? Perhaps - She is e x t r e m e l y a g g r e s s i v e . But how many 
people have this l i t t le g i r l ' s zes t for l i f e ? 

I am not c r i t i c i z ing the L i f e Safety Code, the I C F / M R o r SNF regu la ­
t ions. H o w e v e r , even assuming individual p r o g r a m plans, w e must 
r e m e m b e r that re tarded people a re individuals , and that regulations 
and federa l do l la r s that a l low a 1975 v e r s i o n of congregate ca re might 
not be the appropriate answer fo r re tarded people truly dependent on 
others for the highly structured but individual ized, habil i tat ive e n ­
vi ronment that a res ident ia l p lacement should of fe r . Abrupt t rans­
f e r s to "ce r t i f i ed nursing h o m e s " can be disastrous. L i k e i t o r not, 
w e a r e h e r e to discuss the "dumping" of people in nursing homes 
because of the ava i lab i l i ty of a new funding s t r eam. 

Incidentally, should a nursing home be only a physical plan that mee t s 
Chapter X of the L i f e Safety Code of 1967? Might not a d ispersa l of 
apartments throughout a complex - with a r eg i s t e r ed nurse i m m e d i a t e ­
l y avai lable - m e e t individual nursing and safety needs ? Wouldn ' t 
such an a r rangement a l low increased evacuation t ime in case of f i r e ? 
Wouldn ' t such an a r rangement a l so m e e t the sp i r i t , if not the l e t t e r , 
of Chapter X of the L i f e Safety C o d e ? Can't safety be achieved without 
the enormous expense of new construction for "inst i tut ional" and 
s t e r i l e physical plants ? 

Wi th some of m y prev ious thoughts as background, l e t me t ry to d e ­
fine in fo rmal ly a nursing home setting, as I s ee i t . 

"In an appropriate and safe physical environment , under 
responsible and accountable management , moni tored by 
parents , p r iva t e advocates and governmenta l agenc ie s , 
i t i s the gathering of appropria te p rofess iona l s , non­
profess iona ls and volunteers for the purpose of p rov id ing 
var ious opportunities f o r development to highly dependent 
re ta rded peop le . Because of e i ther a l ready ex is t ing o r 
potent ia l ly ex tens ive health l imitat ions of the re ta rded 
peop le , the s e r v i c e must be hea l th -care or ien ted as w e l l . 
T h e r e must be a l inkage and a tension between the 



appropriate r isk needed for development and appropriate 
precautions result ing f rom health l imi ta t ions . Just as 
importantly, the sett ing prov ides a home for the per iod 
of t ime when the re tarded person is too dependent for 
other l iv ing arrangements ." 

K e e p this definition in mind. L e t ' s assume the continued exis tence of 
I C F / M R regulat ions, Skil led Nurs ing regulations and Chapter X of the 
L i f e Safety Code . L e t ' s assume that we w i l l m o r e accurately and nar ­
rowly define the population who truly needs the highly structured and 
pro tec t ive s e r v i c e to which these regulations w e r e intended to apply. 
I s t ress that I am r e f e r r i ng to client needs, not avai lable money 
s t r eams , o r avai lable "bed-space , " whatever that i s . I propose a 
continuum of s e r v i c e to re f lec t the subtle needs of these retarded 
people . Th i s is intended only as one person ' s ref lect ions on subtle 
differentiations of individual needs, and it is presented p r i m a r i l y 
to provoke thought. 

LEVEL 1 - EXTENSIVE MEDICAL INTERVENTION 
It is defensible but not necessa r i ly p re fe rab le that this smal l "home" 
be located in a hospital with staff aware of developmental needs as 
w e l l . These retarded people need l i fe-maintaining medica l s e r v i c e s 
predominantly, perhaps o v e r a long per iod of t ime . Such a person 
might need tube-feeding, aspiration and have a high susceptibil i ty 
to upper resp i ra to ry infection because of immobi l i ty . T h e d e v e l o p ­
mental o r educational needs of these people a re less immedia te , 
but should not be neglec ted . F o r example , physical therapy can 
poss ib ly prevent contractures in unused l imbs that, if a l lowed to 
occur , would la te r hinder a person ' s development . 

LEVEL 2 - SPECIFIC MEDICAL INTERVENTION 

T h e medica l involvement necessa ry for a person in this "home" w i l l 
be a g rea t deal l e ss than for a person in a L e v e l 1 "home. " Perhaps 
because of a heart defect o r an uncorrected swal lowing p rob lem 
necessi tat ing tube-feeding, these people need the d i r ec t s e r v i c e s of 
a nurse and physician, but their developmental p r o g r a m can be m o r e 
ac t ive and regular than for those people in L e v e l 1. 



LEVEL 3 - TOTAL CARE 
T h e s e re tarded people need health supervision f rom a r eg i s t e r ed nurse 
and physician, but total dependence for basic needs can be me t by pa ra -
profess ionals and by profess ionals f rom other d isc ip l ines . D e v e l o p ­
ment of se l f -he lp ski l l s would presumably be the p r i m a r y need of this 
population. Because of their total dependence, probably non-mobil i ty 
and resultant high susceptibil i ty to upper r e sp i r a to ry infection, dai ly 
supervis ion - not necessa r i ly d i rec t ca re - by a r eg i s t e r ed nurse is 
important for these re tarded people . 

LEVEL 4 - PHYSICALLY HANDICAPPED 

P e o p l e in this home w i l l have a higher functioning abi l i ty , extensive -
se l f -he lp sk i l l s , but w i l l be unable to exi t on their own power in case 
of f i r e . T h e s e re tarded people may va ry wide ly in abi l i ty , and I am 
honestly beyond m y exper ience in hypothesizing this s ingle grouping. 
Conceivably, many sub-groupings fall under this " L e v e l 4. " I am 
s imply pointing out the subtle and not so subtle differentiations among 
the re tarded people cove red by the same Chapter X of the L i f e Safety 
Code. W e p r o v i d e r , regulators and advocates must remain sens i ­
t ive to individual needs to prevent inappropriate p lacement . 

P l e a s e a l low m e to add a few m o r e thoughts before summar iz ing the 
presentation and answering questions. 

T h e nomenclature "nursing home" i tself is hideous. I l ike the idea of 
" h o m e , " but the l inkage with g e r i a t r i c concepts that the t e rm evokes -
and thus the unquestioned acceptance of the appropriateness of the 
l inkage in mos t peop le ' s minds - is dangerous. Retarded people have 
enough p rob lems without being subjected to the many p rob lems of the 
ge r i a t r i c s e r v i c e mode l . Most importantly, I be l i eve s e r v i c e in a 
ge r i a t r i c nursing home demands a staff motivat ion different f rom staff 
motivation in a home for re tarded persons . 

L e t m e a lso depart f rom some standard be l i e f s , such as , "Because of 
the expense involved, it is necessa ry to p rov ide this s e r v i c e in a l a r g e 
setting to save adminis t ra t ive overhead . " Financia l ly speaking, I 
challenge anyone to p r o v e that a l a r g e setting is inherently l e s s e x ­
pensive than a sma l l setting - assuming capable, c l ient -or iented 
management in both situations. H o w e v e r , I hasten to add that 
"c l ien t -cen te red management" is the key to quality of s e r v i c e and 
not the s i z e of the fac i l i ty , pe r se . 



Incidentally, I feel v e r y s t rongly mat "developmental nursing" s e r v i c e , 
as I l ike to cal l i t , should be moni tored c lose ly by parents and pr iva te 
advocates . A f t e r a l l , the concept that governs the provis ion o f highly 
structured resident ial s e r v i c e should be "the leas t r e s t r i c t i ve a l terna­
t i v e " for the cl ient . It i s the function of the parent o r advocate to make 
certain that the needs of the cl ient a re me t before the needs of the p r o ­
v i d e r agency. It i s a l so a function of the p rov ide r agency, with parents 
and advocate groups, to make certain that c l ients ' needs a r e m e t before 
needs of governmental p lacement o r regula tory agenc ies . T h e r e is a 
necessary , but healthy, tension in a l l o f these relat ionships, e s p e c i a l ­
l y i f re tarded people a re to p r o g r e s s appropria te ly along a continuum of 
s e r v i c e . The phenomenon of "dumping" as a pe rve r s ion of the concept 
of deinstitutionalization would not have taken place so wide ly i f parents 
and advocate groups had been m o r e e f fec t ive . 

F inal ly , in the question of p lacement of highly-dependent children with 
highly dependent adults, I personal ly fee l that the chi ldren should be 
separated f rom adults. F r o m what I ' v e exper ienced , adults at the same 
functioning l e v e l tend to be neglec ted in favor of the chi ldren who a re s o m e ­
how "cu t e r . " I am not total ly convinced about the accuracy of this a s ­
ser t ion, but I would p r e f e r to adminis ter separate homes f o r children and 
adults. Aga in , it s eems to be a question of different staff motivat ion fo r 
a somewhat different s e r v i c e . 

I 'd l ike to re i t e ra te ma jo r points . Be sensi t ive to "building statements. " 
A s beautiful as this hotel i s , you probably wouldn't want to l i v e he re e v e r y 
day. I t i s not a home. Retarded people who l i v e in an out -of -home setting 
st i l l need a home. They a r e sens i t ive , human beings f i r s t , handicapped 
and/or heal th- impaired secondly. F o r the sake of adminis t ra t ive conven­
ience , and a money s t ream, l e t ' s not lump re tarded people into one c a t e ­
g o r y and p rov ide a 1975 vers ion of congregate ca re in a safe building. 
Instead, I p ropose , for those re tarded persons who a re truly dependent, 
a continuum of s e r v i c e based on a deve lopmenta l -medica l model in which 
there i s tension between the r isk needed to encourage development and" 
the precautions necessa ry because of health p r o b l e m s . I persona l ly p r e ­
fe r sma l l , geographica l ly separate homes because residential s e r v i c e 
management, and by that I mean the uti l ization of people and money to m e e t 
the individualized needs of re tarded people in a sensi t ive way , i s much 
m o r e eas i ly accompl ished in smal l h o m e s . Th i s i s a personal p r e f e r -
ance. Moni tored , c l ien t -centered management i s the key , r ega rd l e s s 
of the s i z e of the " h o m e . " 



Should these units be in a hospi ta l? I personal ly p r e f e r not, because 
re tarded people w i l l inevitably be p e r c e i v e d as patients. Should these 
units be in wings of ge r i a t r i c nursing homes ? I s t rongly oppose this 
concept, but l e t ' s admit that probably somewhere in the country, o r 
in many locat ions throughout the country, there a r e units in l a r g e i n ­
stitutions, in ge r i a t r i c fac i l i t ies and in wings o f hospi ta ls , that may 
be operated v e r y sens i t ive ly for the people they a r e t ry ing to s e r v e , 
probably because they r ecogn ize s o m e of the p rob lems I've stated, 
poss ib ly because they know m o r e about the p rob lems than I do . I 
want to be careful . I have seen too much divis ion o v e r management 
m o d e l s . L e t ' s be careful that w e advocates , regula tors and concep-
tual izers do not t rea t the people who a re p rov id ing s e r v i c e s insens i ­
t i ve ly when w e demand, and have a r ight to demand, that they t rea t 
re tarded people sens i t ive ly . 

Q U E S T I O N : 

What about the r ight to education of re ta rded persons who may be r e ­
siding in a nursing home se t t ing? 

R E S P O N S E : 

In September , 1972, the consent d e c r e e went into effect in Pennsylvania 
guaranteeing e v e r y re tarded person, r ega rd le s s of the d e g r e e of handi­
cap, access to an "appropr ia te" public school education. Some of our 
children have been able to attend c lasses in the community. W e have 
had spec ia l ly trained teachers for the children who must remain in 
the fac i l i ty because of exces s ive r i sks associated with dai ly t rans­
portat ion. Our staff has worked coopera t ive ly with the public school 
teachers . W e have our own preschool p r o g r a m , funded under the D e ­
par tment o f Education, and we have been ab le , f o rma l ly and informally, 
to dovetai l the p r o g r a m s , not so that they a r e the same by any means , 
but so that w e a r e talking coopera t ive ly about a continuum of s e r v i c e 
and common goa l s . The Montgomery County Intermediate Unit (the 



county specia l education unit which p rov ides s e r v i c e s to children with 
specia l p rob lems requi r ing spec ia l i zed staff not avai lable in the loca l 
school d i s t r ic t ) has been mos t coopera t ive . Unfortunately, the school 
code does not ye t a l low a 12-month p r o g r a m fo r our chi ldren. I be l i eve 
that must eventually be a responsibi l i ty o f the educational sys tem. 

Q U E S T I O N : 

A r e n ' t there somet imes advantages to mix ing age groups and types of 
handicaps? 

RESPONSE: 

In t e r m s o f children and adults, I think it can be done. I think i t depends 
on the leadership you ' r e g iv ing to the people who a re provid ing the s e r v ­
i ce . I think i t ' s m o r e difficult to m i x children and adults, as I said b e ­
fo re . I think that the children tend to ge t m o r e of the attention o r be 
p r e f e r r ed to the adults who a r e not as "cute. " But mix ing of chi ldren and 
adults can be done. I fee l s t rongly that as much as poss ib le w e shouldn't 
preclude options f o r peop le , and w e should not preclude c rea t iv i ty . R e ­
tarded people need our c rea t iv i ty , as l i t t l e as w e have . 

I think D r . Boggs may have been r e f e r r i n g to a p r o g r a m , I think i t ' s in 
Iowa, where a fac i l i ty has mixed the m o r e disabled with the l e s s disabled 
even though they w e r e n ' t supposed to do so and have tested i t out by g o ­
ing and pulling the f i r e a l a r m . They found that these people got out 
quite rapidly because the ambulatory people s imply p icked up the non­
ambulatory persons and ca r r i ed them out and their evacuation t ime was 
brief . Actual ly they w e r e much safer than in the buildings where they 
had a l l of the non-ambulatory people and had to have nurses ge t them 
out because they just didn't have that many peop le . 

Q U E S T I O N : 

Who a r e the mental ly re tarded people who need health s e r v i c e s ? 

RESPONSE: 

I 'm s o r r y that's unclear . E v e r y re tarded person needs health s e r v ­
i c e s , obviously . I was talking about intensive attention, r ea l ly 2 4 -
hour-a-day nursing c a r e . I can te l l you s o m e of the p r o c e s s e s I ' m 



thinking about: t racheotomy c a r e , tube-feeding, regular nasopharyngeal 
aspirat ion. Children with ser ious se izure p r o b l e m s , ser ious hear t d e ­
fec t s , children with t racheotomies that can't be c losed for some reason. 
T h e s e a r e the " L e v e l 1" people I r e f e r r e d to, and they a r e a v e r y smal l 
percentage o f re tarded people . Does that c la r i fy ? 

( F r o m the audience) Y e s . I guess your v i e w of health ca re s e r v i c e s 
and mine a r e quite different and that's why I was curious to know what 
p r e c i s e l y you w e r e saying. I think fo r many of us health s e r v i c e s a r e 
v e r y broad and health ca re i s v e r y broad, and i t ' s not the same thing 
as t reatment for i l l nes ses . 

( M r . Lynch) Sure, I a g r e e . I fee l that health s e r v i c e in that case is 
v e r y broad and i s secondary to the developmental needs of the re tarded. 
In the cases that I ' m concentrating on, i t ' s p r i m a r y o r at leas t equal 
to the developmental needs . Tha t ' s how I 'm using the concept. The 
ma jo r point o f m y presentat ion was that v e r y few people appropr ia te ­
l y need this highly p ro tec t ive s e r v i c e . 



Appropriateness of 
Nursing Home 

Settings 

James Clements 
I haven't come here today to repor t the miraculous d i s c o v e r y of a p e r ­
fect a l ternat ive to institutional placement of mental ly retarded people . 
But I have come here today to discuss institutionalization of the menta l ­
ly re tarded because, indeed, placement of the mental ly re tarded outside 
their natural homes into any l iv ing arrangement not of their own choice 
is institutionalization. 

B y definition, an institution is a disposit ion, arrangement o r an e s ­
tablishment. T o institutionalize means to make a disposit ion o r an 
arrangement . F o r those mental ly re tarded people for whom nursing 
homes a re genera l ly being ut i l ized, a disposit ion is being made fo r 
them and not by them. An arrangement is being made fo r them and 
not by them. T h e y a re being placed in the nursing home es tabl ish­
ment not of their own accord but by the decis ions of o thers . 

P r e c i s e l y , W e b s t e r ' s dict ionary defines a nursing home as a r e s i ­
dence equipped and staffed to p rov ide care fo r the inf i rm, the chron­
ical ly i l l and the disabled. O r , if one is in England, i t ' s known as 
a smal l p r iva te hospital. I would wonder how many o f our re tarded 
ci t izens accurately fal l within the intent of this definition, and I 
would suspect only a v e r y smal l percentage would. I suppose a l l of 
us he r e today a r e somewhat schizophrenic in our i deo log i e s . In this 



e r a of economic deprivat ion w e have to become f i sca l p ragmat i s t s . 
Phi losophica l ly , mos t of us have embraced a concept of deintitu-
tionalization which, as you know, i s a f edera l ly -co ined t e rm used to 
charac te r ize one of the mental retardation goals expressed by P r e s i -
dent Nixon in 1971, The goal w a s , in essence , to reduce by one- thi rd 
nationally, the census o f (he s tate-ope rated mental retardation ins t i ­
tutions; one- thi rd being the es t imate of the number of residents who 
w e r e inappropriately placed in state mental retardation fac i l i t i e s . 
I suppose m y question he re i s , a r e we propos ing to re loca te this o n e -
third to p r iva te institutions ? Actual ly w e a r e not, as the l a r g e s t nurs ­
ing homes in this country a r e what we f o r m e r l y ca l led state mental 
retardation institutions. Y e s , the old s ta te-opera ted, multipurpose 
institution for the menta l ly re tarded. I wonder , i s i t bet ter to ca l l 
them "ski l led nursing" feicilities o r " in termedia te c a r e " fac i l i t i es fo r 
the mental ly re tarded ? W e l l , at l eas t w e have two options n o w . . . 
the s ta te-operated nursing home and the p r iva te nursing home . Is 
there a d i f ference f rom the f o r m e r sys tem ? Y e s , I think (here is one 
ma jo r and rather magnif icent di f ference and that i s the federa l do l l a r . 

In the 1950's a m o v i e enti t led, " T h e Snake P i t , " depict ing conditions 
in a state institution, shocked the nation, and I think brought rather 
dramat ica l ly to our attention (he genera l , and I would say a lmos t uni­
v e r s a l , conditions in s ta te-operated institutions. The Wi l lowbrooks 
and the P a r t l o w s have re in forced this concept. It i s in teres t ing to note 
a headline and an a r t i c l e in the N e w Y o r k T i m e s on Monday, August 5, 
1974, which s tates , and I quote, " P r o p r i e t a r y homes intended to r e ­
habili tate r e l eased mental patients ca l led the State's new "Snake P i t . " 
It goes further to say that mental patients r e l eased f rom state ins t i ­
tutions and p laced in h o t e l - s i z e d , at l ea s t they didn't s ay warehouses , 
h o t e l - s i z e d nursing homes a r e entit led to $5 w e e k l y a l lowance f rom the 
$375 monthly government check which they sign o v e r to the home . But 
o v e r and o v e r again in many o f these homes they a r e cheated of this a l ­
lowance . When they complain , they a r e told that they w e r e paid, often 
with some pointed r e fe rence to their mental s tate, such as " Y o u don't 
r e m e m b e r ? " T o many mental health adminis t ra tors , l e g i s l a t o r s , l aw 
enforcement o f f i ce r s and community l eade r s this is symptomat ic of what 
many of (hem consider (he new human "Snake P i t , " that had m o v e d f r o m 
state mental institutions to flourishing p r o p r i e t a r y h o m e s . 

T h e depress ing atmosphere of these homes subsidized by public funds in 
the name of rehabil i tat ion, i s one resul t of what c r i t i c s of the homes 
ca l led the " i c y ind i f fe rence" of the opera to r s toward the res idents . 
T h e y say the resul t i s endless humiliation and fea r . T h e y a r e r a r e l y 



capable of supplying the special needs o f the mental ly re tarded which 
range f rom reading to to i le t training. A F e d e r a l off ic ia l said yes te rday 
that "although al l state mental health agencies a r e supposed to r e v i e w 
treatment r e c e i v e d by mental patients r e leased to p r iva te fac i l i t i e s , 
the government has not r e c e i v e d one complaint about such p r iva te in ­
stitutions f rom any state in the nation. " " The truth i s , " says P o l i c e 
Of f i ce r Michae l McDonald, "these people have become zombie s , and 
I would ask you, can zombies c o m p l a i n ? " 

My personal knowledge of s e v e r a l situations i s : In one nursing home 
mental ly re tarded ambulatory residents Were t ied into nylon net laundry 
bags at night to keep them in bed. A toi le t ing accident during the night 
sentenced the person to remaining in the same condition fo r the f o l l o w ­
ing day; in another nursing home cove red c r ibs w e r e used to keep 
ambulatory children in bed. T h e s ide ra i l s w e r e secured by locks and 
chains; a third nursing home t ied non-ambulatory and young ambulatory 
individuals, sp read -eag le , in bed to ensure that they did not ge t up in 
the night and wander around. And I would ask you, can any of you 
distinguish which nursing home descr ibed i s p r iva te and which is s ta te-
opera ted? R e m e m b e r , when w e a re talking about nursing homes , we 
are talking about both p rop r i e t a ry and s ta te-operated. I am told that 
some a re good, some a re bad. W e a re s t i l l , h o w e v e r , talking about 
an institutional sys tem. 

What about med ica l considerat ions fo r p lacement? Medica l reasons 
for admission of the mental ly re tarded to nursing homes should be the 
same as fo r anyone e l s e - a phys ica l ly debili tation injury o r i l lness 
requi r ing a l e v e l o f med ica l nursing care of l e s s intensity than a 
hospital but of g r e a t e r intensity than that which can gene ra l ly be m a n ­
aged o r p rov ided in one ' s home. 

Despi te m y e a r l i e r s tatements , there can be appropriate use of nursing 
homes fo r mental ly re tarded peop le . T h e nursing home placement 
should be re la ted to certain c r i t e r i a . . . making this p lacement the 
treatment of choice . Such factors as simply, mov ing an individual out 
of a s ta te-operated institution, o r avai labi l i ty o f federal funds, a r e not 
l eg i t imate med ica l reasons fo r p lacement . What a r e some of these 
med ica l reasons fo r p l acemen t? One that I would consider is o v e r ­
whelming, unmet med ica l and nursing needs . T h e fami ly and the p h y ­
sician a re r a r e l y confronted with a mental ly re tarded individual who 
requ i res constant med ica l and sk i l led nursing ca re for the maintenance 
o f l i f e . Except ions , of course , do occur . Examples a re certain d e v ­
astating congenital anomal ies such as the i r r epa rab l e , open men ingoce le , 



the re tarded person who i s a v ic t im of s e v e r e injuries o r the e l d e r l y 
re tarded s t roke v i c t i m . Fo l lowing the pe r iod of hospitalization fo r 
the acute phase, the convalescence in a l e s s med ica l ly intense e n v i r o n ­
ment such as a nursing home m a y be indicated for an appropriate pe r iod . 
Another indication that I would consider med ica l ly necessa ry would be 
indepth diagnosis and evaluation and a t r ia l of therapy. Some mental ly 
re tarded persons need a m o r e elaborate and prolonged diagnosis and 
evaluation than is genera l ly avai lable in certain communi t ies . It is 
imprac t ica l fo r mos t fami l i es to accompany their re tarded fami ly m e m b e r 
to a distant ci ty for days o r for weeks fo r this type of e laborate workup 
and t r ia l o f therapy. In some instances a t r ia l of therapy under careful 
observat ion i s necessa ry . Adjustments and re-evaluat ion may be n e c e s ­
sa ry before a home treatment p r o g r a m can reasonably be handled with 
ease and with success . 

A third indication i s sudden, s e v e r e and unexpected r eg res s ion in the 
behavior o r physical condition of the re tarded person . During pe r iods of 
fami ly s t ress o r during per iods of r e la t ive inact ivi ty in community p r o ­
g rams in which the mental ly re tarded person has been part icipat ing, he 
m a y reac t with behavior incompatible with home o r community ac t iv i t i e s . 
W i s e l y and careful ly chosen t empora ry r e m o v a l may , and I do emphasize 
m a y , p rov ide a set t l ing o r s tabl izing effect which can add immeasurab ly 
to the p leasurable and profi table return of the re tarded person to fami ly 
and community. A premature o r post -mature decis ion in these situations 
could conve r se ly precipi ta te a permanent breach f rom the fami ly and 
the community. T h e sudden and dras t ic physical de ter iora t ion in the 
condition of the re tarded person might be , of course , managed in a s i m i l a r 
fashion. 

A fourth indication i s the mental ly re tarded pe r son who is p r o g r e s s i v e l y 
de ter iora t ing , with certain metabol ic d i so rde r s and par t icu lar ly with 
p r o g r e s s i v e l y degenera t ive d iseases of the central o r pe r iphera l nervous 
sys tem. P l acemen t of a person outside of the home sett ing is a lmost 
inevitable at some point in the course of the d i sease . Th i s i s , of course , 
e spec ia l ly true in those conditions of long duration. 

Another indication might be the mult iply or thepedical ly handicapped, r e ­
tarded person . Non-ambulat ion, e spec ia l ly in the young and phys ica l ly 
sma l l , mul t iply or thopedical ly handicapped person i s not an indication 
f o r p lacement in a state o r in a p r iva te nurs ing 'home. 

Ser ious feeding di f f icul t ies , difficult to manage med ica l e m e r g e n c i e s and 
increas ing physical s i z e m a y preclude successful home management and 



require consideration of the nursing home as an al ternat ive to home 
l iv ing . T h e non-ambulatory young child, uncomplicated by other 
p rob l ems , does not, however , constitute an unmanageable home p r o b ­
l e m . T h e prev ious ly delineated p rob lems and/or conditions, in m y 
opinion, re la te m o r e to the ca tegory of ski l led nursing faci l i t ies than 
to the so - ca l l ed intermediate ca re faci l i ty for the mental ly re tarded. 
Actual ly , of those conditions that I have just discussed, one could 
r e m o v e the c r i t e r ia of mental retardation and the medica l indication 
would s t i l l be val id . Th i s applies as w e l l to the genera l population. 
If one uses adequate and p r e c i s e c r i t e r i a for admission to ski l led 
nursing fac i l i t i e s , I am not sure that one could justify separate 
ski l led nursing fac i l i t ies for the mental ly re tarded just on the basis 
of mental retardation. Indeed, i f one examines the ski l led versus 
the I C F / M R , the ski l led faci l i ty w i l l be m o r e r e s t r i c t i ve but l e s s 
cost ly than the I C F / M R , a fact that H E W apparently has recogn ized 
by a regulation change on A p r i l 1 of this y e a r . 

A r e there medica l considerations fo r the use of I C F / M R ' s ? In and 
of i tself , m y answer i s ca tegor ica l ly no. The facts a re that the 
placements , in this instance, a re genera l ly made on the basis of 
social and financial, rather than med ica l , consideration; family 
needs rather than the needs of the re tarded person; community needs 
rather than the needs of the re tarded person; the avai labi l i ty of f e d ­
e ra l assis tance rather than necessa r i ly the needs of the re tarded 
person. 

I don't intend to imply that these are fr ivolous o r unnecessary con­
s iderat ions . I s imply mean, o r want to say, that these a re not m e d ­
ical indications for placement . W e have become opportunists in 
using avai lable federa l funds in combination with the current fad of 
deinstitutionalization. T h e concept of deinstitutionalization is a 
valid one which i s , unfortunately, rapidly being corrupted. The 
or ig ina l concept was in essence b i - fo ld : 1) P reven t unnecessary 
institutionalization; and 2) r e m o v e those individuals currently inap­
propr ia te ly placed in institutions to m o r e appropriate set t ings. A s 
I r emarked e a r l i e r , w e have corrupted this in some instances to 
mean: 1) Change exist ing institutions to nursing homes ; and 2) use 
p ropr i e t a ry nursing homes as institutions. 

L e t ' s take a look fo r a moment at the s ta te-operated, institutional 
nursing homes . Why have w e now converted them to nursing h o m e s ? 
The reason is s imple and is financially log ica l - to get additional 
sources of revenue - to use federa l dol la rs in l ieu of state do l l a r s . 



Hopefully, with the n e w I C F / M R guidelines, i m p r o v e m e n t s will o c c u r 
along with the c h a n g e in n a m e . W h e n o n e r e c o g n i z e s that there a r e 
p r o b a b l y less than 200 evaluators of n u r s i n g h o m e s w i t h a n y d e g r e e of 
training in application of the I C F / M R guidelines, h o p e for real i m p r o v e ­
m e n t at the m o m e n t is d i m . If a n e s t i m a t e d cost of 4 5 to 50 dollars p e r 
d a y to m e e t these guidelines, if e n f o r c e d , is r e q u i r e d , a n d a s e v e r e 
limitation is p l a c e d b y m o s t states o n p a y m e n t to p r o p r i e t a r y n u r s i n g 
h o m e s , w h a t private n u r s i n g h o m e o p e r a t o r c a n afford to p r o v i d e s e r v ­
ices to the m e n t a l l y r e t a r d e d ? T h e state-operated facilities will h a v e 
to s p e n d m a n y millions of dollars, in addition to i n c r e a s e d operating 
costs, o n physical renovation. A h o p e d - f o r fiscal b o n a n z a m i g h t b e c o m e 
a fiscal folly. T h e question m a y boil d o w n s i m p l y to w h e t h e r w e deplete 
the federal a n d state treasuries, o r d o w e p r o v i d e less than w h a t is c u r ­
rently thought to be n e c e s s a r y for the p r o p e r habiiitation for the r e t a r d e d . 

B a c k to the indications b e i n g u s e d for p l a c e m e n t in p r o p r i e t a r y I C F / M R s . 

• D E C O M P R E S S I N G T H E I N S T I T U T I O N S . T h i s is rather o b v i o u s , but 
u n l e s s the I C F / M R guidelines a r e rigidly a n d correctly interpreted, 
m o n i t o r e d a n d e n f o r c e d , w e a r e s i m p l y substituting a privately-operated 
institutional s y s t e m for a state-operated o n e . If both a r e p r o p e r l y 
o p e r a t e d , m o n i t o r e d a n d regulations a n d / o r guidelines e n f o r c e d , I frankly 
don't s e e the practical difference. 

T H E P R O F O U N D L Y R E T A R D E D , A M B U L A T O R Y I N D I V I D U A L . A p r o ­
foundly r e t a r d e d individual, particularly o n e w h o is hyperactive a n d in­
capable of relating to, o r participating socially with, others a l m o s t 
a l w a y s , at s o m e point d u r i n g his life, m a y require p l a c e m e n t in a n a l ­
ternative living situation. T h e p r o p e r l y o p e r a t e d I C F / M R could be a n 
a p p r o p r i a t e alternative. 

• T H E S E V E R E L Y R E T A R D E D A M B U L A T O R Y P E R S O N . In the a b s e n c e of 
o b s t r e p e r o u s a n d destructive b e h a v i o r , u n u s u a l a n d u n m e t m e d i c a l n e e d s 
a n d special f a m i l y p r o b l e m s , the s e v e r e l y r e t a r d e d child could r e a s o n a b l y 
be e x p e c t e d to r e m a i n at h o m e d u r i n g the early y e a r s of life. It s h o u l d 
b e r e m e m b e r e d , h o w e v e r , that as this child g r o w s older the p r o b l e m s 
will increase with i n c r e a s e in b o d y size. If the f a m i l y unity dissolves 
w i t h a g e o r d e a t h of the p a r e n t s , the j o u r n e y to the I C F / M R b e c o m e s 
m o r e clearly defined a n d in the m i n d s of s o m e , a suitable p l a c e m e n t . 

• T H E M O D E R A T E L Y R E T A R D E D , S E M I - D E P E N D E N T I N D I V I D U A L . 
O n e w o u l d not a r g u e that a s long a s the c o m m u n i t y a n d h o m e a n d s u p e r ­
vision a r e available these individuals a r e s e r v e d with relative e a s e . T h e 
deterioration of a f a m i l y g r o u p , o r in the e v e n t that o v e r t , u n a c c e p t a b l e 
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behavior occurs but cannot be control led with reasonable treatment, 
and fos ter ca re cannot be obtained and group homes a re not a v a i l ­
able , what a r e your al ternat ives ? 

• T H E I N A D E Q U A T E HOME S E T T I N G . Some f ami l i e s , fo r many 
reasons , find home ca re fo r the mental ly retarded an en t i re ly un­
sat isfactory situation - when ove r r id ing emotional p rob lems of the 
sibl ing occur , the necess i ty for both parents to work outside the home, 
o r soc ia l or financial p rob lems in terfere with adequate home c a r e , 
t empora ry , o r permanent, placement of the re tarded individual out­
s ide the home may be necessary . Despi te this, inept p lacement might 
w e l l p r o v e to be far m o r e harmful to a l l par t ies involved than the 
p rob lems leading to this placement . And I ask you, a r e we provid ing 
a convenient misp lacement in the I C F / M R nursing home institution? 

• T H E R E T A R D E D O F F E N D E R . F o r those individuals with delinquent 
behavior or those in ser ious c r imina l o r l ega l di f f icul t ies , w i l l the 
I C F / M R become the log ica l p lacement? I contend that the competent 
mental ly re tarded person who is an offender has the same rights to 
due p rocess that you and I have. A l l too often the diagnosis of m e n ­
tal retardation res t r i c t s the re tarded person f rom this normal iz ing 
p roces s and results in a non-adjudicated lack of due p r o c e s s l i fe 
sentence. W i l l the p rop r i e t a ry I C F / M R become the usual repos i to ry 
as the state institutions have been in the pas t? 

• T H E A B S E N C E OF LESS R E S T R I C T I V E A L T E R N A T I V E S . When one 
considers that to c lose Wi l l owbrook one would need 300-plus group 
homes , o r approximate ly 1,500 foster homes , o r a combination of 
these a l ternat ives ; o r to c lose a l l the public residential fac i l i t ies 
in the United States, approximately 30,000 group homes or o v e r 
150, 000 fos ter homes would be needed s imply as a start , one can 
readi ly conceive the burgeoning growth of the I C F / M R mega industry. 
I am not sure that this is what Congress r ea l l y intended. 

• H A B I L I T A T I V E C O N S I D E R A T I O N S . During N o v e m b e r of 1974, the 
Accredi ta t ion Council for Fac i l i t i e s for the Mental ly Retarded of the 
Joint Commiss ion on Accred i ta t ion of Hospitals published a definition 
of habilitation. It is defined as a p roces s by which the staff of the 
faci l i ty ass i s t the resident to acquire and maintain those l i f e sk i l l s 
which enable him to cope m o r e e f fec t ive ly and eff ic ient ly with the 
demands of his own person and of his environment and to r a i se the 
l e v e l of his phys ica l , mental and soc ia l e f f ic iency . T h e y went on 
to say that habilitation includes, but is not l imi ted to , p r o g r a m s of 
fo rmal structured education and treatment . 



T h e A m e r i c a n Assoc ia t ion on Mental Def ic iency in A p r i l , 1975, pub­
l i shed a draft statement enti t led, "On the Right to Habilitation fo r 
P e r s o n s Who A r e Mental ly R e t a r d e d . " C e r t a i n r ights of the re tarded 
individual to habil i tat ive s e r v i c e s w e r e included in this statement, 
and some of these rights a r e : 

• T h e r ight to a f ree public education; 

• T h e r ight to quality medica l c a r e ; 

• T h e r ight , in accordance with wri t ten individualized habilitation 
p r o g r a m plans, to such training and habilitation, therapeutic and 
counseling s e r v i c e s as w i l l ass is t the individual to develop his o r 
he r maximum potential ; 

• T h e right to engage in productive labor; 

• T h e right to assistance in securing access to appropriate 
s e r v i c e s and exe rc i s i ng his o r her full rights as c i t izens ; 

• The right of the individual to e x e r c i s e f reedom of choice in 
the select ion of s e r v i c e s ; 

• The r ight to a physical and socia l environment conducive to 
the development and growth of the individual and the full 
e x e r c i s e of the other r ights l i s ted . 

Th i s draft statement further denotes certain e lements needed fo r e f -
fec t ive habilitation, and these include compensatory r ights . Retarded 
individuals should be entitled to r e c e i v e spec ia l i zed adaptations of e x i s t ­
ing s e r v i c e s which a re designed to ass is t them in e x e r c i s i n g their full 
ci t izenship r ights and p r i v i l e g e s . Some of these s e r v i c e s should be 
as c lose to the accepted norms of soc ie ty as poss ib le ; offered in as 
normal a physical setting as poss ib le ; employ intervention techniques 
which m i n i m i z e the d e g r e e of infringement on the individual c l ient ' s 
r ights and p r i v i l e g e s without res t r ic t ing o r sacr i f i c ing the p rospec t of 
pos i t ive goa l -o r i en ted resul ts ; to p rov ide an appropria te balance b e ­
tween changes in environment and al terat ions in behavior . 

And a second major e lement of this was an individualized habilitation plan, 
which was desc r ibed to you e a r l i e r . N o w , you might be in teres ted, 
speaking of the individualized habilitation p r o g r a m plan, in what I found 
on a recent v i s i t to a ce r t i f i ed I C F / M R . In r e v i e w i n g r eco rds I chose 
the two best individualized p r o g r a m plans that I found, and I ' m quoting 
exac t ly f r o m the r e c o r d s . 



Trea tmen t Plan #1 - Shor t - te rm goa l s : Speech and hearing, inde­
pendence, prevent ing injury. Method: Dress ing , bathing, toi let ing 
and safe environment. L o n g - t e r m goal : P r e v e n t stasis edema, 
increase socia l izat ion. Method: Good nursing c a r e , fos ter g rand­
parents , sewing and cooking c lass , t ransfer to appropriate ward . 
L o n g - t e r m goal (and this is p sycho log ica l ) : I m p r o v e m e n t of se l f -
help. Method: Goal planning, shaping, backward chaining. T r e a t ­
ment plan: Social s e r v i c e s . Shor t - te rm goal : Bathe he r se l f 
independently, comple te ly d ress herse l f including left shoe and sock. 
Shor t - te rm goal : Nurs ing, prevent stasis edema and increase 
socia l iza t ion; has foster grandparent; increase interaction with 
others; developmental dexter i ty ; s e l f - e s t e e m ; safe environment. 
Method: Foot s tool ; foot e leva ted; is involved with foster grand­
parent; goes to cooking c lass ; supervision in safe environment to 
prevent injury. L o n g - t e r m goal : Independence in dress ing , bath­
ing, toi let ing, t ransfer to m o r e appropriate environment . 

T rea tmen t Plan #2 - Speech and hearing. Shor t - te rm goal : D e c r e a s e 
hyperact ivi ty . Method: Dai ly recrea t ion with fos ter grandparents. 
L o n g - t e r m goa l : Maintain present health s e r v i c e . Method: M e d i ­
cine given p rope r ly , keep bowls open, good skin ca re . And the 
monthly summary as requi red : Has been res t ing w e l l at night; s t i l l 
quite ac t ive in the dining a rea , s l ides chairs a l l o v e r f loor a rea to 
get c lose to other residents in o rde r to r ip s t r ings off their gowns. 
Just loves to sit and play with s t r ings . 

In a recent paper enti t led, "Al te rna t ives to Institutionalization, " 
Phi l ip Roos outlined s eve ra l foci of dissatisfaction with current ins t i ­
tutional s e r v i c e s . Certain of these a re dehumanizing conditions, such 
as regimentat ion, false id leness , control both chemical and physical , 
and negative environments . Others w e r e unsanitary and hazardous 
conditions, lack of habilitation contributing to aggress ion and d e t e r ­
iorat ion, self-containment and isolat ion, exploitation of res idents . 

State-operated and p rop r i e t a ry nursing homes can be dehumanizing. 
Id leness , by my observat ion, is the rule rather than the except ion. 
Control , seclusion and res t ra int a r e not uncommon; use of p s y c h o -
pharmacologic drugs, that is t ranqui l ize rs , range, in m y o b s e r v a ­
tion, f rom 28 to 70 pe r cent in this country. In a group home I 
vis i ted in Denmark fo r the mi ld ly re tarded, 71 pe r cent of the r e s i ­
dents w e r e on t ranqui l izers . 



N e g a t i v e e n v i r o n m e n t s the m a j o r i t y of the n u r s i n g h o m e s , unfortunately, 
those that I h a v e s e e n , a r e still o p e r a t e d o n the hospital m o d e l . T h e 
hospital-like tile a n d t e r r a z z o e n v i r o n m e n t is still not u n c o m m o n . I s o ­
lation unfortunately m a n y a b a n d o n e d school buildings, particularly in 
the South a n d particularly in s m a l l , isolated c o m m u n i t i e s , h a v e b e e n 
c o n v e r t e d to n u r s i n g h o m e s . W e l l , I g u e s s I c o u l d g o o n a n d o n , a n d 
I r e g r e t to r e p o r t that I h a v e not s e e n a n I C F / M R that I w o u l d c o n s i d e r 
o n e that truly offers a c o m p l e t e p r o g r a m of habilitation that is d o c u ­
m e n t e d b y p r e c i s e d e v e l o p m e n t a l data. 

I w o u l d n o w like to s p e n d a brief t i m e telling y o u a b o u t a p e r s o n a l e x ­
p e r i e n c e utilizing p r o p r i e t a r y n u r s i n g h o m e s a s a n alternative to insti­
tutionalization. In 1 9 7 3 , w e m a d e a s u r v e y c o n c e r n i n g possibilities 
of p l a c e m e n t of r e t a r d e d individuals in n u r s i n g h o m e s in G e o r g i a , a n d 
w e contacted the G e o r g i a N u r s i n g H o m e A s s o c i a t i o n for their r e c o m ­
m e n d a t i o n s a b o u t the best h o m e s to u s e . W e set u p a contract w i t h t h e m 
spelling out certain provisions w h i c h m u s t b e p r o v i d e d b y both the 
G e o r g i a R e t a r d a t i o n C e n t e r a n d the n u r s i n g h o m e , a n d p r o v i s i o n s for 
m o n i t o r i n g the n u r s i n g h o m e s to s e e that the provisions w e r e , in fact, 
b e i n g p r o v i d e d . T h i s w a s o n the basis of the pilot p l a c e m e n t p r o g r a m 
a n d originally confined to t w o n u r s i n g h o m e s , a n d a p e r i o d of six 
m o n t h s w a s d e c i d e d a s a trial p e r i o d . T h e staff f r o m the n u r s i n g h o m e 
c a m e to the G e o r g i a R e t a r d a t i o n C e n t e r to s e e the students p r o p o s e d 
for p l a c e m e n t . T h e n u r s i n g h o m e staff w a s given a n opportunity to r e ­
ject a n y student they felt they c o u l d not m a n a g e . S u p e r v i s o r s , n u r s i n g 
staff a n d direct c a r e staff w e r e given a training p r o g r a m w h i c h involved 
e a c h discipline that h a d b e e n w o r k i n g w i t h the student. T h e y w e r e in­
structed o n w h a t e a c h w a s trying to d o for the student, the goals of this 
p r o g r a m a n d the t r e a t m e n t o r m a n a g e m e n t techniques utilized. R e ­
f r e s h e r c o u r s e s w e r e offered a s staff c h a n g e d o r a s specific p r o b l e m s 
a r o s e indicating that m o r e training w a s n e e d e d . 

A t e a m f r o m the G e o r g i a R e t a r d a t i o n C e n t e r w a s responsible for m a k i n g 
a n d m o n i t o r i n g the p l a c e m e n t s . T h i s t e a m consisted of a social w o r k e r , 
a n u r s e , a physician a n d a r e c o r d s librarian. E a c h family w h o h a d a 
student p r o p o s e d for n u r s i n g h o m e p l a c e m e n t w a s contacted to explain 
to t h e m the s e r v i c e s to b e offered b y the n u r s i n g h o m e s . T h e p l a n n e d 
m o n i t o r i n g a n d the continuance of the student p r o g r a m w e r e outlined to 
the family. E a c h f a m i l y w a s g i v e n t i m e to visit the n u r s i n g h o m e w h e r e 
the student w a s s c h e d u l e d to g o a n d decide for t h e m s e l v e s if they w i s h e d 
the p l a c e m e n t to go f o r w a r d . All adaptive e q u i p m e n t being utilized b y 
the student, that is, w h e e l c h a i r s , feeding d e v i c e s a n d s o forth, w a s 
sent w i t h t h e m . Additional e q u i p m e n t w a s supplied a s n e e d e d . A t w o 



2. The Divis ion of Developmental Disabi l i t ies should immedia te ly 
launch a nationwide p rog ram to train evaluators of nursing homes 
in the use of the I C F / M R guidel ines. 

3. The Divis ion of Developmental Disabi l i t ies should careful ly d e ­
sign and conduct an adequate r e sea rch study to de termine if 
their new guidelines a re ( a ) p rope r ly enforced; and (b) i f they 
a r e e f fec t ive in achieving their goal of habilitation of mental ly 
re tarded people . 

4. Nursing home evaluators now current ly employed by the states 
a r e in a situation of a lmos t inevitable conflict of interest . T h e y 
a re genera l ly employed by agencies of state government who 
reap grea t benefits by rece ip t of federa l funds allotted to nursing 
homes , par t icu lar ly to state institutional nursing homes . Th i s 
employment assignment should be r ev i ewed and a l l poss ib i l i t i es 
of conf l ic t -of - in te res t r e m o v e d . 

Q U E S T I O N : 

Does the speaker have the same v iews regarding p rop r i e t a ry and 
non-propr ie tary f ac i l i t i e s? 

R E S P O N S E : 

I think the same conditions could exis t . 

Q U E S T I O N : 

What can be done about I C F su rveyors who a r e forced by their boss 
to cer t i fy a faci l i ty even though it is not in compliance with regula t ions? 

R E S P O N S E : 

T h e answer to this is to complain and complain l ike he l l . That is the 
only way you w i l l e v e r get i t done and get nursing home evaluators who 



a r e skilled in the u s e of the evaluation i n s t r u m e n t s a n d get t h e m out of 
this situation of conflict-of-interest. A s y o u will recall, I q u o t e d f r o m 
the T i m e s saying, "not o n e c o m p l a i n t h a s b e e n m a d e . " H o w c a n H E W 
roact if w e don't c o m p l a i n ? 

In the s u r v e y o r training c o u r s e s w e w e r e told v e r y frankly b y the e v a l u a ­
tors that they w e r e e m p l o y e d b y the state a g e n c i e s w h o w o u l d r e a p the 
greatest benefits f r o m these federal funds, a n d if they c a u s e d a facility 
not to b e licensed, they w o u l d lose their jobs. T h i s is a v e r y practical 
point they m u s t face. 

Q U E S T I O N : 

T h e question is in r e g a r d to r e - e d u c a t i o n . I think it is a s t a t e m e n t of a 
p r o b l e m r e g a r d i n g the s u r v e y o r s c o m i n g in a n d only s u r v e y i n g the facil­
ity in r e g a r d to n u r s i n g c a r e a n d not taking into a c c o u n t the particular 
n e e d s of m e n t a l l y r e t a r d e d clients. 

R E S P O N S E : 

I think this is o n e of the m a j o r p r o b l e m s that w e a r e facing. A s S u s a n 
W e i s s m e n t i o n e d earlier, there w e r e only five o n e - w e e k w o r k s h o p s held 
for e v a l u a t o r s , a n d I think p r o b a b l y I said less than 2 0 0 . T h e figure w a s 
closer to 1 5 0 , w h o actually r e c e i v e d a n y d e g r e e of training in the u s e of 
those particular guidelines. I think that y o u a r e quite c o r r e c t that the 
evaluators a r e g o i n g to relate b a c k to w h a t they a r e m o s t c o m f o r t a b l e 
w i t h a n d w h a t they've b e e n trained to d o , a n d that is, to evaluate u n d e r 
the old m o d e l a n d that is w h a t , indeed, is h a p p e n i n g . T h e y , m a n y of 
t h e m , haven't the foggiest c o n c e p t of e v e n the implications of the n e w 
guidelines. I still s e e 80 p e o p l e sleeping in a r o o m in a licensed I C F / M R . 
I still s e e staffing ratios of 1 to 6 0 , o r e v e n w o r s e , I s a w o n e recently 
w i t h n o staff. N o b o d y s h o w e d u p . W e l l , these a r e licensed I C F / M R s 
a n d all that h a s b e e n l o o k e d at, a n d I don't k n o w really w h a t they a r e s e e ­
ing w h e n they a r e looking only a t fire safety c o d e a n d n u r s i n g p l a n s . 

Q U E S T I O N : 

W h o s h o u l d b e responsible for d o i n g the evaluation, the licensing, the 
m o n i t o r i n g , etc ? 

R E S P O N S E : 

I'm glad y o u a s k e d that question b e c a u s e I don't k n o w the a n s w e r . M a y b e 



somebody e l se does . W e thought that in Georg ia , at leas t , we had a 
counter sys tem o r at least a double check, and that there was a contract 
Issued to supposedly a non-involved group, and back when I was having 
difficult ies with the f i r s t nursing home that I mentioned, I went to this 
group to get information because they had been moni tor ing so w e l l . T h e y 
refused to g ive m e any information; so I r ea l ly don't know the appro­
priate way to do this. 

Q U E S T I O N : 

What did you mean when you said the mental ly re tarded offender has a 
right to the cor rec t ion sys tem ? 

RESPONSE: 

The question re la tes to the mental ly retarded offender, as to whether 
or not they should be e l i g i b l e , as I put it, for s e r v i c e s of the c o r r e c ­
tion sys tem. I ' m not meaning to imply that one should take an indiv id­
ual and put an individual in a bad sys tem. I am implying that w e 
ought to do something about the cor rec t ion sys tem. I am even m o r e 
importantly t ry ing to emphasize that e v e r y person , including the 
mental ly re tarded, has a r ight to due p r o c e s s . 

Q U E S T I O N : 

When it comes to conflict of interest , what has been explored in the 
area of looking toward a commiss ion o r a department of human rights 
o r consumer affairs rather than asking the s e r v i c e p r o v i d e r to a l so 
be the monitor of human r igh t s? 

RESPONSE: 

This has been recommended a number of t imes . Now I personal ly 
am not aware of such a sys tem. I would challenge A R C s to get in ­
volved in the act . M r . Rosen says that the best sys t em he has seen 
involves organized parent groups. 

QUESTION: 

I am concerned with the question of adjudication, e spec ia l ly in i n c o m ­
petence. W e a r e present ly devis ing a way of evaluating competence 
o r incompetence. W e a re t rying to make it a " sk i l l " of competence . 



T h e lega l sys tem does not. It is sor t of black and white at this point in 
t i m e . You have said some v e r y good things about r ights , but if a person 
is adjudicated incompetent, what happens to the r igh t s? How do we dea l 
with this issue in t e r m s of the nursing home, in t e rms of the whole issue 
of insti tutionalization? 

R E S P O N S E : 

I think one of the answers , and I cer ta inly don't intend to imply that 1 
have many of them, but one of the answers is to specify the area of in­
competence. Is it of the person ? Is it par t t ime ? Is it full t ime ? Is 
it a p r o p e r t y ? O r what is it that he o r she is being dec lared incompetent 
of doing ? I think a l l too often a blanket of incompetency procedure is 
conducted. W e a r e , frankly, not that good at predic t ing these sor ts of 
things ye t . M r s . N o r l e y has suggested that another approach should be 
the education of judges . 

Q U E S T I O N : 

T h e su rveyor training courses might be wor thwhi le , but no one benefits 
if they don't attend. 

R E S P O N S E : 

One additional p rob l em rela t ing to this, even when the states of fered i t 
f r e e , and we did this, they sent v e r y few evaluators other than those 
they w e r e told to send by the regional o f f i ce . F o r instance, we held it 
in Atlanta; the regional of f ice sent two people . 

Q U E S T I O N : 

T o be an evaluator you must be a physician o r a nurse - med ica l l y 
re la ted and non-medica l ly trained people have not been acceptable in 
Pennsylvania - have not been considered. Do the regulations requi re 
med ica l su rveyor s ? 

R E S P O N S E : 

T h e r e is no such regulation that I ' m aware of. 



C O M M E N T : 

I d o believe that there a r e m a n y n u r s e s w h o a r e not v e r y w e l l oriented, 
but w e h a v e s o m e n u r s e s in this r o o m w h o h a v e a d o p t e d the d e v e l o p ­
m e n t a l m o d e l , both in interpretation a n d in t e r m s of w h a t they d o t h e m ­
selves. I w o u l d h o p e that w e w o u l d not b e left w i t h the i m p r e s s i o n that 
a n u r s e is n e v e r a n a p p r o p r i a t e s u r v e y o r . 

T h a n k y o u for y o u r careful attention despite the fact that I'm a 
physician. 



Human and Civil 
Rights 

J. Stanley Pottinger 
I 'm p leased to be he re this afternoon; to have the invitation to talk with 
you for a l i t t le whi le about var ious aspects of our work in the Justice 
Department; how it may have an impact on that which N A R C is engaged 
in; to have a chance to examine what w e a r e doing and where w e need 
to g o . 

The C i v i l Rights Div is ion has been part ic ipat ing in l i t igation concerning 
the constitutional rights of re tarded c i t izens since about 1971. A t that 
t ime , Judge Frank Johnson, in Alabama , requested the United States 
to assis t the Court in what you know as the Wyat t versus Stickney case , 
concerning the care p rov ided to Alabama ' s institutionalized mental ly 
retarded c i t i zens . In that case w e presented facts to the Court which 
showed the cruel and unusual punishment type of p rac t i ces which 
existed at P a r t l o w State School fo r mental ly re tarded persons in T u s ­
caloosa. W e also presented to the Court the test imony of Ph i l Roos 
which was of immense value to the Court in establishing the standards 
necessary to implement meaningful r e l i e f in that case . That case has 
become the fountainhead of a i l constitutional law built in this par t icu­
lar area . W e supported the constitutional r ight to t reatment fo r in ­
stitutionalized mental ly i l l and re tarded c i t iznes in that case and then 
we a lso had the honor and p r i v i l e g e of supporting the same constitu­
tional p r inc ip les when the case went to the Fifth Circui t Court of 
Appeals . 



Since Wyat t , w e have devoted an increasingly l a r g e r l i t igation effor t to 
protec t the rights of retarded c i t izens . Th i s is a new p r o g r a m for us and 
is one which is not founded upon statuatory law as vir tual ly a l l other human 
rights and c i v i l rights a reas a re . The reason our p r o g r a m is not founded 
on such laws is because there a re no such l aws . The Congress has not 
y e t r e c e i v e d such legis la t ion in this area , but we be l i eve that through some 
imaginat ive - and I say the word with trepidation - imaginat ive l i t igation 
tactics and s t ra teg ies , we can continue to bring to bear the resources and 
efforts of the Justice Department in a constructive way . I t 's for that r e a ­
son, in September of last yea r , we established, in the Civ i l Rights D i v i ­
sion, an Off ice of Special Li t igat ion to conduct l i t igation concerning the 
r ights of children genera l ly and with r ega rd to physical ly and mental ly 
handicapped persons of a l l a g e s . 

W e a re now part icipating as plaintiff in tervener , as a party if you w i l l , 
o r as an amicus curiae - a friend of the court - in lawsuits to establish 
the right to treatment for institutionalized, mental ly i l l o r re tarded c i t ­
i zens . That was the Wi l lowbrook case in which, incidentally, w e just 
managed to obtain a consent d e c r e e ; in Pennsylvania, the Pennhurst case ; 
in Ohio, North Carol ina , South Carolina, Alabama, Louisiana, Texas and 
Nebraska . In addition, w e ' v e f i led independent actions as a plaint ive con­
cerning mental retardation institutions in the states of Maryland and 
Montana. 

In our case in Louisiana, which was cal led Gary W . against Stewart , in 
case you have run into it, w e a r e , for the f i r s t t ime e v e r , becoming i n ­
vo lved a lso in the p r iva te child ca re industry. In that case , Louisiana 
has contracted with pr iva te ca re fac i l i t ies in Texas to care for their d e ­
pendent and neglected, emotional ly disturbed and mental ly re tarded ch i l ­
dren. W e have intervened in the case to ass is t the Court in establishing 
appropriate standards of ca re for these children, espec ia l ly against the 
backdrop of kinds of abuses that s e e m to present themselves with regard 
to warehousing of children, assigning them to areas that a re inappropr i ­
ate to m e e t their par t icular needs, and, in some cases , al legations of 
assigning the children without keeping track of them. 

M o r e recent ly w e part ic ipated in the negotiated set t lement of Wi l lowbrook , 
as I mentioned, and the Court in that case accepted a detailed br ie f which 
was suggested on the basis o f the r e l i e f we have come to exper ience 
through Wyat t , with the help of people l ike P h i l R o o s . The dec ree p r o ­
v ides , among other things, that Wi l lowbrook w i l l be gradually reduced 
in s i z e to a total o f 250 residents o v e r a s i x - y e a r pe r iod . The State 
o f N e w Y o r k , I should a lso add, has shown a rea l admirable concern 
for re tarded ci t izens in the state by ag ree ing to the requi red r e l i e f . 



Wil lowbrook is the l a rges t single state fac i l i ty for the mental ly r e ­
tarded in the United States and has some of the wors t p rob lems . F o r 
those of you who a r e fami l ia r with it , I think you wi l l a g r e e , and w e 
think that by the significant steps the Governor and the state a r e now 
taking, the state m a y actually se t an example f o r the other states to 
fo l low. 

The f i r s t r ight to treatment case has now reached the Supreme Court . 
Whi l e talking to you about the development of the law in this area , you 
should know about O'Connor against Donaldson. The case concerns 
the fai lure o f F lor ida to p rov ide treatment to an involuntarily commit ted 
mental ly i l l person and was heard by the Court in January of this yea r . 
W e did not part icipate d i rec t ly in Donaldson with a br ief but the S o l i c i ­
tor General of the United States did send a le t ter to the Supreme Court 
indicating, as a mat ter of off ic ia l United States po l i cy , our support 
fo r the r ight to treatment in that case . Of course , w e ' r e hopeful that 
the Supreme Court w i l l define and uphold the constitutional r ight to 
treatment, and w e be l ieve that the establishment of a c l ea r ly defined, 
feas ible , understood right to treatment as the law of the land fo r in ­
voluntari ly insti tutionalized, mental ly handicapped persons , including 
mental ly re tarded c i t izens , i s l ike ly to be accomplished soon, e i ther 
in O'Connor o r in another case reaching the Court. 

Of course , improving conditions in institutions is as important, but 
there a re related issues which I think a re of equally c r i t i ca l importance. 
A s you might guess , c i v i l commitment and confinement in any insti tu­
tional setting, even in one which has m o r e des i rable conditions, s t i l l 
constitutes a substantial denial of personal l ibe r ty , par t icu lar ly where 
the persons involved a re not accused of a c r i m e and typical ly a re not 
afforded the same procedural safeguards as persons who a re accused 
of a c r i m e , as c r iminal defendants a r e . 

The federal courts have developed a constitutional pr inc ip le in r e ­
sponse to this d i l emma, that a person whose l ibe r ty has been denied 
pursuant to a c i v i l p r o c e s s , not as punishment for the commiss ion of 
an a l leged c r i m e but for some other lawful state purpose such as 
treatment o r the protect ion of mental ly re tarded persons , that in such 
cases those persons must be confined in a manner which is the leas t 
r e s t r i c t i ve of their personal l iber ty and commensurate with the t r ea t ­
ment needs of the person whose l iber ty has been denied. 

Thus, the nature and duration of confinement must bear some r ea son ­
able relationship to the purpose of such confinement. Mental ly 



handicapped persons whose par t icular conditions do not warrant the a l ­
mos t total res t r ic t ion of personal l iber ty result ing f rom institutionali­
zation, the re fore , ought to be placed, o r in some cases , must, as a 
mat ter of l aw, be p laced in f r e e r set t ings. 

N o w , this is not to say that a l l institutions a re inherently e v i l . It i s 
not to say that a l l institutions a re unable to rehabil i tate. Rather this 
development in the law is to recognize that institutionalization cons t i ­
tutes what we a l l know to be a v e r y s e v e r e encroachment on personal 
l i be r t i e s . T h e r e f o r e , under our sys tem of laws which holds paramount 
personal l ibe r ty , only those persons whose conditions truly requ i re a 
loss of f reedom should be so confined. State mental re tardat ion and 
mental health sys tems a r e , there fore , feel ing a double kind of p ressure 
to deinstitutionalize their residents as a resul t of the r ight to treatment 
l i t igat ion. T h e f i rs t has been demonstrated in our own cases . 

Institutional confinement has an anti-habili tative effect on some r e s i ­
dents with a resulting r eg re s s ion in their l i f e sk i l l s . In fact, this was 
demonstrated quite v iv id ly and dramat ica l ly in the course of our l i t i ­
gation against Wi l lowbrook , whe re we w e r e actually able to demonstrate , 
much to our chagrin and s o r r o w , that many of the residents who w e r e 
there w e r e actually in w o r s e shape after s ix months to two y e a r s than 
they w e r e at the t ime they w e r e admitted. In addition to that, in our 
part icipation as l i t igat ing amicus in the Wi l lowbrook case , I was d i rec ted 
toward demonstrating that physica l , intellectual, emotional and socia l 
r eg res s ions exis ted in such a way that w e could, in effect , convince the 
Court that speci f ic kinds of r e l i e f w e r e requi red . But, as I was m e n ­
tioning, one response to the debili tating effects of imprope r institution­
al izat ion, f rom at l eas t some of the institutions, has been to r e m o v e 
residents quite hasti ly. 

T h e second pressure to deinstitutionalize s tems f rom the r e l i e f o rde red 
by Federa l Court in the r ight to treatment cases which, through our own 
advocacy, often requ i res the addition of substantial numbers of staff, 
based upon the numbers of residents in the institution and the treatment 
needs of the res idents . 

If the resident population remains static after w e ' v e won a case , cour t -
requi red increases in staff l og i ca l ly present a substantial financial bur­
den to the institution as compared with lower ing the population of that 
institution so that the s taff-resident ra t io i s bet ter , m o r e favorable to 
the res idents , and, therefore , come within the r e a l m of the l aw, as 
w e have defined i t in that case . So a rapid and significant drop in the 



total resident population often occurs and, as a result , the p ressure 
on the institution to deinstitutionalize i ts residents precipi tously may 
be v e r y substantial. T h e r e f o r e , the poss ible damage to mental ly r e ­
tarded residents who have been conditioned o v e r a long pe r iod of t ime 
to depend upon the institution may a l so be substantial i f p rope r p r o g r a m 
support is not p rovided on a continuing transition basis as residents a re 
moved out of institutions into other sett ings, including community-based 
centers . 

W e have recent ly r ece ived information about nursing homes . I should 
add that as a resul t of this p rob lem w e are attempting to build into our 
dec ree s a recognit ion of the nature of the prob lems so that the courts 
can take account of the p rob lem o f transition and not a l low r eg re s s ion 
to occur by virtue of l i t igation that is designed to protec t the r ights of 
those who a re in the transition. 

W e have also recent ly r e c e i v e d information that nursing homes and other 
boarding fac i l i t i e s , as a result of this p r o c e s s , a re being used in 
s e v e r a l states as faci l i t ies for mental ly re tarded persons and m a y be 
used as an al ternat ive to institutionalization. Whi l e these placements 
may often be appropriate , based upon the treatment needs of individual 
patients, we have a v e r y ser ious concern that residents of institutions 
may be subjected to a dumping p roces s whe re , after yea r s of insti tu­
t ionalization, they a re placed in faci l i t ies which a re s imply not capable 
of treating them, nor car ing for them, nor habilitating them, but in­
stead, l eave them in a posit ion to fend for themse lves . W e be l ieve 
that the right to treatment, which we and many others have worked so 
hard to establish, includes the responsibi l i ty to p repare residents fo r 
non-institutional l i fe and to provide appropriate p r o g r a m support 
af ter deinstitutionalization so that the mental ly re tarded ci t izens w i l l 
succeed in community placements of a l l kinds and where the residents 
w i l l be able to obtain a maximum degree of personal l ibe r ty , cons is t ­
ent with and designed to p romote a maximum use of their human sk i l l s . 

Recent ly , as a l l of you know, the conditions in the nursing home in ­
dustry have been r ece iv ing widespread attention. It is attention, in 
our opinion, which is w e l l mer i t ed . The information contained in 
the recent governmental repor ts and ma jo r news ar t ic les indicates 
that the conditions in some nursing homes may be as anti-habil i tat ive 
as the conditions in some of the institutions with which w e have b e ­
come fami l i a r in the course o f our mental retardation l i t igat ion. 
Long and thoughful consideration must be given to whether nursing 
homes a r e , in fact , appropriate placement al ternat ives f o r mental ly 



re tarded persons . F o r instance, the Senate Subcommittee on L o n g - T e r m 
Care , in a repor t cal led, "Nursing Home Care in the United States: F a i l ­
ure in Publ ic P o l i c y , " says that conditions in a substantial number of 
nursing homes a re nothing l e s s than shocking. The Commit tee repor t is 
vir tually a litany of abuses in the nursing home area . Some of the common 
abuses that have been found and documented include negl igence leading 
to death, intentional physical injury, poor ca re , poo r food, unsanitary 
conditions, f i r e hazards , lack of dental ca re , lack of any psychiat r ic ca re , 
untrained and inadequate personnel , lack of act iv i t ies and unnecessary 
and frequently unauthorized use of personal res t ra ints . In our judgment, 
this kind of parade of hor r ib les is reminescent of the conditions we 
found at Pa r t l ow in Alabama some years ago and at Wi l lowbrook m o r e r e ­
cently. 

A special commit tee on aging repor ted further that, "Thousands of e l d e r ­
l y patients have been t ransferred f rom state mental institutions to nurs­
ing homes . This trend is caused par t ia l ly by p r o g r e s s i v e thinking 
intended to reduce the patient population in l a r g e , impersonal institutions. 
Another powerful reason, h o w e v e r , may be costs . It costs the states 
an ave rage of $800 pe r patient, pe r month, to ca re fo r mental patients 
in state hospitals , whi le the same individuals can be placed in boarding 
homes and nursing homes at a substantially reduced cost. Charges of 
wholesale dumping of patients have been made in s eve ra l states. " 

Although the special commit tee was r e f e r r ing here to the placement of 
mental ly i l l patients in nursing homes , obviously the analogy to dumping 
of mental ly re tarded residents is of equal concern to us. 

A t the request of Congress , the Government Accounting Off ice ( G A O ) 
recent ly conducted a sample survey of nursing homes which had been 
cer t i f ied fo r the Med ica re and Medicaid p r o g r a m s . Some of you, o r 
a l l of you, may be fami l ia r with this repor t . When GAO repor ted on 
March 18 of this y e a r , it said that as many as 72 pe r cent of the nursing 
homes in its sample failed to mee t ma jo r f i r e safety code provis ions which 
a re incorporated in general Medica re and Medicaid regulations. T h e r e ­
f o r e , it appears that a substantial number of nursing homes actually con­
stitute a danger to the l i ves and wel lbe ing of their res idents . 

W e are aware , in the Justice Department, of the f i re hazards presented 
by some nursing homes and a re taking action to t ry to end this danger. 
On October 11th of last yea r , fol lowing an HEW r e f e r r a l , we f i led a suit 
cal led "The United States against the Commonwealth of Pennsylvania, " 
in the United States Dis t r i c t Court in Harr i sburg , to enforce the f i r e 



safety regulations concerning ski l led nursing homes which house the 
benef ic iar ies of M e d i c a r e / M e d i c a i d p r o g r a m s throughout Pennsylvania. 
P r i o r to our f i l ing suit, there had been a s e r i e s of fatal f i r e s in P e n n ­
sylvania nursing homes . I t was determined that the f i r e s resulted f rom 
violations of M e d i c a r e / M e d i c a i d f i re safety regulations. W e be l ieve 
that this suit, the f i r s t of i ts kind in the nation, should constitute a 
major step forward in protect ing the r ights of residents in nursing 
homes . 

I t i s a lso c lear that persons w i l l be r emoved f rom institutional settings 
and placed in l e ss r e s t r i c t ive environments . W e support that - w e think 
i t ' s a trend that i s long overdue . But this change in settings fo r p e r ­
sons committed to the care of the state, does not, in our opinion, r e ­
l i e v e the state of i ts l ega l constitutional responsibi l i t ies to protect 
such persons f rom ha rm, o r to p rov ide the kind of care and treatment 
that is designed to g ive residents a r ea l chance, an honest chance to 
m a x i m i z e their human ski l l s and enhance their abil i ty to cope with 
their environment. The state, in other words , cannot r e l i e v e i tself 
of its constitutional obligations m e r e l y by contracting with a p r iva t e ly 
operated faci l i ty to p rov ide the s e r v i c e s that the state may otherwise 
be requi red to p rov ide . 

F i r e hazards , and other dangerous conditions that have been exposed 
in nursing homes , have to be remedied before they can be used as a 
p lacement al ternat ive to exist ing institutions. Whether any par t icular 
non-institutional setting, including nursing homes , w i l l comply with 
the constitutional t reatment standards depends upon whether the basic 
treatment needs of each patient committed to that setting can, in fact, 
be me t . Obviously, in our opinion, danger to one 's l i fe f rom f i r e 
hazards s imply is not consistent with any rea l f o r m of ef fec t ive t r ea t ­
ment. 

Sound, ef fect ive deinstitutionalization depends upon steps taken p r i o r 
to t ransfer , as w e l l as those that a r e taken to secure fair transition 
after t ransfer . I t i s l ike ly that a patient who has been confined in an 
institution for a substantial pe r iod of t ime w i l l r equ i re assistance 
in prepar ing him to function e f fec t ive ly and humanly in a non-insti tu­
tional sett ing just as he would requi re assistance after t ransfer to 
ensure his continued effect ive adjustment. 

Our exper ience in the right to treatment cases has been that only a 
sma l l number of re ta rded persons actually requi re institutionalization. 
I t ' s an important number. It i s a group which ought to be identified 



careful ly. But i t i s , in our judgment, and I ' m sure you share i t , much 
s m a l l e r than the present population would indicate. 

The vast major i ty of present ly institutionalized re tarded persons could 
appropriately be placed and treated in a var ie ty of community-based 
fac i l i t i es . P lacements of this kind ought to be consistent with the 
"principle of normal izat ion. " And by that, w e mean that the environment 
must pe rmi t the individual retarded person the opportunity to function as 
any other non-retarded person, at least insofar as his o r her own condi­
tion permi t s that l e v e l of f reedom, that l e v e l of functioning. T h e r e f o r e , 
if this standard is to be met , a grea t deal of ca re must be provided , o r 
extended, in diagnosing and determining the p r e c i s e nature of each i n ­
dividual person ' s needs and p rob lems . T o the extent that a nursing home 
may be ent i re ly a ge r i a t r i c faci l i ty , i t would probably not be consistent 
with the pr inciple of normalizat ion to place a young mental ly retarded 
person there. T h e persons who a r e avai lable to interact with re tarded 
persons , as in the case of non-retarded persons , ought to represent a 
wide spectrum of ages , abi l i t ies of interests and should include, as a 
minimum, a substantial number of persons of the mental ly retarded 
person ' s age group. 

The final considerations, where the detailed standards concerning care 
and treatment se t forth in such decis ions as law, a r e applicable to c o m ­
munity-based fac i l i t ies in general and, of course , in nursing homes 
speci f ica l ly . The Court in Wyat t set forth standards which included 
considerable detailed r e l i e f such as setting forth the exact staff-patient 
ra t ios involved in other cases , square footage p e r resident . Such d e c i ­
sions may be involved in defining the specif ic kind of r e l i e f that is appro­
pr ia te to mee t constitutional minimums in any par t icular case . Whi le 
many of those standards that lead to this speci f ic kind of r e l i e f m a y have 
general applicabil i ty to a l l fac i l i t ies where retarded persons a re t reated, 
obviously, the speci f ic r e l i e f of that case , o r any case involved, ought 
to be measured in t e rms of the prob lems that a re presented. 

Different patient groups with different needs and different settings m a y 
requi re different kinds of staff-patient rat ios and the l ike . T h e r e f o r e , 
w e have taken the position that the constitutional mandate in the area of 
the r ight to treatment is not the specif ic prede termined rat ios to be me t 
( i . e . , i t is not to determine the nature of r e l i e f by rules of genera l a p ­
pl icabi l i ty ) but rather to state forceful ly , based upon constitutional 
concepts, that ef fec t ive ca re and treatment must be provided . T h e facts 
of each given case w i l l lead us through the kind of development of 
speci f ic r e m e d i e s , such as these we have undertaken in Wyat t , to d e ­
sign plans that w i l l mee t the speci f ic needs of the residents in a par t icular 



case. The law, in other words, must retain its traditional flexibility 
to permit the development of new treatment modes in the profession 
and, at the same time, the law must ensure that the right to personal 
liberty of all mentally retarded citizens is protected. For that reason 
the movement to protect the rights of retarded citizens is probably pro­
ceeding at a greater and increasingly greater rate in the federal govern­
ment today, at least in the Justice Department, than at any other time 
before. The traditional practice of committing mentally retarded 
persons to large, impersonal institutions is under attack, and it will 
remain under attack. 

As David Rothmund has pointed out in one of his books, institutional­
ization has been too seductive. Responsible officials in the government, 
myself included, and my colleagues and the society as a whole, have 
succumbed too easily to the feeling that merely keeping retarded per­
sons behind walls will somehow do them some good. Because confine­
ment of the patient was so easily confused with the improvement of 
the patient, we've allowed abuses to proliferate. Deinstitutionalization 
must, therefore, continue at least for all those who will benefit from 
it, and our vigilance must be maintained to ensure that proper care 
and treatment will continue to provide freer settings for retarded 
citizens who, by any measure of reasonableness, constitute the most 
helpless class of citizens in our society. 

We in the Justice Department have been playing a role in this regard. 
It is a vigorous role. It has certain jeopardy that goes with it without 
statutory foundations. It has a great deal of excitement with it be­
cause we are, in effect, along with you and other interested persons, 
pioneering a law, the way other human rights laws have been pioneered 
in the past decade. So we're involved with this; we're committed to 
it; and we welcome your support and are proud to be a part of the 
effort which you are also spearheading on behalf of human rights in 
this country. Thank you very much. 



Q U E S T I O N : 

I have heard that the Wyat t versus Stickney decision has crea ted a case 
against further deinstitutionalization in Alabama. 

RESPONSE: 

I think it's possible that it could happen, not because anyone has designed 
i t that way, but fo r the reasons that I have commented on. I don't a g r e e 
that it has happened ye t . T h e concern has ar isen not only with regard to 
P a r t l o w , but with r ega rd to other institutions which have come under a t ­
tack, whether by the Justice Department o r p r iva te l i t igants throughout 
the country. T h e r e f o r e , I think w e have a v e r y s t rong responsibi l i ty not 
to r e s t on our laure l s , so to speak, not to point to Wyat t as "the l iv ing 
end" of a l l models in this country, but rather to consider i t as a p i l o t . 
case which has c l ea r ly developed, in a v e r y important way , the constitu­
tional pr inc ip les of law, but which may need to be developed further as 
deinstitutionalization brings on these new p r o b l e m s . T h e y ' r e not new 
p rob lems , h i s to r ica l ly , but they ' re new in the consciousness of the law; 
they ' r e new in the consciousness of government agenc ies . W e need to be 
sensi t ive to i t and not s imply have some pr ide of authorship about the suc­
c e s s of Wyatt . 

Q U E S T I O N : 

Do the gains made in the cases in Alabama and W i l l o w b r o o k apply a lso to 
individuals in nursing h o m e s ? I be l ieve you cove red that v e r y quickly, 
so should I assume i t won ' t be necessa ry to have new l i t igat ion as a resul t 
of these c a s e s ? 

R E S P O N S E : 

W e l l , i t has not been l i t igated fully, but our posi t ion in l i t igation i s , to the 
extent w e ' v e touched on i t , as f o l l o w s : I f the state, any state under the 



14th Amendment , denies a person his o r her l ibe r ty , there has to be 
a "compel l ing state reason o r i n t e r e s t , " as the phrase g o e s , fo r doing 

so . W e take some of these fo r granted in soc ie ty . If someone m u r ­
de r s someone e l s e , there i s an obvious state interest in i nca rce ra t ­
ing the person . Incidentally, whi le I ' m using a c r iminal analogy, 
p lease keep in mind that whi le we take that state interest for granted, 
w e a l so , at the same t ime , extend to the defendant a g rea t deal of 
procedura l due p r o c e s s , guaranteeing to make sure that he i s not in-
ca rcera ted wrong ly . N o w we are taking the posit ion by rough analogy 
that in the f ie ld of c iv i l commitment , that i s , people who have not 
done anything of a c r iminal nature to threaten society at l a r g e , the 
same guarantees, as a min imum, ought to be applied. T h e y ought 
to at leas t have the same procedural guarantees as c r imina l d e ­
fendants do. Tha t ' s number one. 

Number two: If the state is par t and p a r c e l of this p rocess of i nca r ­
cerat ion which I am talking about, they cannot escape their l i ab i l i t i es 
o r their responsibi l i t ies to extending these safeguards and fo r de t e r ­

mining that there is a state interest in the incarcerat ion s imply b e ­
cause they point to a p r iva te nursing home and say, "that's p r iva te 
and w e ' r e the state. " T h e 14th Amendment , by its t e rms , says that 
no state shall deny a person due p r o c e s s of the l aw, equal protect ion 
of the l aw, the p r i v i l e g e s and immunit ies . T h e r e f o r e , the 14th Amend­
ment, which i s the fountainhead of protect ions in this area , only a p ­
p l i e s to the state. Our posi t ion i s that when the state has a par t of 
the p roces s by which one is incarcera ted , the end result ; even if i t 
i s a p r iva te nursing home, does not r e l i e v e the state of these respon­
s ib i l i t i e s . T h e r e f o r e , as a genera l conclusion, the answer is y e s . 
T h e kinds of pr inc ip les developed in Wyat t as to the state 's respon­
s ib i l i t i es to make sure that l i be r ty is not denied unconstitutionally 
would apply where nursing homes a r e the result ing p r o c e s s . 

Having said a l l that, there i s another poss ib le scenar io and that i s , 
that a person has to engage a hypothetical model situation. A pr iva te 
c i t izen has made a p r iva te decision to enter a p r iva te nursing home. 
In that case , the answer is no. T h e 14th Amendment standards do 
not necessa r i ly apply unless the state somehow has been involved in 
the p r o c e s s . The 14th Amendment , by i ts own t e r m s , does not 
apply. 

H o w e v e r , as a l l of you know, and as I understand you have been d i s ­
cussing, mos t of those nursing homes do obtain federa l funds. And 
once they obtain federa l funds, they a l so must understand that they 



have federal s t r ings , and the federal str ings in this case , I think unlike 
some parts of the federal government , a r e w e l l taken fo r the mos t part , 
and they need to be enforced bet ter . But they a re designed to make sure 
that pr iva te nursing homes which accept public tax dol la rs a re not spon­
sor ing o r supporting those kinds of prac t ices which a re wrong, inhumane 
o r o therwise dangerous. So the resul t is that in mos t cases , with a few 
except ions , some federa l interest w i l l be extended to nursing home a c t i v ­
ity e i ther through the constitutional p roces s that is applied to state in ­
volvement o r through federal money that goes to p r iva te homes . 

Q U E S T I O N : 

I assume this applies to any group home as w e l l as nursing home? 

R E S P O N S E : 

Y e s , that is c o r r e c t . I t would i f i t takes federal money. 

Q U E S T I O N : 

What if the state legis la ture fai ls to appropriate necessa ry funds to c o r r e c t 
inadequate state institutions to comply with the court dec i s ions? 
R E S P O N S E : 

W e l l , i f you have a legis la ture that refuses to fund a state sys tem which 
has been found as a mat te r of constitutional law to be out of compliance, 
the short answer i s , you have what is frequently cal led a "constitutional 
c r i s i s . You have l i t e r a l l y a confrontation of at leas t two branches of 
government , and if the Execut ive Branch is on one side o r the other , you 
have a confrontation of three . N o , it has not happened ye t . I f you want 
to sor t out the constitutional pr inc ip les by which the conflict would be 
r e so lved , you would look to the supremacy clause which says that the 
U . S. Constitution and its pr inc ip les a r e supreme o v e r state legis la t ion . 
That means that the Constitution which i s , as w e know, interpreted by the 
courts, must remain supreme in t e rms of its protect ion of individual 
l ibe r ty o v e r action o r non-action by the state l eg i s la tu re . 

Ordinar i ly the courts want to avoid that kind of conflict and w i l l go to g rea t 
lengths to avoid i t , and I think that's appropriate . T h e courts ord inar i ly 
would requi re the pa r t i e s , the plaintiffs o r the Justice Department on the 
one hand and the state on the other , to negotiate , to hunt fo r , a solution. 
Fa i l ing that, the courts cannot l i t e r a l l y l eg i s l a t e appropriations in the 



state so they would probably shut down the institutions, which they can 
do, and d isperse the residents because the constitutional condition which 
i s offended i s a denial of l ibe r ty without due p roces s . N o w , that hasn't 
happened, and you can imagine the difficulties i f it does happen. It 
would mean a r e l ease . It would mean difficulties for many of the r e s i ­
dents. It would mean a grea t upheaval, but I think that w e have , on 
occas ion, come c lose to that. I thought that fo r a whi le , a y e a r ago , 
that that might be the unfortunate result in Wi l lowbrook , but the 
Government and the Leg i s la tu re seemed to be coming through. 

Q U E S T I O N : 

Do you think there is a constitutional r ight to treatment, without r ega rd 
to confinement, by the state o r through some other state involvement? 

RESPONSE: 

Is there a right to treatment abstractly, that i s , without regard to 
confinement by the state o r some other state involvement? N o , I 
don't be l ieve there i s , and I don't be l i eve , at leas t with even the mos t 
generous interpretations of constitutional pr inciples that one can make , 
can one create that r ight . You could imagine one but, quite frankly 
at this point, I don't think it is necessa ry for us to fight a battle of 
that kind because we a re , in fact, able to deal with the mos t c r i t i ca l 
p rob lems without reaching that point. Because the Constitution is 
the basis fo r any r ight to treatment that w e cal l constitutional, one 
has to l i v e within those pr inc ip les that involve state action. I don't 
be l ieve there is an abstract right to treatment, and I don't know of 
any court that has said so 

read al l plaintiffs ' br iefs in the f ie ld , I don't know of any plaintiffs 
who have urged that posi t ion and p reva i l ed . 

Q U E S T I O N : 

Would you comment br ie f ly on the Donaldson case - the adverse 
ru l ing? 

R E S P O N S E : 

T h e effect of the Supreme Court ruling in Donaldson. Tha t ' s a good 
question. W e have not sat down and gone through a set of hypo­
thetical games in the off ice as to what would happen if they rule 
that way, l a r g e l y because that would take some t ime , and w e ' r e 



hoping in the other direct ion, so w e just haven' t done it yet . W e ' d have 
t ime to do that after they rule, if they rule adverse ly . So I r ea l ly haven' t 
thought through the impl icat ions , but I would think that it would have 
s eve ra l . 

F i r s t of a l l , i t would depend upon the basis upon which the court ruled 
adverse ly . If i t chose to rule v e r y na r rowly , by contending that there 
was a defect in the case , for instance, o r there was a factual condition 
exist ing, some e lement of consent, that they found exis ted in the Donald­
son case that ordinar i ly does not exis t , then to deny a r e l i e f in Donaldson 
to the plaintiff would not be t e r r ib ly troubling. It wouldn't help us any, 
but it would not be a sweeping constitutional pr inciple against the r ight 
to treatment. The court could grant r e l i e f to Donaldson on v e r y narrow 
ground and whi le that would be better than denial of re l ie f , it would not 
answer some of the broader questions now pending in our minds about the 
constitutional right to treatment. N o w , if the court chose to deal with 
the issue broadly, then the stakes a re much b igge r in both d i rec t ions . 
If the plaintiffs win, it w i l l advance the f ield genera l ly , even spi l l ing o v e r , 
if you w i l l , in t e rms of constitutional pr inc ip les to other kinds of c iv i l 
commitments , whether for mental health patients, mental ly retarded 
residents , juvenile delinquents, and the l ike . If they converse ly chose 
to deny the pr inciple on broad grounds, I would think that the chances for 
the continuing l i fe in our p r o g r a m on the part of the United States G o v e r n ­
ment would be v e r y s e v e r e l y damaged. Then the question would be, 
"Has the court left r oom in its language for possible legis la t ion under, the 
14th Amendment in ways that the Congress can deal with i t ? " Rather 
than g ive up at that point (our l i t igation would be adve r se ly e f fec t ive ) 
I would propose to see if we could find a r ea lm within the spi r i t of the d e ­
cision to l eg i s l a t e , o r t ry to . 



Individual 
Assessment 

Marie Moore 
With this topic we w i l l change f rom looking at the broad genera l i t ies 
around those things that a re necessary to consider in protect ing the 
rights of individuals who seem to need pro tec t ive environments , to 
who is making the decision about what i t is that people s eem to need. 
I ' m going to start out by reading a poem to you. I t ' s cal led " A 
P R I S O N E R FOR L I F E , " * 

M y age is no sec re t - I w i l l admit it; 
I ' l l be forty this y e a r in July. 
A l l m y l i fe I ' v e been sentenced to pr i son 
But I swear I w i l l n eve r know why. 

N o j a i l e r blocks the way to m y f reedom, 
N o bars at m y windows can I s ee ; 
Y e t I am bound like any common cr iminal 
By Cerebra l P a l s y , m o r e commonly cal led C P . 

It has robbed m e of walking and talking. 
P e r f e c t hand use seems v e r y fa r away. 
I t has lef t m e with wheelchai r and braces 
And in them it s eems I ' m forced to stay. 



Someone must be constantly around m e , 
F o r I need people ' s care both day and night, 
T o bathe m e , feed m e , shave and g r o o m m e 
And in general see that all I do is r ight . 

F o r many yea r s I l ived at home with Mother . 
She's m y best friend on earth. I l ove her so ! 
I could have stayed with her f o r e v e r , 
But before I must, I fel t that I should g o . 

N o w I l i v e at our Foundation 
With s ix ty others l ike m e , night and day. 
W e get along and t ry to help each other 
In work , in school and in our play. 

So come to see us, w r i t e o r phone us -
But, p l ease , no pi ty on u s . . . You see , 
Although our bodies a re in pr ison, 
Thank God our souls a r e f r ee ! 

T h i s poem was wri t ten by Cameron Fai rc lo th . The w r i t e r has given us 
an individual 's assessment about his body, about his environment and his 
socia l iza t ion . He has made a se l f -assessment o f his needs. 

Today I wish to t ie together those components of individual assessment 
that w i l l ass is t persons with developmental d isabi l i t ies , their fami l ies 
and those profess ionals providing s e r v i c e s , so that planning on a continuum 
may be established. Within a res ident ia l fac i l i ty , such as a state o r p r i ­
vate institution, four p roces ses of individual assessment have been iden­
t i f ied. Individual assessment p roces ses should be used as tools to do 
four things: (1) establish an individualized plan that is based upon theory 
and pr inc ip les of human development; (2) plan for appropriate intervention 
that w i l l m i n i m i z e the effects of the abnormal o r atypical conditions, 
abi l i t ies and functions and m a x i m i z e the development of sk i l l s ; (3) plan 
f o r the situations o r opportunities that w i l l facil i tate healthy growth and 
development; and (4) plan for the necessary resources that a r e needed 
f o r implementing the individual p r o g r a m plan. 

Assessments should include not only the person but a lso the person ' s e n ­
vi ronment . T h e r e a re eight basic areas fo r assess ing the status of a 
person . Each area of assessment should not only include what i s con­
s idered within the r e a l m of normal i ty but a lso what is within the r ea lm 
of abnormal i ty , prevent ion and cor rec t ion . 



1. Or thopedic /Neuro log ica l . Th i s determines his o r he r 
mobi l i ty , dexter i ty , communications sk i l l s , etc 
needs to have an indication of pos t ra l tones, r e f l ex responses , auto­
mat ic react ions , quality and quantity of the total body movements . 
T h e orthopedic and neurological status of the individual influences 
such things as mobi l i ty , sucking, chewing, swal lowing, picking up 
penc i l s , blinking e y e s , e y e contact and so forth. 

2 . Medica l Status. Such things as respira t ion, circulat ion, 
metabol i sm, congenital defects , a l l have an influence on how the ind i ­
vidual can operate in his environment. 

3. Dental Health. I am not only talking about teeth and 
gums and cav i t i e s , but o r a l sensations, o r a l defects , e tc . 

4 . Nutri t ional Status. Th i s is cer tainly re la ted to m e t a b ­
o l i s m , absorption of food, type of intake, excre t ion , e tc . 

5. Sensory Integrat ive Status. Th i s involves looking at the 
visual , auditory, tac t i le , kinesthetic o l fac tory , e tc . I ' m not ta lk­
ing about acuity, but the whole integrated p r o c e s s . 

6. A b i l i t y to Function. Th i s area takes into consideration 
the ski l l s that the individual has in communication, mobi l i ty , s e l f -
ca re and other ac t iv i t ies of dai ly l iv ing such as finding his way to a 
different locat ion. 

7. Pe r sona l -Soc ia l Adaptations. H e r e we get into the 
a rea of safety, interpersonal relat ions and the big Pandora ' s box, 
sexuali ty. 

8. Intellectual Status. I ' m not talking just about I . Q . , 
but the whole area of cogni t ive development and the learning style of 
the individual. 

When w e talk about the genera l medica l status, le t us use the example 
of respi ra t ion which is such a p rob lem for people whom w e find in 
e x t r e m e l y protec ted environments . A r e respi ra t ion p rob lems a s s o c i ­
ated with the genera l ca re , o r is i t something that is a p rob lem with 
the individual h i m s e l f ? 

I must s t ress at this point that the above eight ca tegor ies a re only 
isola ted fo r assessment ca tegor ies but must be re la ted to other 



a rea s . I don't mean to suddenly d iv ide the individual person into a l l kinds 
of sys tems , but in o r d e r for us to consider individual assessment we need 
to know what we are talking about when we talk about the whole person. 
One cannot assess the status and behaviors of a person without doing an 
assessment of that person ' s environment because the person ' s behavior 
is re la ted to the sum total of his o r her exper ience . 

T h e r e are nine areas of a person ' s environment that should be considered 
in the individual assessment: (1 ) e l ig ib i l i ty for community s e r v i c e s and 
resourses , l ike the whole community support sys tem; (2 ) the architectural 
and physical environment; (3 ) socia l iza t ion opportunities; (4) family r e ­
lationships (as we have heard in the past few presentat ions, many t imes 
people a re in nursing homes just because of deter iora t ing family re la t ion­
ships) ; (5) relationships established in the residential ca re fac i l i t i es ; 
( 6 ) soc ia l p rob lems due to r a c i s m and c lass i sm; (7) uti l ization of adaptive 
equipment and ass i s t ive dev ices ; (8) his tory of past exper ience within a 
va r i e ty of situations; and (9) the fami ly support sys tem, which should be 
considered separate ly f rom family relat ionships. 

In assess ing base- l ine data for developing an individual p r o g r a m plan, 
there a re mult iple s e r v i c e needs that should be identified as par t of the 
assessment . These s e r v i c e needs should include, but should not be 
l imi ted to, the fol lowing: within the medica l model - nursing, medica l , 
dental, nutrition, speech pathology and audiology, physical and occupa­
tional therapy; within the educational model - education, socia l planning, 
vocational and psychologica l ; and within mode l s of community s e r v i c e -
recrea t ional and r e l ig ious . In addition, there is the area of l ega l , p r o ­
tec t ive and personal advocacy; an a rea that we just heard about f rom 
M r . Po t t inger . These s e r v i c e s need to be assessed in relationship to 
developmental needs of the person. 

Thus far I ' v e emphasized three basic areas of individual assessment : 
the person, the person ' s environment and the person ' s needs. T h e model 
of assessment should be based upon human growth and development p r in ­
c ip les . When we emphasize human development the a s ses so r s must have 
knowledge beyond the use of a check l i s t which indicates only if the p e r ­
son can o r cannot do something. W e also have to analyze the p rocess by 
which the person has o r has not reached a certain developmental point. 
Since there a re indefinite var iables that influence the potential fo r d e v e l ­
opment as w e l l as impede the p r o c e s s of development , analysis of p rocess 
i s the key factor towards developing any goals and implement ing any p r o ­
g r a m plan designed to faci l i tate maturation o r m a s t e r y of sk i l l s . 



Assessmen t answers the questions regard ing what the person can do , 
what the person cannot do and what the person has not been able to 
learn to do under speci f ic c i rcumstances . Analys i s of p roces s de lves 
deeper into the component par ts and evaluates those prerequis i tes 
that a r e necessa ry fo r task per formance and for soc ia l behaviors . 
Ana lys i s of p roces s deals with the " w h y " and the "how" questions 
that need answers as w e l l as the "what" questions of a genera l a s ­
sessment . T o v i ew assessment and analysis through the eyes of an 
engineer , w e say that i f a l l sys tems — the metabol ic and neuro log i ­
cal , e tc . — are not ready, o r i f the environment i s not compatible , 
o r i f the expecatations of others are not r ea l i s t i c , the appropriate 
task and the appropriate soc ia l behaviors expected within an indi ­
vidual p r o g r a m plan w i l l not be developed. 

I am reminded of a young man who l ived at Central Wisconsin Colony, 
when I was working there . He l ived in a r oom with 30 other r e s i ­
dents. He was about 20 yea r s old when he a r r i v e d at Central Colony 
f rom another institution. T h e f i r s t t ime I saw h im, I was working 
with a group of aide mothers who w e r e learning the pr inc ip les and 
techniques of therapeutic ca re and handling. W e w e r e spending two 
hours in the ward area which was also the l iv ing unit of 30 res idents . 
One of the aide mothers was assigned to this young man. Whe she 
found h im, he was on the f l oo r , curled up in a fetal posi t ion, s taring 
into space. I see a lot of you shaking heads; you have me t young 
men with s im i l a r behaviors . He had a so i led diaper , so one of the 
f i r s t things — if w e w e r e going to discuss and implement therapeu­
t ic ca re techniques and feeding — was that his diaper had to be 
changed. The aide mother and I moved h im f rom the f loor to his 
bed and had difficulty, the two of us, in changing the diaper because 
of the spasms and the s c i s so red legs at the hips . A f t e r w e ' d done 
this, we decided what kind of posit ion we could put him in to faci l i ta te 
better feeding so he wouldn't aspirate , and perhaps he could start 
developing some sucking and chewing behaviors . Th i s whole t ime , 
of course , the aide mother and I w e r e talking. I had my a r m 
around h im, and suddenly I fe l t somebody stroking my a r m . I looked 
down into these eyes that had been star ing into space and behind 
them, o r coming through them, was a grea t deal of in te l l igence , hu­
man fee l ings ; a l l these things one gets in looking into the eyes of 
one 's p e e r s . T h e aide mother and I went "ahhh. " Now fo r 20 yea r s 
this f e l low had had an assessment of z e r o l e v e l of pe r fo rmance . In 
fact, e a r l i e r he 'd given us some res is tance because w e ' d gotten h im 
out of his fetal posi t ion, and suddenly he was stroking m y a r m and 
looking at m e as i f I w e r e his mother o r w i f e — with this v e r y intense 
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look. During the yea r thereafter I went into the ward one day to consult 
with someone and here was the same young man sitting in the bed b e ­
cause there was no chair that would r ea l ly take his deformed body and 
make him comfortable; he was sitting there feeding himself ! T h e p r o b ­
l e m solving of many specia l i s t s , in both the physical and behavioral 
sense, a lo t of dedication of a number of ward parents, e t c , changed 
his environment because people suddenly looked at him differently, 
and he started developing ski l ls after 20 y e a r s of just lying there. I 
think this says something. A lo t of t imes the assessment p roces s b e ­
comes a self-fulf i l l ing prophecy that unless the individual h imse l f in 
some way can intervene, as this young man did when he stroked my 
a r m and looked m e in the eye with some in te l l igence , - I don't have an 
eye I . Q . test to be able to say how he went up on the sca le , - but b e ­
cause of this, there was some type of therapeutic intervention, some 
type of soc ia l interaction. In other words , the assessment of p r o g r e s s 
has to have some type of involvement of the individual i f w e are going 
to m o v e in our behavior . 

Many t imes when we talk about " l i v ing a r rangements" such an env i ron ­
ment might be labeled "dying ar rangements" when w e see the incidence 
of: 

quick death f rom aspiration pneumonia, status epi lept icus, 
kidney fai lure , chornic bowel obstructions, e t c . ; 

s low death f rom p r o g r e s s i v e reg ress ion of the physical status, 
malnutrit ion, c i rcu la tory d i so rde r s , e t c . ; 

l i v ing death f rom total withdrawal, self-abuse behaviors , 
increased de fo rmi t i e s , socia l isolat ion, rumination, s e v e r e 
sensory integration dis tor t ions, e tc . 

Can we develop l iv ing arrangements that of fer the leas t r e s t r i c t i ve a l t e r ­
natives and humane opportunities fo r persons in need of a pro tec t ive e n ­
vironment ? 

I once heard a te levis ion speech given by Senator Hubert H . Humphrey 
in which he stated that "the t imes cal l for the best that's in us. " He was 
speaking to the fe l lows of his po l i t i ca l par ty but these words must apply 
to a l l of us who a r e charged with the responsibi l i ty to improve the quality 
of l i f e for those persons who need special p r o g r a m s and pro tec t ive e n ­
vi ronments . The best that's in us does not stop with sustaining l i f e fo r 
another day. 



Assessmen t must include the person ' s environment and avai lable 
s e r v i c e support sys tem if we a r e to provide opportunities fo r people 
to develop their highest l e v e l of potential in the physical , cogni t ive , 
emotional , soc ia l , cultural and spiritual spheres that make the 
total person. 

I would l ike to read the definition and pr incip les of individual a s s e s s ­
ment as stated in the Standards for Community Agenc ie s se rv ing p e r ­
sons with mental retardation and other developmental disabi l i t ies 
( A C / F M R , J C A H ) . 

Definit ion: 

"Individual assessment is an empi r i ca l p rocess that de termines if, 
and to what d e g r e e , a person has developmental def ic i t s , and what 
interventions and s e r v i c e s are needed to enable the person to m o v e 
toward increas ingly indpendent functioning. T h e individual a s s e s s ­
ment identifies the present developmental l e v e l of the person, the 
conditions that impede his development and, where poss ib le , the 
e t i o logy of the disabi l i ty . " 

P r i n c i p l e s : 

"An individual assessment is necessary in o r d e r to develop an e f fec t ­
ive individual p r o g r a m plan. The interpretation of the complete 
battery of tests and examinations that a r e needed for comprehensive 
diagnosis and assessment requi res in terdiscipl inary teamwork. 
Systematic appraisal of the pertinent facts that a r e determined by 
an initial interdiscipl inary assessment and by pe r iod ic r e a s s e s s ­
ments should be the basis fo r al l s e r v i c e s offered to a cl ient . T h e r e 
should be a c lea r locus of responsibi l i ty for synthesizing, in terpre t ­
ing, and ut i l iz ing the results of the assessment components provided 
by different pract i t ioners o r agencies . The cultural and ethnic back­
ground of the client should be given full attention in the select ion and 
interpretation of the tests and examinations used. The agency should 
be fully cognizant of the l i fe s ty le of the client and his fami ly , and 
the t ime demands on the fami ly during the assessment phase should 
be r e a l i s t i c , " not only to the family but the individual h imsel f . I 
added that last par t — it i s not in the Standards. 

I f nursing homes a re to become community-based l iv ing a r r ange ­
ment al ternat ives for those persons requir ing a p ro tec t ive o r a full 
support environment with developmental care p r o g r a m s , the A C / F M R 
standards must be ut i l ized as guidelines fo r developing adequate p r o ­
g r a m s . I think at this t ime I would l ike to open things up for discussion. 



Q U E S T I O N : 

Do you see the importance o f the cl ient h imse l f taking par t in the assess­
men t? 

RESPONSE: 

Def ini te ly , because we want to think of this person as being capable of 
doing i t , no mat ter how "re tarded. " N o w , I know Pa t i s going to get 
into this in a few minutes, but the individual p r o g r a m plan must involve 
the person and his fami ly . Certainly the assessment p rocess should i n ­
vo lve the individual. Many t imes we a re not that sensi t ive to communi­
cating with individuals, par t icular ly if they have no speech o r language 
that i s s im i l a r to ours , and I think I said to someone at lunch, many 
t imes people who l ived at Central Colony could communicate quite e x ­
p l ic i t ly to me as to how they w e r e assess ing the p r o g r a m , as to whether 
o r not they w e r e c ry ing o r smi l ing , facial g r imac ing , e tc . And one has 
to be v e r y tuned in to this kind of thing so that there r ea l ly is no l e v e l 
of per formance that would keep a person f rom becoming involved in the 
assessment p r o c e s s . 

Q U E S T I O N : 

What about the r o l e of the advocate in the assessment p roces s ? 

R E S P O N S E : 

T h e r e a re many kinds of advocates that should be involved in the a s s e s s ­
ment p r o c e s s . W e talk about the one- to-one advocate, the c i t izen o r the 
parents o r the best friend of a person who is going to have to help this 
person make some decisions and perhaps make some decision f o r h im. 
So these people should be involved because there is no conflict of i n t e r ­
est . T h e r e is min imal conflict of interest versus the profess ionals who 



know what their budgets a r e , e t c . If the person doesn' t have an 
advocate l ega l ly assigned to h im, then w e ' d better assess the sys tem 
to see that such an assignment i s made . T h e r e a re some states that 
have p ro tec t ive s e r v i c e l aws , such as Ohio , and these people def­
ini tely should be involved in the assessment p r o c e s s . N o w I could 
go on and expand on that, but I think I ' l l stop r ight there , o r e l s e 
I ' l l be h e r e the r e s t of the day. 

Q U E S T I O N : 

What kind of environment i s best for doing an assessment? Is i t best 
to do an assessment at a diagnostic center o r the actual t reatment 
center i t s e l f ? 

R E S P O N S E : 

I don't think that assessment can be done only in one p lace , but that 
there has to be a plan f o r assessment so that you can see the individual 
in many kinds of situations. It should not be done in a l i t t le r oom with 
no windows and no doors as the only p l ace , although i t may be n e c e s ­
s a r y i f y o u ' r e going to g i v e an audiological exam. It should be done 
in p laces in the community because you a r e a lso assess ing what s e r v ­
i ce s a r e avai lable fo r them and so there has to be some mobi l i ty for 
assessment . N o w , there i s a res t ra int of t ime , and there i s a r e ­
straint o f money, so that by having an assessment plan, which should 
be an ongoing thing to test whether o r not there i s p r o g r e s s happening 
anyway. It should be spel led out in the plan how this is going to 
happen, and who is going to be involved and when. I would say that 
the biggest p rob lem in a community assessment a r e the b a r r i e r s , not 
only archi tectural but a lso attitudinal, but cer ta inly the mobi l i ty ba r ­
r i e r s , so that you have to build this into the assessment . You couldn't 
find out certain kinds of information because the environment did not 
p e r m i t i t o r the body of knowledge did not p e r m i t i t . Tha t ' s n e v e r in 
the assessment ; you s e e , the evaluator usually knows everyth ing . 

Q U E S T I O N : 

Would you make s o m e comments about the dynamics o f the a s s e s s ­
ment p r o c e s s ? 

R E S P O N S E : 

T h e speaker asked that we c la r i fy the assessment p r o c e s s to say that 
it i s m o r e dynamic, that i t i s ongoing, that i t i s not in one p lace by 



one person, e tc . T h e reason I can't be m o r e specif ic i s that there is 
r ea l ly no good model of assessment to draw on, and perhaps this is 
something that w e rea l ly need to look at because this is a symposium, 
and there should be some v e r y spec i f ic types of recommendations to 
come out of this body pertaining to that. I think that a lso when we talk 
about assessment as a tool fo r developing the individual p r o g r a m plan, 
w e also have to include a p roces s for moni tor ing within this assessment . 
Perhaps this is another ro l e of an advocate as w e l l as the r o l e of r e spon­
s ible persons who a re going to be a par t of the implementation of the 
plan itself . Actual ly , Pa t M c N e l l y and I should be doing a duet up he re 
because I think to isolate assessment f rom the implementation of the 
plan is to show a painting without a canvas behind it . 

Q U E S T I O N : 

Has N A R C submitted a proposa l to H E W to r e v i e w assessment procedures ? 

R E S P O N S E : 

I am unable to answer this question, but w e w i l l ask Susan W e i s s if she 
is able to respond. 

Susan W e i s s : Under the Medica id p r o g r a m the Ea r ly and P e r i o d i c Sc reen ­
ing Diagnosis and Trea tmen t p r o g r a m is mandated in e v e r y state. I t ' s a 
p r o g r a m which is supposed to sc reen low- income children, who a re e l i ­
g ible for Medica id , fo r "physical d e f e c t s , " and I ' m quoting f rom the law 
h e r e , and "mental defec ts , "—also f rom the l aw. That t e r m has been 
interpreted by H E W to include a v e r y comprehensive screening p r o c e s s 
and where the screening turns up p rob l ems , the child must then be r e ­
f e r r e d for diagnosis and treatment. H E W has never developed an a s ­
sessment tool o r a screening tool in the area of developmental a s s e s s ­
ment and screening. Recen t ly they l e t a contract to the A m e r i c a n O r -
thopsychiatrie Assoc ia t ion to develop such a tool , and the contract is 
not completed and the tool is not developed. N A R C , a long with the 
United Cereb ra l P a l s y Assoc ia t ions , and s e v e r a l other organizat ions , 
has submitted comments to H E W regard ing what kinds of p rocedures 
should be incorporated into a guide given to the s tates , but those r e c o m ­
mendations deal m o r e with the adminis t ra t ive structure, with things l ike 
outreach, how to find these chi ldren, than they do with speci f ic s c r e e n ­
ing too l s , spec i f ic assessment p rocedures . 

T h e r e is a mandate, and i t ' s one which the states have neve r met , and 
the Government Accounting Of f i ce , which is the C o n g r e s s ' s watchdog, 



recent ly issued a repor t which indicated that v e r y few states a re i m ­
plementing the E a r l y and P e r i o d i c Screening Diagnosis and Trea tmen t 
p r o g r a m to any substantial d e g r e e , and this i s par t icular ly true in 
the area of developmental assessment . 

M a r i e M o o r e : Frequent ly when w e talk about screening and a s s e s s ­
ments , w e a r e just talking about screening and there should be a 
clearcut definition between the two. Gathering a certain amount of 
information to make people e l ig ib le for something is a screening 
p roces s . A n assessment p roces s i s an ongoing dynamic type of p r o ­
g r a m that involves many people , including the individual h imsel f and 
leads toward the development of the individual p r o g r a m plan. 

Q U E S T I O N : 

I was thinking about the p rocess of assessment , why don't you talk 
about the transdiscipl inary approach to assessment as perhaps a 
mode l of assessment? 

RESPONSE: 

T h e transdiscipl inary approach i s evo lv ing , o r has evo lved , out of 
the M i n i - T e a m P r o j e c t and associated p ro jec t s , in which they ' re 
looking at the specia l is ts of s e v e r a l f ie lds . In this par t icular case 
i t was nursing, occupational and physical therapy — to pool their 
bodies of knowledge in some way and to use their exper t i se in d e ­
veloping assessment tools so that many paramete rs o f the individual 
and his environment could be examined. With this pool ing of knowl­
edge , the assessment leads toward p r o g r a m planning and in te rven­
tion s t ra tegies which could be done by one of these specia l is ts , with 
consultation f rom the other specia l i s t s . I think that this par t icular 
model does two things. It cer ta inly improves the communication 
among various special is ts so that everybody knows what they ' r e ta lk­
ing about, and they ' re not just taking people into their own l i t t le 
rooms and using their own l i t t le jargon and finding out their own 
l i t t le bit of information and sending them on down the assembly l ine . 
It a l lows people to p r o b l e m - s o l v e in a reas of the unknown. T h e 
p roces s has a lmost become as sys temat ic , when it i s operat ional , 
as t ry ing to ge t to the moon. T h e r e a re so many unknown fac tors , 
and cer ta inly working with the s e v e r e l y , multi-handicapped, neuro-
log ica l ly damaged, profoundly retarded individual, there a r e so 
many unknowns. W e ' v e been working for thousands of y e a r s in i g ­
norance. 



The second thing a transdisciplinary approach does is that eventually it 
has an impact upon the cost factor because the m o r e people who a re i n ­
volved in a t ransdiscipl inary p rocess the m o r e the knowledge is pooled, 
and the m o r e it is transmitted to the people who have the daily contacts 
with the individuals such as people we cal l the attendants o r the nurses 
aides o r the wa rd mothers o r whatever you want to call them. T h e m o r e 
these people become involved in the assessment p rocess their sk i l l s w i l l 
be enhanced to continuously moni tor and intervene in a therapeutic o r 
developmental fashion. So I would say that this is one excel lent model 
for assessment , but again, the transdiscipl inary model c o v e r s not only 
the assessment p rocess but the intervention p r o c e s s . 

Q U E S T I O N : 

What is meant by empi r ica l data ? 

RESPONSE: 

I think empi r i ca l data, which is the t e r m used by the Joint Commiss ion 
and not m e , impl ies that there should be some standard of measurement 
and that's why you need certain kinds of tools . N o w , fo r the individual 
assessment i t ' s only good i f i t 's helpful in planning for that individual. 
I think the reason why a lot of us a re forced into using it i s because w e ' r e 
being made to say things about total groups of individuals and how much 
it w i l l cost us, e tc . But I also think that we need this kind of thing, and 
I ' l l use the s imples t tool that I can think of — joint range of motion. W e 
need this kind of measurement on a regular basis to see if the in te rven­
tion has promoted development, and a lso to know that i t ' s not promoting 
r eg ress ion o r to determine whether the lack of intervention is p r o m o t ­
ing r eg res s ion . If somebody had started col lect ing empi r i ca l data on 
joint range of motions on the f i rs t person who entered the institution, 
when the f i r s t institution was built, perhaps w e wouldn't see the t e r r i b l e , 
t e r r ib l e uncorrectable deformit ies that we see today. So I don't think 
they ' re a bunch of nonsense. T h e y ' r e only a bunch of nonsense i f w e 
don't know how to use the information. 



The Individual 
Program Plan 

Patricia McNelly 

M y task is to discuss the individual p r o g r a m plan ( I P P ) , which brings 
to mind the chi ldren 's poem about the s ix blind men whose task it was 
to descr ibe the elephant, as each of them touched a different part . A s 
I descr ibe the "individual p r o g r a m plan" i t may be that each of us w i l l 
come up with our Own perspec t ives of what w e think that this plan is 
all about and what w e expect it to do fo r us. Howeve r , w e have to con­
s ide r i t as part of a total sys tem for planning care that depends upon 
input, p roces s (the establishment of goals and interventions) and 
feedback, which p rov ides evaluat ive capabili ty. Asse s smen t (part 
of input) p rov ides data which influences the p roces s of determining 
what the goals w i l l be . T h e continuous evaluation of the plan is 
seen as feedback requir ing assessment . The sys tem can be seen as : 

Input P r o c e s s Feedback Input ( e t c . ) 

T h e r e needs to be interdiscipl inary involvement in identifying and r e ­
v iewing the total needs of the individual, establishing the goals and 
methods, and sett ing up a sys tem to p rov ide feedback information. 
Is the plan work ing? If it isn ' t working , w e ' d bet ter feed that i n ­
formation back into the sys tem and re -eva lua te . Have We established 
imprope r g o a l s ? Is our assessment incomplete o r i nco r r ec t ? Is 
our method inappropriate to accomplish the g o a l ? Th i s sys tem sup­
por ts continuous evaluation of what i t is you a r e t ry ing to accomplish 
and remains open to change because of i t . 



How do we c a r r y out the assessment port ion of this approach? I r eca l l 
a family with an 18-month old ce rebra l pals ied child whom I me t at a 
development evaluation center . T h e i r evaluation began on Monday a f t e r ­
noon. 

On Wednesday I v is i ted with them to see how things w e r e going, touching 
back to see how the process of evaluation was being pe rce ived . The 
parents said, "You know, i t ' s funny. Everybody ' s asking us the same 
questions. " The assessments w e r e being ca r r i ed out in a mechanical , 
r i tual is t ic way using a mult idiscipl inary approach. Each professional 
took the child o r the parents, together o r separate , into a pr iva te off ice 
and conducted an assessment; then the next professional came along, 
e tc . T h e r e w e r e 16 different professional discipl ines involved, so by 
Wednesday the parents w e r e getting a l i t t le wea ry . You can imagine 
what was happening to their child, a s e v e r e l y spastic infant. How does 
he s co re in a per formance test by Wednesday? What would he be able 
to do? O r even want to d o ? W e found that the people in Learning D i s ­
abi l i t ies w e r e te l l ing the parents , " I f you would feed him f rom this side 
and only g ive him food if he turns his head in this direct ion, you w i l l 
get him to attend to the spoon. " Th i s came out during the staffing d i s ­
cussions, with the parents and all the staff present . A t this point, the 
therapist exc la imed , "Good heavens, he can't do that! H e ' s got an 
obl iga tory asymet r i c tonic neck re f lex . He can't turn his head volun­
ta r i ly f rom one side to the other because of this re f lex . " 

Th i s was a ve ry bad scene and suggests that if we did "our things" t o ­
gether , using information f rom shared assessments , contributing into 
the sys tem and working with that information in an open, coopera t ive , 
integrating kind of way, w e ' d have a much better plan. It would be a 
much m o r e rea l i s t ic plan in te rms of how it fits the individual 's needs. 
T h e r e is a rea l need to advocate for this open sys tem, one that is con­
tinuously interacting with the environment. Such a sys tem continuously 
gathers and r e c e i v e s information about the environment, the complex 
interrelat ions that a re going on and the reactions to events that a re o c ­
curr ing. This information is then used to signal direct ions and adapta­
tions. 

The I P P , as a sys tem for de l ive r ing s e r v i c e , depends upon careful a s ­
sessment . It depends upon careful r e v i e w of past events in the individual 's 
l i f e as w e l l as careful documentation of the present per formance of that 
individual. Th i s sys tem uses operational goa ls that are observable and 
measurable . If there was e v e r a name of the game today, in 1975, i t ' s 
"operat ional goa l s , " Many find this a difficult a rea as we a re not 



accustomed to thinking along these v e r y d i sc ree t , definit ive l ines . 
Th i s is an a rea where we must learn and g r o w in our abil i ty to define 
spec i f ica l ly what is to be accomplished through the I P P . W e can 
learn to w r i t e good, comprehens ive , useful kinds of goa l s , but I 
think that we m a y need some structured prac t ice to facil i tate our 
learning. 

Feedback, of course , is a l l important to the sys tem, and that brings 
us to documentation. If it isn ' t documented, it didn't happen. How 
e l s e do you ver i fy that something did take p l a c e ? By documentation 
of outcome we repor t that something happened. The behavior changed. 
The per formance changed. The conditions changed. W e have ( o r 
have not) achieved the goal that was defined in measurable t e rms . 
Our sys tem then has the abi l i ty to change; that i s , feedback is used 
to change the plan. 

T h e I P P must represent a v e r y dynamic sys tem. By that I mean no 
individual p r o g r a m plan should be cast in stone, neve r to be modif ied . 
It may need to be changed next week . T h e I P P has to be a responsive i n ­
strument, amenable to change because you should know, r e l a t ive ly 
soon, whether the plan is e f fec t ive . If i t ' s not working, then further 
assessment is needed to pinpoint the p rob l em. You have to look at 
the method; how w e are t ry ing to accomplish this goal . You may 
a lso have to look at the goal ; is that the appropriate g o a l ? A r e things 
out of k i l t e r in t e r m s of developmental sequence ? Did w e expect a 
behavior based on abil i ty that isn' t poss ib le at this t i m e ? W e do have 
to think about smal l increments in developmental abi l i ty rather than 
expect ing giant steps up the sca le . F o r example , i f I 'm totally d e ­
pendent in eating, a ren ' t there a number of tasks to learn along the 
way to independent ea t ing? If we obse rve that the individual does 
not pursue the path of the spoon, o r anticipate the spoon coming to 
his mouth, then w e must s tar t with goals re lat ing to attending b e ­
h a v i o r s , visual pursuit and awareness that an event is occur r ing . 

T h e r e a re many different fo rms of feedback; the documentation of 
the day- to-day effor ts of the res iden t - l iv ing staff, the pe r iod i c 
r e a s s e s s m e n t by the various profess ionals involved and the pe r iod ic 
r e v i e w by a l l of the persons involved in the individual p r o g r a m plan. 

Styles of interaction among people in different locations and p laces 
cer ta inly d i f fe r . But the need for communication doesn' t va ry . Staff 
must ge t together pe r iod ica l ly and regu la r ly to discuss the p r o g r e s s 
of the resident because you cannot use a "cook book" approach in 



developing and applying an individual p r o g r a m plan. Developmental b e ­
hav io r scales m a y be useful guides but they do not individualize in t e rms 
of the individual 's response to learning approaches. T h e r e must be a g r e e ­
ment on the kinds of approaches that a r e going to be used to accompl ish 
the next step, to ensure continuity and consistency among al l people 
involved in p r o g r a m m i n g for that client. 

M a r i e M o o r e has given us an excel lent descript ion of assessment , out­
l ining the many pa ramete r s of comprehensive assessment . Some p r o ­
fessionals m a y tend to concentrate on specif ic assessment too ls , others 
m a y conceptualize and use a speci f ic f ramework . F o r example , M a s l o w ' s 
"hierarchy of needs" comes to mind immedia te ly when I begin to assess 
an individual. T h e r e is a lso a need to r e v i e w the past, in t e rms of what 's 
happened to the individual p rev ious ly . W e must have comple te in forma­
tion in o r d e r to de termine with the individual what the next steps w i l l be. 
And w e use continuing input to c o r r e c t what w e thought was an appropr i ­
ate goal and to establish new goals in the future. 

Goals define the outcome of the action plan. W e must establish our goals 
be fo re w e even begin to think about methods. Once they a re established, 
w e apply exis t ing knowledge of ef fec t ive methods o r develop innovative 
approaches. The goals guide us in communication because they g ive us 
a point of r e fe rence in t e rms of what the documentation shall be . H o w ­
e v e r , i t must be r e m e m b e r e d that while the plan should be v e r y c o m ­
prehens ive , it cannot encompass e v e r y aspect of the total individual. 
T h e r e a lso has to be f reedom within the documentation to p rov ide i n ­
dividual observat ions of d i r e c t - c a r e staff, o r of profess ionals working 
with that cl ient . But the goals cer ta in ly ass is t us in gathering the in forma­
tion necessa ry to r e d i r e c t p r o g r a m planning. 

If par t of the plan is not working , w e may decide that w e w i l l modify the 
method, whi le the goal continues to be va l id . R e m e m b e r that w e cannot 
be sat isf ied with a goal stated as " increase head control . " What is the 
present abi l i ty in head con t ro l? That data should be avai lable in our a s ­
sessment information. Increase it to what? F o r how long? Under what 
kinds of condit ions? Goals must be wri t ten v e r y spec i f ica l ly ; i t ' s no 
longer appropriate to m e r e l y state " increase nutritional intake, increase 
head control , improve skin c a r e . " Could these goals be measu red? 
Operat ional goal setting and documentation of accomplishment of goals 
i s our means of accountability, not only to that cl ient but to the commun­
i ty and the public w e s e r v e . 



One basic f ramework to apply in developing the individual p r o g r a m 
plan is the developmental mode l . T h e r e is an expectation o f p o ­
tential, the individual w i l l m o v e ahead on the developmental spectrum. 
Change is expected, and we look ahead to the next l e v e l of d e v e l o p ­
ment. W e establish goals re lat ing to that next l e v e l , and we seek 
ways of assist ing individuals in accomplishing those goa l s . W e e x ­
pect and plan fo r change. 

W e don't accomplish change through random kinds of group act ivi ty , 
because i t se ldom suits each individual person. Applying d e v e l o p ­
mental concepts, there is emphasis on what each person ' s speci f ic 
developmental needs a r e , and planned approaches to enhance d e ­
velopment. It is quite a different way of looking at people who a re 
mental ly re tarded, in contrast to the disease o r deviance or ien ta­
tion. It certainly isn ' t a "can't d o " kind of orientation, is i t ? I t 
i s a "can do, " because this individual has achieved his present 
l e v e l of development. W e a re looking ahead to the next step, but 
we a re a lso looking at what he is present ly able to accomplish . 
What does the diagnosis of microcephaly do to help in planning an 
individual 's p r o g r a m plan? Is that useful? Would anyone be able 
to plan a p r o g r a m for someone using a diagnosis of microcephaly ? 
Down's Syndrome? Whi le a cl inical diagnosis m a y be important for 
some aspects of health care within the I P P , the diagnosis alone does 
not convey the kind of knowledge necessary to facil i tate the individual 's 
developmental p r o g r e s s . 

N o w le t m e ask, Who i s the developmental specia l is t on the in te r ­
disc ipl inary p r o g r a m t eam? Is there any one discipl ine that has 
the co rne r on that knowledge ? I be l ieve nurses know a grea t deal 
about growth and development . Others might say psychologis ts know 
about growth and development . Many would say that physicians know 
about growth and development . So we have a number of people who 
can contribute that information to the individual p rog ram plan and 
could a l l be involved equally. I l ike the phrase , " A l l of us is smar t e r 
than each of us. " I think that's the way it ought to be in d e v e l o p ­
mental p rogramming; working together to pool developmental in fo rma­
tion. Integrating this information and applying the expanded knowledge 
base which comes through the participation of s e v e r a l d isc ipl ines , 
w e can do a much better job of individual p r o g r a m planning. 

Basing p r o g r a m d e l i v e r y on developmental needs and goals , w e r e ­
spond to changing needs because we plan for and expect change. 



Anticipating change, we look for it; and we base new planning on the 
changes that occur as a result of our interventions. 

Th i s area is perhaps the mos t c r i t i ca l aspect in residential p rogramming , 
provid ing exper iences that a r e goa l - re la ted rather than having things 
"just happen. " If w e a re concerned about increasing the individual 's 
abil i ty to pe r fo rm act ivi t ies of daily l iv ing independently, we have to 
specify what those specif ic act ivi t ies and behaviors ought to be. What 
is it we expect in t e rms of measurable , observable change in the i n ­
dividual 's abil i ty to pe r fo rm in a speci f ic ac t iv i ty? Then we must d e ­
v i se a method to support the development of that abil i ty and create the 
environment to support that method. 

Planned interventions must be consistently exper ienced . The re must 
be accountability among those who d e l i v e r the p rog ram to provide sus ­
tained input to achieve the goa l . 

In developmental ly oriented p r o g r a m s , planned exper iences a re d i rec ted 
toward helping individuals increase their control of the environment. 
Consider the difference in one aspect of control between someone who 
must be fed each mea l and the individual who has learned to eat independ­
ently. If someone is feeding you, they should consider how you l ike to 
eat your mea l . Perhaps you l ike to eat desser t f i r s t because it tastes 
best when you a re the most hungry. But suppose you a re being fed by 
someone who thinks that's a t e r r ib le thing to do, and you get desser t 
only after everything e l se is eaten. Increasing control of the env i ron­
ment includes the opportunity to make choices and re la tes to even such 
smal l events as eating, as w e s t r ive to develop the competency of each 
individual. 

It is not uncommon to find resis tance to the concept of the individual 
p r o g r a m plan because these plans appear to be , and can be, a lot of 
work . It does take t ime to develop an adequate plan. Some people w i l l 
say, " W e spend al l this t ime planning and wr i t ing it down; we just don't 
have any t ime to work with the residents any m o r e . A l l you want m e 
to do is come to these meet ings and talk, and there are those residents 
out there , wait ing fo r me to come out and work with them" If we a r e 
r ea l l y going to individualize the s e r v i c e and p rov ide developmental ap ­
proaches , we must have a plan. The resident cannot be expected to 
p rov ide daily di rect ion on how care is to be g iven . Individual abi l i t ies 
and needs a re expressed through the plan and direct ion is avai lable to 
a l l who part icipate in that individual 's p r o g r a m . 



Have any of you been in the hospital l a t e ly? T h e r e a re many d i s ­
quieting things about being in a hospital , apart f rom being sick. The 
patient must re la te to many personnel who change f rom day to day. 
P e o p l e have days off, o r they work different shifts. You just kind of 
get things set t led, somebody knows you l ike certain things — le t ' s 
say you l ike Sanka instead of coffee . Y o u have been able to get 
people or iented to that by sending them back to the kitchen fo r Sanka 
when coffee comes on your t ray. H o w e v e r , this morning there is 
another unfamil iar staff person and you have to go through the same 
p rocess again in express ing individual p re fe rence . The individual 
p r o g r a m plan, if avai lable in wr i t ing and communicated to a l l who 
work with you, would save that energy and reduce frustration l e v e l s 
for a l l concerned. Th i s is v e r y significant fo r the clients w e s e r v e , 
who often cannot p rov ide verba l direct ion for c a r e - g i v e r s and need 
to use their ene rgy in m o r e constructive ways . 

The establishment of defined p r o g r a m groups, and the consistent a s ­
signment of staff to those groups, a r e essent ial components in the 
development and application of the individual p r o g r a m plan. Any r e s i ­
dential s e r v i c e must consider that in its basic organizat ional plan. 
It must be done for consistency and continuity and to support the 
formation o f the res ident ' s personal attachments with significant c a r ­
ing persons . Se rv ice d e l i v e r y individually ta i lored fo r each resident , 
not gea red to the lowes t common denominator o r designed so as to be 
institution-supporting, w i l l be grea t ly facil i tated. 

Even with stable groups and regula r ly assigned staff we cannot have 
consistency without a wri t ten p r o g r a m , provid ing continuing o r ien ta ­
tion to staff about what w e a re t rying to accomplish with this individual. 
What a r e the goals that have been es tabl ished? How have w e decided 
to accomplish those goals ? What can w e te l l those who are going to 
work with the c l ient in the future about what we have been do ing? O n ­
going documentation w i l l r epor t what has happened in the past as w e l l 
as p rov ide information about the present plan. L e t me g ive you an e x ­
ample . W e have decided that it would be appropriate to w o r k on the 
acquisition of two words during the next month with a cer tain individual. 
Th i s could w e l l be a shared goal among Speech, Education, A c t i v i t i e s 
and Resident L i v i n g staff. Eve ryone who contacts the resident should 
be involved to faci l i ta te the individual 's express ion of these words and 
a wr i t ten plan p rov ides the tool fo r sharing this informat ion. T h e 
exis t ing resources a re mob i l i z ed in a m o r e meaningful way . H o w e v e r , 
suppose that Education decided the words should be " r e d " and " g r e e n " 
and A c t i v i t y S e r v i c e decided on "ba l l " and " run ," and another group 



decided on another two w o r d s . T h e r e goes the interdiscipl inary approach. 
It i s poss ib le that the resident might increase his vocabulary, but it is 
a l so poss ib le to diminish the effect of training. The resident becomes 
frustrated and l ess capable. W e must establish p r io r i t i e s through the 
interdiscipl inary approach. Th i s may involve considerable discussion 
and even a few arguments about what is mos t important fo r the ind iv id­
ual. During this p roces s some people become v e r y threatened. 

Dif ferences should be r e so lved through interdiscipl inary discussions and 
a consensus can be reached, o r perhaps even a truce occas ional ly , so 
that the group w i l l continue talking to each other when p r io r i t i e s become 
confused. Otherwise the resident is going to suffer. W e must indiv id­
ual ize the p r o g r a m and develop staff cooperat ion. Staff must work wi th ­
in the p r i o r i t i e s coopera t ive ly established and seek to improve them when 
necessa ry . 

M o r e objec t ive treatment of the resident is a l so facil i tated through the 
p r o g r a m plan. Subjective identification, in the m o r e e x t r e m e sense , can 
in te r fe re with ef fec t ive p rog ramming . I think of the fos ter grandmother 
who continually sl ips i c e c r e a m cones to the res ident on a 1,000 ca lo r i e 
diet . You know that's v e r y w a r m and v e r y lov ing , but i t doesn' t help the 
resident achieve a goal of a spec i f ic weight by a certain t ime . W e can 
p rov ide objec t ive treatment of the resident through this sys tem of o r ­
ganizing and setting p r i o r i t i e s and establishing goals so that the ind iv id­
ual 's p r o g r a m isn't whims ica l . 

The plan a lso s e r v e s as a r eminder — w e know continuously what needs 
to be done because w e have something in wr i t i ng to r e f e r to. Staff t ime 
is used developmental ly , working toward goal achievement ra ther than 
engaging in random kinds of ac t iv i t i e s . W e a re measur ing p r o g r e s s b e ­
cause w e a re looking fo r ev idence of goal achievement . Th i s factor 
i s a lso helpful to people who have responsibi l i ty for supervis ing the work 
of o thers , looking at the whole p r o c e s s of p r o g r a m d e l i v e r y . How do 
w e know whether o r not the efforts of staff a r e e f f e c t i v e ? A r e w e r ea l ly 
helping the c l i en t? Is eve ryone contributing? 

W e can look at staff pe r formance v e r y ob jec t ive ly , in t e rms of the i n ­
dividual p r o g r a m plan. The supervision of d i r e c t - c a r e staff is a l so 
much e a s i e r when there a re speci f ic kinds of ac t iv i t i e s , goa l -d i r ec t ed 
ac t iv i t i e s , for them to fo l low. Because they par t ic ipate in p r o g r a m 
planning there i s a lso a g r ea t e r l ike l ihood that they w i l l p e r f o r m the 
ac t iv i t i es desc r ibed within the plan. 



A c c o r d i n g to both federal and voluntary standards, representing 
quality s e r v i c e s , individual p rog ram planning begins when the 
client enters the s e r v i c e sys tem and is evaluated by an in te rd isc ip­
l inary team. F o r residential s e r v i c e s , this is the pre -admiss ion 
evaluation. The post-admission r e v i e w and update i s required wi th ­
in one month in both I C F and A C / F M R standards. The specif ic 
developmental needs must be identified and expressed in behavior ­
al t e r m s . The treatment, training and habilitation object ives a re 
also established in behavioral t e rms . The p r o g r a m designed to a-
chieve those object ives must be v e r y specif ic and detailed; and wi th ­
in one y e a r , r e v i e w of the response to the p r o g r a m and new p r o g r a m 
planning must occur . F o r children, and others whose needs a re 
changing rapidly, the r e v i e w should be conducted m o r e frequently. 
Each full r e v i e w requi res a new statement of objec t ives and a new 
statement of ac t iv i t ies d i rec ted toward the achievement of the o b ­
j e c t i v e s . W e ' r e talking about a dynamic treatment and habilitation 
p r o g r a m , quite different f rom the custodial "until death us do par t" 
p r o g r a m . 

Why did the individual need this residential s e r v i c e ? When those 
needs have been me t and the des i red outcomes have been a c c o m ­
plished, a l ternat ive l iv ing arrangements should be provided . 

Within the o v e r a l l individual p rog ram plan, there w i l l a l so be sub­
p r o g r a m plans. F o r example , Resident L i v i n g Se rv ices would d e ­
velop a detailed plan relat ing to the act ivi t ies o f dai ly l iv ing, e n c o m ­
passing a l l segments of the 24-hour day when the resident isn ' t 
p r o g r a m m e d in another spec ia l ized s e r v i c e , such as Education, 
Speech Therapy , e t c Each of these s e r v i c e s would also have sub­
p r o g r a m plans. All of these plans must be congruent with the 
o v e r a l l plan. Plans within each s e r v i c e should identify the t ra iner , 
the objec t ives (detai led and behavioral ) the schedule, the techniques 
o r the method to be used, and the p r o g r e s s data to be col lec ted . 
R e v i e w of these plans must be conducted at leas t monthly by a qual i ­
fied profess ional staff m e m b e r . That person moni tors each of the 
p r o g r a m units within the total individual p r o g r a m plan. 

The individual p r o g r a m plan should mee t certain c r i t e r i a . It must 
be speci f ic to the individual. It must be rea l i s t i c and comprehens ive , 
relat ing to the total assessment of the person. It must re f lec t the 
abil i ty of the fac i l i ty and the resident to accomplish the plan - that 
i t must be reasonable . That m a y ra i se the question - what is r e a ­
sonable? T h e plan must be reasonable in t e rms o f the ene rgy of the 
individual, his abi l i ty to cope with the p r o g r a m and reasonable in 
t e rms of the resources to be used. 



A l l goals and p r o g r a m s need to be developed using understandable t e r m s , 
so that everyone can comprehend. T h e r e a re certain complex t e rms 
which become a par t o f the normal vocabulary of exper ienced staff b e ­
cause of their l e v e l of sophistication. H o w e v e r , these t e rms may not 
be understandable to parents o r new staff, and the plan needs to be under­
stood by a l l . T h e plan must a lso be current - that i s , re f lec t ing current 
assessment , current conditions, current abi l i ty of the resident , current 
abi l i ty of the faci l i ty . Goals should be measurable , attainable with 
ef for t , sequentially okay, consistent with the assessments , r ea l i s t i c and 
reasonable . Goal setting should be done careful ly and thoughtfully, b e ­
cause these a r e the defined behaviors that r e sources w i l l b e applied to 
accomplish . 

The approach defines the method, individualizing how i t i s to be ca r r i ed 
out with and for the cl ient . The approach must assign responsibi l i ty 
for who w i l l do i t , when i t w i l l be done, where it w i l l occur and the data 
to be co l lec ted . Th i s structures the documentation necessary for e v a l ­
uating what the method is accomplishing. P r e s e n t federal standards 
requi re that there be a qualified mental retardation profess ional ( Q M R P ) 
assigned to moni tor the p r o g r e s s of each resident . 

Th i s person can come f rom a va r i e ty of profess ional discipl ines but 
must also have special preparat ion in mental retardation o r at least one 
y e a r of exper ience in the f ie ld . The Q M R P can be a nurse, a p s ycho l ­
ogis t , a socia l w o r k e r , physician, a therapist o r an educator. The Q M R P 
must moni tor the individual and his o v e r a l l p r o g r a m plan to assure ap ­
propr ia te ac t ive treatment. 

Who part ic ipates in interdiscipl inary p r o g r a m planning? One example 
drawn f rom a residential faci l i ty included a physical therapist , who also 
s e r v e d as chairperson for the group; the physician; the unit p r o g r a m 
coordinator; a nurse; three aides who consistently work with the resident ; 
the ac t iv i ty therapy assistant; two teachers ; the w o r k ac t iv i ty therapist; 
and a s ec re t a ry . N o w that l i s t could have va r i ed , depending upon the 
needs of the individual resident . The in terdisc ipl inary commit tee d e ­
ve lops both sho r t - t e rm and long - t e rm goals and assigns accountability 
fo r them. It is a l so mos t appropriate for parents o r surrogates to 
part ic ipate in the development and r e v i e w of the individual 's p r o g r a m 
plan. If they cannot attend the plan should be communicated to them as 
soon as poss ib le . 

Within the res ident ia l setting there should a lso be a detai led resident 
l iv ing plan, descr ib ing daily l iv ing ac t iv i t ies which a re the responsibi l i ty 



of the d i r ec t - ca r e staff involved in that individual res ident ' s p r o ­
g r a m . T h e health ca re plan may be integrated within the res ident -
l iv ing plan, including goals and interventions to promote a pos i t ive 
health status. 

How many goals should there be, e i ther in the o v e r a l l in te rd i sc i ­
pl inary plan o r in the individual p r o g r a m units? W e find that too 
many goals create p rob lems and confusion. P r i o r i t i e s must be set 
so that pertinent goals a re thoroughly communicated and r e c e i v e 
specif ic attention. Monthly r e v i e w of the total ef for t by the Q M R P 
and pe r iod ic discussion of needs and necessary rev is ion of the total 
plan by the interdiscipl inary group should assure that quality s e r v i c e s 
a r e provided . That i s the responsbi l i ty we are charged with fo r each 
and e v e r y person w e s e r v e . A s the Pres iden t ' s Commit tee on Mental 
Retardation has sa id , "In spite of a l l the ideas and al l the technology 
and atoms in the w o r l d , i t a l l comes down to teaching one individual 
at a t i m e . " 



Environmental Issues 

George Gray 
I want to focus upon five principle points in this paper and recommend 
NARC action relative to the issues. I may be straining to cover all 
five under environmental issues, but they do represent concerns I 
have developed through association with mental retardation on one 
hand and nursing home operation on the other. 

The five points concern: 

1. The effect of the 1967 edition of the Life Safety Code upon spatial 
relationships and the consequent impact upon interpersonal re­
lationships. 

2. The need for programs for various use groups of skilled nursing 
homes and appropriate housing for those programs. 

3. The generic skilled nursing home as opposed to the facility 
specializing in service to the mentally retarded as the appro­
priate way to go. 

4. Subjective versus objective criteria for admission and retention 
in a SNF and what to do about it. 



5. The pr iva te sec tor as a f lexible instrument for SNF s e r v i c e d e l i v e r y . 

Whi le nursing home companies o r associat ions p rov ide o r l i s t near ly 
e v e r y type of resident ial o r domic i l i a ry care under their sponsorship, 
m y remarks a re confined to ski l led nursing homes as a r e defined in 
regulations fo r federal T i t l e X I X funding. Some of the points I wish to 
s t r e s s , i . e . code applicabil i ty, a r e as significant for some of the other 
p r o g r a m s . 

His to r i ca l ly , man constructed building with v e r y s imple spatial r e la t ion­
ships. T h e r e w e r e a number of rooms o r spaces access ib le one f rom 
another and various different functions, often multiple functions, w e r e 
assigned to each space. Since access to one function might t r ave r se the 
space of a v e r y disparate function, there was a lways , even in the mos t 
e laborate o f pa laces , the poss ibi l i ty of accidental o r del iberate conflict 
of interest . 

A fa i r ly recent example of this kind of building is the palace at V e r s a i l l e s . 
Groups of r ooms w e r e designated as the apartment o f one person, o r 
fami ly , e t c T h e s e r o o m s , even to o rd inar i ly pr iva te r o o m s , w e r e not 
f ree f rom intrusion by outsiders because one neve r knew who was going 
through a bedroom, fo r example , to ge t to the next r o o m . T o assure 
p r i v a c y , there we ren ' t l ight gauze curtains around the bed, there w e r e 
rea l drapes . 

V e r s a i l l e s had v e r y s imple spatial relat ionships. One moved d i r ec t ly 
f rom a space of one function to another. But our health fac i l i t ies of t o ­
day have highly structured spatial relat ionships. W e have a separate 
space fo r each function, and all of these separate spaces a r e linked by 
c o r r i d o r sys tems . Th i s is a comple te ly different spatial organizat ion. 
What happened then in the serendipitous o r catastrophic relationships 
that developed in V e r s a i l l e s , depending on who happened to wander 
through and what their intent w a s , i s quite different f rom that which hap­
pens now in the modern hospital . Now you find a fee l ing of t e r r i t o r i a l ­
i ty in the patient r oom and some respec t fo r the individual 's personal 
space despite his vulnerabi l i ty due to i l lness . Just outside the door i s 
a host i le environment—the environment of the c o r r i d o r sys tem. T h e r e 
pass people who want to c o m e in and st ick needles in you, rubber­
necking v i s i to r s and other passing by, a l l kinds o f car t s and co rpses , 
e t c . ; a fee l ing o f isolation and vulnerabil i ty resul ts , as i s p re t ty w e l l 
known to a l l o f us . 



Some o f our o lder health faci l i t ies used to have , and I presume a few 
s t i l l do , s leeping rooms for s ix o r eight individuals—a kind of sup­
por t ive socia l mi l ieu developed in such spaces despite the re la t ive 
intrusion upon personal space. The o lder occupants would be in te r ­
ested in knowing who the next customer would be and if he o r she 
would be compatible with the group. T h e y would develop opinions 
about how much better this room o r ward was f rom the next one, and 
so on. T h e comarader ie that developed had a pos i t ive value because 
i t a l lowed fo r a to lerable l e v e l of interpersonal action and react ion. 
Y e t , today a hospital cannot be built l ike that nor can a nursing home . 
Customs, standards and economics of operation mandate in hospitals 
usually no m o r e than two to a r o o m with the overwhelming p r e f e r ­
ence of individuals f o r a s ingle r o o m to pro tec t their own p r ivacy . 
Nurs ing homes a re built up to four to a r o o m in some instances, 
with the major i ty running two to a r o o m . Sti l l , the individual patient 's 
p re fe rence would be for a s ingle r o o m . N o w suppose we w e r e l o o k ­
ing fo r the situation that afforded the personal space and t e r r i to r i a l i ty 
of the s ingle r o o m o r perhaps two to a r o o m at the mos t , and ye t the 
smal l group interpersonal relationships that developed in the old 
hospital ward . W e might find this in a "c lus ter ing" o f spaces with 
s imple spatial relat ionships, patient r o o m s opening to a shared o r 
communal use space, then these clusterings o r apartments linked to 
necessa ry s e r v i c e s and other c lusters through a c o r r i d o r sys tem. 
T h i s would, in effect , combine some of the spatial relationships 
found in V e r s a i l l e s with the m o r e highly organized c o r r i d o r sys tem 
taking advantage of each where appropr ia te . Such a design would af­
ford the p r i v a c y , smal l group interact ion, supportive of patient hu­
man needs and the organizat ion for appropriate administration of 
s e r v i c e s and fo r safety. 

Our nursing homes a re tied by law, by federa l operational funding and 
by state regulation in mos t states to the L i f e Safety Code of the Na t ion ­
al F i r e P r o t e c t i v e Assoc ia t ion . Th i s par t icular code is o f importance 
to us when w e a re dealing with human s e r v i c e s because i t is wri t ten 
f rom the objec t ive of saving human l i f e . Other codes had as their 
beginning the objec t ives of p r e s e r v i n g a community o r p r e s e r v i n g 
the investment in the building, but this code i s designed with a speci f ­
i c focus o f concern for human l i f e . 

N o w , you probably know, and i f you didn't, I hope you w i l l r e m e m b e r 
that the l eg i s l a t i ve authorization that enables the 2 .5 bi l l ion do l l a r s 
of expenditure in behalf of health ca re sys tems under T i t l e X I X ci tes 
the requis i te addition of this code as applicable in this country, the 



1967 edition. The '67 edition specifies the high structured spatial organ­
ization that I was referring to earlier. The 1970 and 1973 editions, how­
ever, read as follows: 

"Paragraph 10-12-33. Every institutional sleeping room, 
unless it has a door opening to the ground, shall have an 
exit access door leading directly to a corridor which leads 
to an exit. One adjacent room, such as a sitting or ante­
room, may intervene if all doors along the path of exit 
travel are equipped with non-lockable hardware, except as 
provided in 10-12-42, and this intervening room is not 
intended to serve more than eight institutional sleeping 
beds." 

We find, then, in an updated edition of this code, an opportunity to cluster 
spaces in such a way as to lessen the isolation and dehumanization char­
acteristics of our health institutions and to strengthen small group rela­
tionships with the benefits that flow therefrom. 

Architectural criticism of residential institutions for the retarded has 
been, for a decade or more, reflecting a need for consideration of en­
vironmental factors such as this as important to support the development­
al process in the retarded residents. Now we see need to apply the same 
logic in health care facilities providing services to others. Interesting­
ly, although this position relative to codes is taken from the vantage-
point of enhancing program objectives, the same conclusion, i. e., that 
the '73 code should supersede the '67 edition in law, has been voiced by 
Senator Frank E. Moss.* The view of the subcommittee, chaired by 
Senator Moss, was taken regarding hazards and abuses found in nursing 
homes. 

The challenge before NARC, t he re fo re , is to press Congress for deletion 
of the specific citation of the 1967 edition of the Code in the basic law and 
to permit regulations promulgated by the Department of Health, Education 
and Welfare to indicate the applicable codes and editions of codes, so that 
environments in SNFs can be supportive to all residents, including the 
retarded. Editions can foe changed over time as experience causes the 
Secretary and the Department o f H E W to deem it appropriate. 

Nursing Home Care in the United States: Failure in Public Policy. 
Prepared by the Subcommittee on Long Term Care of the Special Com­
mittee on Aging, United Stated Senate. 



Point N o . 2. F r o m the newspaper repor ts I can only conclude that 
one of the universal findings in our country is that nursing homes 
lack adequate p r o g r a m s . T h e regulations and funding for nursing 
homes under T i t l e X I X a re biased toward meet ing somat ic care 
needs, and in the better nursing homes these needs w i l l be quite 
w e l l me t , but nursing homes a re being used for a wide var ie ty of 
individuals with needs that extend w e l l beyond those o f somatic 
ca re . I ' d l ike to read to you a br ie f quotation f rom a statist ical 
note, N o . 107, f rom H E W . Th i s happens to r e f e r to "Pat terns of 
Use of Nursing Homes by the A g e d Mental ly I11 , " but the point is 
applicable h e r e . "The reduction in the numbers of e lde r ly persons 
resident in o r admitted to inpatient psychia t r ic s e r v i c e s , pa r t i cu la r ­
l y state mental hopsi tals , in recent y e a r s appear not to have shifted 
the locus of ca re of these persons to community based psychiat r ic 
fac i l i t i e s , community mental health centers and other outpatient 
psychia t r ic s e r v i c e s to any grea t deg ree . Instead, they have been 
accompanied by substantial increases in the number of mental ly 
i l l and mental ly disturbed residents in nursing and personal care 
h o m e s . " And, then farther on Frankfarther , * r e f e r r ing to these 
same data, postulated that the mos t probable interpretation is that 
we obse rve the e m e r g e n c e of a new pattern in custodial ca re for 
the e l d e r l y mental ly i l l . B y this he meant that there appears to be 
disproport ionate ut i l izat ion of homes offer ing personal ca re only to 
those e lde r ly being t ransfer red f rom mental hospitals . T h i s , along 
with documented evidence o f the re la t ive absence of psychia t r ic 
training for nursing home personnel , lends weight to the in terpre ta­
tion of emerg ing custodial ism. And to the extent that this is true 
for the mental ly i l l , it would at leas t be , and I would suspect doubly 
so , for the menta l ly re tarded. T h e point I am making is that the 
funding mechanisms for p r o g r a m s in nursing homes a re speci f ic 
only to the somat ic needs o f the population in res idence . W e are 
developing, howeve r , a recognit ion of the differentiation within the 
SNF population with needs that go beyond that somatic ca re and 
should r ecogn ize the need fo r p rog ramming to m e e t those other than 
somat ic ca re p r o g r a m needs. W e ei ther have inadequate o r under­
u t i l ized funding s t reams to mee t those p r o g r a m needs. 

* Dwight Frankfar ther , "Background and Pos i t ion P a p e r on Mental 
Health Care fo r the E l d e r l y " , National Institute fo r Mental Health. 



I w o u l d s u g g e s t that N A R C give e m p h a s i s to the identification of a p p r o ­
priate m e c h a n i s m s for funding of the p r o g r a m n e e d s for the mentally-
r e t a r d e d in n u r s i n g h o m e s a n d to c o n v e y information w i t h r e g a r d to 
a c c e s s to funding s t r e a m s to n u r s i n g h o m e s that will be a c c o m m o d a t i n g 
the m e n t a l l y retarded. T h i s is m u c h less a p r o b l e m in the intermediate 
c a r e facilities for the m e n t a l l y r e t a r d e d since the regulations a l r e a d y 
incorporate the p r o g r a m features w h i c h , a s y o u a l r e a d y k n o w , a r e in­
c r e a s i n g the costs there a b o v e cost levels in skilled n u r s i n g h o m e s . 

T h e c o n s e q u e n c e of lack of recognition of p r o g r a m n e e d h a s b e e n that n o 
s p a c e h a s b e e n p r o v i d e d in construction p r o g r a m s for skilled n u r s i n g 
h o m e s for m e e t i n g s u c h p r o g r a m n e e d s . T h e p r o g r a m s p a c e o n e finds 
a r e those authorized u n d e r Title X I X . A s a result, w e find inadequate 
s p a c e allocations for the kinds of p r o g r a m s that will be n e e d e d b y the 
m e n t a l l y r e t a r d e d . 

A l b e r t K u s h l i c k * recently r e p o r t e d o n his study of c o m m u n i t y n e e d s , 
particularly o n n e e d s in skilled n u r s i n g c a r e facilities, s h o w i n g that in 
the population of the service a r e a w h e r e i n h e w o r k s in S o u t h e r n E n g l a n d 
( w h i c h could b e d e e m e d to b e a c o m m u n i t y ) the n u m b e r s of individuals 
requiring skilled n u r s i n g c a r e w e r e so f e w in p r o p o r t i o n to the like n e e d 
of the total population a n d the r e s o u r c e s available to m e e t the S N F n e e d s 
s o m e a g e r that b y n o stretch of the imagination could h e a s s u m e a s e g ­
r e g a t e d service for the m e n t a l l y retarded. It's e a s y to o v e r l o o k the fact 
that the c o m m u n i t y n e e d s m a y not be appropriately reflected if w e ' r e 
thinking in t e r m s of specialized service. I w o u l d p u t to y o u the p r o p o s i ­
tion that if w e begin w i t h a n y conceivable realistic definition of w h a t the 
c o m m u n i t y is, that w e will also d r a w the conclusion that the w o r k l o a d is 
inadequate to the segregation of the r e t a r d e d in this type of service. 
T h e r e f o r e , it is e x t r e m e l y i m p o r t a n t that w e look at the funding, the 
regulations, the l a w s , the c o d e s a n d the training of p e r s o n n e l in the 
skilled n u r s i n g c a r e field a n d find w a y s of m a k i n g those r e s o u r c e s g e n -
erically available to the m e n t a l l y r e t a r d e d . 

T h e fourth point I w o u l d like to stress relates to service c h a s i n g the d o l ­
lar. O t h e r s h a v e s p o k e n of the inappropriateness of p l a c e m e n t of in­
dividuals in n u r s i n g h o m e s , p e r h a p s in s o m e states m o r e than others. 
I w o u l d s u b m i t to y o u that o n e of the principal r e a s o n s for this is that 



there a r e no object ive federa l c r i t e r ia for admission o r retention 
of individuals in ski l led nursing homes funded under T i t l e XEX. 
What should we expec t? W e ' r e s truggling with the fomulation and 
functioning of util ization r e v i e w commit tees to evaluate subjective 
judgments re la t ive to admission o r continuation of s e r v i c e . T h i s 
is a kind of backdoor way to c o v e r the p rob lem that could be a d d r e s ­
sed ra ther s imply and d i r ec t ly if object ive c r i t e r i a w e r e avai lable 
to p rov ide a basis fo r judgment. 

H E W now requires wri t ten c r i t e r i a o r standards f o r judgment of 
the uti l ization r e v i e w commi t t ee . Th i s i s a step in the r ight d i ­
rect ion. Some states a r e developing objec t ive c r i t e r i a which a r e 
optionally usable by such commi t t ees . 

I think the mental ly re tarded a re par t icu lar ly susceptible to inappro­
pr ia te p lacement in nursing homes because a l o w e r l e v e l of inte l lectu­
al functioning is often associa ted with the kinds of physical needs 
that, in turn, a r e usually associated with nursing l e v e l c a r e . 

C r i t e r i a which may be considered usually c o v e r the fo l lowing c a t e ­
g o r i e s : 

1. Bedfastness 

2. Incontinence 

3. Var ious ski l led nursing interventions 

4. Var ious sk i l led therapy interventions 

5. Functional status 

6. Mental status 

7. Other disabi l i t ies 

Only two of these ca tegor ies should, in and o f themse lves , constitute 
sufficient justification fo r the d e g r e e of health ca re in a S N F . T h e 
circumstance to be avoided is the associat ion of "mental status" 
with "functional status" and poss ib ly "incontinence" as a basis f o r 
p lacement of an individual who i s mental ly re tarded. 

What should N A R C do in this situation? I would l ike to see N A R C 
develop a posit ion with r ega rd to admission c r i t e r i a for nursing 
homes including objec t ive c r i t e r i a to be applied for the mental ly r e ­
tarded. Hopefully, with se lec ted objec t ive c r i t e r i a avai lable to 
apply in the c i rcumstance of admiss ions o f menta l ly re tarded persons 
to S N F s , many inappropriate placements will be avoided . 



Now for m y last point. I would l ike to r e f e r br ief ly to m y exper ience with 
development' of both a ski l led nursing home and an intermediate ca re f a c i l ­
i ty . These happen to be for the e lde r ly , but I think the examples a re 
pertinent and the conclusions should be pertinent. In 1967, there w e r e 
f ive o f us who sat down together in Whitehall , N e w Y o r k , and decided that 
i t would be apppopriate to develop a continuum of care for the e lde r l y . 
Our group expanded to 15, incorporated, and o v e r the next s ix y e a r s , 
and after a grea t deal of s t ruggle with bureaucratic red tape in N e w Y o r k 
State ( i t ' s quite different to be on the outside t rying to work with the 
sys t em) , we w e r e in business. W e opened the nursing home in 1973. 
In fact, about three weeks ago w e had our second anniversary par ty . 

In the course of development , w e had to demonstrate to the Health Depa r t ­
ment the marketabi l i ty of the s e r v i c e and justify the need. A state 
agency does not have to do this if it decides ei ther to rebuild an institu­
tion o r to build a new institution, although it goes through a justification 
of sor ts in o r d e r to secure appropriations f rom the execut ive and l e g i s ­
la t ive branches of government . 

The unfortunate consequence of the re la t ive f reedom of a governmental 
agency to escape f rom marketabi l i ty justification is that such s e r v i c e s 
as a re offered tend to preempt opportunities that may exis t for p r e f e r r e d 
options and a higher standard of l iv ing for the individuals in res idence . 

W e opened up, as I said, in 1973. Within s ix months we w e r e in full 
operation. Example after example comes to m e , not only within the state 
where I work , but in other states, that this eff ic iency in s tar t up is not 
the case fo r s tate-operated fac i l i t i e s . Wha teve r the reason, soc ie ty gets 
vast ly l e ss efficient util ization of fac i l i t ies constructed with public money 
and operated by public agenc ies . I submit this i s another reason to look 
to the pr iva te sec tor in s e r v i c e d e l i v e r y . 

In the course of designing the building, w e found that we w e r e about three 
o r four beds o v e r the count w e w e r e supposed to have . Of course , in a 
state institution that would delight the bureaucracy because they ' re a lways 
looking for m o r e space. In our case , w e had to de l ibera te ly construct 
part i t ions to prohibit the p lacement o f beds and to avoid exceeding the 
count of beds for which we had approval . The pr iva te s e r v i c e corporat ion 
cannot take l ibe r t i e s with s e r v i c e quantitatively. 

A f t e r about a y e a r of operat ion, the Health Department was e x t r e m e l y 
c r i t i ca l of the maintenance o f medica l r ecords because the physicians 
s imply did not complete their notes . Despi te repeated warnings , this 



condition pers i s ted . W e had 13 physicians providing s e r v i c e in both 
the ski l led nursing home and the health re la ted ca re fac i l i ty and among administrative 
the al ternat ives to so lve this p rob lem we e lec ted the fol lowing. W e flexibility 
notif ied a l l the physicians that they would not longer have staff rights 
in our fac i l i t i es . W e contracted with a group of four physicians to 
p rov ide the s e r v i c e and v e r y spec i f ica l ly outlined their obligations 
in a contract. Since then our medica l r ecords have been comple te . 
The s e r v i c e to the patients has been good and evaluation by the Health 
Department now prov ides us with a clean r eco rd . N o w , if w e w e r e a 
state faci l i ty , the physicians would be cove red by c iv i l s e r v i c e , and 
we couldn't have d ismissed them if we wanted to. But even m o r e i m ­
portant than that, we couldn't have influenced the choice of medica l 
p rac t i ce because of the specia l r e s e r v e p r i v i l e g e s al located to one 
special group of profess iona ls . H e r e w e w e r e , a banker, an archi tect , 
a c le rgyman , a man who runs the i ce company and others deciding 
that he r e in an area where we w e r e getting inadequate s e r v i c e we 
had to cut and run, do something to improve s e r v i c e and make it 
appropriate "darn" soon, as w e could i l l afford the loss of the m i l ­
l ions of dol la rs r e c e i v e d through T i t l e X I X re imbursement . So we 
did it . T h e r e ' s a grea t deal m o r e f lexibi l i ty in dealing with pe r son­
nel p rob lems in the pr iva te sec tor . 

Our Board decided v e r y ea r ly that we would not r e fe r people away 
f rom the faci l i ty because of abnormal behavior patterns. W e e lec ted administrative 
to seek, instead, support of our mental health board (this re la tes structure 
to the par icular structure for administration and mental health s e r v ­
i ces in the State of New Y o r k , but it fo rms a pattern which would be 
applicable anywhere) , bas ica l ly for three things: 1) p rope r evalua­
tion and placement of individuals; 2) training of personnel to deal 
with the behavioral p rob lems that would occur; and 3) the funds for 
the additional p r o g r a m support needed to maintain people who did 
have mental p rob lems in our fac i l i ty . Based on those three points, 
we expected our staff to fo l low through. W e found a superv i so ry 
staff m e m b e r was not fol lowing the po l i cy of the Board . She was 
sl ipping the people out the back door and into other placements when 
they didn't act "n ice . " So, w e le t h e r g o . W e h i red somebody e l se 
and got s e r v i c e s back on the t rack we wanted. 

W e contract out our food s e r v i c e . A food s e r v i c e company runs our 
kitchen and p rov ides the s e r v i c e . The inspector found that the hand­
washing fac i l i t ies w e r e not kept clean. The kitchen was spot less , 
but the lava tory where the employees had to wash their hands wasn ' t 
kept sufficiently clean, and w e got " D " marks f o r that. I t was fa i r ly 



s imple to ca l l the company's attention to the contract they had with us 
and s e r v e them our notice that "within 90 days cor rec t ion would take 
p lace o r they w e r e out." That p rob lem has been cor rec ted as w e l l . 
T h i s kind of f lexibi l i ty is v e r y difficult to achieve within a s tate-operated 
faci l i ty . I 'd ask you to r e f e r back to what we w e r e discussing y e s t e r ­
day with r ega rd to the locus of establishment of standards, of l icensure , 
of funding, of evaluation, and o f s e r v i c e , and note that if there is an 
appropriate ro l e for government in some of these, perhaps the N A R C 
would be interested in advocating the r o l e of the p r iva te sec to r within 
this constellation of s e r v i c e s so that a check and balance within our 
sys tem is adequately developed. 



Family 
Involvement 

Kathryn Gorham 
L e t m e identify m y s e l f a bit. I am the parent of f ive daughters, one 
of whom is of specia l in teres t to this group because she i s v e r y 
s e v e r e l y re tarded. L e t m e descr ibe he r further. Beck ie sat at age 
two; she walked at age s ix . She i s now almost 14. She has no speech; 
she is par t ia l ly to i le t t rained. She is learning to feed hersel f , but 
is not ye t at the point of loading the food onto the spoon, although she 
can c a r r y i t to her mouth and put the spoon in he r mouth. She cannot 
d ress he r se l f nor ass is t in dress ing. She cannot c l imb s ta i r s , a l ­
though, as I said, she can walk. In many respects she is a prototype 
of the re tarded person who w i l l r equ i re intensive ca re and supervis ion 
for the res t of her l i f e . She is l iv ing at home now, attending an i n ­
tensive training p r o g r a m with a staff rat io of one teacher o r aide fo r 
e v e r y two children; so she is a v e r y lucky g i r l , indeed. 

She has had exper ience in residential p lacement . F o r the f i r s t nine 
yea r s of her l i f e I underwent a g rea t deal of p ressure to institution­
a l i ze Beckie - p ressure f rom al l quarters - f r iends , fami ly , e v e r y 
physician that I encountered and f rom public and pr iva te school p e r ­
sonnel. T h e r e was genera l ag reement that the institution was the 
appropriate placement for a child l ike B e c k i e . I was made to fee l 
guilty for not p lacing her . But I did v i s i t the institutions that w e r e 
recommended and found that they were the leas t equipped to help a 
child who obviously needed so very much help. When she was nine 



I developed a disc p rob lem and could not l i f t he r . Beck i e ' s father had 
had a s im i l a r back prob lem for some y e a r s . So with both parents 
"d i sab led , " we fel t we had no choice but to find residential placement 
for her . She went off to a p r iva te residential school , and when she 
did so , everyone applauded and said, "That fami ly has finally come 
to its senses . " But m y back got better , and I brought her home. 

Then, when she was 11 , the fami ly underwent another c r i s e s , and Beckie 
went into resident ial p lacement in the state institution, a new regional 
center with 200 beds, not far f rom where w e l i ved . 

During the y e a r that she was in the state institution I faced a d i lemma. 
I had turned profess ional . I was working fo r the M o n t g o m e r y County 
Associa t ion for Retarded Cit izens as their community relat ions person, 
and I was out preaching the gospel about the importance of the community 
and neighborhoods fo r children, of homes fo r children and of famil ies 
fo r children; and there was m y own child l iv ing in an institution. It was 
a v e r y rea l conflict for m e . I had a lways , in fact, thought that family 
l iv ing was so important for children that I had troubled to adopt a Korean 
orphan. So it was v e r y difficult for m e to see a child, to whom I had 
given birth, in an institution. A l s o , I was an involved parent. I v is i ted 
Beckie frequently. I became the volunteer ombudsman for the institution. 
I had the chance to take many, many second looks at a place which had, 
at f i rs t g lance, looked v e r y good to m e . Sadly I learned that our model 
regional center for the retarded was not exempt f rom mos t of the kinds 
of "institutional-think" that we a re a l l fami l ia r with. It was uncomfortable 
to be so aware that the quality of Beck ie ' s l i fe there was so v e r y much 
l o w e r than that of m y other children. W a s that r ea l l y f a i r ? Simply b e ­
cause she was re ta rded? So she came home and began attending the 

in tens ive training p r o g r a m fo r s e v e r e l y , multiply handicapped children 
run by our A R C . 

T o conclude the account of m y situation as a parent, at present I am w o r k ­
ing fu l l - t ime . T h r e e of m y daughters a r e in c o l l e g e ; one is s t i l l in high 
school . The job of mother ing has become v e r y much l e s s demanding than 
it was in e a r l i e r y e a r s . N o w I m e r e l y operate the control tower to the 
comings and goings of children who, though attending c o l l e g e , s e e m to be 
at home as often as on campus. ( I think that may be the way co l l eges 
manage to stay afloat these days . They send their students home for 
months at a t i m e ! ) 

A s a profess ional I have been dealing fo r the mos t par t with fami l ies of 
children and adults who a r e quite s e v e r e l y re tarded o r who have mult iple 



prob lems and who a re l i v ing at home. Many of them w i l l be candi­
dates for the institution o r for nursing home care , i f such care i s 
ava i lab le , when their famil ies can no longer maintain them. 

A s I talk with these f ami l i e s , it is evident that they a re in a state of 
s t r e s s , perhaps best descr ibed as "chronic" s t ress . Enormous 
ene rgy , both physical and psychic , i s expended on the daily routine 
requi red by their children. The parents tend to lack "survival s k i l l s . " 
Mos t o f the mothers complain that they a r e v e r y t i red . T h e i r p e r ­
sonal wel lbe ing has been pushed way down on the l i s t of p r io r i t i e s 
because their child 's wel lbe ing is m o r e important. Mos t do not 
even have the surv iva l ski l l of knowing when, how o r whom to ask 
f o r help. And community, friends and family a r e not offer ing enough 
help. 

I t soon became obvious that m y main job as Di rec to r of Fami ly and 
Community Se rv ices for M C A R C should be to develop different sup­
por t vehic les for f ami l i e s , ways of helping them learn the surv iva l 
ski l ls needed for dai ly l i f e with a re tarded person, ways of i n fo rm­
ing them about sources of help before the need for help reached the 
c r i t i ca l point, ways o f analyzing their own resources so they could 
be mob i l i z ed . I started the yea r out with what I cal led a "ballpark 
or ientat ion" for parents of young retarded children. A s you know, 
parents a re thrust into the business of having a retarded child wi th ­
out any preparat ion. It is a new ball game for them, and even the 
information about what resources a r e avai lable is not a lways o b ­
tainable, and that can be a ser ious obstacle to getting help as i t i s 
needed. W e dealt with parent-profess ional communication (in p a r t i c ­
ular , parent-physician non-communica t ion! ) , recrea t ion , education, 
resident ial a l ternat ives and, getting down to m o r e personal concerns , 
to the fami ly . W e brought in a m a r r i a g e and fami ly counselor who 
"did his thing" with m y group of 12 mothe r s . His "thing" was to 
u rge them to talk out their angers , their frustrations, their anx­
ie t ies and, indeed, they did. It evident ly fel t v e r y good to them -
so good that they wanted m o r e - and when our s ix - sess ion workshop 
terminated, the fami ly counselor took o v e r and continued fo r 10 
m o r e sess ions . Now these are mothers whose children a re in infant 
stimulation p r o g r a m s o r in preschools where a lot of support, a lo t 
of pos i t ive thinking is avai lable to them. One of the mothers said 
to m e , v e r y frankly, one day, " W e ' r e a l l so t i red of a l l you supportive 
people te l l ing us how grea t it i s to keep re tarded children at home . 
What We rea l ly need is somebody who w i l l l e t us talk about our resen t ­
ment , about what a r e a l l y lousy deal mental retardation i s for us and 
our k i d s ! " 



Another of our workshops involved a consultant who I thought might be 
helpful in teaching mothers how to analyze and mobilize their own per­
sonal resources. He came to us knowing little or nothing about retarda­
tion; most of his work was with business firms, physicians, city mana­
gers, people whose professional lives bring them under too much pres­
sure and whose "person-ness" is in danger of being lost under the 
enormous demands of their work. I had heard Charles Seashore, a 
social psychologist, speak on the radio, and it seemed to me that what 
he talked about - the reordering of one's daily agenda so that pressures 
are tolerable - was an extremely important message for mothers of 
retarded children too. 

When he arrived to talk with our mothers he apologized for knowing so 
little about retarded children or their parents, but went on to tell us the 
kinds of things he did with his usual clientel, under the sound assumption 
that stress is a human problem — not unique to families with retarded 
children. He suggested a tool for helping individuals analyze their own 
"support systems." He drew a diagram that looked something like this: 

Now, in low stress stituations, family members are usually sufficient 
support for each other. Each can go to another for emotional support as 
well as practical support. But in high stress situations, Dr. Seashore 
suggested, the members of one's family may be the least able to offer 



support to one another. Each should have his own "support sy s t em" 
outside the fami ly — people to go to for emotional o r prac t ica l sup­
por t in t imes of high s t ress — not necessa r i ly professional he lpers , 
m o r e l ike ly f r iends, neighbors , acquaintances, people who can o f fe r 
different kinds and l e v e l s o f help fo r different needs. 

I t was somehow a new and rather threatening notion. Most of us a r e 
used to re ly ing on our nuclear family f o r l ow, middle and high s t ress 
situations, and the thought of changing such patterns of behavior takes 
getting used to . But his observat ion cer ta inly seemed val id for many 
of the fami l ies I have spoken with. They lean hard on each other 
under a circumstance which I have descr ibed as one of "chronic" 
s t r e s s , of high vulnerabil i ty to c r i s i s , having a s e v e r e l y handicapped 
child at home. Battle fatigue may be inevitable f o r any family i f 
"fresh t roops" a r e not brought in on occas ion. 

Las t night Gene Pat terson introduced us to JoAnn, a young adult with 
multiple handicaps, l iv ing at home. I f w e sat down with JoAnn's 
mother and asked her to draw her "support s y s t e m " i t might look 
something l ike this: 



H e r e ' s JoAnn's mother ; her handicapped daughter; here may be a sibl ing. 
H e r e ' s her husband. JoAnn, as I r e m e m b e r , had a physical therapist as 
part of her support sys tem. Who e l se did she have? A speech therapist. 
H e r mother , no doubt, has a couple of fr iends. She is v e r y l ike ly leaning 
hard on her husband. She may have some kind of housekeeping help. P r o b 
ably her extended family is geographica l ly r emoved , but she might o c c a ­
sionally pick up the phone and cal l them when she needs them. She may 
have a garden club ( o r a br idge club, o r a church group, o r a book club) . 
But I suspect that would complete her support sys tem. 

Now I know Gene said that JoAnn was suffering f rom personal and socia l 
isolation in a v e r y rea l way , and we should be deeply concerned about 
correc t ing that isolation. But we should be equally concerned about her 
mother ' s socia l and personal isolation. I am sure you have a l l heard 
these statements from parents: " I need m o r e friends. " " I haven't 
been to a mov ie for a y e a r . " " M y husband and I find it eas ie r to stay 
at home than go out. " 

W e a lso heard Gene descr ibe the option-deprivation f rom which JoAnn 
suffers . Having no al ternat ive to her current way of l i f e , she has no 
opportunities to make choices , to become involved in decis ion-making, 
no chance to feel the f reedoms of having choices , of making her own d e ­
cis ions . I suspect that JoAnn's mother , too, is depr ived of such f r e e ­
doms. She, too, does not have options; she, too, is involved in too few 
decis ions . T h e y a re made fo r her s imply because of the exigencies of 
car ing for JoAnn. It is one of the rea l i t ies that parents learn to l i v e 
with. But certainly the community must offer m o r e home support than 
it does if normalizat ion is to be taken ser ious ly . 

Now when somebody draws his own support sys tem, D r . Seashore usually 
asks them to put in one corner the agencies or people f rom whom they 
want o r need m o r e support. What some parents put down in the "unsup-
p o r t i v e " corner of their chart is our state institution. They wish it w e r e 
a viable part of their support sys tem, but it is not. It is increasingly 
l ess able to offer viable respi te ca re . Or ig ina l ly beds w e r e r e s e r v e d for 
fami l ies heeding respi te ca re , ei ther on demand o r on a regular basis , 
e v e r y weekend, o r e v e r y other weekend, for vacations, in t imes of c r i s i s , 
e tc . Those r e s e r v e d beds a re no longer avai lable . S ta te - leve l , budget-
motivated pressures came to bear on the institution to f i l l them with 
ful l - t ime residential children. Consequently, no beds a re avai lable for 
r e l i e f ca re unless parents of children in residential c a r e take their ch i l ­
dren home for weekends o r for longer per iods of t ime . W e l l , mos t 
parents a re not taking their children home for weekends , often for valid 



reasons, and there a re precious few beds emptied fo r community 
use. F o r the individual family in the community who needs r e l i e f 
c a r e , the right bed in the appropriate unit must be f r ee at the right 
t ime . That match does not often occur . 

I do not think Maryland i s unique. L i k e everyone e l s e , we are talking 
hard and fast about deinstitutionalization. W e a re urging familes to 
keep their children at home, and yet there is a chronic shortage of 
r e l i e f care of any sor t , certainly too l i t t le to pe rmi t fami l ies to lead 
"normal i zed" l i v e s . They a re not l iv ing in the least r e s t r i c t ive en ­
vironment poss ib le . They need a great deal m o r e home-management 
support in o r d e r to approximate the l i v e s their friends a re leading. 

So much for the pl ight of fami l ies who a re s t i l l managing to keep their 
ser ious ly handicapped children out of institutions, nursing homes o r 
other residential fac i l i t i e s . I would l ike to talk about what goes on 
between the family and the residential ca re faci l i ty once the decision 
has been made to p lace the child ( o r adult). Parents often come to 
the residential faci l i ty with an accumulation of emotional baggage that 
can make any dialogue between parents and staff v e r y , v e r y difficult 
to achieve . L e t m e suggest some reasons why. 

Yes t e rday , D r . Clements outlined the reasons fo r placement in ins t i ­
tutions o r nursing homes which a re currently acceptable to enlightened 
thinkers in the f ie ld . Certainly the f i rs t reason he gave , compel l ing 
medica l needs , and the second reason, compel l ing training needs, a r e 
two that parents would fee l comfortable about. The third, the inade­
quate home situation, the non-coping fami ly , impl ies family s t ress 
and its concomi t t an t , d i s t ress . Inability to cope, fo r whatever r e a ­
sons, does not bring with it f reedom f rom ambivalent feel ings about 
residential placement . T h e parent i s bound to feel anxious; he is 
bround to fee l r eg re t ; he is bound to f ee l guilty about sending his child 
"away. " And those feel ings w i l l influence his behavior after the 
child is p laced. T y p i c a l l y this i s what happens. It gets harder and 
harder fo r him to v i s i t his child. The vis i ts are painful; each one is 
a reminder o f the trauma of separation. T h e child is left again; the 
parent r e l i v e s his pain again. So parents tend to v i s i t l e s s and l e s s 
frequently. 

A l s o , when one spends t ime at institutions o r nursing homes , one is 
v e r y l ike ly to see their inadequacies; and mos t residential fac i l i t ies 
a re inadequate. That is painful too , admitting that the environment 
in which one has asked one ' s child to l i v e i s not what i t should be . 



A s for confronting the inadequacies, complaining about them and demand­
ing that someone do something about them, few parents w i l l . Most w i l l 
be afraid to rock boats fo r fear that their child could be sent home again, 
with his bed prompt ly f i l led by someone e l s e ' s son o r daughter. In other 
words , it is probable that communication between parents and the institu­
tion w i l l be difficult and may cease complete ly — unless a special effort 
is made to help parents and institution understand each o ther ' s pe r spec t ive . 
The staff must understand why the parent has placed his child, how he 
is probably feel ing about it, how those feel ings a re l ike ly to affect his 
behavior , why the parent may be angry, why he may kniit-pick and c r i t i ­
c i z e , why he may not want to v i s i t . And the parent has to be helped to 
understand why things a r e as they a re in the residential fac i l i ty , why 
l i f e there w i l l be different f o r his child. I f he understands the " w h y ' s " , 
he may find the dif ferences l e s s anxiety-producing. He may even be 
able to help the faci l i ty i m p r o v e . So t ime must be taken at the point o f 
admission and during weeks fol lowing admission to establish an under­
standing on the part o f the staff of the parents ' pe r spec t ive and an un­
derstanding on the par t of the parent of the institution's p rob l ems . 

N o w , eve ryone he re knows that family involvement after resident ial 
placement is a good thing. Paren ts say i t ' s a good thing; staff m e m b e r s 
say i t ' s a good thing; i t even says so in the nursing home su rveyor s ' 
training manual. L o o k on page 44: " . . . . Pe rhaps this single aspect of 
the whole philosophical shift i s the most important. The fami ly is b e c o m ­
ing a much m o r e integral part of the act ive treatment p roces s and the 
fami ly is included as a l iv ing and vi tal fo rce in the res ident ' s l i f e . If 
indeed the goal of upgrading s e r v i c e s to the developmental ly disabled 
i s to be r ea l i zed , then the fami ly should always play a d i rec t r o l e in 
whatever s e r v i c e s a r e p rov ided . " So eve rybody ' s f o r the fami ly , but 
curiously, as one goes through the r es t of the su rveyor s ' manual, the 
fami ly does not appear again. And the rea l i ty of family involvement 
with children in residential p lacement anywhere i s that only 10 to 20% 
of the parents stay involved . The fact i s , they a r e r ea l ly not encouraged 
to do so . 

I have impl ied that understanding the fami ly and "where they a r e " should 
be a par t o f the in se rv i ce training for the staff of any resident ial f a c i l ­
i ty . A second opportunity comes in staffings, whether they be in te r ­
disc ipl inary o r mul t i -d isc ip l inary . T h e parents should be there . 
T y p i c a l l y , howeve r , the physician, psychologis t , speech therapist , 
physical therapist , teacher , e t c , come together to staff the child. 
R a r e l y a r e the aides f rom the unit, the staff m e m b e r s who know the 
children best , invited to par t ic ipate . And why not the parents ? I have 



neve r understood why I had to sit outside the door whi le profess ionals 
talked about m y child and h e r p r o g r a m s . Even such a decision as 
whether o r not a child i s ready to return to his home i s discussed w i t h ­
out the parent present! Parents should habitually be invited to p a r t i c i ­
pate, urged to attend and be made a respected m e m b e r of the team. 

A l s o , mos t residential f ac i l i t i e s , p r iva te o r public, do not take into 
account the impact of separation on the children and the r i sk of emotional 
damage i f the child is made to fee l abandoned. Often parents a re not 
a l lowed to v is i t for the f i r s t month to s ix weeks . How could a retarded 
child not feel abandoned under such circumstances ? I suggest that the 
admission p roces s include rehearsa l f o r separation as essential fo r 
s e v e r e l y handicapped children who cannot understand explanations. 
T h e r e should be a v is i t . T h e r e should be an overnight , and then there 
should be a stay of a few days . Seve re ly re tarded children should be 
run through the p r o c e s s . And going through such a rehearsa l w i l l 
have an effect on the fami l ies too. It w i l l be their f i rs t exper ience in 
"program invo lvemen t . " T h e goal of this p r o g r a m is adjustment. 
The p r o g r a m is separa t ion-rehearsa l . Object ives can be defined, 
c r i t e r i a set down, observable behaviors noted and p r o g r e s s charted! 
I am not being facetious. Any child 's " p r o g r a m " should include a l l 
steps of such interaction with his fami ly . Interaction must be taken 
that ser ious ly . 

T o re i t e ra te , p lease keep in mind the idea of normalizat ion for f a m i l ­
ies who a re keeping their children at home . It is t e r r i b ly important. 
Parents need m o r e support. But, given the advisabi l i ty of residential 
p lacement for certain children and given the good of parent involvement 
after p lacement , I would hope that the trend towards smal l residential 
faci l i t ies continues; among other advantages, communication between 
the staff and the fami ly can occur m o r e naturally and m o r e eas i ly in 
a smal l fac i l i ty . T h e s m a l l e r the p lace , the m o r e eas i ly accountable 
the people in i t a r e fo r what goes on there and the e a s i e r i t i s for the 
parent to know who he should talk with when p rob lems a r i s e . Pa ren t 
involvement of a m o r e fo rma l sor t i s vi ta l too - as par t o f staff i n -
s e r v i c e training, as par t o f adjustment of the child on admission, 
as par t of his p r o g r a m and as par t o f a l l staffings. 

Thank you for l is tening. 



Community 
Interaction 

Allan Bergman 
Many, many centuries ago w i se men w e r e to build a near pe r fec t 
ci ty. The only roads leading to the future ci ty w e r e smal l and in-
penetrable , and the terrain beyond them was unknown. N o man, 
not even the wises t of them a l l , be l ieved that the roads could be 
t rave led , nor that the terrain beyond could contain and support the 
monuments that mankind deemed des i rable in a city. Thus, Utopia 
remained unbuilt and the pathways did not become w e l l - t r a v e l e d roads . 

Centuries la ter , a m o r e intrepid breed of wi se men was given the 
same task. Aga in , they saw the roads as near inpenetrable, a l ­
though they fel t the terra in beyond them to be per fec t for a new city. 
T o o l s w e r e forged and solutions created. A few w i s e men w e r e 
successful. Each created a ci ty to r e semble his own home. I t was 
an arduous task and each archi tect toi led in isolation and despair . 

N o w that it seemed assured that ci t ies could be built through difficult 
roads of access , bit ter fights ensued about the roads into the ci ty. 

The ter ra in of the future ci ty is the retarded c i t izen ' s destiny. The 
roads of access and e g r e s s a re his o r her rec iproca l interactions with 
the environment, and the inpenetrable road represents community 
fears , pre judices , re ject ion and res is tance to change. And the w i se 
men a re you and I , and perhaps, i f we a re w i s e , w e ' l l include r e ­
tarded ci t izens as w i se men too. 



M y task today is to discuss a community 's interaction with a nursing home 
( o r other residential fac i l i ty) as it re lates to persons whom w e have 
labeled "retarded. " Accord ing to the standards promulgated by the A c ­
creditation Council for Fac i l i t i e s for the Mentally Retarded, a community 
is defined as "a genera l population having a common interest o r in te r -
dependency in the d e l i v e r y of s e r v i c e s . " In rea l i ty then, a community 
is nothing m o r e than people , their structures and their interactions. 

Based upon yes te rday ' s and today's presentations, I am not sure we know 
exact ly what constitutes a nursing home, but I trust we would tend to a g r e e 
with D r . Clements ' c r i t e r ia which imply that a nursing home would be 
se rv ing only a v e r y smal l , finite number of retarded persons . 

What do people-the community-know about nursing homes ? A survey 
of nursing homes recent ly has been published by the Department of HEV 
I be l ieve that a par t of this survey was summar ized in the March 31, 
1975, issue of U . S. N e w s and W o r l d Repor t under the headline, "The 
Spreading Scandal in Nursing H o m e s . " Within this c r i t i ca l a r t i c le the 
fol lowing prof i le of an individual res iding in a nursing home was p o r ­
t rayed: An average age of 82 (95% o v e r age 65); white; female ; four 
chronic o r crippling disabi l i t ies such as cardiovascular d isease , f r a c ­
tures , senil i ty o r ar thri t is and m o r e than half are "mental ly impaired; ' 
ave rage stay of two yea r s o r m o r e . 

During the past seve ra l months, the fol lowing headlines have appeared in 
m y hometown newspapers: "Th i rd A r e a Nurs ing Home L o s e s Contracts 
With State;" "68 of 105 Hospitals Flunk Medica re Check;" "Skil led Care 
Fac i l i t i e s Fa i l F i r e T e s t ; " " O r d e r l y , Home Sued in Assaul t ;" "11-Point 
P r o g r a m Drafted to End Nurs ing Home I l l s ; " "Nursing Home Residents 
Complain About Abuses . " I submit to you that headlines such as these 
a re appearing in news media throughout the land and that they create the 
images which the community-John o r Jane Doe-hold as "nursing homes . " 

What do John o r Jane Doe know about mental re tardat ion? I am not sure 
But I hope that you and I - and a l l persons intimately involved in the f i e l 
of mental retardation - a re caught up in a t ime of tremendous and rapid 
change; a t ime of important new te rminology and trends; the P r inc ip l e 
of Normal iza t ion , the Developmental Mode l , individual p rog ram plans, 
leas t r e s t r i c t ive a l ternat ives , accountability, consumerism, I C F , 
A C / F M R , to mention but a few. You name it - w e ' v e got le t te rs fo r i t . 
If we don't w e ' l l make some o r create new jargon. But these t e r m s , 
which re f lec t the main changes in mental retardation s e r v i c e sys tems , 
a r e not known by the community. 



L e t us look back for a moment to r e v i e w our h is tory and determine 
the ves t iges of our past which s t i l l remain with John o r Jane Doe . 
W o l f Wol fensberger , for those of you who may not be fami l ia r with 
his work , has pe r fo rmed a systematic analysis of the his tor ical a t ­
titudes and trends which have determined our approaches to s e r v i c e 
d e l i v e r y sys tems for people who are re tarded. Without belaboring 
the point, the major documented trends a re that of the re tarded p e r ­
son as a sub-human organism; as an object of pi ty; as an object of 
charity; as an object of r id icule ; as an unspeakable object of dread; 
as a holy innocent; as an eternal child; as a s ick person (the medica l 
m o d e l s ) ; as a menace to socie ty ( c r imina l s , t roublemakers) . I 
would suggest, unfortunately, that many of these models - these images -
these percept ions , a re s t i l l with us in the communities in which we 
l i v e today - far m o r e than we would l ike to admit. They have g e n e r ­
ated the s te reotypes , f ea r s , myths and prejudices which pose one of 
our major obstacles in e f fec t ive ly promot ing community s e r v i c e s y s ­
tems and community interaction. A l l of those models have one thing 
in common; they a re v e r y dehumanizing. The essence of dehumahi-
zation is to respond, to a significant d e g r e e , to a human being as if 
he w e r e not what he is o r could never be what he might be. A s a r e ­
sult of this negative his tory , change began to occur . 

In the mid-s ix t i e s a pr inciple of human dignity developed, par t icular ly 
in Minnesota, in a l l types of "institutions;" correc t ional fac i l i t i e s , 
mental health fac i l i t i es , mental retardation fac i l i t i e s . F r o m that we 
then br idged to the Developmental Model of Retardation - a dramatic 
shift f rom the custodial, dehumanizing models . The Developmental 
Model presents the human organism who happens to be re tarded as a 
developing human being. Th i s mode l is based on the assumption that 
1) l i fe is a p rocess of change; 2) development is sequential, o rde r ly 
and predic table ; and 3) the rate of development can be influenced. 
It r ea l ly is sad to look back at our h is tory and think of the hundreds 
of yea r s that had to go by before we could make these rather s imple 
statements in t e rms of what w e know about "normal" human growth 
and development, but which we didn't think w e r e applicable to people 
p e r c e i v e d as deviant. 

In 1969, the Pr inc ip le of Normal iza t ion ( in m y exper ience a mixed 
blessing because of the word , not because of the concept) appeared, 
and we a l legedly began to "no rma l i ze " people . T h e t e rm became 
mis in terpre ted to parents and to our communities who bel ieved we 
w e r e saying that no longer a re people who a r e retarded, o r have other 
developmental p rob l ems , handicapped. " T h e y a r e normal . " That 



isn ' t what we wanted to say, but that's how the message was communi­
cated. Perhaps we ought to use the words "humanization" o r " ind iv id­
ualization" when we talk about the pr inc ip le o r concept of "no rma l i za ­
tion. " The formal definition has been used many t imes he re , so I ' l l 
not r e v i e w it except to say that normalizat ion does not mean " n o r m a l ! " 
It does not mean good o r bad! It does not mean mora l o r i m m o r a l ! It 
does not mean being o r doing l ike everybody e l s e ! It does not mean 
being depr ived of a l l choices! Unfortunately, many of us have tended 
to ca tegor ize normalizat ion in such dichotomies . Normal iza t ion focuses 
on the individual human being and that person ' s uniqueness as a l iv ing 
organism with assets and l iab i l i t i es , needs, d r i v e s , des i res and flesh 
and blood, just l ike you and m e . 

Within a few short y e a r s , we w e r e caught up in turmoil - changing mode l s , 
changing sys tems - t rying to undo hundreds of yea r s of negat ivism and 
self-fulf i l l ing prophecies . That i s , we got what we expected. If you 
expect nothing, you w i l l get nothing; i f you expect v e r y l i t t le , in most 
cases you w i l l probably ge t v e r y l i t t l e . And those w e r e the dictates and 
the mandates of our p r o g r a m s . Those w e r e the messages we gave to 
our communit ies and to our fac i l i t ies ; in many cases f rom professionals 
and to profess ionals . We had labels , groupings, ca tegor ies and p igeon­
holing. W e failed to recognize the "person" behind the label . 

The preva lence of labeling s tereotypes recent ly was researched with 
future educators. Yes t e rday we picked on doctors and nurses. Today 
we w i l l pick on educators. The researchers (Salvia , Clark and Y s s e l -
dyke, 1973) attempted to determine if s tereotypes of exceptionality a re 
maintained in the face of normal behavior. In other words , when teachers 
encounter intellectually normal children who a re improper ly labeled, 
w i l l they retain the s tereotype by rating the behavior of children labeled 
"gi f ted" m o r e pos i t ive ly than when the same child is labeled "normal" 
and by rating the behavior of a child labeled " re ta rded" m o r e negat ively 
than when the same child is labeled " n o r m a l ? " 

In this exper iment , two groups of undergraduate students in special edu­
cation (N=48) and general education (N=117) w e r e randomly assigned to 
three experimental conditions. Using a checklist consisting of 27 i tems 
arranged in f ive ca tegor ies (attitudes and reactions toward adults, 
attitudes toward tasks, attitudes toward own pe r fo rmance , mo to r r e ­
actions and verbal iza t ion) , the subjects w e r e asked to rate a mental ly 
retarded, normal and gifted child. Each subject completed three sepa r ­
ate ra t ings . During the f i r s t rating, the subjects in group one observed 
a child on videotape who was designated as mental ly retarded. The 



subjects in group two observed the same child pe r fo rming the same 
task but w e r e told that the child was gifted. The third group observed 
the same videotape but w e r e told that he was normal . Af te r v iewing 
each tape, the subjects w e r e asked to rate the child. The three ch i l ­
dren rated w e r e Caucasian boys (ages 6, 8 and 10 y e a r s ) who had been 
prev ious ly determined to possess normal intel l igence and to be f ree 
f rom obvious sensory o r physical impairment . The findings of this 
study indicated that the children who w e r e labeled "gif ted" w e r e seen 
m o r e pos i t ive ly than children labeled "normal" on attitudes toward 
the task and toward own per formance . Children labeled "re tarded", 
however , w e r e rated l e s s favorably than children designated "normal , " 
on al l f ive dimensions of the checklist . It would seem that even 
teachers who have been trained to reac t mainly to observed student 
behavior s t i l l have a tendency to retain s tereotypes of "handicapping 
conditions" even when the handicapping conditions a re not present . 

We a re a l l culpable, o r potentially culpable, to stereotyping and to 
using convenient labels ; physicians, nurses, educators, psychologis ts , 
socia l w o r k e r s , l ay people . W e ' r e al l guilty. The impact of s o c i ­
etal s tereotypes on individuals pe rce ived as "deviant" recent ly was 
por t rayed on an episode of the Arch ie Bunker p rog ram. A n individ­
ual who had been re leased f rom prison on a p r e - r e l e a s e work t rain­
ing p rog ram was pe r fo rming some plumbing repa i rs for A r c h i e . 
Af t e r constant harassment by A r c h i e , the man stated, " I ' m going 
back on the inside until they rehabilitate you folks on the outside. " 

Retarded cit izens in m y community of Dallas r ece ived s imi l a r t rea t ­
ment ea r ly last yea r . Our county M H / M R center had deposited earnest 
money to purchase a duplex in a b lue-co l la r neighborhood. The du­
p lex was to s e r v e as a hostel for retarded men returning to the c o m ­
munity f rom a state school. The home met al l of the ideal c r i t e r i a 
including access ib i l i ty to recrea t ion , transportation, shopping, e tc . 
The blatant prejudices of the neighbors surfaced rapidly in the form 
of too-often heard cl iches against other minor i ty groups. A woman 
who led the neighborhood opposition made a statement which I w i l l 
never forget . " W e ' r e not against the p r o g r a m itself. W e feel it is 
good. But we bought our homes with the purpose of rais ing our 
fami l ies in a healthy, wholesome residential a tmosphere, and we 
just don't think we can do it with this pro jec t t h e r e . . . . T h e r e a re 
plenty of young children passing through that a l l ey behind the house. 
Espec ia l ly in the summer t ime , lots of young g i r l s pass by in s w i m ­
ming su i t s . " 



It is these psycho-socia l ba r r i e r s which significantly enhance the d i f f i ­
culty in establishing truly "community-based" res idences and supportive 
s e r v i c e s . The community must be the focal point not only of the c o m ­
munity-based homes , but also of the continuum of s e r v i c e s . Homes 
without s e rv i ce s offer nothing to enhance posi t ive human growth. Homes 
with no community interaction a re not normal iz ing and inhibit growth. 

It is m y contention that an individual 's behavior is a function of the con­
stant p rocess of interaction between the individual and his environment. 
Se rv ices provided without a concern for the soc ia l aspects of an individ­
ual 's l i fe are not fruitful. If the environment is a poor one o r the in ­
dividuals within it a r e unwilling to understand the retarded person, then 
the resident 's readiness for failure is increased and the posi t ive aspects 
of his o r her behavior a r e not going to be re inforced. 

A s Gene Pat terson pointed out yes terday, learning s t i l l occurs under 
these conditions, but it is negative learning; no hope, i r re levan t and 
distrustful. T h e r e f o r e , all community residential p rog rams must look 
outward to the l a r g e r community. T h e staff must seek to fos ter r e l a ­
tions and strengthen the t ies of the home 's residents to the socia l l i fe 
of the community. This interaction is s t rongly promoted within the 
I C F / M R and ski l led nursing faci l i t ies regulations and the A C / F M R 
Standards; the la t ter of which must, in m y v iew, be the foundation upon 
which to design and develop al l community s e r v i c e sys tems . 

Our mental health col leagues point out that coping competently with l i f e ' s 
stressful situations develops sel f -confidence. Much of our zes t for l i f e , 
they contend, is stimulated by the need to cope, to take responsibi l i ty , 
to s e i z e opportunity and to m e e t challenges. A t appropriate l eve l s we 
cannot deny these exper iences to our retarded cit izens in nursing homes 
o r other community res idences . 

Another related community issue is our language. Our words ref lec t our 
values or our thinking. If we talk of retardates , mongoloids , s low, e t c . , 
we see the disabil i ty as paramount. As Burt Blatt suggests , "He who 
controls language, controls everything. Words are the big sticks of the 
modern age." W e have a multitude of words at our disposal , but w e need 
to understand our vocabulary and its ro le in the p rob lem. If we ca tegor ­
ize people by labe ls , we must unlearn the labels and r e - l e a rn , and then 
teach others that a l l people share s imi l a r abil i t ies and traits and a lso 
that we are al l different. W e must be the leaders in developing this 
sensit ivi ty to people in our communities in our own language. 



Bernie Posne r , Executive Di rec to r of the Pres iden t ' s Committee on 
Employment of the Handicapped, has a lso addressed this issue. " W e 
can be careful of the words we use. Why can't we stop cal l ing retarded 
people ' re tardates ' o r ' E M R s ' o r " T M R s ' o r ' c l ien ts ' o r ' ch i ld ren , ' 
r egard less of age . Why can't we call them 'people who are retarded ' 
. . . not only communicating with the outside wor ld but when we communi­
cate with one another. " I think some of our own prejudices too f r e ­
quently sl ip into our in-house discourse . 

Y e t w e catch ourse lves coming and going; on the one hand, s t ress ing 
individuals and normal izat ion; on the other hand, fo r the sake of 
funding, caught in label ing t raps, diagnostic ca tegor ies : Crippled; 
developmental ly disabled; potential recipients of this; substantial 
handicap to employment for that; non-feasible for this, maybe for 
that. Think how confusing these messages , which exis t in our e v e r y ­
day s e r v i c e sys tems vocabulary, must be to the general public - the 
community, i f you w i l l - as w e l l as to the person who is retarded o r 
o therwise disabled. 

W e talk of "beds" - that's a v e r y dehumanizing t e rm. Why not talk 
of personal l iv ing ar rangements , i f that's truly what we intend. Have 
you e v e r considered the names of some of our faci l i t ies ? What images 
do they convey? Ange l s Incorporated; L o v i n g Care Opportunity Center; 
Helping Hands School; Sheltering A r m s ; nursing homes; a medica l 
model - a person who is s ick, debili tated. Susan W e i s s pointed this 
out in te rms of some of the regulations in the agency which is moni to r ­
ing the ski l led nursing care in I C F fac i l i t i es . I think that is a potential 
trap a l so . 

What about the location of the r e s idence? I think Wol fensbe rge r r e f e r s 
to the concept of "juxtaposition. " Do w e locate nursing homes adjacent 
to hospitals o r funeral homes , o r on dead-end s t ree ts , o r at the edge 
of town? If so , what subtle non-verbal message a re we transmitt ing 
to the community? 

Our community residential fac i l i t i es , if we accept the fact they a r e 
people ' s homes , must be located within rea l residential neighborhoods 
and should be access ib le to the same s e r v i c e s you and I would l ike to 
have in our neighborhoods; shopping, recrea t ions , re l igious fac i l i t i es , 
education, vocation, medica l , transportation, e t c And how about our 
vehic les - the signs and labels that we rat ional ize putting on them b e ­
cause of f ree adver t is ing and maybe w e ' l l r e c e i v e an extra dol lar o r 



two in the m a i l ? But what is i t r ea l ly saying? T h e r e go the deviants -
there go the we i rdoes down across town. How about the clothing and the 
hai r s tyle of the people w e s e r v e ? A r e they dead g iveaways , o r do w e 
say it doesn' t ma t t e r ? They don't know the d i f ference . If w e do, then 
that's what the community w i l l a l so be l i eve . 

So, in s impl is t ic t e rms , a house i s not a home, and a home i s of l imi ted 
developmental benefit without a posi t ive community. 

How then do w e change the community? W e l l , i t ' s not easy; there a re 
no s imple rules because each community is different; and what may work 
in Omaha may not work in Detroi t , and what works in Det ro i t may not 
work in Dallas o r L o s A n g e l e s . But r e m e m b e r , a community is people . 

Publ ic attitudes res i s t change. They can withstand some extraordinary 
p res su re for change on certain highly tense, emotional issues . The 
p roces s of change produces anxiety because w e a re al l creatures of habit. 
T o introspect and to modify our behavior requi res an expenditure of 
psychic energy . Many individuals in the community w i l l accept our con­
cepts intellectually but not at a personal l e v e l . K a r l Grunwald, the 
D i r e c t o r of Mental Retardation for Sweden, says we must go through a 
p roces s - and this w i l l be a new one for some of you - a p rocess of 
"deintellectualization. " That ' s a lmost as tough to say as "deinstitution­
al izat ion. " W e have to deal with peop le ' s f ea r s , their ignorance, their 
s tereotypes and their myths. In their percept ions they a r e v e r y rea l , 
and for us to deny their exis tence is a sham. W e must deal with facts . 

I think Congressman Cla i re Burgener g ives us an interest ing example 
of dealing with a relevant issue; education. " I r e m e m b e r an in te res t ­
ing debate I had with a fe l low senator of mine in Cal i fornia . W e w e r e 
debating special education c lasses , and he said, 'You spend al l this 
money on these kids , and you work with them two y e a r s and all they 
learn is how to go to the t o i l e t . ' H e ' s a good man; he is not e v i l ; he 
just did not know. I said, 'Senator, i f I had to choose to learn one of 
two ski l l s in m y l i fe and one was reading and one was toi le t training, 
I would take toi let training any t i m e . ' That is v e r y , v e r y important 
learning, and I don't think that w e think about it often enough. " And 
now for some learning - I hope - fo r you. 

I have prepared 15 action steps that I would l ike to share with you as 
poss ible ways to better interact ski l led nursing homes and I C F / M R 
fac i l i t i e s ' p r o g r a m s and residents with the community. 



1. I would not advocate town hall meet ings nor door - to -door 
vis i ts before you m o v e in unless you w i l l be exper iencing 
a zoning hearing. Instead, I would recommend being a 
good neighbor when you ' re moving in, as in your own home 
m o v e s . Interact with the folks next door and ac ros s the 
s t ree t . Invite them in for coffee . Keep up your p roper ty ' s 
appearance. You must make the effort to be a rea l part 
of that total neighborhood and community. 

2. If t ime pe rmi t s , in the e a r l i e r s tages, involve the commun­
ity and its l eaders in planning and developing p r o g r a m s . 
Unfortunately, v e r y often p rog rams develop when the 
"bread" becomes available and the planning i s not as 
sophisticated as w e would l ike it to be and know it should 
be. Get a prominent rea l tor to work with you. A s the 
old saying g o e s , " i t ' s much better to have them with ya 
than agin ' y a . " 

3. Recru i t volunteers f rom pol i t ica l , c i v i c , soc ia l and 
church groups. Screen and train them for meaningful 
r o l e s . They can provide an outstanding opportunity fo r 
normal social interaction for your residents . They can 
be involved in recreat ion, cooking, sewing, grooming, 
f i r s t aid, transportation and as therapy a ides , c i t izen 
advocates , friends and companions. But, do not exploi t 
your volunteers! P ro tec t them and respect them as va lu­
able persons . T r e a t them with dignity as you would hope ­
fully be treating your residents and expect to be treated 
yourself . Don' t exhaust them. Inspire them and catalyze 
them. And r e m e m b e r , people volunteer fo r work (a 
cause) which exc i tes them. If handled co r r ec t ly , your 
volunteers can become your mos t significant force for 
soc ia l change in your community. If you ' r e going to d e ­
ve lop a meaningful volunteer p r o g r a m , then I would 
recommend a f i v e - l e v e l training p r o g r a m . 

a. P r e - s e r v i c e training: Th i s consists of a general 
orientation to the faci l i ty , your goals , your object ives 
and your p o l i c i e s . 

b . Beginning ski l l training: Th i s training emphasizes 
preparat ion fo r a part icular assigned job . It must 
be a val id job and not busy work . 



c. Maintenance of effort training: Th i s w i l l be what p e r ­
haps we r e f e r to as ongoing, inse rv ice training; on -
the-job training; refining, improving and sophisticating 
exis t ing sk i l l s . 

d. P e r i o d i c r e v i e w and feedback: Th i s training p rov ides 
an evaluation of the relationships, an evaluation of the 
setting and an evaluation of the goals . Is it r ea l ly w o r k ­
ing? Is it meaningful fo r both o r a l l of the people i n ­
v o l v e d ? 

e . Transi t ion training: Th i s is training for upward mobi l i ty 
o r promotion, provid ing pos i t ive strokes and se l f -
fulfillment. Don't lock a volunteer into the same job 
y e a r after yea r . Tha t ' s one way to turn them off. 

4. Develop radio and te levis ion spots fo r public s e r v i c e an­
nouncements ( P S A ) . These should be pos i t ive and construc­
t ive messages . Be careful of exploitation in your public 
s e r v i c e announcements and in your fund rais ing techniques. 
B race s a re v e r y commonly used to e l i c i t eve rybody ' s s y m ­
pathy. Kids a re pawned - adults possibly - in the name of 
charity and fund rais ing. One approach that I ' m aware of 
that I think i s posi t ive is " P r o j e c t P e o p l e " put on by a c o ­
ali t ion of the Minnesota A R C , U C P and Epilepsy o rgan iza ­
tions. They have bumper s t ickers which say, "Peop l e who 
a re re tarded a re people . "Peop le who have epi lepsy a re 
p e o p l e , " and "Peop le who have ce rebra l pa lsy a re people . " 
T h e y have a lso developed some mai l ings and public speak­
ing information that's going out to various clubs and o r g a n i ­
zations with a checklist return card . You can have somebody 
come and talk on one of 18 o r 19 different topics . It looks 
interesting, I don't think they are far enough into i t to know 
how i t ' s working. But as a model , i t ' s different, and it 
looks good. 

Be c rea t ive , but do be careful about the chari ty. I would 
r e f e r you to an a r t i c le by Elizabeth P e i p e r in the January/ 
February , 1975 issue of Exceptional Parent , in which she 
talks about "What p r i ce cha r i ty . " She is the mother of a 
s e v e r e l y handicapped child. "In an age when m y taxes have 
helped put a man's foot in the dust of the moon, I have been 
told i t would be economica l ly unfeasible to waste a doc tor ' s 



t ime to get m y son's foot on the ground. W e have to 
challenge, not m e a g e r l y accept, such a schedule of 
p r io r i t i e s in a socie ty in which w e spend mi l l ions to 
study the or ig ins of man. W e had better question where 
he is going. " I wish I had writ ten that mysel f . 

5. W o r k with the media to publ icize your p rog ram and your 
successes . Do everything you can to ensure pos i t ive , 
constructive exposure o f your p r o g r a m and of the r e s i ­
dents being se rved by i t . But r emember , one negative 
o r destructive s tory w i l l c a r ry an image much longer 
than a dozen pos i t ive s to r i e s . That is an unfortunate 
rea l i ty . 

6. Develop cost benefit data as much as you can but don't 
get caught in the trap on e v e r y single model . Some hu­
man s e r v i c e s cannot be d i rec t ly measured in dol lars and 
cents. W e must keep our options open. 

In this regard , I wish to share with you a s tory about a 
young man I knew seve ra l yea r s ago when I was rehabi l i ­
tation counselor with the State Commission fo r the Blind. 
Juan was 14 yea r s old at that t ime . He res ided in a state 
institution and was c lass i f ied as functioning in the s e v e r e 
range of mental retardation with a measured I . Q . of 28 
on the Stanford-Binet. He possessed l imi ted verbal 
ski l l s and basic se l f -help sk i l l s . He was r e f e r r ed to us 
because of his c rossed eyes (s t rabismus) . His right eye 
was constantly turned out, and it detracted f rom his 
o therwise good appearance. Upon complet ing his ophthal­
m o l o g y examination, the physician recommended muscle 
su rge ry for cosmet ic purposes only since there would be 
no way to r e s to re vision in this amblyopic e y e . 

A f t e r much discussion among staff, evaluation of Juan's 
needs and a "counseling" session with Juan, the su rgery 
was scheduled. T h e surgery was a success . Severa l 
weeks la ter I returned to that institution and went to Juan's 
dormi to ry . He ran toward m e , took m e by the hand and 
led me to the r e s t room. W e then stood in front of the 
m i r r o r and he said, "See. P re t t y e y e . " The cost-benefi t 
analysis of Juan's surgery cannot be measured in dol la rs 



and cents. He was a new person with a s t ronger s e l f - image 
and far g rea te r p e e r acceptance. The su rge ry made a dif­
fe rence . He did know and appreciate the difference in his 
appearance, even with his low 28 I . Q . ! 

7. Deve lop data about the home ' s contributions to the loca l 
economy as par t of the rea l wor ld . How much money is 
going into s a l a r i e s ? How much for food, rent, ut i l i t ies , 
clothing, professional s e r v i c e s , supplies, gasoline and al l 
other expenditures in that part icular fac i l i ty ' s budget? 

8. Have tours o r open house, but don't exploit your residents I 
R e m e m b e r , i t ' s their home. Ensure the res idents ' p r ivacy 
and dignity during such v i s i t s . I think we have been a b o m ­
inable in displaying our community res idences on f ive m i n ­
utes ' notice to anybody who happens to come into town, 
without any r ega rd for the people who l i v e there . The r e s i ­
dents a re not objects at which to gawk. T h e y ' r e people . 
I wouldn't want it . I don't think you would want i t . Put y o u r ­
se l f in their shoes. L e t them be tour guides, i f they so d e ­
s i r e , and be sure that you have their pe rmiss ion to have a 
tour o r an open house. 

9. P r o v i d e outreach to fami l ies - support s e r v i c e s and respi te 
care for children and adults at home in the community. 
Fami ly involvement in programplanning is a must. I couldn't 
a g r e e m o r e with P e g Gorham. If you ' r e r ea l ly doing a good 
job , a parent w i l l te l l you, and they w i l l te l l everyone e l s e . 
On the other hand, i f you ' r e r ea l ly bad, they w i l l te l l e v e r y ­
one e l se about that too. 

10. P r o v i d e training for staff in other agencies - spec ia l ized 
and gener ic - so that your residents have full access to their 
s e r v i c e s . A s s i s t in educating physicians, dentists , l a w y e r s , 
judges, po l i ce , sheriff, e tc . 

11 . P r o v i d e training in your faci l i ty for univers i ty students if 
they a re in the vicini ty . T h e y a re a par t of your community, 
too. 

12. Don' t be afraid to enter the pol i t ica l arena, to rear range 
p r io r i t i e s and the share of community resources avai lable 
to retarded persons . But do this sys temat ica l ly and begin 



by ca tegor iz ing the exist ing s e r v i c e s and the resources 
a l ready going into those s e r v i c e s . Budgets a re made by 
people and if des i red , people can, and somet imes do, 
change their budgets. But if you a re going to get into a 
pol i t ical arena, you had better have the persons and r e ­
sources to fo l low through with the clout that you tel l people 
you have, whether i t ' s a posi t ive o r a negative r e in fo rce r 
that you ' r e planning to g ive to someone. If not, you w i l l 
lose your credibi l i ty quickly. You need action plans o r 
objec t ives . 

13. Don't be afraid of monitoring. Get involved in the a c c r e d ­
itation process and invite neighbors to public meet ings . 
W o r k with your A R C and other advocate groups. P a y 
part icular attention to Section 3 on Community Organ iza ­
tion in the A C / F M R Standards for Community Agenc ie s 
( r ed book) . F i v e of the seven sub-sections in Section 3 
contain standards applicable to a l l agencies and re f lec t 
the c r i t i ca l need of organization and communication in 
community sys tems . You and your colleagues can develop 
object ive behavioral c r i t e r ia for entry to and exi t f rom 
p r o g r a m s . W e need to know what the requirements a re 
to enter a faci l i ty , and what the c r i t e r ia a re for leaving 
that faci l i ty and moving on to another p r o g r a m m o r e c o m ­
patible with the needs of the individual. Four " C ' s " a re 
important he re : Concern, communication, cooperation 
and coordination. 

14. P r e p a r e your residents for potential re ject ion and how to 
cope ef fec t ive ly and appropriately with it . W e do poor ly 
in this area . W e also do poor ly in this area as it re la tes 
to vocational rehabilitation. The research would probably 
f i l l this room about all the grea t vocational training that 
we can provide to arid for people who a re re tarded. W e 
know that persons who a re retarded do not lose their jobs 
because of their sk i l l s ; they lose them because of pe r sona l -
socia l behavior p rob lems . W e s t i l l haven' t , though, r ea l ly 
implemented good techniques to el iminate that area of 
difficulty. 



15. Don't get impatient and quit. T i m e , apathy, a his tory of 
dehumanization, the dominance of the medica l model and 
ignorance a re the biggest enemies of our retarded c i t izens . 
Peop le create p rob lems and people so lve them. A s the 
famous w r i t e r , George Bernard Shaw, said, "The reason­
able man adapts h imsel f to the wor ld . The unreasonable 
man pers i s t s in t rying to adapt the wor ld to himself . T h e r e ­
f o r e , al l p r o g r e s s depends upon the unreasonable man o r 
w o m a n . " 

During our recent h is tory we have learned that it is usually 
the negative attitudes of the community, rather than the 
problems o r disabi l i t ies of the individual, which make the 
adjustment of the retarded person to "normal l i f e " pa r t i c ­
ular ly difficult. T h e r e a re no mag ic rules to shape a t t i ­
tudes because al l communities a r e at different l e v e l s of 
consciousness and have different needs, B U T , 

I do know that with our concerted efforts m o r e support w i l l 
e v o l v e in our communities and m o r e persons we cal l r e ­
tarded ( o r developmental ly disabled) w i l l be able to ava i l 
themselves of our human s e r v i c e sys tems and be able to 
l i v e c lose to normal , dignified l i ve s in our communit ies . 
Throughout this evolut ionary p roces s we must stand ready 
to constantly reassess needs and modify p rog rams a c c o r d ­
ingly. 

In closing, I w i l l return to m y opening parable . I hope we have determined 
some possible answers to some of the questions about things which might 
keep us f rom our miss ion . If I can futurize a bit with you, I can see that 
the terrain on which we seek to build the city is f e r t i l e . It looks p e n e ­
t rable , and it appears that there a re paths to c a r r y the supplies. W e 
acknowledge that some of the paths a re smal l and even f rag i l e , but a l t e r ­
native routes are being explored . N e w tools a re at hand, and efforts a re 
being made to l if t the shroud of s e c r e c y among the wise men. 



Administrative 
Issues 

David Rosen 
Actually, the only r e a s o n I w a s able to m a k e this m e e t i n g today w a s 
that I h a d p r o m i s e d the executive office that in addition to attempting 
to p r e s e n t M i c h i g a n in a g o o d light, I w o u l d also a t t e m p t to sell s o m e 
c a r s , at least five c a r s , before I leave this c o n f e r e n c e . I c a n give y o u 
a better deal than M e a n M a r y J e a n o r J o e Garg i o l a . 

F o r the first y e a r o r so in M i c h i g a n , m y responsibility w a s to w o r k 
with the architect in develo p i n g the physical plan of the facility. T h e 
initial p r o p o s a l called for a 7 5 0 - b e d institution. T h e s e c o n d plan 
called for 6 5 0 b e d s . T h e architect's d r a w i n g s p r o p o s e d prior to m y 
arrival in M i c h i g a n w e r e s c r a p p e d a s the plan did not coincide with 
m o d e r n philosophy. T h e D i r e c t o r of the D e p a r t m e n t a n d I c o n v i n c e d 
the Legislature that w e didn't n e e d 6 50 b e d s , that 5 50 w o u l d be m o r e 
than e n o u g h . W e h a d also previously a g r e e d that p r i o r to the c o m p l e ­
tion of the facility, e v e r y effort should be m a d e to d e v e l o p alternatives 
to institutional living in the c o m m u n i t y . T o d a y , b e c a u s e of the s u c ­
c e s s of o u r c o m m u n i t y p r o g r a m s , the n e e d for a residential facility 
h a s d e c r e a s e d to the point w h e r e a c c o m m o d a t i o n s for only 96 r e s i ­
dents will b e constructed. 



T h e residential complex w i l l include an administrat ive and s e r v i c e center , 
in addition to a med ica l care unit for those requir ing shor t - t e rm medica l 
s e r v i c e s . Th i s reduction in pro jec ted need by o v e r 650 beds represents 
what can be accomplished through the development o f a comprehensive 
community placement p r o g r a m . The bids a re in, construction has begun, 
and we have a proposed completion date of 1976. 

The Macomb-Oakland Regional Center s e rve s a population of 1,600,000 
in a two-county a rea located immedia te ly north of De t ro i t and Wayne 
County, a population l a r g e r than the State of Nebraska . T h e present 
recess ion as ide , Macomb and Oakland a r e two exceedingly fas t -growing, 
affluent counties. T h e p r i m a r y concept and philosophy of the Center 
is to p rovide appropriate developmental p rog rams and s e r v i c e s for 
each resident based upon individual needs. The re tarded individual 
w i l l not res ide in the faci l i ty any longer than necessa ry . When suitable 
al ternat ives can be found, the resident w i l l be returned to the commun­
ity in a placement planned with exis t ing community agencies — in his 
natural home , an apartment, a group home, a fos ter ca re home o r a 
we l l - r egu la t ed nursing home speci f ica l ly fo r individuals that a r e 
mental ly re tarded. Each of these faci l i t ies w i l l s e r v e the individual 
only as long as his requirements dictate that he remain . The Center ' s 
community s e r v i c e s divis ion w i l l , when necessary , augment those f o l -
lowup s e r v i c e s p rov ided by appropriate community agenc ies . 

It i s planned that the major i ty of residents in the resident ial center w i l l 
be integrated into dai ly community p r o g r a m s operated by other appro­
pr ia te agencies within Macomb and Oakland Counties. Residents w i l l be 
enrol led according to their needs in public school p r o g r a m s , independ­
ent o r semi-independent work situations, community workshops, adult 
ac t iv i t ies and work act ivi ty p r o g r a m s . In essence , the M a c o m b -
Oakland Regional Center w i l l be a major component of the s e r v i c e s y s ­
tem responsible for the planning and provis ion of s e r v i c e s for the 
mental ly re tarded in the Macomb and Oakland County a rea . Michigan 's 
mandatory laws for the handicapped prov ide distinct s e r v i c e advantages 
f o r its population that falls chronological ly in the age span of 0-25. A l l 
people in this ca tegory must be provided educational s e r v i c e s whether 
they be in a community faci l i ty o r institution, r ega rd le s s of the l e v e l of 
in te l l igence . 

T h e uniqueness in the design of the Developmental H o m e s on the campus 
of the resident ial center i s that the 12 homes a re planned in duplex 
fashion. Each four -bedroom home w i l l have a l iv ing r o o m , dining room 
and act iv i ty r o o m f o r eight residents - a marked contrast to the l a rge 



buildings often associated with the institutional image . W e a re p r o ­
jec t ing that the stay at the Center for the s e v e r e l y and profoundly 
re tarded population which we w i l l s e r v e w i l l range f rom one day to 
one y e a r . 

When I f i r s t a r r i v e d in the state three and a half yea r s ago , there 
w e r e 1,300 residents f rom Macomb and Oakland Counties res id ing 
in other state institutions. A t present , there a r e approximately 
600 s t i l l in the state institutions. Although we do not have a physical 
faci l i ty , we have the same responsibi l i t ies in our catchment area as 
do the institutions in the various regions of our state. W e have found 
it necessary since August, 1972, to admit only 22 new residents to 
the Oakdale Developmental Center , an institution which has been 
se rv ing as our backup faci l i ty . W e have el iminated the wait ing l i s t . 
W e a re responsible not only f o r finding appropriate fac i l i t ies in the 
community in which these people can l i v e , but a lso for provid ing 
fol low-up s e r v i c e s when appropriate community agencies do not have 
the capabili ty to do so . Not only have we been successful in d e v e l ­
oping al ternat ives to institutional care for those individuals r e s i d ­
ing within the institutions, but we have a lso been providing a s im i l a r 
s e r v i c e to those individuals in the community who requi re the r e s i ­
dential setting outside their own home. 

A t present , we have the responsibi l i ty to o v e r s e e the placement p r o ­
g ram of c lose to 800 people l iv ing in the community outside their own 
homes . It would seem that if the current trend continues, some 
people might suggest that we would put ourse lves out of business not 
many y e a r s after the institution opens. That may o r may not be a fact. 
Only the passage of t ime w i l l t e l l . I f this does m a t e r i a l i z e , the a r c h i ­
tecture i s ve r sa t i l e enough for it to s e r v e many other human needs . 
It would make an ideal planned community for the aged. O r bet ter ye t , 
i t would make an ideal r e s t home for burnt-out mental retardation p r o ­
fess ionals . It now appears that a mode l for the institution of the future 
might be a s e r v i c e center with a var ie ty of homes located throughout 
a catchment area as one par t of a f lexib le sys tem o f residential s e r v i c e s . 

The nursing home is the l a rges t s ingle placement setting in the 
United States fo r the mental ly re tarded leaving institutions. Although 
not w ide ly publ ic ized, it is a fact that nursing homes a re the major 
recipients of the re tarded placed f rom institutions. A national sur ­
v e y of a l l institutions in the United States (which I d i rec ted in 1972, 
as P res iden t of the National Assoc ia t ion of Superintendents of Publ ic 
Resident ia l F a c i l i t i e s , in conjunction with D r . L a w r e n c e Callan 



under the auspices of the P res iden t ' s Commit tee on Mental Retardat ion) 
confirms this fac t . 

Exper ience and observat ion of nursing homes se rv ic ing the re tarded show 
in a national c ross sect ion that they range f rom unacceptable to those 
which p rov ide quality p r o g r a m s . T h e y a lso range f rom converted homes 
and other establishments to proposed p r o g r a m s ; f rom conver ted homes 
and other establishments to proposed fac i l i t ies to be constructed speci f ica l ly 
for the retarded. In some states, although c lass i f ied as nursing homes , 
many a re m o r e s im i l a r to group homes . 

T h e wide d ive rgence of interpretation of federal guidelines relat ing to 
nursing homes requi res study in o r d e r that the re tarded r e c e i v e m a x i ­
mum protect ion and s e r v i c e . 

Although some exis t ing nursing homes a re suitable, as fo r the ge r i a t r i c 
mi ld ly and modera te ly retarded person, the rea l challenge is the d e ­
velopment of. the-"special needs" ski l led nursing homes fo r the phys ica l ­
l y handicapped, s e v e r e and profound who no longer need the "g loba l " 
s e r v i c e of the institution. T h e s e a re the people , who, as institutional 
placement p rog rams a re acce le ra ted , have been left behind. It should 
also be c l ea r ly understood that the "nursing h o m e " envisioned is not 
a custodial faci l i ty but a specia l needs fac i l i ty p r o g r a m m e d to m e e t the 
phys ica l , soc ia l and recrea t ional requirements of each individual. 
N o r should it be impl ied that those people placed in nursing homes be 
"forgot ten" by those who have responsibi l i t ies on a community o r 
state l e v e l . Movement f rom the nursing home to fos ter homes and group 
homes is poss ib le — and with many, af ter achievement of physical 
health, mandatory! 

T h e State of Michigan in recent yea r s established a new classif icat ion 
of "Nursing Homes fo r the Mental ly Retarded . " Under this sys tem, in 
which our agency played an important developing r o l e , the Department 
of Mental Health has responsibi l i ty for the select ion of mental ly re tarded 
patients and the evaluating and moni tor ing of specia l p r o g r a m s in which 
the re tarded a re placed. Department of Mental Health staff is p rov ided 
fo r ful l - t ime assignment and consultative s e r v i c e in specia l agreements 
with se lec ted nursing homes . A t leas t seven new nursing homes w e r e 
planned and constructed by pr iva te en te rp r i se , each in a different reg ion 
o f the s tate , for the s e v e r e l y and profoundly re tarded requi r ing nursing 
c a r e . T h e p r o g r a m of each home i s moni tored by the institutional super­
intendent in the catchment a rea in which the nursing home has been built. 



If institutions a re truly to appropriately reduce their ove rc rowded 
conditions and ut i l ize community resources to better care for the 
re tarded, the agencies which regulate nursing homes, both in the 
federal government and in the states, must be convinced by all r e ­
lated professionals of the necessi ty for a better understanding of 
the needs and requirements of the mental ly retarded who also r e ­
quire nursing ca re . I do not mean to suggest that all retarded p e r ­
sons should be placed in nursing homes. T h e r e a re many retarded 
persons , f rom the ge r i a t r i c mi ld ly and modera te ly retarded to those 
who a re physical ly handicapped and s e v e r e l y to profoundly impai red , 
who could prof i t f rom l iv ing in an appropriate , we l l - r egu la ted nurs­
ing home — but not for l i fe 1 It should be noted that staffing, c o n ­
struction and space requirements of nursing homes a re s t r ic t ly 
regulated in Michigan, whereas the major i ty Of state institutions 
today would be c losed if they w e r e made to adhere to the regulations 
required of nursing homes . 

T w o nursing home p rog rams for the mental ly retarded a r e being 
operated under special agreement with our Center . The p r o g r a m 
content concentrates on independent functioning in the area of mo to r 
development , ac t iv i t ies of dai ly l iv ing , language development , socia l 
ski l ls and preschool sk i l l s . Tra in ing is accomplished by combining 
in-house p rog rams with community r e sources . 

Macomb-Oakland staff is assigned to a nursing home for e v e r y group 
of 25 residents . Fo l lowing an individual assessment of each r e s i ­
dent, training p r o g r a m s a re designed to mee t the speci f ic needs of 
each person. P r i m a r y emphasis is given to the acquisition of dai ly 
l iv ing sk i l l s . Tra in ing techniques and p r o g r a m s initiated by the 
p r o g r a m instructor a re taught to the nursing home staff through 
formal in se rv ice training and on-the- job exper iences . Complement ­
ing the in-house p r o g r a m s are a var ie ty of self-support , community-
based p r o g r a m s . A church school s e r v e s 30 adults week ly . Bowl ing 
p rog rams using special equipment and b i - w e e k l y s w i m and gym p r o ­
g rams s e r v e 50 children. Other special events are provided through 
community-sponsored ac t iv i t i es . 

T o provide an outlet for graduates f rom nursing homes and as an­
other al ternat ive to institutions, we have developed a new ca tegory 
of family care — the community training home p r o g r a m , with from 
one to three residents in a home. O v e r 200 people appropriate fo r 
the p r o g r a m have been placed in 100 homes . M o r e a r e await ing 
placement , however , and our goal is to have them al l p laced p r i o r to 
the opening of the Center . 



F o s t e r care p rog rams are not new; however , some new facets have been 
added to this p r o g r a m . Fos te r parents must attend a s e r i e s of training 
sessions and provide an in-house, p re sc r ip t ive training p r o g r a m fo r the 
residents . Community recrea t ion and socia l p rog rams have been d e v e l ­
oped and provided for them. T h e fos ter parents must keep records of 
p rog ram act ivi t ies and adhere to the p r o g r a m plan which is developed 
joint ly with our profess ional staff. A sl iding fee schedule is applied 
to determine the appropriate remuneration for operating costs and s e r v ­
i ce s . The fee schedule ranges f rom $12. 75 to $20 p e r day. T h i s is 
composed of $7 for r oom and board plus in-house training funds f rom 
$6 to $13. Purchase of s e r v i c e s in the community above these amounts 
is permit ted when required. 

T o encourage the development of the community training homes , staff 
m e m b e r s have contacted o v e r 200 churches, schools and c i v i c groups , 
have been on te levis ion m o r e than 10 t imes and have made 15 public 
s e r v i c e announcements on radio . Roughly 400 newspaper a r t i c l e s d e ­
scr ib ing the p r o g r a m have been printed, including indepth feature 
c o v e r a g e . A s e r i e s of newspaper a r t i c les on mentally retarded children 
in foster ca re who are now adoptable have been printed in " A Child Is 
Wai t ing , a column in the Det ro i t N e w s . O v e r 200 other speaking e n ­
gagements have been completed , to which has been added the recent ly 
developed s l ide presentation regarding the community training home 
p r o g r a m . Numerous public and p r iva te s e r v i c e agencies have been 
a le r ted to the p r o g r a m and have r e f e r r e d suitable candidates for fos ter 
parents to us for our client population, A fami ly care training home 
manual has been developed by the staff and s e r v e s as a r e fe rence to 
ass i s t superv i sory w o r k e r s in their day- to-day contacts with foster 
f ami l i e s in the p r o g r a m . 

Group meet ings for the natural parents of children in the community 
training home p r o g r a m began on A p r i l 1,. 1973, and the meet ings a r e 
led by Macomb-Oakland Center staff. T h e s e meet ings attempt to 
f ami l i a r i ze the natural fami l ies with the goals of the p r o g r a m and help 
them deal with their fee l ings about being parents of a re tarded chi ld. 
In some instances, it is hoped that these therapeutic techniques may 
make it poss ib le in appropriate cases for the child to be returned to 
his own home. 

Monthly staff meet ings a r e held which include socia l w o r k e r s f rom a l l 
agencies who supervise community training homes in addition to our own 



socia l w o r k e r s . During these meet ings , new information and mutual 
p rob lems are discussed pertaining to the day- to-day supervision of 
the foster homes and the p rog rams fo r the residents . Macomb-Oakland 
Center staff screen all potential residents for community training home through vis i ts to the various institutions for the mental ly re tarded. 
Work ing jointly with the supervis ing w o r k e r s , Macomb-Oakland Center 
staff assis t in matching the residents to the f ami l i e s . A l l community 
training homes a re l icensed and no m o r e than three residents a r e 
encouraged in a home. T h e Macomb-Oakland Center staff, which in­
cludes 30 professionals in various d isc ip l ines , has been assis t ing 
individual foster parents as consultants in the areas of speech and 
hearing, s e l f - c a r e sk i l l s , behavioral management, health p rob lems , 
moto r development and dental needs. 

Our agency has also been heavi ly involved in the planning and d e v e l ­
opment of group homes in the two-county area . T h e r e a r e approxi ­
mate ly 180 residents now l iv ing in group homes in the catchment 
a rea . Although these homes a re under the direct ion of the Communi­
ty Mental Health Boards and other non-profi t interested organizat ions , 
ma jo r funding and moni tor ing responsibi l i t ies a re the continued r e ­
sponsibil i ty of the Department of Mental Health through the M a c o m b -
Oakland Center . Consultative s e r v i c e s in a l l a reas , including the 
screening and r e f e r r ing of appropriate candidates fo r placement , i s 
a responsibi l i ty of our agency. 

Group homes , hostels o r halfway houses a re not new. Examples 
exis ted in the 30 's , maybe before . T h e i r expanded use and many 
different models throughout the country a r e ex t r eme ly significant. 
T h e y range in s i ze f rom three residents to 30 and m o r e . Some states 
p lace maximums at 12, others at 20, some have no maximum. 
T h e i r architectural mode l s a lso have a wide range, f rom the r egu la r 
home to the espec ia l ly designed house to the mote l , boarding house 
o r apartment — from no p r o g r a m to highly sophisticated, intensive, 
community- integrated p r o g r a m s . . . f rom opportunities to graduate 
to l e ss r e s t r i c t ive p r o g r a m to dead-end p r o g r a m s . In short , the 
same range o f dif ferences that ex is t in institutions ex is t in group 
homes with a few major d i f ferences . The group homes a r e usually 
not as ove rc rowded , and they a r e usually l e s s reg imented . A s par t 
of o r c lo se r to the mains t ream of population, by being s m a l l e r than 
our s tereotyped institutions, they cer ta inly have the opportunity to 
and should p rov ide a bet ter total l iv ing situation than the institution. 



I would l ike to c lose with the fol lowing remarks which I be l i eve a re e s ­
sential fo r consideration in any p r o g r a m se rv ing handicapped people : 

One of the difficulties in widening the ex i t f rom the institution is the 
pe rvas iveness of the notion that an individual, including the s e v e r e and 
profound, should remain within an institutional p r o g r a m until he achieves 
his full potential. In m y opinion we have to d iscard this rat ionale. T h e 
mental ly re tarded, l ike each of us, w i l l neve r reach their full potential , 
whether in an institution, community o r even a pr iva te academy. T h e y 
have the r ight to l i v e , learn and res ide in the least r e s t r i c t ive setting 
poss ib le . Being enrol led in a good institutional p r o g r a m is not an a c ­
ceptable reason for denying f reedom. 

No setting, community o r institution, should be v iewed as permanent. 
The setting that may seem appropriate today may be too r e s t r i c t ive 
tomor row. If we continue to establish permanent solutions fo r the r e ­
tarded, we w i l l be as wrong today as w e r e our p redeces so r s who stated 
that the only answer for the re tarded was permanent institutionalization. 

A t each point in the p rogress ion of transition f rom institution to a l t e r ­
native res idence , a specif ied agency, a specif ied p r o g r a m within that 
agency and a specif ied individual within that p r o g r a m must be r e spons i ­
ble for the provis ion of s e r v i c e s — must be held accountable fo r their 
quality. They must be answerable to the cl ient o r his advocate , parents , 
and other persons providing loca l resource supports. They should not 
be just " c o o r d i n a t o r s , " " r eac to r s , " o r "vendors . " 

A major concern that I have is that too many profess ionals in the c o m ­
munity a r e keeping a staunch v ig i l at the entrance to their domain. 
Whi l e there a r e many examples of good community p r o g r a m s , there 
r ea l l y a r e v e r y few, i f any, where the community is provid ing for 
a l l its own population of mental ly re tarded. M o r e frequently, the lament 
that, " W e need m o r e t ime to develop appropriate r e s o u r c e s , " and " W e 
need m o r e t ime to get p r e p a r e d , " is heard . 

T h e r e i s an i rony to this lament in that the initial c r i e s of outrage that 
institutions w e r e being insensi t ive to the r ight of the re tarded came 
f rom profess ionals in the l a r g e r community. N o w , frequently, when 
this same c i t i zenry is asked to take par t in the deinstitutionalization, 
they beg off because of lack o f preparat ion, funds, e tc . — Nobody can 
expect enough t ime o r money, whether they be in an institution o r c o m ­
munity. I t is not unusual to hea r some profess ionals in the community 
ask instead that institutions mode rn i ze what they have and te l l the a d ­
min i s t ra to r s , "No t now — the t ime isn ' t quite r ight . W e ' r e getting r e a d y . " 



The mental ly re tarded who a re entitled to the opportunity to l i v e with 
the res t of us neither de se rve this delay nor have the luxury of t ime 
to endure it . 

Macomb-Oakland 
Regional Center 

C R I T E R I A F O R S E L E C T I O N O F M E N T A L L Y R E T A R D E B R E S I D E N T S 
FOR S K I L L E D NURSING HOMES 

1. Residents shall be mental ly re tarded with measured intellectual 
functioning of l e s s than 50 I . Q . (Except ions to I . Q. l e v e l may be 
granted by the D i r e c t o r o f the Department of Mental Health only 
upon rece ip t of request with the rat ionale f o r the exception f r o m 
the Superintendent). 

2 . Residents shall be med ica l ly in f i rmed, med ica l ly f rag i l e and /o r 
have incapacitating physical handicaps and disabi l i t ies which r e ­
qui re that they r e c e i v e on-going medica l surve i l l ance , medica l 
ca re and s e r v i c e s under the di rect ion of a physician and 24-hour 
a day nursing care under the d i rec t ion of l i censed profess ional 
nursing personnel . 

a. Residents can be of any age , infant through senior c i t izen . 

b . Ambula to ry residents must have a condition of being m e d i ­
ca l ly inf i rmed with a med ica l and nursing care p r o b l e m to 
be e l ig ib l e (not just phys ica l ly f rag i le and requ i re p ro t ec t ive 
envi ronment) . 



c. N o n - a m b u l a t o r y residents with s e v e r e contractures, o r at 
risk of acquiring contractures unless intensive physical t h e r a p y 
t r e a t m e n t s a n d o n - g o i n g skillful n u r s i n g c a r e a r e p r o v i d e d 
(i.e. , spastic cases) a r e eligible candidates. 

3. R e s i d e n t s w h o s e intellectual functioning is s u b n o r m a l d u e to senility, 
cultural deprivation, o r accidents w h i c h o c c u r r e d after early child­
h o o d a r e to be e x c l u d e d . 

4. T h e n e e d for a protective living e n v i r o n m e n t d u e to physical fragility 
is not a criterion for n u r s i n g h o m e p l a c e m e n t , in a n d of itself. 
(Residents w h o a r e physically fragile a n d require a protective, 
fully supportive e n v i r o n m e n t m a y b e c a r e d for better, or a s w e l l , 
in a s u p e r v i s e d sheltered living situation s u c h a s a foster/family 
c a r e h o m e ) . 

5. N o n - a m b u l a t o r y residents (a) w h o d o not h a v e a specific m e d i c a l o r 
n u r s i n g c a r e p r o b l e m , (b) w h o d o not require c a r e u n d e r the direction 
of licensed professional n u r s i n g p e r s o n n e l , (c) but rather require 
continuous basic physical c a r e a n d (d) a r e d e p e n d e n t for life s u p p o r t 
s e r v i c e s a r e to be e x c l u d e d . 

( F o r e x a m p l e , residents with s e v e r e physical h a n d i c a p s w h o s e 
i m m o b i l i t y status is stable a n d w o u l d b e essentially u n c h a n g e d b y 
professional n u r s i n g a n d / o r intensive physical t h e r a p y t r e a t m e n t s ; 
a r e m o b i l e via w h e e l c h a i r , b r a c e s , c r u t c h e s , floor w h e e l m o v i n g 
carts, etc.; require careful supervision a n d g o o d basic physical 
c a r e a n d life s u p p o r t s e r v i c e s , rather than n u r s i n g c a r e b y licensed 
n u r s i n g p e r s o n n e l . ) 

6. B l i n d n e s s , d e a f n e s s (or other s e n s o r y i m p a i r m e n t ) is not a criterion 
for n u r s i n g h o m e p l a c e m e n t in a n d of itself. 

7. If a resident's condition is suitable for, a n d it is d e t e r m i n e d that 
h e o r s h e could be p l a c e d in a n appropriate family c a r e h o m e o r 
g r o u p h o m e , the resident should not be identified for n u r s i n g h o m e 
p l a c e m e n t . 



Reactor 
Panel 

E L E A N O R E L K I N 

I know you are al l dying of hunger and everyth ing e l s e , but i f I don't 
a l low m y people that have been taking notes fo r two days to have a 
l i t t le bit of react ion t ime , I think they ' re going to explode a l l o v e r 
the r o o m . I have mentioned to a couple of them during the coffee 
breaks that we w i l l be cutting down on their t ime , and one of them 
said, " Y o u ' r e not gonna cut us out a l l together ?" So, no, w e ' r e not 
but we do have to cut down, and I ' m going to ask them rea l loud r ight 
now - they can each have between three and f ive minutes and the 
c l o s e r they make i t to three , the happier you w i l l a l l be and the l e s s 
happy they w i l l be. W e have p romised the gentleman who wanted to 
speak yes te rday that he could have a couple of minutes in the end. 
I hope h e ' l l cut his down to two, so you a l l won ' t die of hunger. 
I ' l l introduce you when you get up h e r e . 

T h i s f i r s t lady is Rita Charron who is a mental retardation specia l is t 
f rom the Divis ion of Community Se rv ices in Michigan; D o l o r e s N o r l e y 
who i s Chairman of the N A R C International Relat ions Commit tee ; 
Joe Win te r s who i s a m e m b e r of the Board of D i r e c t o r s of N A R C ; 
and Henry Lynch who is the D i r e c t o r of Lynch H o m e , f rom whom 
you heard yes te rday . I ' m not going to t r y to modera te this except 
w e ' l l hold up a t ime sign i f i t a l l gets too long. 



R I T A C H A R R O N 

W e ' v e made a pact that we are going to make this short . A s Eleanor has 
said, we a re interested in prepar ing an N A R C posit ion that would define 
the potential of the nursing home in the s e r v i c e sys tem for the re tarded. 
Deinstitutionalization was a concept grabbed at by many state adminis t ra­
t ions. When people became sensi t ive to what good institutions' s e r v i c e s 
should be, the costs of institutions went up. A t the same t ime this was 
happening, we w e r e talking about deinstitutionalization and state admin­
istrat ions, ac ross the nation, jumped at this and began what we now cal l 
the "dumping" p r o c e s s . So, we a re not only dealing with the potential 
of nursing homes , w e are dealing with the cor rec t ion p r o c e s s . W e have 
many nursing homes loaded with re tarded people inappropriately placed 
as a par t of the deinstitutionalization plan. Th i s a lso applies to the old 
houses in the inner c i t ies that w e r e used a lso to dump people f rom ins t i ­
tutions. So in addressing our se lves to a posi t ion, we cannot ignore that 
many people w e r e placed inappropriately as par t of our wel l -suppor ted 
deinstitutionalization p roces s . W e must find these los t people in our 
effor ts to appropriately place and find s e r v i c e s , and, as George Gray 
so w e l l said, we must establish c r i t e r ia for p lacement in the nursing 
home. A s David Rosen said, i f you establish the appropriate c r i t e r i a , 
you find a v e r y sma l l number of people rea l ly needing nursing home 
ca re . A l l of the people who spoke in our two days have addressed them­
se lves to the assessment of need, the establishment of goals , long and 
short t e rms , and to defining the approaches to meet ing these goa l s . I 
be l i eve they w e r e saying that each person placed in any kind of r e s iden­
tial faci l i ty must have a dynamic placement; that the s e r v i c e s provided 
by the nursing home should be needed by that person that i s placed there . 
It should not be used because i t is the only a l ternat ive . 

A l s o our posit ion must deal with the r ight to treatment. W e heard f rom 
M r . Po t t inger yes te rday , and he did te l l us that there was some fuzziness 
on the r ight to treatment, between people l iv ing under a public adminis t ra­
tion in a state institution o r a publicly supported nursing home o r r e s iden ­
tial ca re fac i l i ty , and those l iv ing in totally p r iva te fac i l i t i e s , and that 
we needed to find out and make sure that this definition is c leared; that 
a person placed in a pr iva te institution discharged f rom state care a lso 
has a r ight to treatment. 

In response to M r . Rosen ' s recent statement regard ing the socia l s e r v i c e s 
sys tem, he ca l led to m y attention the fact that, l ike P a t M c N e l l y said," 
w e have a lot of ca rs going in the same di rec t ion , maybe even attending 



the same meet ing o r se rv ing the same client , without r egard fo r the 
guy in the next ea r and what he might have to o f fe r . W e must deal 
with money s t r eams . In a l l of your s tates ' soc ia l s e r v i c e s sys tems 
o r public we l f a re sys tems a r e v e r y important money s t reams and 
we must de termine how our mental retardation sys tems fit into those 
money s t r eams . T o use it; coordinate with it; join it in its c a r d i ­
rec ted towards the care of that client is one of our most important 
chal lenges . W e must coordinate our effor ts with a l l money s t reams 
o r agencies if w e a re to attain a good posi t ion. Thank you. 

D O L O R E S N O R L E Y 

W e should have had with us at this seminar the author of a book I 
r ecommend to you: T E N D E R L O V I N G G R E E D , that expose of the 
p rob lems of nursing homes . 

I f ee l w e ' v e had a schizophrenic meet ing . I heard people outlining 
al l the difficult ies which the mi snomered nursing homes present ; 
inappropriate surroundings, med ica l design when the resident is not 
in need of a medica l ra t ionale , hang-ups on hygiene in true medica l 
her i tage o f car ing m o r e for a temperature chart than a lov ing hug for 
for an abandoned human. Then the next speaker accepts the t e rm 
"nursing home" as if it made sense and as if the people we are t rying 
to m o v e into the communit ies w e r e honestly in need of ski l led nurs­
ing c a r e . And what the dev i l does "ski l led nursing c a r e " mean, any­
w a y ? Nurs ing is e i ther ski l led o r i t ' s lousy. Skil led is assumed. 

W e have been seduced by the money s t ream. W e have been p r o s t i ­
tuted by the federa l buck. W e accept the use of those nursing homes 
fo r people who don't need them, and we use al l those ghastly alpha­
bet ized abbreviat ions as if they w e r e Holy W r i t . T h e y A R E Holy 
W r i t if w e ' v e sold our souls f o r that m e s s o f p o r r i d g e fo r those fo r 
whom we advocate. That w e have. 

W e use those mag ica l I C F s , e t c . ( I wash m y chi ldren 's mouths out 
with soap fo r saying l e s s e r b lasphemies) because unless we use them 
we can't t ransfer monies we a re substituting state monies with 
federal mon ie s . W e have fallen into the trap of the nursing home 
opera to r s . W e play their g a m e , use the t e rms their lobby has i m ­
posed on our laws and p lace our he lp less charges in unseemly 



l iv ing conditions a l l in the name of the almighty buck. Then there i s a 
se l f - ful f i l l ing prophecy at work . Whether they need it o r not, nursing i s 
what they get , and i t ' s al l they g e t — if they ge t even that. 

Semantics de te rmines , no mat ter what the or ig ina l intent. Any e x p e r i ­
enced pol i t ic ian can te l l you that. The moment w e say "nursing h o m e s " 
and accept Fed money for them, w e a r e , by damn, going to have that 
mode l , no mat ter how inappropriate. 

I am not going to reac t to each person , though I have notes on each. 
Ph i l w i l l do it superbly. I shall be global in m y response to the speakers . 
M y response , o v e r a l l , i s that w e have been took, and w o r s e ye t — we 
have been took fo r people who can't speak for themse lves . 

W e have been pol i te h e r e . W e have assumed rat ionali ty on the par t of 
the government of the United States, on the par t of the s tates , and on 
the par t o f nursing home opera tors . T h e y don't r e a l l y know a damn 
about retardat ion and its needs . How many people need bed c a r e ? About 
99% l e s s than institutions a re g iv ing , because of the ignorance of the d o c ­
tors and nurses we listen to when they stamp out potential by dictating 
medica l m o d e l s . How many of those coming out of institutions need what 
w e cal l nursing homes ? P rec ious few. R e m e m b e r those w o r d s : 
P R E C I O U S F E W . 

I r ecommend another book to you, to a l e r t you to our seduction — T o m 
W i c k e r ' s A T I M E T O D I E , the s to ry of the At t ica pr ison a t roci t ies and 
what went wrong . Why did i t go w r o n g ? Because he and o thers , he s ays , 
assumed rat ional i ty . For the l o v e of God — w i l l we never l e a r n ? W e 
assumed rat ionali ty when we a lmos t los t our country in the name of 
"national secur i ty" coming f rom the mouths of e v i l men in high p l aces . 

What a r e w e doing to ourse lves ? What a r e we doing to the people f o r 
whom w e c la im to be advocates ? W e a re not being advocates . W e a re 
playing footsy with questionable companions, with nutty ru le s . And w e 
don't s e e m to have the guts to say " H e y these rules don't make 
s e n s e ! " 

W e had a good M . D . speaker at this meet ing . Put that in your m e m o r y 
book. It won ' t happen often in your l i f e t ime . J im Clements said a l l the 
r ight things with courage . Put them in your m e m o r y book too . 

Henry said that a l l the solutions come f rom the pr iva te s ec to r . He i s 
absolutely r ight. T h e sys tem cannot, by its nature, c r ea t e new ideas . 
A l l new ideas come f rom the outside and a r e fo rced on i t . 



Susan had an absolutely marve lous presentat ion. I t should be repeated. 
I remind you of one of he r points: R e m e m b e r that the regulations a r e 
not output measures . I f you a re going to r e m e m b e r only one thing — 
r e m e m b e r that. 

I shall remind you of three things in addition to r e m e m b e r . Geo rge 
Gray talked about Kushlik and the fact that there is no need for a 
nursing mi l ieu except fo r a v e r y , v e r y few people . So few that you 
don't need a faci l i ty , o r what we cal l nursing h o m e s . If you could 
have the adventure of seeing the Kushlik exper imenta l homes , where 
the wor s t mult iply handicapped residents you have e v e r seen in any 
back ward a re l iv ing and developing in normal homes in normal ne igh­
borhoods you would know he ' s r ight. 

Gene 's presentation on how to p r o g r a m las t night was marve lous . It 
was not just a good p r o g r a m i t was a learning exper i ence . Shame 
on you who didn't c o m e . I would guess, f rom expe r i ence , that those 
who w e r e absent a r e having their way paid by someone e l s e . 

Combine that " h o w - t o - p r o g r a m " with what P e g said so te l l ingly about 
the need for p r o g r a m s , then throw in something I ' m wr i t ing for p a r ­
ents ca l led , "Pre tend you ' r e dead" (pretend, then see how you'd work 
for a p r o g r a m for Y O U R advoca tes ) , then perhaps we can look l o g ­
ica l ly at the semantics we a re corrupted by and get ou r se lves straight 
again. 

J O E W I N T E R S 

D o l o r e s , you seem l ike one of those unreasonable people upon which 
p r o g r e s s depends. I ' l l t ry to be br ief - in spite of having three pages 
of things to say. 

In react ing to the ent i re conference, as w e l l as the N A R C Board 
meet ing las t week , one thought s t r ikes m e . Quite s imply , N A R C is 
out of money and, therefore , m y conservat ive conscience te l l s me 
w e must be sure full value is r e c e i v e d f rom the exce l len t p resenta­
tions w e have heard today. 

I suggest w e co l lec t the information and philosophies f rom this s y m ­
posium, break them down into action plans that descr ibe the p rob lem 



and p r e sc r i be a definite plan of action for those people most l ike ly to 
effect the change. 

I can't help but wonder how rural areas can and w i l l re la te to what was 
said h e r e . . .have w e anything for those who have nothing o r at best 
only a med ioc re nursing home? W e w i l l need to be sure our r e c o m -
mendations contain some posi t ive suggestions on how I C F s and nursing 
homes can improve their s e r v i c e s to re tarded individuals when they a re 
indeed the only choice 

W e ' v e said a concerted e f for t must be mounted to educate su rveyors and 
nursing home opera tors to the fact that the needs of re tarded persons a re 
m o r e soc ia l and educational in nature than med ica l . 

It i s not enough to educate ourse lves and pinpoint the obvious p r o b l e m s . 
W e must get the word to somebody who can help us do something about 
t h e m . . . . . . via speci f ic action plans. 

Thank you. 

H E N R Y L Y N C H 

Since I advocate provid ing s e r v i c e s to retarded people and their famil ies 
with a g rea t deal of sensi t ivi ty , I ' l l t ry to be sensi t ive to you. R e m e m b e r 
two o r three ideas . F i r s t , l i e down in a c r ib , look at a white ce i l ing . 
Imagine doing that e v e r y day of your l i f e , e v e r y waking hour of your l i f e . 
Second, put your head as far as you can to the right o r to the left and try 
to swal low, o r extend your head back hard under pressure and t ry to 
swal low. I t ' s difficult. That inability to swal low is one of the reasons 
people a r e in institutions, h i s to r ica l ly . Those bad muscle patterns can 
be co r rec t ed , o r at least amel io ra ted , i f w e ca r e . Th i rd , i f you fo rge t 
the f i r s t two points, and you e v e r v i s i t m y Home , I w i l l request Jenny, 
who w i l l be walking by that t i m e , to throw you down the steps and turn on 
the spr inkler sys tem. Thank you. 



Comment 

My name is Philip Vaughn, and I'm from Milwaukee, Wisconsin. I'm 
retired from Sehlitz Brewery for three years - the beer that made 
Milwaukee famous. I'm a charter member of the Wisconsin Associa­
tion for Retarded Citizens, UABC, and I'm a parent of a 32-year-old, 
profoundly retarded daughter living at Southern Colony. Phyllis has 
many physical defects, too, but she is receiving excellent care at 
Southern Colony. She looks good; her tone is good. I'm also in favor 
of mildly and moderately retarded persons being returned or dis­
charged into their communities, into group homes. Sinoe retirement, 
I do a lot of volunteer work for New Concepts Foundation, for estab­
lishing group homes throughout the State of Wisconsin and for the 
Jewish Vocational Service developing halfway houses for the mildly 
retarded. 

1 have been sent here to tell you that parents vehemently protest their 
severely and profoundly retarded children being discharged into pro­
prietary nursing homes. I have a file here of newspaper clippings, 
collected in the last 14 months in the City of Milwaukee, covering 
nursing home problems and court violations. Listen to one or two 
headlines so that you get a tone of what is in the filet "The Inspectors 
Accuse Mount Camel of 50 Violations 20 of Them Are a Repeat 
From Over a Year Ago" "Lt. Governor Shriver says, 'There's 
a Chronic Noncompliance With the Nursing Home Codes'." These 



a r e minimum standards that a re not being me t . In addition, I have with 
m e a repor t issued in December o f '74, by the Senate Subcommittee on 
Ag ing , cover ing nursing homes - 160 pages - reple te with nursing home 
violat ions, court violations and p r o b l e m s . It says , " T h e r e ex i s t physical 
injury, personal abuse of patients and l i fe- threatening conditions in m o r e 
than half o f the 23,000 nursing homes throughout the country. " And 
they continue by saying that, "I t would make your blood chi l l . " 

I have v is i ted many propr ie ta ry nursing homes and what I read in the 
newspaper and what the Senate Subcommittee says , I a g r e e with. I have 
a lso vis i ted the sectarian nursing homes in this a rea , the ones run by 
the Episcopal ians , the Cathol ics , the Jews , the Lutherans, the Method­
is ts , and I find an al together different type of ca re . T h e mot ive is not 
prof i t . T h e mot ive i s compassionate. I asked these opera to r s , 'Do 
you have any mental ly re tarded people in your h o m e ? " And they said, 
" N o . " And I asked, "Why n o t ? " T h e y said, "They don't belong h e r e . " 
And then I said, " W e l l , why don't they belong h e r e ? " T o which they 
rep l ied , " - because a nursing home i s designed to take ca re of se r ious ly 
i l l people , to p rov ide terminal ca re f o r o lde r people . I t isn ' t a place 
to spend a l i fe t ime o f l iv ing . " 

So, in the face of this preponderance of evidence of nursing home d e ­
f i c ienc ies , parents in m y home community s t rongly protes t nursing 
home p lacements . I think w e should se r ious ly consider these feel ings 
in our del iberat ions r ight he r e and in the future, because this d i rec t ly 
affects the d e l i v e r y ca re sys tem for the mental ly re tarded. I thank you 
a l l f o r g iv ing m e this t ime . 



A Service 
System 

Karen Green 
T h e ove r r i d ing issue w e must address ourse lves to in this conference 
i s : "What i s the r o l e of the in termediate ca re faci l i ty in the continuum 
of s e r v i c e s for the mental ly r e t a r d e d ? " I would l i ke to share with you 
some of E N C O R ' s exper iences in the establishment of a spec ia l i zed s e t ­
ting f o r s e v e r e l y and profoundly re tarded multi-handicapped children. 
Perhaps one of the mos t important things we can do fo r one another is 
to share our mis takes m o r e than our successes , so that others can a,void 
the same . 

In the past, w e considered it ax iomat ic that s e v e r e l y re tarded individuals 
(with associated mult iple handicaps) needed institution-based p r o g r a m s . 
Indeed, this became the rationale fo r admitting l a r g e numbers o f such 
youngsters , v e r y e a r l y in the i r l i v e s , to l a r g e congregate ca re models 
within the confines of public supported institutions. A f t e r a l l , w e assumed 
that the l i f e expentancy of the major i ty of these children was too b r i e f 
to p rov ide anything but custodial c a r e . 

In spite of an increas ing r e p e r t o i r e of techniques fo r facil i tat ing 
growth in the child with a profound developmental delay, w e have , 

T h e speaker wishes to c red i t Cami l l a A l l e n f o r her assis tance in 
prepar ing this presentat ion. 



f o r the most par t , fai led to p rov ide the human management sys tems 
necessa ry to make that growth a rea l i ty . 

In Nebraska , the spec ia l ized residential p rog ram for medica l ly complex , 
multi-handicapped children developed as one o f the last components of 
a wide spectrum of s e r v i c e s for the mental ly re tarded. 

Evolution of P r o g r a m s 

In 1968, both the need and key concepts of a community-based residential 
continuum for multi-handicapped and s e v e r e l y retarded children w e r e 
presented in the benchmark repor t o f the Gove rno r ' s Commit tee on Mental 
Retardation. Conceptually, the commit tee recommended that a s e r i e s 
of "Maintenance of L i f e " units be established for those persons who a r e 
so impaired as to requi re medica l ly -o r i en ted s e r v i c e s necessary to 
maintain l i f e . 

A t that t ime , a lmos t s ix yea r s ago , i t was wide ly be l ieved that whi le the 
need fo r other resident ial s e r v i c e s fo r re tarded c i t izens would decl ine 
as non-residential s e r v i c e s increased, the need for "Maintenance of 
Life" units would, not diminish because the mor ta l i ty ra te was expected 
to remain constant. 

Developmental Maximation Unit 

T h e Developmental Maximation Unit was established in a wing of Douglas 
County Hospital in August of 1972 to s e r v e those youngsters whose s e v e r e 
o r profound retardation was complicated by medica l difficult ies ( e . g. un­
control led se izu res , chronic and acute r e sp i r a to ry diff icul t ies) and 
ex t r eme moto r challenges ( e . g . c e r eb ra l pa lsy , s co l i o s i s , dis locat ions) 
which rendered the children nonambulatory. 

T h e Unit was conceptualized as a res idence and was made as homel ike 
as poss ib le ; i t was ini t ial ly also a school and prov ided an educational 
sett ing as c lose to an E N C O R Educational Center as poss ib le . The Unit 
was set up to p rov ide resident ial s e r v i c e s to 16 multi-handicapped c h i l ­
dren. T h e children s e r v e d w e r e those typical ly found in pedia t r ic i n ­
tensive care units in general hospitals o r in f i rmar ies in institutions fo r 
the mental ly re tarded. F o r medica l reasons , ini t ia l ly about half the 
Unit ' s res ident ia l cl ients remained at the Unit for day training p r o g r a m s ; 
the other students w e r e transported to a l ternat ive day p r o g r a m s in the 
community. 



T h e children who w e r e admit ted to the Unit w e r e f i r s t given an in­
tensive medica l work-up by the fac i l i ty ' s consulting pediatr ician as 
w e l l as other medica l consultants when appropriate . T h e r e w e r e 
two purposes for the initial physical screening: (1) many youngsters 
coming f rom the institution had l i t t le o r no re l iable medica l data 
prov ided ; and (2) in o r d e r to establish significant learning ob jec t ives , 
we evaluated and intervened with the chi ld 's medica l obstacles to 
growth and development . F o r example , a child who i s se izur ing at 
a high frequency has v e r y l i t t le energy o r t ime left o v e r for educa­
tional o r socia l ac t iv i t ies . A child with complete hip dislocation 
cannot be comfortably placed in an upright position so he /she may 
interact with the environment. A child with constant upper r e s p i r a ­
tory infections must spend a ma jo r port ion of the t ime in isolat ion. 
T h e s e diagnostic s e r v i c e s w e r e provided to e v e r y child r ega rd less 
of the deg ree of handicap o r the prognosis f rom previous medica l 
opinions de r ived e l s ewhere . 

Because the Unit was located on a ward of the hospital , emergency 
medica l attention was avai lable 24 hours a day. Br igh t paint and 
carpeting, patterned draper ies and chi ldren 's furniture (not hosp i ­
tal beds) made the Unit homel ike and w a r m . 

The Unit staff was composed of a combination of education and 
nursing personnel : 

(1 ) T e a c h e r - Monday through Fr iday - 8:00 a . m . to 4:30 p . m . 

(2) T e a c h e r A s s t . - Monday through Sunday - 7:00 a . m . to 3:00 p . m . 
Monday, Wednesday, Fr iday - 3:00 p . m . to 

11:00 p . m . 
(1) Teache r Ass t . - Tuesday, Thursday, Saturday, Sunday-

3:00 p . m . to 11:00 p . m . 

(4) T e a c h e r A s s o c . - Monday through Sunday - 7:00 a . m . to 11:00 p . m . 

(1) L , P . N . - Monday through Sunday - 24 hours a day 

(1) Nursing A i d e - Monday through Sunday -11:00 p . m . to 7:00 a . m . 

(1 ) Housekeeper - Monday through Fr iday - 7:00 a.m. to 3:00 p. m . 



Phys ica l therapy, speech therapy and other adjunctive support s e r v i c e s 
w e r e provided on a consultative basis f rom ei ther ENCOR o r community 
r e sources . 

The nursing staff was responsible only fo r the administration of m e d i ­
cations and treatments o rde red by the Unit 's medica l staff, providng 
d i rec t nursing ca re to c r i t i ca l ly i l l children and assis t ing both the Unit 's 
physicians and other medica l consultants in provid ing medica l s e r v i c e s 
to the res idents . 

The major i ty of medica l procedures which could be incorporated into the 
residential-educational setting w e r e pe r fo rmed by the Unit 's educational 
staff. T h e rationale for this approach was that many procedures which 
a re traditionally assumed to be medica l maintenance ac t iv i t ies could be 
conceived instead as having d i rec t implicat ions to the chi ld 's o v e r a l l 
educational p r o g r a m and could be incorporated as par t of the educational 
day. F o r example , pass ive and act ive range of motion, postural d ra in ­
age , therapeutic bracing act iv i t ies and other such procedures w e r e in ­
cluded as components of learning-or iented p ro jec t s . 

Children whose needs dictated that they remain in the Unit during the 
day w e r e p rov ided training act iv i t ies designated to help them move to 
m o r e normat ive educational day p r o g r a m s such as E N C O R Educational 
Centers , M e y e r Children 's Rehabilitation Institute (Univers i ty of 
Nebraska ) , integrated regular p re - schoo l p r o g r a m s o r adolescent educa­
tion p r o g r a m s . Ac t iv i t i e s during the day p r i m a r i l y concentrated on la rge 
and smal l mo to r development, pre- language and speech development , 
eating and toi let ing control and socia l development . 

Educationally, the major p r o g r a m goal was to fos ter the chi ldren 's a c ­
quisition of se l f -he lp and g ros s motor sk i l l s . Educational p r i o r i t i e s -
encompassed m o t o r control , development of chewing, sucking and s w a l ­
lowing sk i l l s , improvement of g ross moto r sk i l l s and a l so the d e v e l o p ­
ment of "tool sk i l l s " fo r language p r o g r a m s . 

Each child had a wri t ten individualized developmental p r o g r a m plan that 
specif ied the course of current and future mo to r , special sensory, c o g ­
n i t ive , physical and recrea t ional developmental goa l s . Th i s plan was 
developed by w a y of the joint efforts o f the chi ld 's parents o r guardian and 
the E N C O R p r o g r a m staff and physician. T h e init ial plan ( I P P ) was 
wri t ten up within 30 days of enrol lment . T h e s e plans w e r e established 
and r e v i e w e d at three month in terva ls . P r o g r a m staff had the respons i ­
bi l i ty of continuously documenting and evaluating p r o g r e s s through the 
use of " P r e c i s i o n Teach ing" techniques. 



T h e fol lowing outline represents a descript ion of a chi ld 's week at the 
Developmental Maximation Unit: 

Monday Through Fr iday 

7:00 a . m . - R i se and shine - Dress ing p rog rams 
7:30 a . m . - Breakfast - Feed ing p r o g r a m s , hygiene 
8:30 a. m . - Off to school ( f o r 9 children) 
9:00 a. m . - Educational day - Gross motor p r o g r a m s , s e l f - ca r e 

p r o g r a m s , fine motor p r o g r a m s , 
language p r o g r a m s , socia l iza t ion 
p r o g r a m s , medica l monitor ing 
p r o g r a m s (between 6-10 projects 
pe r child) 

12:00 p . m . - Lunch - Feeding p r o g r a m s , motor p r o g r a m s , 
hygiene 

1:30 p . m . - Nap (as age appropriate) 
3:00 p . m . - Informal social izat ion ac t iv i t ies - Social izat ion 

p rog rams 
5:00 p . m . - Dinner - Feeding p r o g r a m s , moto r p r o g r a m s , 

hygiene 
6:30 p . m . - Informal social izat ion ac t iv i t i e s , mo to r p r o g r a m s , 

social izat ion p r o g r a m s , hygiene, f ield tr ips 
8:30 p . m . - Snack - Feeding p rog rams , motor p r o g r a m s , 

s e l f - c a r e p rog rams 
9:00 p . m . - Bedt ime (as age appropriate) 

Saturday, Sunday and Holidays 

7:00 a . m . - R i s e and shine 
8:00 a . m . - Breakfast - Feed ing p rog rams 
9:00 a . m . - Informal social izat ion ac t iv i t ies (with g ros s motor 

p r o g r a m s ) 
12:00 p . m . - Lunch - Feeding p rog rams 

1:30 p . m . - Nap (as age appropriate) 
3:00 p . m . - Informal social izat ion ac t iv i t ies 
5:00 p . m . - Dinner - Feeding p rograms 
6:30 p . m . - Informal social izat ion ac t iv i t ies 
8:30 p . m . - Snack 
9:00 p . m . - Bedt ime (as age appropria te) 



Because of the need to provide culturally appropriate routines and 
rhythms, the chi ldren 's ac t iv i t ies approximated as c lose ly as poss ible 
those routines exper ienced by normal children in the community; 
i . e . , m o r e informal act iv i t ies on the weekends and hol idays. C h i l ­
dren w e r e taken out into the community in smal l groups to restaurants, 
shopping centers , m o v i e s and to the z o o , e t c . , as often as poss ib le . 
Through the use of a staff advocate sys tem, mos t children w e r e taken 
out "individually" into the community for an act ivi ty at least once a 
month. A l s o , parents are encouraged to take their children out in 
the evenings and weekends. If the child could not g o , parents and s i b ­
l ings w e r e al lowed to v i s i t at any t ime. Many parents took their c h i l ­
dren home for weekends and holidays. 

Because the Unit p rov ided a 24-hour, 7 -day-a-week p r o g r a m and b e ­
cause no placement in the faci l i ty was regarded as permanent, "gradua­
tion" involved both educational and residential m o v e s . T h e educational 
options w e r e : segrega ted educational p r o g r a m f o r children o r ado l e s ­
cents, integrated p re - schoo l p r o g r a m , infant day ca re , infant home 
training, regular day start and public school . Residential a l ternat ives 
w e r e : the child 's own home, smal l family res idences and group r e s i ­
dences. 

"Graduation" did not have to be f rom the total p r o g r a m . Children did 
m o v e out to the prev ious ly mentioned educational al ternat ives and contin­
ued to l i v e at the Unit. Children moved to resident ial a l ternat ives and 
continued for a while at the Unit 's education p r o g r a m . Many have 
"graduated" f rom both. 

In spite of some modes t success in the a rea of client movement , s o m e ­
thing in the sys tem was not working. An analysis of the sys tem brought 
out the fol lowing issues: 

1. A benefit of a model such as the Developmental Maximation 
Unit was to provide (at the community l e v e l ) a faci l i ty 
which negated the need to place children with profound and 
s e v e r e mental retardation, complicated by overwhe lming 
physical and medica l d isabi l i t ies , into l a r g e institutional 
set t ings. 

2 . No s imi l a r model should be established without developing 
the movement a l ternat ives concurrently. T h e initial a s ­
sumption was that mos t youngsters would requi re an extended 



per iod of t ime before they w e r e ready to "graduate" f rom 
the faci l i ty . In actuality, s e v e r a l children init ial ly ad ­
mit ted to the faci l i ty could have been placed d i rec t ly into 
less structured residential and educational set t ings. 
Other cl ients requi red only three to s ix months before 
they, too, w e r e ready to m o v e out of a hospital setting. 
Unfortunately, al ternat ives w e r e not avai lable when the 
children w e r e ready. 

3. Mixing of children with wide var iances in developmental 
needs tends to focus the p r o g r a m on the lowest common 
denominator. T h e r e w e r e two distinct groups of youngsters 
res iding at the Unit. One v e r y smal l group (4 of 16) fe l l 
into a "high r i sk" ca tegory . A t f i rs t , they required a lmost 
constant medica l attention and a highly structured env i ron­
ment to stay a l i ve . The other group did not requi re a 
hospital setting at a l l . Since the Unit staff was forced to 
concentrate its training and focus on meet ing the medica l 
and maintenance needs of the sma l l e r group, the other 
children w e r e only provided with "adequate" developmental 
growth opportunities. The p r i m a r y goal fo r the "high 
r i sk" group was to provide them with the support sys tems 
( i . e . , range of motion, postural drainage, e t c . ) necessary 
to m o v e them out of the "high r i sk" category so they w e r e 
medica l ly independent. The l a r g e r group was medica l ly 
independent a lmost f rom the beginning. T h e p r i m a r y 
object ive of the staff was to p r o v i d e learning opportunities 
for this l a r g e r group within the f ive major curriculum 
areas (language, g ross mo to r , fine mo to r , socia l iza t ion, 
se l f -he lp ) to facil i tate movement . 

4. Staff w e r e forced to assume multiple ident i t ies : teacher , 
parent -surrogate , friend, paraprofess ional , medica l . 
T h i s resulted in too high staff turnover, and a grea t deal 
of ve rba l i zed frustration with the task of "being too many 
things to too many p e o p l e . " 

5. Parents found it e x t r e m e l y difficult to accept the movement 
philosophy because their children had a lways part icipated 
in a r igorous ly structured 24-hour environment ( i . e . , in ­
stitution, hospital to Developmental Maximation Uni t ) . 



Change in Adminis t ra t ive and P r o g r a m Structure 

In the Spring of 1975, the administrat ive structure of D M U changed. The 
residential component was re located for administrat ive supervision in 
the Residential Divis ion . The education component was retained by the 
Educational Divis ion (previous ly both w e r e supervised by the l a t t e r ) . 

With these changes, the DMU is to be regarded as a residential p r o g r a m 
only. The purpose for this change was to facil i tate the transition to and 
f rom other residential p rog rams and the perception of this unit as not a 
c losed sys tem (24-hour s e r v i c e ) but rather as a spec ia l ized shor t - te rm 
support s e r v i c e for the res t of the residential continuum. Consequently, 
children staffed for this unit a re now simultaneously staffed for the next 
step in the residential continuum. The responsibi l i t ies of the Education 
Divis ion changed grea t ly . Since the Unit staff identity changed to that of 
residential personnel , they w e r e no longer to be pe r ce ived as teachers . 
Those children who w e r e capable of going out to other day p r o g r a m s 
continued to do so . Those children whose medica l conditions dictated 
the need to remain in a s ingle environment for a short t ime r e c e i v e 
their educational p r o g r a m through Itinerant Resource T e a c h e r s . The 
Itinerant T e a c h e r is assigned f rom the p r o g r a m that the child w i l l m o v e 
into when the medica l situation s tab i l izes . F o r example , if the child is 
an infant, an Itinerant Teache r f rom the Infant P r o g r a m is assigned. 

The p r i m a r y purpose for this administrat ive change was to change the 
percept ion of the children s e rved by this unit. An individual s e rved in 
a 24-hour c losed sys tem with a heavy med ica l ove r l ay , and only second­
a r y s e r v i c e s coming f rom that sys tem ( i . e . , recrea t ion , transportation, 
speech therapy) re inforces the se l f - ful f i l l ing p r o p h e c y . . . "How could this 
person possibly surv ive anywhere e l s e . " This prophecy extends i tself 
to parents , medica l profess ionals , staff outside the s e r v i c e , c i t izens 
in the community and eventually staff within the s e r v i c e itself. 

Th i s phenomenon results in an interpretation of the client as "not capable" 
o r "can't make i t . " Developmental growth takes p lace in the home 
( res ident ia l envi ronment) , the school (educational environment) and play 
ac t iv i t ies ( soc ia l environment) . A sys tem which combines these e n v i r ­
onments can be defined as a "c losed s y s t e m . " The c losed sys tem can 
stimulate developmental growth. Unfortunately, however , the c losed 
sys tem indicates that the individual is l e s s than, is deviant, i s not 
capable of benefiting f rom environments exper ienced by his non-delayed 
p e e r s . I t is these percept ions which become the ma jo r obstacles to 



developmental growth. The major i ty of the t ime the p rob lems of the 
sys tem are inappropriately pro jec ted upon the client so that he b e ­
comes someone to be "maintained" by soc ie ty rather than an individual 
who i s a developing human being. The change s imply says that e v e r y 
child i s capable of developmental growth and plans must be structured 
to provide fo r that p r o g r e s s f rom the beginning. 

By structuring a sys tem that assumes and expects growth to occur in 
e v e r y individual s e rved , separate single purpose environments a r e 
u t i l ized. When combined, these p rog rams add up to a continuum of 
s e r v i c e s which demands growth. Consequently, what appeared to be 
just an administrat ive change actually resulted in a ma jo r perceptual 
reinterpretat ion of the clients s e rved . 



Summary 

Philip Roos 
In prepar ing fo r this erudite presentation, I r e f e r r e d to the v e r y 
excel lent mate r ia l s p repared fo r us, and I leaped immedia te ly to 
the g lossa ry to find a definition of nursing homes . Imagine m y 
frustration when I could not find such a definition. One of the grea t 
diff icult ies , I think, with this issue is that I am not sure we know 
what we a re talking about. 

It s eems we a re talking about at least three different types of f a c i l ­
i t i es - the ski l led nursing home, which, as we have heard, i s p r i ­
m a r i l y a medica l faci l i ty fo r acute medica l p rob lems ; a faci l i ty in 
which there a re v e r y few mental ly retarded persons , a faci l i ty 
about which we a re not par t icular ly concerned. Secondly, there i s 
the intermediate ca re fac i l i ty , the I C F , which, as w e have heard, 
deals essent ia l ly with the somat ic , that i s the physical , needs of 
the residents . W e have heard that mental ly retarded persons may 
occasional ly be placed in such fac i l i t i e s , but that they are not d e ­
signed to mee t the par t icular needs of re tarded persons . And third, 
w e have the I C F / M R , the intermediate ca re faci l i ty fo r mental ly 
re tarded persons . T h i s s eems to be the faci l i ty with which we a re 
p r i m a r i l y concerned. Th i s i s not a medica l fac i l i ty . J im Clements , 
as I r e c a l l , made i t v e r y c l ea r that we a re dealing essent ia l ly 
with a fac i l i ty which focuses on developmental p rog ramming . That 
s eems to be the mos t important character is t ic of the fac i l i ty . The 



fact that it i s defined as an I C F / M R is essent ia l ly a function of the in ­
tensity of this developmental p rogramming . 

T h e f i r s t issue, then, which s t r ikes m e is whether o r not we are not 
dealing with a semantic p rob lem. I think D o l o r e s N o r l e y (who i s gone 
now so that I can speak f r e e l y ) did, mind you, in her caustic r emarks , 
allude to this issue. H e r point was v e r y re levant . Perhaps the v e r y 
t e r m "nursing h o m e " is inappropriate. Certainly i t s eems to have many 
connotations which disturb many of us. W e a r e not dealing p r i m a r i l y . 
with a medica l o r nursing s e r v i c e , but rather with a habilitation d e ­
velopmental s e r v i c e when we r e f e r to an intermediate ca re faci l i ty for 
mental ly re tarded persons . 

T h e r e is no question that there is grea t interest today in this whole 
area of intermediate c a r e . This s eems to be a product, f i r s t , of a 
genuine search for better s e r v i c e s fo r mental ly re tarded persons . 
Secondly, i t i s the product of a search fo r better funding money. 
D o l o r e s r e f e r r e d to it as "prostituting" (which I suspect is a p r o ­
fession l ike any other) and perhaps that is what w e ' r e doing. I 'm not 
sure . W e have heard, however , that the intermediate care faci l i ty 
fo r mental ly re tarded persons may indeed cost m o r e than the so -ca l l ed 
" sk i l l ed" nursing home . T h i r d , the interest in nursing homes seems 
to be in par t a product of our attempts to comply with the law, our 
attempts to escape l i t igat ion, to which Stan Pot t inger r e f e r r e d . 

L e t m e turn now to a subject which is near and dear to many of you; 
namely , anxiety. Obviously many of you c a r r y a great load of anxiety 
with you throughout much of your l i f e , as attested by your p ro l i f i c 
smoking which has a l ready been commented on. W e have a lso heard 
ample evidence that nursing homes do present ser ious p rob l ems . Indeed, 
this symposium was cal led with a r ea l fee l ing of urgency. Urgency that 
the National Assoc ia t ion fo r Retarded Ci t i zens , as the advocate group 
for mental ly re tarded persons in this nation, must address i tself to this 
issue now. What a r e some of the p r o b l e m s ? W e l l , we have heard many 
of them enumerated. L e t m e t ry and l i s t them for you in a nice l i t t le 
"laundry" l i s t : 

F i r s t , there is the danger of a super -s impl i s t i c solution to the p rob lems 
of institutions. W e speak a grea t deal about deinstitutionalization, but 
J im Clements said that deinstitutionalization was being corrupted, and 
he charac ter ized i t as a "mul t i -mi l l ion do l la r d isas ter . W e have heard 
about the so -ca l l ed "dumping" phenomenon a phenomenon which, p e r ­
haps, has been fos tered again by l i t igat ion. Stan Pot t inger recognized 



this poss ib i l i ty . A s the lawsuits threaten, i t i s v e r y tempting to d e -
escalate the institutional population by dumping the residents into 
other types of fac i l i t i e s . Funding s t reams and the p roc l iv i t i e s of 
federa l legis la t ion and regulations have a l so played their par t in shif t­
ing residents f rom one setting to another. T h e product o f dumping 
i s a l ready with us. W e have heard, fo r example , Rita Charron d e ­
sc r ibe inappropriate placements a l ready found in nursing homes o r 
intermediate ca re fac i l i t i e s . 

A second major p rob lem is that nursing homes and intermediate ca re 
fac i l i t ies have the same basic problems as institutions - the same 
basic p rob l ems . J im Clements r e f e r r e d to m y excel lent analysis of 
p rob lems in institutions and c la imed this analysis was equally appl i ­
cable to many nursing homes , including the p rob lems of dehumaniza-
tion, o f conditions fos ter ing r eg res s ion in the v ic t ims and se l f -
containment. Al lan Bergman spoke of the isolat ion f rom the commun­
ity which can occur in a smal l faci l i ty as w e l l as i t can in a l a r g e r 
one. T h e p rob lems of health and hazardous conditions, and even 
the potential exploitation of residents , may ex i s t in the nursing home . 
Major p rob lems have a l ready been documented. J im Clements spoke 
of s e v e r a l personal exper iences which sounded just as hor r ib le as 
some of the h o r r o r tales which have been descr ibed in institutions. 
Stan Pot t inger spoke of the G A O survey which i s going to genera te , 
he t e l l s us, some v e r y disi l lusioning data. Indeed, I am told that 
l i t igation is now pending in two states which w i l l be d i rected against 
institutions (that 's not n e w ) , but at the same t ime , against community-
based residential fac i l i t ies as w e l l (that is n e w ) . 

N e x t , we have heard that many institutions have been inappropriately 
l icensed to qualify for the intermedidate ca re fac i l i ty monies . W e 
have a lso been told that i t may be inappropriate for a l l institutions to 
attempt to upgrade themselves to m e e t the I C F / M R standards. Susan 
W e i s s suggested that a careful evaluation should be undertaken for 
each institution to determine whether o r not it i s des i rable and cost 
beneficial to modify that institution to m e e t the standards. T h e r e 
a re p rob lems inherent in this question. F o r example , we a re r e ­
minded that it might requi re mass ive amounts of money to bring up 
some institutions to standards, money which might be better invested 
in other al ternat ive resident ia l situations. A t the same t ime w e w e r e 
warned not to abandon the institutions, to r ecogn ize that there is in ­
deed a need to upgrade many of the institutions and that many can be 
upgraded successfully. 



Another danger which was discussed was the placement of re tarded p e r ­
s o n s i n gene ra l intermediate ca re fac i l i t ies to avoid the m o r e stringent 
standards required by the intermediate ca re fac i l i t ies fo r the mental ly 
re tarded. T h i s , obviously, would lead to inappropriate placements and 
to depr iv ing these individuals of necessa ry p rogramming . 

W e a lso heard about p rob lems which a re inherent in the medica l or ien ta­
tion which s t i l l typifies the nursing home situation. Susan W e i s s d e ­
scr ibed to us the Congress , the states, the Medicaid p r o g r a m , the 
P S R O ' s , just to mention a few, who a r e s t rongly imbued with a med ica l 
orientation and who w i l l need some educating to understand what is 
r e a l l y meant by the I C F / M R regulat ions. 

W e w e r e a lso warned that many of the su rveyors and the independent p r o ­
fessional r e v i e w teams may be totally naive about mental retardation and 
the needs of mental ly re tarded persons . W e w e r e further told of i m 
p r o p e r surveying procedures and the fact that su rveyors themselveshave told us that they a re , at t imes , put under a grea t deal of po l i t i ca l 
p ressure to cer t i fy inappropriate set t ings. Many of these unfortunates 
a r e in conf l ic t -of - in teres t situations. 

N e x t w e w e r e told (and I hope you w i l l not ice that w e ' v e had a lo t of bad 
news in the last day and a half, ladies and gent lemen) — next we w e r e 
told that the intermediate care fac i l i ty funds a r e replacing state funds 
in many instances, vi t iat ing the basic goal of the p r o g r a m , which i s to 
improve the quality of s e r v i c e s . 

Concern was a l so expressed about monitor ing, about accountability, about 
a c l ea r focus of responsibi l i ty . T h e dispersa l of s e r v i c e s makes these 
p rob lems m o r e ser ious . Dave Rosen expressed his concerns regard ing 
the potential fragmentation o f s e r v i c e s , the lack of fol low-through and 
fo l low-a long s e r v i c e s . 

A n d finally, I be l i eve i t was Do lo re s N o r l e y who insis ted that we make a 
ser ious mistake when we assume that w e a r e deal ing with a rational 
sys tem. She warned us that the sys tem i s i r ra t ional and that we should 
take this into account. 

In spite of these p rob lems and difficult ies and potential dangers , w e have 
a lso been presented with evidence which suggests that intermediate care 
fac i l i t i es do present potential advantages and may , indeed, be appropriate 
and des i rable a l ternat ives . F o r example , w e w e r e told of their potential 
f lex ib i l i ty , o f new mode l s , of new ways of deploying staff, such as t rans­
disc ip l inary teams. Henry Lynch spoke of f lexibi l i ty in adminis t ra t ive 



modes , in different types of environments , in d ispersed apartments 
and such l ike . T h e whole issue of smallness and dispersal was r e -
emphasized repeatedly, par t icular ly as these character is t ics tend to 
enhance normal iza t ion and individualization. A potential advantage 
i s the poss ibi l i ty o f grouping cl ients in different w a y s , such as in 
complementary o r symbiot ic relationships as suggested by D r . B o g g s , 
o r the companion p rog rams as discussed by Dave Rosen. G e o r g e Gray 
spoke of advantages inherent in dealing with the pr iva te sec to r . And 
then e a r l i e r today we w e r e presented some v e r y encouraging models 
of what i s a l ready being done in intermedidate ca re faci l i ty sett ings. 
And indeed some of these examples a re encouraging and could s e rve 
as prototypes . 

Throughout our discussion, ladies and gentlemen, I was delighted to 
hear that the basic pr inc ip les advocated by the N A R C consistently 
surfaced as being fundamental to good s e r v i c e s to mental ly retarded 
persons , r egard less of where these s e r v i c e s might be de l i ve r ed . 
These pr inc ip les , you w i l l r e ca l l , include a developmental mode l of 
mental retardation which includes a movement toward p r o g r e s s i v e l y 
l e s s r e s t r i c t i ve a l ternat ives . Dave Rosen spoke eloquently of the 
concept o f transitional placements o r shor t - t e rm placements , as the 
individual i s moved f rom one s e r v i c e to the next, so that the in te r ­
mediate ca re fac i l i ty i s not a permanent home but a way station on 
the way back, hopefully, to the community. T h e whole concept of the 
individual p r o g r a m plan i s , of course , int imately re la ted to our con­
cept of the developmental mode l . 

The pr inc ip le of normal iza t ion again is inherent in much of what has 
been said. I was par t icular ly interested in P e g Gorham's comments 
regarding the importance of furnishing normal iz ing poss ib i l i t i es to 
parents o f mental ly re tarded persons . W e have a grea t tendency to 
wax eloquent regard ing our clients whi le w e massac re each other; 
so that whi le w e speak of t reat ing re tarded persons with g rea t dignity, 
w e somet imes fai l to do so with non-retarded persons . P e g ' s c o m ­
ments regard ing normal iza t ion and the need for community support of 
parents so that thei r exis tence can be no rma l i zed w e r e mos t appropr i ­
ate . 

One of m y v e r y favor i te pr inc ip les i s the pr inc ip le of individualization; 
that i s , the need to r ecogn ize the uniqueness of e v e r y person. I think 
i t was Henry Lynch who began his r e m a r k s by s t ress ing the importance 
of maintaining humanity and recogniz ing the individual c l ient as the 
focus of our attention. 



And finally, the pr inciple of self-actual izat ion was cer tainly evident in 
what was said. I have defined this pr inc ip le as the recognit ion that each 
mental ly re tarded person should be given maximum opportunity to d e t e r ­
mine his own course , to shape his own destiny, to make his own cho ices . 
M a r i e M o o r e , as I r e c a l l , in some of he r descr ipt ions , s t ressed the 
importance of the part icipation of the re tarded person even in the a s s e s s ­
ment p r o c e s s . 

I want to turn now, and you w i l l be delighted to hear that I am moving 
rapidly toward an eloquent conclusion to these r emarks , I want to turn 
now to a consideration of potential actions, picking up on what Joe 
Win te r s said to us, that after a l l , the rhe tor ic is l o v e l y , a balm to 
the e a r s , but action is what counts. I have attempted, then, to cull f rom 
these presentations some recommendat ions. Many of these w e r e made 
d i rec t ly by the symposium participants. I have infer red a few of them 
f rom the presentat ions. L e t m e just l i s t these fo r you: 

W e must ensure that deinstitutionalization not lead to further dumping. 
T h e right to treatment includes prepar ing an institutional resident for 
community l i f e , and i t includes adequate al ternat ive s e r v i c e s . Stan 
Pot t inger emphasizes this point, and if you ' l l r e c a l l , he underlined the 
fact that when the Department of Justice enters into consent d e c r e e s , 
these dec rees incorporate this concept. T h e individual does not lose his 
r ights when he l eaves the institution for another type of fac i l i ty . W e 
must maintain our effor ts to improve the quality of our institutions. 
It i s v e r y important, I think, fo r us a l l to be v e r y c lea r that interest in 
intermediate ca re fac i l i t i e s , in terest in group homes , interest in apar t ­
ment l iv ing , in teres t in independent l iv ing does not vi t iate nor negate 
our in teres t in and commitment to improv ing institutions. Indeed, the 
I C F / M R p r o g r a m and the funds associated with i t can be a s t rong i n ­
centive for institutions as w e l l as fo r so -ca l l ed nursing homes , to up­
grade their s e r v i c e s and to deve lop comprehensive habilitation, d e -
velopmental ly-based p r o g r a m s . 

In r e f e r r i ng to standards emanating f rom court dec is ions , such as the 
Wyat t case in Alabama, Stan Pot t inger made i t c l ea r that these standards 
a r e developed with r ega rd to a speci f ic case and a specif ic institution 
and that it would be an e r r o r to leg is la te such standards into l aw. In ­
deed, he warned us that the law must remain f l ex ib le . 

Speaking o f leg is la t ion , George Gray suggested that we p re s s Congress 
to dele te spec i f ics of the L i f e Safety Code f rom the Medica id statutes fo r 
intermediate ca re and ski l led nursing home fac i l i t i e s , and that instead, 
these standards be implemented through regulat ions. 



W e should a lso consider legis la t ion which would establish a statutory-
basis fo r the Justice Department to enter into l i t igat ion on behalf of 
mental ly retarded persons . Right now the Justice Department is tak­
ing a v e r y "gutsy" stance in this issue. T h e r e i s no clearcut l e g i s l a ­
t i ve basis fo r their d i r ec t involvement as plaintiffs in these cases . 

W e m a y need legis la t ion to ensure maintenance of effor t through the 
I C F / M R p r o g r a m . J im Clements shared with us his concern that the 
I C F funds w e r e being used to s imply replace state funds. Current 
legis la t ion does not prohibi t this. 

George Gray suggested that N A R C develop a position regarding ad ­
miss ion c r i t e r i a fo r admission to intermediate ca re f ac i l i t i e s . 

W e w e r e told by a number of our participants to develop p roper m o n i ­
tor ing procedures fo r intermediate ca re fac i l i t ies by independent ad ­
vocate groups, and that, ladies and gentlemen, I consider to be a 
d i rec t challenge to the A R C movement ; for who i s better equipped to 
s e r v e as an independent advocate than the A R C s ? It means , however , 
that the A R C s w i l l need to deve lop exper t i se in moni tor ing such f a c i l ­
i t i es and such p r o g r a m s . 

Speaking of moni tor ing and advocacy, i t i s a l so amply evident that 
the advocacy function must be re la ted to the assessment p roces s 
and to the p rog ramming p roces s of individual re tarded persons . In ­
deed, M s . M o o r e , M s . Gorham and seve ra l others spoke of the i m ­
portance of involving fami l ies in the planning of the I P P and in the 
assessment p r o c e s s . 

T h e recommendation was made that HEW be requested to conduct a 
study regarding the enforcement and the effect iveness of regulat ions. 
Frankly, we need data. W e do not have data; apparently nobody has 
data now, as to the effect iveness and current status of the in t e rmed i ­
ate ca re fac i l i ty o r the d e g r e e to which the regulations a re being i m ­
plemented. 

Turning now to a different type of p rob lem, i t i s obvious that there is 
urgent need to adequately train the su rveyors o f intermediate ca re 
fac i l i t ies so they are w e l l f ami l i a r with the issues of mental re ta rda­
tion and with the nature o f p r o g r a m s needed by mental ly re tarded 
persons and so that they a r e able to interpret the regulations w i s e l y . 



It i s equally important to ensure that these su rveyors a re f ree f rom 
confl ic t -of interest situations. Susan W e i s s challenged us to evaluate 
survey findings so that when we consider them to be invalid, w e con­
tes t them - w e challenge them. Th i s is par t o f the advocacy function. 

And f inal ly, i t appears to m e that we should g ive ser ious consideration 
to the obvious semantic p rob lems surrounding the whole issue of nurs ­
ing homes , I C F s , I C F / M R s , a l l these other good things, so that w e 
know what we are talking about. P o s s i b l y w e need a new nomenclature 
fo r the I C F / M R s . 

T o c o n c l u d e . . . that cheers your e a r s , ladies and gentlemen. Can't you 
see your se lves leaping on an e a r l y plane, out of this l o v e l y c i t y ? 
. . . , T o conclude, this meet ing has essent ia l ly been a "sensi t iz ing" 
meet ing a meet ing designed to sens i t ize us to p rob l ems , b ig issues, 
the concerns and the challenges of this rapidly expanding arena. W e 
obviously do not ye t have al l the solutions. Obtaining and developing 
them is par t o f the challenge. T h e pr incip les of good p rogramming , i t 
i s obvious to m e , a r e constant. They apply to any setting. W e must 
assure the lega l r ights and the human rights o f the cl ient w h e r e v e r he 
might be , whether it be a nursing home, ski l led nursing home, in te r ­
media te care fac i l i ty o r institution. T h e placement of an individual in 
any par t icular setting must be a function o f that individual 's need at 
that par t icular t i m e . P e r i o d . Not the function of fear of l i t igat ion; 
not the function of funding s t r eams ; not the function of the "chicken 
s y n d r o m e . . . . . " 

The decentral izat ion of s e r v i c e s does hold p r o m i s e . I t a lso holds threats. 
T h e r e w i l l be g rea t e r difficulty in monitor ing and in accountability. A s 
a result , i t s eems crys ta l c l e a r to m e that we need s t ronger advocacy 
today than e v e r before at a l l l e v e l s - at the community l e v e l , the state 
l e v e l and the national l e v e l . W e a r e enter ing into a new age of oppor ­
tunity. L e t us rededicate ourse lves to making sure that it i s an age 
in which mental ly re tarded persons fully enjoy the basic pr inciple on 
which our nation i s founded . . . f reedom and justice fo r a l l . . . equali ty 
of a l l c i t i zens . 



Workshop: 
The Individual Program Plan 

Gene Patterson 
D E F I N I T I O N : 

T h e individual p r o g r a m plan is a wri t ten plan of intervention and 
action that is developed, and modif ied at frequent in te rva ls , with 
the part icipation of a l l concerned. It speci f ies objec t ives and goals 
and identifies a continuum of development , outlining projec ted pro­
g r e s s i v e steps and the developmental consequences of s e r v i c e s . 

(AC/FMR Standards for Community Agencies) 

P R I N C I P L E S : 

An individual p r o g r a m plan should be developed for each person 
accepted fo r s e r v i c e , r ega rd l e s s of chronological age o r d e v e l o p ­
mental l e v e l . The plan should be based on individual assessment 
data and on other data that ass is t in understanding the c l ient ' s 
situation, and it should be developed by the re levant staff o f the 
agency ( fac i l i ty ) s e rv ing the cl ient , with the part icipation of the 
client and his family . A plan developed p r i o r to the onset o f s e r v ­
ices by the agency should be r e v i e w e d and updated, so as to mee t 
the current needs of the cl ient . Long and short-term ob jec t ives 
should be stated separa te ly and within a time frame, and they must 
be expressed in behavioral t e rms that provide measurable indicies 
of p r o g r e s s , and that enable the ef fec t iveness of interventions to 



be evaluated. Modes of intervention for the achievement of the stated 
objectives must be specified, and agencies capable of delivering the 
needed services should be identified. The individual program plan 
must be modified as goals and objectives are, or are not, attained. 
Review and appropriate revision of the plan must be a continuous 
and self-correcting process. The plan must help all concerned to 
coordinate their efforts and activities, so as to maximize services 
to the client. 

(AC/FMR Standards for Community Agencies) 

Workshop Object ives 

1. Discuss program advantages and benefits of the transdisciplinary 
approach to three developmental tasks (self-concept, communi­
cations and mobility). 

2. Develop an individual program plan covering a 7-day period, 
based on the individual assessment data provided in the workshop. 

3. Identify the consequences to development in other cognitive and 
motor skills areas by a focus on the three tasks noted in 
Objective #1. 

Considerat ions in Goal Setting 

The overriding goal of a residential program is. to foster those behaviors 
which maximize the student/client's human qualities by increasing the 
complexity of his skills and enhancing his ability to cope with his en­
vironment. 

Setting appropriate goals takes into account the inherent logic of 
individualized programs; that is, providing an environment which 
enhances the logical sequence of behaviors and always builds upon 
previous learning. 

One must carefully consider the issues of phenomenological programs— 
those designed to produce specific behavioral phenomena without regard 
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for the log ica l sequence of behavioral patterns v e r s u s developmental 
p r o g r a m s . Phenomenological approaches a l l too frequently Ignore the 
long t e r m consequences of p rogramming in favor of short t e r m gains . 
F o r example , the effect iveness and s impl ic i ty of behavior modification 
techniques can eas i ly lead to their misuse i f long t e r m goals and ethical 
concerns a re not careful ly explored . 

Those who re j ec t a l l behavior modification techniques a r e equally 
short sighted since these approaches can be ut i l ized in highly d e v e l o p ­
mental ways providing w e understand the consequences. 

Developmental p rog ramming takes into account the sequence o f b e ­
h a v i o r s and the nature of the individual l ea rne r . Consider , fo r example , 
those individuals who a r e profoundly re tarded. They must spend a 
l i fe span with speci f ic neurological insults. L o n g - t e r m objec t ives 
for these individuals must be developmental , and they must a lso be 
attainable. 

Objec t ives for the profoundly re tarded person w i l l take into account 
the abil i ty to make choices , the opportunity to achieve mobi l i ty of 
some sor t and the abil i ty to communicate with sufficient ski l l to d e ­
ve lop human relationships and to break down the b a r r i e r s o f isola t ion. 
The wa l l s o f isolat ion, within which so many retarded people ex i s t , 
must be broken down o r those individuals w i l l have no opportunities 
for any deg ree of personal autonomy and intellectual development . 

T h e re tarded person, no mat ter how s e v e r e his disabi l i ty , has a 
r ight to begin to de termine personal l ikes and d is l ikes and to e x e r c i s e 
some control o f his immedia te environment in o r d e r that his essent ia l 
humanity can e m e r g e . 

S e v e r e l y and profoundly re tarded persons a re often dominated by 
p r i m i t i v e senso ry -moto r behaviors . P r o g r a m s , the re fo re , should 
develop behavioral patterns and cogni t ive operat ions to m o v e the 
student/client into m o r e concre te ly operational behaviors and the 
development of constructive se l f -concepts . 

In assess ing the learning needs o f the profoundly re tarded and/or 
mult iply handicapped individual one can become total ly ove rwhe lmed 
by the global nature o f his learning needs . I f some sor t of attentional 
focus i s not cal led into p lay , the parent o r profess ional i s frustrated 
and rendered helpless to employ his sk i l l s to help that person . 
Much of group o r gang p rog ramming probably resul ts f r om this type 
o f frustration. 



W h e r e the learning needs a re so global , the focus should probably begin 
with an assessment of what the individual student/client can do . 

1. Motor competency (What can he m o v e and how efficient i s the 
m o v e m e n t ? ) 

2 . Neuromotor assumptions (How much control does he s e e m to have 
o v e r his moto r behaviors ? ) 

3. Sensory act ivi ty (How does he use his e y e s , mouth, f ingers , e t c . 
and what evidence is there to suggest favor i te routes of sensory 
input?) 

4. Perceptual competency (What does he do in response to various 
s t imuli , such as vo ices and sounds, objec ts , your face and hands, 
var ious tact i le s t imuli , odors and g ros s handling such as holding, 
stroking, hugging, cuddling, e t c ? ) 

5. P r o b l e m solving (Does he reach for objects , turn toward sounds, 
respond v e r b a l l y . . . ? ) A t m o r e sophisticated l e v e l s , does he 
use tools in any way ( to pound o r bang, to hold o r r e t r i e v e , to 
feed himself , to amuse h imse l f ? ) 

Is he able to so lve even the s imples t puzz l e , such as locat ing o r 
indicating the location o f a hidden object , o r fo l low direct ions 
(at what l e v e l o f compe tency?) 

W r i t i n g P r o g r a m P l a n s 

Both the A C / F M R Accredi ta t ion Standards and the F e d e r a l I C F / M R 
regulations requi re an individual p r o g r a m plan fo r each student/client. 
T h e p r o g r a m plan must include specif ic goals and objec t ives which 
a r e subject to regular evaluation. 

G O A L S a re broad, general statements o f p r o g r a m intent. 

• Goals benefit the cl ient because they p rov ide d i rec t ion fo r 
p r o g r a m development . 



• Goals benefit the staff because they provide the basis fo r a 
coordinated effor t . 

• Goals inform the public because they a r e the tools o f communi­
cation, te l l ing the public of p r o g r a m intent. 

B E H A V I O R A L O B J E C T I V E S a r e descript ions of learning outcomes 
which include an observable behavior , a c r i t e r ion and the conditions 
of pe r fo rmance . 

• Behaviora l objec t ives benefit the cl ient because they p rov ide a 
basis for evaluating individual learning. 

• Behaviora l objec t ives benefit the staff because they p rov ide a 
basis fo r evaluation o f staff e f fec t iveness . Object ives a l so aid 
in the se lect ion o f instructional ac t iv i t ies and ma te r i a l s . 

Behaviora l ob jec t ives inform the public and other profess ionals 
because they communicate c l e a r l y what i s to be learned* 



Task#1: 

Reca l l that a behavioral objec t ive has three distinct parts an observab le 
behavior , a c r i t e r ion , and a condition. The "observable behavior" is 
usually fa i r ly easy to identify, but staff m e m b e r s a r e often confused 
about c r i t e r i a and conditions. Examine the two charts , taken f rom the 
Padzensky and Gibson book, Goalguides, to f ami l i a r i z e yourse l f with 
the e lements of c r i t e r i a and conditions. 

Read the fol lowing behavioral object ives and 

a. p lace one l ine under "observab le b e h a v i o r , " 

b . p lace two l ines under the "condi t ion ," 

c p lace parenthesis around the "cr i te r ion ." 

Example : Sam w i l l reduce hitting behavior ( to z e r o ) 

observable behavior criterion 

whenever he is in a f ree p lay situation. 

condition 

1. A t a distance o f f ive feet , l ea rne r w i l l toss a beanbag into the 

container, in four out o f f ive t r i a l s . 

2 . Given pictures of ten different vegetables , John w i l l name them 

within one minute. 

3. JoAnn w i l l grasp an overhead bar and ra i se he r body sufficiently 

to a l low a p iece o f paper to be sl ipped under he r buttocks. 

4. Using a 10- i tem vocabulary l i s t , M a r y w i l l accurate ly match the-

spoken word with the printed w o r d , 90% of the t i m e . 



CONDITIONS CHART" 

1. Time 
Examples: • within 20 seconds 

• at regular intervals 
• in the class period 

2 • Allowances 
Examples: • using paper and pencil 

• With assistance 
• given a number line 

3. Restrictions 
Examples: • without assistance 

from memory 
• without losing balance 

voluntarily provides information 

4. Combination of Time, Allowances and Restrictions 
Examples: voluntarily provides information 

• from memory and using pencil 
and paper 

• only when asked and within the 
class period 

CRITERION CHART 

1. Per Cent or Number Correct 
Examples: • 80% of the time 

4 out of 5 correct 
• within 90% 

at least 6 times 
answers at least once 

• successful each time (100% 
easily implied) 

2. Time Limits 
Examples: • immediately 

• within 5 minutes 
• during the following week 

3 Qualitative Descriptions 
Examples: grammatically correct 

• neatly enough not to require 
revision or doing it over 

• extensiveness of vocabulary 
determined by the teacher 



Task #2: 

Using the assessment data provided, write at least three (3) program 
objectives for a 7 day period. The objectives should be directed toward 
developmental needs in the areas of: 

Self-concept 

Communications 

Mobility 

3. 



Task #3 

Outline a p r o g r a m plan which cove r s a 7-day pe r iod and is d i rec ted 
to meet ing objec t ives developed in Task #2. 

In this e x e r c i s e i t i s not necessa ry to l i s t al l detai ls o f the p re sc r ibed 
act ivi t ies—an outline is sufficient. R e m e m b e r , howeve r , that your 
outline must be detai led enough to pe rmi t easy expansion into a c o m ­
plete p r o g r a m plan. 

Be sure that your plan indicates a c l ea r sequence f rom point A ( c l i en t ' s 
current ski l l s and status) to point B (where you expect the client to be 
in 7 d a y s ) . 



Task #4: 

Using the "Structure for Program Planning" (Page 167) indicate how 
your program outline relates to each of the developmental needs. 
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NURSING HOMES IN T H E S Y S T E M O F 
R E S I D E N T I A L SERVICES: 
A P O S I T I O N S T A T E M E N T 

A s efforts a re made to reduce the s i ze of public residential institutions, state 
planners and administrators have sought avai lable options for the placement of 
mental ly retarded persons into sma l l e r decentra l ized fac i l i t i e s . T h e ava i l ab i l ­
ity of federal Medicaid funding, plus increasing pressures to reduce institutional 
populations, have resulted in many retarded persons being placed in nursing homes 
and intermediate care fac i l i t i e s . 

The purpose of this document is three fold: 

1. T o identify specif ic p rob lems associated with nursing homes 
and intermediate care faci l i t ies as residential p r o g r a m s for 
mental ly re tarded individuals; 

2. T o establish a s e r i e s of statements which re f lec t the National 
Associa t ion for Retarded Ci t izens ' position on the issues; and 

3. T o enunciate basic guiding pr incip les which can be used by 
parents and professionals to assess the appropriateness of 
nursing home settings for mental ly re tarded persons . 

Definitions 

T h e t e rm "nursing h o m e " is used to descr ibe a faci l i ty l icensed as such by the 
individual states according to individual state definitions and c r i t e r i a . That i s , 
the type of faci l i ty designated as a nursing home may va ry f rom state to state. 

Nursing homes p rov ide different ca tegor ies of nursing ca r e , but there a re two 
basic types of nursing homes: 

1. Skilled Nurs ing Fac i l i t i e s ( S N F s ) 

These p rov ide continuous nursing s e r v i c e s on a 24-hour basis 
fo r convalescent patients. Reg i s t e r ed nurses, l icensed prac t ica l 
nurses and nurses ' aides p rov ide s e r v i c e s p r e sc r ibed by the 
patient 's physician. Emphasis is on med ica l nursing care with 



res to ra t ive , physical , occupational and other therapies a lso provided . 
This type of faci l i ty is recognized by both Med ica re and Medicaid 
p rograms if a physician says such care is needed. 

2. Intermediate C a r e Fac i l i t i es ( I C F s ) 

These may provide regular medica l , nursing and socia l s e r v i c e s 
in addition to room and board for persons not capable of fully in ­
dependent l iv ing . ICFs a re for persons requir ing less intensive 
nursing care than that provided by ski l led nursing fac i l i t i e s . M e d i ­
caid p rog rams in most states pay fo r intermediate ca re . 

A ca tegory of ICFs is r e f e r r e d to as Intermediate Ca re Fac i l i t i e s 
fo r the Mentally Retarded ( I C F / M R s ) and as such a re subject to 
cert i f icat ion by a separate set of regulat ions. These regulations 
a re differentiated f rom general I C F regulations by their focus upon 
the total developmental needs of cl ients with mental retardation 
o r related d isabi l i t ies , rather than just medica l and nursing needs. 
A faci l i ty is required to mee t the I C F / M R regulations based on the 
proport ion of mental ly retarded clients accepted in the p rog ram. 
Although the I C F / M R s a re often r e f e r r e d to as nursing homes, the 
lat ter t e rm is misleading because the federal definition embraces 
a var ie ty of residential set t ings. 

In considering the fol lowing position statements, the reader should note that the 
te rm "nursing h o m e " is defined as separate f rom the I C F / M R p rog ram. 

Basic P r inc ip le s 

The National Associa t ion fo r Retarded Ci t izens has pe r iod ica l ly enunciated and 
endorsed certain basic pr inciples which must govern the de l i ve ry of spec ia l 
s e rv i ce s for mental ly re tarded persons . These basic pr inc ip les* a re abstracted 
here to i l lustrate their re levance to the use of nursing homes o r intermediate 
ca re fac i l i t i e s . 

The purpose of any residential faci l i ty is to ass is t residents in achieving and 
maintaining their fullest independence and abil i ty. Th i s ro l e requi res an a g g r e s ­
s ive and organized effor t , focused on an integrated, individually designed p r o g r a m 
di rec ted to achieving measurable behavioral ob jec t ives . The p r o g r a m env i ron ­
ment must approximate as c lose ly as poss ible the patterns and conditions of 



everyday l i fe in the mains t ream of soc ie ty . Above a l l , the residential faci l i ty 
must look outward to the l a r g e r community and must seek a lways to foster and 
strengthen the t ies of its residents to the soc ia l l i fe of the community. 

The most appropriate model of p rog ramming is a developmental mode l , according 
to which retarded children and adults are considered capable of growth, learning 
and development. Each individual has the potential for some p r o g r e s s , no mat ter 
how s e v e r e l y impaired he might be. 

F r o m these basic pr inciples and p r i o r posit ion statements by the Assoc ia t ion , 
certain log ica l conclusions can be drawn regarding speci f ic p rob lems within any 
aspect of the s e r v i c e d e l i v e r y sys tem. T h e fol lowing discussions deal with ident i ­
fied p rob lems rela ted to nursing homes in a sys tem of residential s e r v i c e s . 
Pos i t ions of the Assoc ia t ion a r e enunciated within three areas of responsibi l i ty: 
(1) accountability; (2) individual p r o g r a m planning; and (3 ) economic considerat ions. 
In addition, 11 questions a re suggested as relevant to the select ion of a spec ia l ized 
residential environment which meets the needs of the mental ly retarded individual. 

Those persons who a re providing a place of res idence for mental ly re tarded in ­
dividuals a r e answerable to those who are r ece iv ing this s e r v i c e as we l l as those 
who a re paying for the s e r v i c e . The issues of accountability become par t i cu la r ­
ly crucial in residential s e r v i c e s for mental ly retarded persons . Without advocate 
moni tor ing of resident ial fac i l i t ies and p r o g r a m s , deprivation of basic human 
rights is m o r e l ikely to occur . 

Accountabil i ty 

ISSUE: L I C E N S I N G A N D M O N I T O R I N G 

Nursing homes and I C F s a re too frequently l icensed and monitored by agencies 
and persons lacking necessa ry fami l ia r i ty and exper t i se in the a rea of mental r e ­
tardation. It has been further noted that people responsible for de terming a f a c i l ­
i ty ' s compliance with regulations a r e often placed in conf l ic t -of - in te res t posi t ions . 
T h e federal regulations for I C F / M R s have been loose ly interpreted and, in some 
instances, ignored comple te ly in important p rogrammat ic a reas . 

P O S I T I O N : 

Surveyors of I C F / M R p r o g r a m s should be general is ts in the f ield of mental r e ­
tardation who a re able to r ecogn ize the unique contributions of all d i sc ip l ines . A 
predominance of surveyors f rom any one discipl ine may tend to emphasize a 
s ingle model which is contrary to an interdiscipl inary approach. 



Fur thermore , surveyors should be knowledgeable in the pr inciples of appropr i ­
ate contemporary programming , emphasizing developmental theory, the concept 
of normalizat ion, client p rogram coordination, individual p r o g r a m planning and 
evaluation, human and legal r ights , re levant assessments and the utilization of 
gener ic s e r v i c e s . 

A comprehensive training p r o g r a m to f ami l i a r i z e surveyors with the I C F / M R 
regulations and the p rocess of evaluation, along with an ongoing su rveyor evalua­
tion p rog ram, should be developed and required for a l l those currently employed , 
as w e l l as future su rveyor s . 

The state agency that cer t i f ies nursing home or intermediate care faci l i t ies should 
be separate f rom the agency that provides p r o g r a m s . L i k e w i s e , no surveyor 
should be employed by an agency that is e l ig ib le for o r r e c e i v e s Medica id funds. 
Ideal ly , the agency cer t i fying compliance with I C F / M R regulations should be d i ­
vo rced from any fo rm of pol i t ica l p ressure . 

Survey procedures should be evaluated per iod ica l ly to ensure that the agencies 
being cer t i f ied a re , in fact, in compliance with the regulations. Survey repor ts 
should be made avai lable to the public to ensure ongoing compliance as w e l l as 
the implementation of recommendations to e l iminate def ic ienc ies . 

ISSUE: P L A C E M E N T IN R E S I D E N T I A L F A C I L I T I E S 

T h e avai labi l i ty of monies and the percept ion of a retarded person as having fewer 
needs than the ave rage nursing home patient have encouraged some p rov ide r s of 
nursing home s e r v i c e s to compete for the mental ly retarded cl ient without r e ­
gard fo r his o r her developmental needs. 

P O S I T I O N : 

T h e placement of an individual in any part icular residential setting must be a func­
tion of that individual 's need at that point in t ime . T o ensure that a mentally r e ­
tarded person r ece ive s appropriate s e r v i c e s at the right t ime , attention must be 
d i rec ted toward agency coordination within state and community s e r v i c e d e l i v e r y 
sys tems . Each unit of the s e r v i c e d e l i v e r y sys tem must part icipate in an annual 
r e v i e w of the effect iveness of the sys tem with emphasis on the unmet, identified 
client needs within that sys tem. Such r e v i e w should involve an interagency r e ­
view p r o c e s s , including volunteer advocates . 

The units of a s e r v i c e d e l i v e r y sys tem should establish c lea r ly defined procedures 
for case management and fo l low-a long in o r d e r to assure that when a client moves 
f rom one agency,to the next he is not lost in the shuffle. Such procedures w i l l 



indicate when one agency may terminate its fol low along responsibi l i ty and, at 
the same t ime, identify which agency w i l l succeed it in p r i m a r y case management 
responsibi l i ty . 

Within a given agency, there must be an identified locus of responsibi l i ty for i m ­
plementation of the individual p r o g r a m plan. L i k e w i s e , within a g iven s e r v i c e 
d e l i v e r y sys tem there must be an identified locus of responsibi l i ty for the c o o r ­
dination p r o c e s s , with l ega l and procedural provis ions fo r enforcement of individu­
al agency respons ib i l i t ies . The makeup of the s e r v i c e d e l i v e r y sys tem should be 
so w e l l identified that voluntary agencies represent ing the consumers can moni tor 
s e r v i c e s to ensure that a l l units a r e ac t ive ly involved with coordination of the 
sys tem, par t icular ly where changes need to be brought about. 

ISSUE: F A C I L I T Y I S O L A T I O N 

Whi l e the Medicaid regulations do a l low f o r util ization of gener ic community r e ­
sources and for the integration of residents into community sys tems , the p e r c e p ­
tions of nursing home adminis t ra tors a re often incompatible with the concept of 
community integration. 

P O S I T I O N : 

If nursing homes and I C F s a re to be used to p rov ide resident ial s e r v i c e s to those 
who require p rog rams of a medica l and rehabil i tat ive nature, the fac i l i ty ' s man­
agement must be educated as to the value and des i rab i l i ty of using community 
resources to support the developmental requirements of mental ly retarded in­
dividuals . 

Nurs ing homes o r I C F s e r v i c e s used to p rov ide residential s e r v i c e s for re tarded 
persons must be integrated into the comprehensive s e r v i c e d e l i v e r y sys tem of 
the community. 

Individual P r o g r a m Planning 

Residential p rog rams for mental ly retarded persons must s e r v e to enhance the 
total functional capacity of each individual within that p r o g r a m . A resident ial 
s e r v i c e must be capable of providing, o r securing, p reven t ive , res to ra t ive and 
habilitative p roces ses designed to assure to each person the right and the oppor ­
tunity to learn and to e x e r c i s e his personal re levance as a c i t izen and as a m e m b e r 
of his community. P r o g r a m s must assure continuing opportunities fo r cl ients to 
be product ive, to exper ience l i f e , to r e c e i v e and g ive affect ion, to make a soc ia l 
contribution and to have f reedom of choice in the manner of using these rights 



and opportunities. T h e individual p r o g r a m plan is the mechanism by which a f a c i l ­
ity designs its s e r v i c e s to mee t these developmental needs of its mental ly retarded 
cl ients . Health ca re and protection may be among the means to achieve these 
goals but they a re not the p r i m a r y object ives of a residential s e r v i c e for mental ly 
retarded individuals. 

ISSUE: I N D I V I D U A L ASSESSMENT 

The underlying medica l model of nursing home operation tends to focus p r i m a r i l y , 
if not exc lus ive ly , on medica l evaluations without adequate assessment of an in­
dividual 's learning needs o r of the fac i l i ty ' s abi l i ty to mee t those needs. 

P O S I T I O N : 

E v e r y resident must r e c e i v e an interdiscipl inary assessment which includes, but 
is not l imi ted to, s ensor imotor , communicat ive, soc ia l , affect ive and cognit ive 
development in addition to a comprehensive assessment of health status and m e d i ­
cal needs. Interested family m e m b e r s , guardians or advocates should be involved 
in the assessment p r o c e s s . 

A l l p rov ide r s of s e r v i c e s for mental ly retarded individuals should, at least annual­
ly , evaluate their p r o g r a m effect iveness in meet ing the developmental needs of 
their c l ien ts . T h e evaluation p rocess should a lso include an assessment of the 
relationships between various s e r v i c e agency ac t iv i t ies as they re la te to the s e r v ­
ice de l i ve ry sys tem as a whole . 

ISSUE: P R O G R A M L I M I T A T I O N S 

Residents of nursing homes frequently spend their days sitting idly o r ly ing in 
bed with only occasional medica l treatments o r crafts ac t iv i t ies to f i l l their day. 

Nursing homes o r their p r o g r a m s a r e frequently not structured to p rov ide the 
d i v e r s e s e r v i c e s necessa ry for meet ing the comprehensive learning needs of 
mental ly retarded persons . 

P O S I T I O N : 

An individual p r o g r a m plan must be writ ten by an interdiscipl inary team and i m ­
plemented by staff member s who a re adequately prepared to assure the success 
of p r o g r a m goa l s . 

P r o g r a m design and implementation must be based on a developmental model and 
meet applicable c r i t e r i a as established by the A C / F M R accreditat ion standards. 



The individual p rog ram plan must also descr ibe conditions, ac t iv i t ies o r ba r r i e r s 
which may in terfere with achievement of both long t e rm and short t e rm objec t ives . 
Short and long- te rm object ives must include a sequential approach to moving 
people from a m o r e dependent environment to the least r e s t r i c t ive environment 
for each person. 

Nurs ing homes with l imi ted staff and p rog ram resources must reach out to the 
community to obtain appropriate s e r v i c e s for their cl ients . The ro le of other 
agenc ies , including gener ic agencies , capable of de l ive r ing the s e r v i c e s required 
should be identified. A locus of responsibi l i ty must be established for ut i l izing 
and coordinating the s e r v i c e s provided by d i f fe ren t pract i t ioners o r agencies . 

I f a faci l i ty has as its major purpose the maintenance of l i f e , it is not an appro ­
pr ia te res idence for mental ly retarded people not in need of this s e r v i c e . 

Economic Considerations 

Quality residential s e r v i c e s for individuals who a re mental ly re tarded requi re 
adequate public support sys tems . States a re making continuous efforts to obtain 
federal funds in o rde r to secure necessary financing fo r quality p rogramming . 

The established F e d e r a l Medicaid P r o g r a m a l lows for a convenient funding sys tem 
and provides g rea te r support for ski l led nursing care than for intermediate care 
fac i l i t ies . Since federal support of group homes is m o r e difficult to establish 
than for ei ther l eve l of nursing c a r e , there is a continued temptation for state 
administrations to develop non-medical residential s e r v i c e s under ski l led o r I C F 
nursing home systems even though the p r i m a r y purpose of nursing homes is to 
provide health related p r o g r a m s . 

ISSUE: I N A P P R O P R I A T E P L A C E M E N T 

Standards and regulations required for nursing homes s t rongly influence the e n v i r ­
onment and p r o g r a m opportunities. The need fo r the retarded person to have an 
environment which prov ides for the development of socia l and l iv ing ski l l s c o m ­
mands low p r io r i t y in the nursing home sys tem. Nurs ing home p rog rams a re 
basical ly prepared to p rov ide a s e r v i c e where the c l ient ' s health status is of 
p r i m a r y concern. 

P O S I T I O N : 

P r o g r a m needs of retarded individuals must c l ea r ly requi re the s e r v i c e s of ski l led 
nursing care before placement in a nursing home faci l i ty is considered. T h e 



al ternat ives and choices avai lable for the retarded person must be adequate to 
a l low for appropriate placement and movement , based on individual needs. 

ISSUE: LOSS O F S T A T E D O L L A R S 

The development of a funding source for residential p rograms through the improp ­
e r use of federal nursing home regulations may p rove cost ly to the resident . Once 
a funding sys tem is established, complying with nursing home regulations in o rde r 
to assure continued funding w i l l l i ke ly take p r io r i t y o v e r the developmental needs 
of the retarded person. 

F e d e r a l financial assistance for state p rog rams is provided to improve the quality 
of s e r v i c e s avai lable to the cl ient . H o w e v e r , federa l funding frequently r ep laces , 
rather than supplements, state and local funds, result ing in l i t t le or no i m p r o v e ­
ment in s e r v i c e s provided . 

P O S I T I O N : 

P r o g r a m needs of retarded persons must continue to be adequately funded through 
state and local r esources . Cit izen action must be developed to establish l e g i s l a ­
tion and regulations which w i l l assure the maintenance of effor t by the state 
funding sys tem. A retarded individual must not be a rb i t r a r i ly placed in a nursing 
home environment s imply on the basis of economic considerat ions. Each individu­
al must be provided an opportunity to l i ve in the least r e s t r i c t ive environment 
suitable to m e e t his o r her developmental needs. Adequate loca l , state and f ed ­
e ra l funding mechanisms must be developed to support normal ized resident ial 
p rograms and to assure adequate choices among residential s e r v i c e s . 



A P P E N D I X 

Some Questions Regarding the Selection of a Residential Se rv ice 

The evolution of valid assessment techniques, by which the advocate organization 
can monitor residential placement dec is ions , involves careful questioning of in­
dividual factors in determining c r i t e r ia fo r admission to a residential p r o g r a m . 

In v iew of the complexi t ies surrounding the decis ion to seek a residential p l a c e ­
ment outside of the natural home, consideration of the fo l lowing questions should 
be of assistance in the select ion and t iming p roces s : 

M E D I C A L NEEDS: 

1. What a re the specif ic medica l problems which cannot be attended 
to by non medica l persons ? 

2. A r e these p rob lems chronic o r acute? 

3. Do these medica l needs impact on the developmental p r o g r a m 
needs of the individual and if so , to what extent? 

L E V E L O F H E A L T H M A I N T E N A N C E : 

1. Is the individual continuously susceptible to acute medica l p r o b l e m s ? 

2. A r e certain environmental conditions conducive to the deter iora t ion, 
maintenance o r improvement of the person ' s health? Can appropriate 
conditions be provided in a non-medical f ac i l i t y? 

D E V E L O P M E N T A L N E E D S : 

1. Does the faci l i ty have avai lable to it special is ts to assess and p r o ­
g ram for the individual 's continuing development? 

2. Is the p r o g r a m dynamic and p r o g r e s s i v e with an orientation to the 
increasing development of the whole person and h is /her individual 
sk i l l s , o r is the p r o g r a m static and custodial with an exclus ive 
orientation to the maintenance of l i fe and re la ted medica l needs ? 

L E V E L O F I N D E P E N D E N C E : 

1. Is the individual capable of physical autonomy and if not, what are 
his/her physical disabilities and limitations ? 

2. What is the repertoire of life skills possessed by the individual? 



3. A r e exis t ing l imitations addressed in a developmental p rog ram plan? 

4. What environmental features and staffing a re necessary to enhance 
the person ' s l eve l of independent functioning and a r e these readi ly 
avai lable to the residential f ac i l i ty? 

PROGRESSIVE D E T E R I O R A T I O N : 

1. Is there conclusive medica l evidence of a p r o g r e s s i v e l y de ter iora t ing 
d i s ea se? 

2. Is the disease p rocess potentially r e v e r s i b l e o r subject to t rea tment? 

A V A I L A B I L I T Y O F C O M M U N I T Y SERVICES: 

1. Has the community been assessed to determine if it has the resources 
avai lable to assis t the family and the individual to maintain res idence 
in h i s /he r natural home ? 

2. A r e such s e r v i c e s avai lable to be de l ive red in the home as w e l l as 
in the community? If not, is appropriate transportation avai lable 
to and f rom the community resources ? 

3. A r e such s e r v i c e organizations adequately funded o r is funding 
avai lable to the individual through financial assistance p r o g r a m s ? 

4. A r e such s e r v i c e s avai lable as long as necessary o r only for e m e r ­
gency purposes ? 

F A M I L Y ' S A B I L I T Y : 

1. Is there a person at home adequately motivated and capable of 
attending to the needs of the individual ? 

2. A r e both parents physical ly capable of provid ing needed physical 
assistance to the individual o r a re ass i s t ive dev ices avai lable for 
them to do s o ? 

3. A r e counseling s e r v i c e s avai lable fo r the family wishing to continue 
the individual 's res idence at home? 

4. A r e trained personnel avai lable for evening o r weekend fami ly r e sp i t e? 

A L T E R N A T I V E S : 

1. Have a l l community s e r v i c e s to support continued home res idence been 
exp lo red? 



2. Has a full range of residential faci l i t ies been exp lored and a re they 
linked one to another on a developmental continuum? 

3. Does the community provide shor t - t e rm respi te s e r v i c e s as an a l ­
ternative to extended residential p lacement outside of the home ? 

P E R S O N A L CHOICE: 

1. Has the individual and/or the family had an opportunity to r e v i e w 
all avai lable resources and to part icipate ac t ive ly in the dec i s ion­
making p rocess ? 

2. W e r e choices presented on the basis of the individual 's assessment 
and h i s /her individualized p rog ram plan compi led by an in te rd i sc i ­
p l inary team ? 

L E A S T R E S T R I C T I V E E N V I R O N M E N T : 

1. Does the residential faci l i ty p rov ide an environment which is the 
" least r e s t r i c t i v e " capable of meet ing the individual 's needs? 

2. If the least r e s t r i c t i ve environment is not ava i lab le , a r e plans 
underway for the development of a full continuum of resident ial 
s e r v i c e s to provide the individual with the leas t r e s t r i c t ive e n v i r ­
onment appropriate to the individual 's needs at various points 
in h i s /he r l i fe ? 

F O L L O W - A L O N G : 

1. Does the residential faci l i ty p rov ide fo l low-a long s e r v i c e s includ­
ing per iod ic (at least annual) re-evaluat ion and p rog ram planning? 

2. Does the residential faci l i ty coordinate s e r v i c e s with other agencies 
and is it wi l l ing to t ransfer the individual to a m o r e appropriate 
faci l i ty and environment as de termined by the individual 's med ica l 
and developmental needs ? 

Adopted by: 
N A R C Board of D i r e c t o r s 
October 19, 1975 




