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PUP�E 

This repor t i s  peculiarly Amer ican . The committee was brought 
together at the request at the Office for C ivil Rights , Depart.ent of 
Health and Human Services , to review information about observable 
d ispar ities or inequalit ies in health care affecting two large , 
d issimilar , and d istinctive groups--members of soc ial/ethnic 
ainor ities and hand icapped persons--whose only l ink is through c ivil 
r ights leg islat ion . Minority groups are a pr imary target of 
leg islation under Title VI of the C ivil Rights Act 1 handicapped 
individuals under Section 504 of the Rehabilitat ion Act . we wer e  
asked not t o  draw conclusions a s  to whether and i n  what respects 
.embers of these groups were subj ect to racial discr imination or 
d iscriminat ion by virtue of hand icapping condition . Nevertheless , the 
choice of these two groups--whose conjunction would make l ittle sense 
in consider ing polic ies in any other country ' s  health care system--was 
clearly generated by interests as to whether and in what respects 
c ivil r ights procedures ought to be extended in the health care system. 

As a ca.aittee we have tr ied to be obj ective in the collection , 
a nalys is , and presentat ion of our data . Yet the subject matter of 
this report is value-laden . The ambigu ities , complexit ies , and 
tensions in Amer ican health care make discuss ions of equality 
part icularly d i ff icult . Who is  to say what is fai r  or unfair in the 
receipt of health services in the United States , and on what basis? 
There i s  no consensus ,  at least as yet . What dispar ities in the 
receipt of care are to be regarded as j ust or unj ust? What differences 
are to be legally prohibited under c ivil r ights leg islat ion? Nearly 
all Amer icans would claim that at least some health services should be 
available to all member s  of the populat ion or even perhaps that , as 
far as possible , health services should be d istr ibuted •equ itably . •  
But how does one approach questions of equity? Does equ ity mean equa l  
numbers o f  visits for all groups? Equal length o f  life? Because the 
structure of the Amer ican health care system is not des igned to delive r 
services equally to all meabers of the populat ion ,  it aakes little 
sense to assume that , with a little tinker ing , it  wou ld . 

Moreover , health i s  not the same as the receipt of med ical care . 
Factor s extraneous to the health care system , such as income , d iet , 
smok ing ,  genet ic her itage , and stress , may powerfully affect an 
individual ' s  condition .  Even in countr ies where equality of service s 
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i s  a goal , as in Br itain , there remain str ik ing di fferences in the 
health of different g roups . *  Br itain ' s  analysis of health by soc ial 
(occupat ional )  class raises yet anothe r set of uncertaint ies . 
Discuss ion of soc ial class differences i s  fa intly un-Amer ican J race 
and handicapping condit ions provide more urgent class if icat ions , as 
reflected in c ivil r ights concerns . Even the choice of g roups for 
study (and avai lable data) reflects cultural beliefs .  

Yet it is  precisely because the quest ions are difficult and 
value-laden , and because of the empir ical complex ities of 
i nvestigat ion , that this report has been undertaken . If  ser ious 
discussion about equal ities and inequalities in Amer ican health car e  
i s  to take place , review o f  avai lable evidence about disparities in 
Amer ican medical care is obviously essent ial . Members of this 
committee ag reed to g ive their t ime to this study because of concern 
about the adequacy of care to var ious members of the populat ion , 
s ignif ied here as care to minor ities and handicapped ind ividuals . 
Equity is an important value in the soc iety in wh ich we live . Acces s  
t o  health care ought to be assured to all members of the populat ion . 
This study reveals ser ious imbalances in care received by different 
g roups . As f inancial resources for medical care become more limited , 
part icularly in prog rams such as Medica id that disproport ionately 
affect needy individuals , it becomes cor respond ingly more important to 
articulate the social goals of health care programs and to measure 
the i r  effects on d ifferent populat ions . By arraying avai lable 
evidence about disparities in health and health care--scanty though 
this evidence often is--this report is a beg inning of a process of 
discussion and debate (and better data collection) out of wh ich health 
and c ivil r ights policies can be more openly addressed. 

Civi l r ights approaches also need cons iderable discussion and 
c larif icat ion as they apply to health care issue s .  We do not mean to 
imply in this report that dispar ities in care in and of themselves are 
c ivil r ights issues in the legal sense . I f  the law ' s obj ective is  to 
eliminate purposeful discr iminat ion on the basi s  of race or physical 
handicap in the delivery of health care , then it will not suff ice 
s imply to discover or show that there are s ign ificant disparities i n  
the use of , o r  access to , health care . As one of our legal critics 
pointed out , many observers believe that the major c ivil r ights 
problem today is not consc ious and overt discr iminat ion , but rather 
the more subtle problem assoc iated with a pattern of rac ially neutral 
decisions that have racially disparate consequences .  The problem here 
may be a structural one of inst itutional ind ifference or insens itivity 
to the concerns of rac ial or ethnic minor ities or other constituencies 
not represented in the dec ision-mak ing process . From this standpoint , 
perhaps the most effective regulatory act ion would be to require the 
dec ision makers , in var ious health planning contexts at least , to 

*Inequalit ies in Health , Report of a Research Work ing Group 
(Sir  Douglas Black , chai rman) , (London : Department of Health and 
Social Security ,  August 1980 ) . 

vi i i  
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assess the likely consequences of proposed act ions on access to and 
utilizat ion of health care services by racial and ethnic minorit ies or 
other disparate g roups . 

Th is and simi lar points of debate can only be reached 
persuas ively , however ,  after careful review of available evidence . We 
show here the evidence on dispar ities that now exists and note the 
ser ious short- comings (sometimes confl icts ) in this evidence . 
Adequate data are prerequisites to c ivil r ights enforcement activities 
under present legal obligat ions and to the continuing process of 
def init ion of disparit ies that are to be regarded as unreasonable or 
illeg it imate in terms of civil r ights leg islat ion . We need better 
data in  order to think more clearly about civil r ights and health 
pol icy development .  

Yet it  would be a paltry excuse to use the absence of g ood  data 
to avoid raising policy issues at all . What we have done here is to 
ident ify ( 1 ) areas in which dispar it ies appear to ex ist in the health 
care of members of ethnic/minor ity g roups and hand icapped populations 
compared with the general populat ion and ( 2 )  areas in which better 
informat ion is part icularly needed . FOr analytical purposes we have 
assumed that any evidence of dispar ity deserves investigat ion as a 
potential health pol icy or c ivi l r ights issue . 

G iven the committee ' s  mandate and t ime constra ints , the report is 
inevitably •unfinished . • Reviewers consulted by the Institute of 
Medic ine and by the committee have chided us , inter alia , for failing 
to spec ify empi r ical questions or conceptual frameworks J for being 
i nsuff ic iently critical of the complex it ies in health care (and in 
Amer ican society in general ) that may well lead to dispar ities i n  
care , for failing to disentangle the effects o f  soc ioeconomic status r 
for not providing adequate def init ions of •ethn icity• r for lack of 
discuss ion on the ethical implications of dispar ities in care , and for 
suggesting that d ispar ities may imply discr imination . 

Some of these criticisms arise from ser ious inadequacies in the 
basic data . Por example , ethnicity (or handicap) , health care , 
locat ion , and soc ial class are mutually dependent var iables , all of 
which need to be understood in assessing how real and how general 
d ifferences in health care actually are . Middle-class blacks may have 
better health care than lower-class non-blacks J poor people may feel 
discr iminated against whether or not they are from a minor ity group, 
persons with hear ing problems may report different health care 
exper iences in different cities . Unfortunately , as this report shows , 
most existing studies do not ar ray data (or do not collect data ) by 
all these var iables . We need studies of what d ifferent subgroups 
think about health and illness , whom they go to for care , and with 
what satisfact ion and apparent result s .  Useful classif icat ions of 
handicapping cond itions are only beg inning . In many ways the 
inadequac ies in the data reflect a general unwill ingness to think 
about the pol icy issues . This report i s  des igned to st imulate act ion 
on both the policy and the informational fronts .  

Some o f  the criticisms stem from the committee ' s  mandate . We 
have not developed empirical quest ions or conceptual framewor ks . We 
have presented an overview of cur rent research findings and survey 

ix 

Copyright © National Academy of Sciences. All rights reserved.

Health Care in a Context of Civil Rights
http://www.nap.edu/catalog.php?record_id=18680

http://www.nap.edu/catalog.php?record_id=18680


data on wh ich others may base further investigations . We have assumed 
that disparities are •problems • in Amer ican health care , whether or 
not these dispar ities might prove to be qu ite reasonable in the l ight 
of further empir ical investigation or interpretations . Some of the 
cr i ticisms stem from the committee ' s  biases and perceptions in areas 
where there are differences of opin ion . Some errors of presentation 
or j udgment undoubtedly remain . In our thank ing a particularly 
helpful ( if feisty)  panel of reviewers , it should be observed that i t  
is  precisely this continu ing process o f  clarif ication , dissen t ,  and 
discussion that this report is des igned to provoke .  

It  is  the chairman ' s  prerogative and pleasure to thank all those 
who have contributed. A study such as th is can be an exciting 
educational as well as work ing exper ience , I should l ike to thank a 
superb committee . 

The bulk of the work rests , however , on staff . We are extremely 
fortunate in having Bradford a. Gray as study director . Dr . Gray ' s  
expertise and exper ience a s  a sociolog ist who has wr i tten extensively 
on eth ical issues in health served us well in developing an agenda . 
Be brought focus and discipline to the work of a group that had far 
more ideas than time or the means to investigate them. Be has the 
appreciation and thanks of the entire committee . 

Dr . Gray gives specific thanks below to other importan t 
contr ibutors . Here let me j ust say , thank you , to all of you. 

ROSEMARY STEVENS 
Chairman 
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I would l i ke to gratefully acknowledge the contr ibutions of the many 
people and organ izations who provided assistance to this study . As 
members of the study staff , Jana Surdi drafted mater ials that 
eventually became Chapter 4 ,  and Paul campbell prepared the summary on 
racial trends in Medicare and Medicaid that is included as Appendix 
A. As a summer intern , Bob McConnaughey drafted mater ials on spatial 
and geograph ical aspects of the care of minor ity groups . Professor 
Kenneth Wing was a consultant to the committee throughout its 
existence . In addition to his  counsel , he prepared two background 
papers . One is included as Appendix B, while much of the other found 
its way into Chapter s. However , he should not be held respons ible 
for the appearance of the final form of the mater ial he provided nor 
for the departures from str ict legal style in the footnotes .  

Many people met with the study committee and shared their  
exper tise about var ious aspects of  the study . These include Dr . Lu 
Ann Aday from the Un iversity of Ch icago, Dr . Jacob J. Feldman from the 
National center for Health Statistics , Dr . Judith Kaspar from the 
National center for Health Services Research , Drs .  Wi lliam Scanlon and 
Jack Hadley from the Urban Institute , and Dr . Donald Muse from the 
Health care Financing Administration . At its br iefing in Los Angeles , 
committee members met wi th Ms. Sylvia Drew Ivie , then of the National 
Health Law Program ,  Ms. Marilyn Holle from the Western Center for Law 
and the Hand icapped , Ms. Mary Ashley from the Martin Luther King , Jr .  
Hospital , Drs .  Rosalyn Murov and Steve Tarzynsk i fro. the Los Angeles 
County Hospital , Mr. Stanton Pr ice , Bsq . , Mr. Hal Freeman from the 
DKHS Off ice for Civil Rights in San Francisco, Ms. Barbara Guaj aca 
from La Cl inica Libre J Ms. Ruth Chaidez from Orange County Hospital J 
Mr. Miguel Lucero of the Ch icano Health Institute of Students , 
Professors and Alumni in  Berkeley , Dr . Adrian Ortega from the Edward 
R. Roybal comprehensive Health center , and Ms. carmen Estrada , Bsq. , 
from the Mexican-Amer ican Legal Defense and Education Fund . 

Many people k indly shared unpubl ished data , studies , and paper s  
with us . Th e  National Center for Health Statistics was particularly 
helpful in th is regard,  as was the staff of the National Health Law 
Program who generously shared not only their  time but also a wide 
var iety of materials--reports , br iefs , and correspondence--that they 
had accumulated in the course of their work . We are grateful to all 
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Chapter 1 

INTRODUCTION AND SUMMARY OF CONCLUSIONS 

I t  is well known that Title VI of the C ivil Rights Act of 1964 
prohibits discr imination on the ground of race , color , or nationa l 
or ig in in any program or activity receiving federal f inanc ial 
assistance , Section 504 of the Rehabilitation Act of 1973 s imilarly 
prohibits discr imination by reason of hand icap . But relatively little 
is  known about the appl icability of these laws in federal health care 
programs . Through most of its existence in the former Department of 
Health , Education ,  and Welfare ,  the Office for Civil Rights (OCR) 
devoted most of its resources to the f ield of education . With the 
creation of the Department of Education , the Off ice for Civil Right s 
i n  the new Department of Health and Human Services (DBHS) appears 
likely to increase its attention to health care . 

Bven before the passage of leg islation to divide the Department 
of Health , Education , and Welfare , OCR had a growing concern with 
i ssues that ar ise in health care . It was , for example , involved in 
aajor litigation over patterns of rac ial segregation in the hospital s 
of New Orleans and was investigating individual health-related 
ca.plaints as they arose . However , OCR ' s  few excursions into health 
had not been based on any systematic assessment of where and in what 
forms ser ious problems exist , what evidence might be relevant to the 
topic , and what sources of information are available . OCR asked the 
Institute of Med ic ine to appoint a ca.mittee to prepare a report on 
d i spar ities in health services for racial and ethnic minor ities and 
hand icapped people . The ca.mittee was also requested to indicate 
additional work needed to further specify problem areas and suggest 
poss ible approaches to remed ies . This report i s  the result of the 
ca.mittee ' s  examination of these issues . 

The application of civil r ights pr inciples to the delivery of 
h ealth services is tak ing place in the context of a chang ing 
environaent of law as well as health care . In only a few decades ,  the 
United States has evolved f rom a society in which rac ial discrimination 
was tolerated and even mandated by legal institutions , to one in which 
the law forbids many forms of d iscr imination . Private and public 
inst itutions are now explic itly encouraged , and in many cases required , 
to engage in a var iety of activities to eliminate diacr imination and 
alleviate effects of past diacrtmination . 

1 
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At the same time ,  the 1960s and 1970s brought rapid changes i n  
the delivery o f  health care , marked by increased governmental 
involvement in ita provision , financing , and regulation . Although a 
full commitment to equality has never characteri zed Amer ican health 
policy , many governmental programs , as well  as c ivil r ights lava , are 
g rounded in concerns about inequity .  However , ser ious questions arise 
whether the present , partial commitments to equality in health care 
will be maintained in the face of growing concerns about health care 
costa . The growing preoccupation with cost control creates pressures 
for changes that may reduce the availability of health care for the 
groups for whom c ivil r ights protections are moat critical . 

The transition f rom recognition of certain r ights in princ iple to 
thei r  real i zat ion in fact and the translation of broad policy mandates 
into d irectives for day-to-day decisions about discr imination have 
provided severe tests for our legal institutions . There are few 
settled legal principles on which j udgments can rest about particular 
programs , such as those that finance certain health services . Many 
a spects of civil r ights law, even those as fundamental as the scope 
and applicabil ity of var ious non-d iscr imination prohibitions , rema i n  
t o  be settled . 

The c ivi l r ights debates of the 1960s and 1970s about such 
concepts as equal access , equal opportunity , or equality of results i n  
a reas o f  educat ion , employment , housing , and voting r ights are likely 
to be replayed i f  more act ive civil r ights enforcement develops in 
health . Yet , it  is  not clear under what c ircumstances factual 
disparities in the provis ion of care by hospitals and other provider s 
will be considered by the courts to be a result of unlawful 
discr imination and , if discr imination is identified ,  what remedies are 
appropr iate and effective .  Moreover , issues that arise in the context 
of health care cannot be understood or resolved by simple analogy to 
education , housing , or employment . Anti-discr imination law is moat 
developed in the area of public education , where almost all act ion i s  
plainly •public . •  Health care i s  characterized by publ ic funding and 
pr ivate control . Publ ic funding takes the form of publicly subsidi zed 
insurance , d irect fund ing of spec if ic service programs , provision of 
construction and education funds , and tax exemptions for capital 
investment in health care facilities , personal health expenditures , 
and not-for-prof i t  organi zations . Pr ivate dec ision mak ing i s  
i nfluenced by technolog ical concerns , pressures t o  maximize revenues , 
the need for f inancial stability ,  and the relative importance of 
personal preferences g rowing out of the fact that health services are , 
after  all , intimate personal services . 

BOUNDARIES OP THIS INQUIRY 

This study vas intended to document the extent to which race/ethnicity 
and handicaps are assoc iated with dispar ities in people ' s  ability to 
obtain care and in the amount and qual ity of care they rece ive . 
Disparities in the rece ipt of services are particularly important to 
question when they do not appear to reflect differences in need . l 
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The study was also to seek possible explanations for such disparities , 
which may result f rom such factors as differences in geographic 
proximity to services , in beliefs about health and about the value and 
appropr iateness of medical care , or in ability to pay . Of particular 
concern in a civil r ights context are dispar ities resulting from 
imped iments to care because of rac ial/ethnic or handicapping factors .  

Th e  study was not intended to prove that discr imination exists or 
to recommend enforcement actions aga inst it . S imilarly , no attempt 
was made to limi t  the discussion to matters that clearly involve 
illegal discr imination or a discr iminatory intent . 2 The lega l 
def inition of discr imination is not settled and will emerge only from 
the decisions of the courts when confronted with part icular cases and 
sets of facts . To date , there has been very little c ivil r ights 
l itigation on the health care matter s  examined in this report . 

The examination of d isparities among groups may itself need 
explanation , since appropr iate med ical care must be def ined by 
physic ians and pat ients , in par t ,  in terms of factors that vary from 
patient to patient . Each patient has unique characterist ics ' to see 
patients as individuals rather than as members of classes is an 
admi rable ideal in med icine . Yet , exper iences take on meaning from 
their  context ' data on patterns of care are essential if we are to 
separate random events from systematic occurrences . The examination 
of var iations in rates and the factors associated with those 
var iations can tell a great deal about the operation of eysteaatic 
factors that may be l inked with such patient character istics as race 
or handicaps . I t  is important to know if a pol icy or practice that 
l imits a person ' s  ability to obtain needed care is focused on , for 
example , a particular racial g roup or whether it enca.passes a large r 
g rouping ( for example , poor people ) that contains d isproportionate 
nuabers of persons from that racial group. Only through examination 
of rates and sources of var iation can such factors be disentangled . 

I t  was recogni zed at the outset of this study that the subject 
matter was broad and that a var iety of  factors contr ibute to 
disparities in health care . This report identif ies problem areas , 
tentatively examines hypotheses about possible causes , and reoummends 
future data-gathering activit ies that would allow more definitive 
conclusions and policy recommendations to be reached . Selectivity was 
necessary because of l imitations on on the availabi l ity of both 
evidence and the resources to review it.  For example , no examination 
of the Indian Health Service was attempted . The problems raised by 
hospital closures and relocations were largely excluded from the study 
at the request of the OCR ,  which had other activities under way on 
that topic . 3 Only l imited attent ion was g iven to i ssues that arise 
in psychiatr ic care. 

Thi s  report is based primarily on the committee ' s  review of the 
relevant research and statistical literature on health care , its 
atte�ts to identify data sources and methodolog ical approaches of 
potential usefulness , and its review of the responsibilities of the 
OCR and past c ivil r ights enforcement activities . In some instances 
the committee sought and obtained , particularly from the National 
Center for Health Statistics , new analyses of existing data that 

Copyright © National Academy of Sciences. All rights reserved.

Health Care in a Context of Civil Rights
http://www.nap.edu/catalog.php?record_id=18680

http://www.nap.edu/catalog.php?record_id=18680


4 

helped to shed l ight on particular quest ions . In add ition , by means 
of a hear ing in Washington , a ser ies of briefings at a meeting of the 
committee in Los Angeles , and through correspondence with many 
organizations , the committee obtained the views of persons who have 
been actively engaged in concerns about the health care of the groups 
on which this study focuses . 

SUMMARY 

The major the.e of this report is the extent to which race/ethnic ity 
or hand icaps affect whether and where people obtain medical care and 
the quality of that care . The committee reached the general 
conclusion that race is associated with differences in the use o f  
health services and that these differences do not mirror differences 
in need . The causal relationships behind these associations are 
ca.plex and poorly documented . However ,  exist ing data are too 
inca.plete and contradictory to provide either a full picture of  
d i spar ities or  clear explanations of  racial and ethnic patterns of 
health services use . With regard to handicapped populations , there 
a re not only serious def icienc ies in data , but criteria are lacking 
for j udg ing whether unwarranted disparities exi st . Available evidence 
fails to provide an adequate picture of services obtained by those 
with handicapping conditions . At the same time , the state of the law 
i s uncertain with respect to application of c ivil r ights laws to the 
health care scene . Studies and legal testa that would clar ify these 
matters are needed . The following chapters include reca.mendations 
for data collection . 

This report contains f ive chapters . The remainder of Chapter 1 
sets forth the committee ' s  finding s  and conclus ions . Subsequent 
chapters provide the evidence on which the committee ' s  conclusions 
rest . Chapter 2 summar i zes avai lable evidence regarding the health 
status and health care of rac ial and ethnic minor it ies . Chapter 3 
presents a more detai led analysi s of the possible explanations for one 
of the moat str ik ing racial discrepancies in health care : the use of 
nursing homes . Chapter 4 discusses the health care of hand icapped 
persons , especially obstacles that bear on the i r  ability to obtain 
needed care . Chapter 5 examines the legal approaches by wh ich civi l 
r ights concerns can be addressed , including di rect enforcement of 
civil r ights laws by the OCR ,  the activities of health plann ing 
agenc ies ,  and the commitments made by institutions in obtaining 
Hill-Burton funds for facility construction . 

Racial/Ethnic Patterns in Health Care 

Chapter 2 descr ibes evidence on the extent to which race and ethnicity 
affect people ' s  need for medical care , the amount of care they receive , 
the sources from which they obtain care , and the quality of the care 
they receive . The evidence reviewed by the committee pertains in the 
main to blacks and , to a lesser extent , Hispanics . 
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There is cons iderable evidence that racial and ethnic factors are 
a ssoc iated with dispar ities in patterns of health care . Although the 
data reviewed in Chapter 2 are not def initive , they clearly support 
the concern of many people that minor ity groups are still 
discr iminated aga inst in thi s  country . The committee ' s  f inding s 
include the following : 

• Anecdotes abound of instances of minor ity pat ients who are 
ser iously ill , badly injured , or in act ive labor being turned away 
from hospitals , transferred to other (public )  hospitals , or subj ected 
to long delays before care is  provided. These problema appear to be 
most frequent for blacks in the south and for the Mex ican Amer ican , 
immig rant , and Amer ican Indian populat ions of the Southwest and West . 
The cases may involve both patients ' racial/ethnic status and the ir 
poverty and result from the application of such hospital pol icies as 
requir ing advance payment under certain c ircumstances , refus ing to 
accept Medicaid , not informing pat ients of the • free care• obligations 
that the hospital assumed in accepting Hill-Burton funds , not 
accept ing patients who do not have a personal physic ian , requir ing 
that poor patients complete appl ications for Med icaid (which may deter 
immigrant patients who are here under color of law but who are not 
u . s .  citizens ) , and attempt ing to determine the immigrat ion status of 
patients and to transfer to Mexican hospitals pat ients about whom some 
question exists . Although the effects of such policies can be 
identified in part icular case s ,  little systematic data exist to enable 
an overall assessment of the extent to which such factors affect the 
health care of minority g roup members . 

• By a var iety of measures , the average need for med ical car e 
among racial/ethnic minor ities exceeds that of whites . However ,  
notwithstanding the greater needs of these groups , they do not receive 
more hospitali zation or physician visits than whites . Evidence from 
the mid-1970s suggests that federal health programs have increased 
poor people ' s  ability to obtain medical care and have accomplished a 
reduction in some dispar ities in health care . However ,  low use of 
dental services among blacks and Hispanics and of nursing home use 
among blacks is particularly strik ing . 

• A var iety of forms of rac ial separation or segregation ex ist 
in Amer ican health care . There are obvious rac ial differences in 
where people obtain medical care , both with regard to physic ian visits 
and hospital use . Blacks are less l ikely than whites to see pr ivate 
physicians , regardless of incoae level or type of insurance . Black s 
are less l ikely than whites to see specialists rather than general 
practitioners . Racially identif iable hospitals continue to ex ist i n  
many large cities . 

• Only scattered evidence is available regarding racial/ethnic 
differences in quality of med ical care received . There are some 
anecdotal suggestions of poor-quality medical care for blacks in the 
South . There is evidence that the care provided to some minority 
groups comes from health professionals that are comparatively less 
well qualif ied. There is also less satisfaction with med ical care 
among minority g roup members .  
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• Data l imitations prevent an adequate descr ipt ion of 
rac ial/ethnic differences in health care and an adequate analysis of 
possible causes . Very little quant itative information is available on 
the extent of segregation in health care , how this var ies by reg ion , 
state , and city ,  and how federal policy ( for example , regard ing 
Medicaid) affects i t .  Rac ial/ethnic var iables have not , with a few 
exceptions , been examined in the l iterature on medical care quality . 

From these f ind ing s ,  the committee drew several conclusions . 
First , rac ial/ethnic patterns in health care deserve much more ser iou s 
and systematic attention than they have received from researchers and 
governmental statistical agenc ies . More studies are needed that 
empir ically examine the factors that influence the med ical care 
dec isions of minor ity group members .  I n  recent years , the Nationa l 
Center for Health Stat istics and the National Center for Health 
Services Research have begun to show more concern for collecting 
statistically val id data on separate minor ity groups , such data are 
expensive to collect because of sampling problems , yet they are of 
g reat importance i f  equity questions in Amer ican health care are to be 
assessed . The present Health Care Financing Administration (HCPA) 
data are so inadequate that it is virtually impossible to draw 
meaningful conclusions about racial/ethnic equ ity in the Medicaid , 
Med icare , and Title V programs . HCFA should exert strong efforts to 
improve the qual ity of the racial/ethnic informat ion on benef iciaries 
of these cruc ially important federal f inancing programs . An agreement 
between BCPA and OCR in 1980 may be a f irst step in increasing HCPA ' s 
a ttention to racial and ethnic issues . 

Second , in light of the evidence on racial differences in the 
sources of med ical care , the question of racial segregation in health 
care , and associated questions regarding quality of health care , 
deserve much more attention than they have received . At present , some 
federal policies do not encourage racial/ethnic integration in health 
care . Por example , policies that encourage the concentration of 
Med icaid patients into certain facil ities contr ibute to racial/ethni c  
segregation in areas where members o f  some minor ity groups are 
disproportionately dependent upon Medicaid . 

Third , specific attention should be g iven to the factors that may 
explain the strik ing rac ial patterns regarding dental care . The data 
c learly show that the need for dental care ( as defined by untreated 
disease ) is much greater among blacks than among whites and the use of 
dental services i s  much greater among whi tes than among blacks . The 
data also suggest that these trends are due to more than socioeconomic 
d ifferences . 

B lacks and Nursing Homes 

The committee gave spec ial attention to this topic because blacks use 
nurs ing homes at mar kedly lower rates than do whites . The committee 
believed that an assessment of the evidence that might explain this 
would not only be useful for its own sake , but also to illustrate the 
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general ca.plexities underlying racial/ethnic differences in health 
care . Although racial d iscr imination has been offered as an 
explanat ion for racial differences in the use of nursing homes , 
var ious other explanations have also been suggested , including 
differences in family network s  and values among blacks and whites , 
d ifferences in geographic proximity to nursing homes ,  racial 
differences in l ife expectancy , and racial differences in income . 

The evidence reviewed in Chapter 3--including publi shed studies , 
anecdotal observations , and testimony presented to the committee-- i s  
consistent with the hypothesis that blacks a r e  discr iminated aga inst 
in nursing home admissions . Nevertheless , little d i rect ,  systematic 
documentation of such diacr imination exists . Most of the evidence 
that leads the committee to conclude that rac ial discr imination may 
play a role in nursing home admissions pertains to inadequacies of 
competing explanations for the low rates of nursing home use among 
blacks . The committee found that : 

• Rac ial d ifferences in l ife expectancy do not account for the 
lover use of nursing homes by blacks than by whites , because the 
differences exist in nursing home use within age categor ies , 
particularly among persons above age 7 5 .  

• The lower rates of nursing home use among blacks are not 
attributable to super ior health status , because there is more 
disability among elderly blacks than among elderly whites . 

• Elderly blacks are more likely than elderly whites to reside 
as part of an extended family ,  which supports the hypothesis that 
family factors contribute to the relative absence of blacks in nursing 
homes .  However , it is also possible that the l iving arrangements of 
elderly blacks are the result of , rather than the reason for , the i r  
lower nursing home use . 

• Racial difference in the f requency of extended family l iving 
arrangements notwithstanding , one national survey suggests that there 
are only minimal rac ial differences among partially disabled elderly 
persons in the availability of persons ( including non-relatives) to 
provide needed assistance at home . Among blacks , such persons are 
more likely than those among whites to reside in the same household . 
However , the lack of assistance at home (an obvious reason for 
enter ing a nursing home) does not appear from this survey to vary 
between blacks and whites and thus cannot explain the rac ial 
d ifference in the use of nurs ing homes .  

• The black elderly are more likely than white elderly to be 
inst itutionalized in settings other than nursing homes , such as mental 
and chron ic disease hospitals . This too casts doubt on the hypothesis 
that certain values or  living arrangements that are more common among 
blacks than among whites lead to greater black reluctance to rely on 
i nstitutions to provide needed care of the elderly . (Although good 
data do not exi st , some observers believe that blacks ,  more commonly 
than whites , reside in unlicensed boarding fac ilities that meet , 
however poorly ,  some of the needs that nursing homes more often mee t  
for whites . )  
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• Nursing home beds tend to be in short supply in states with 
relatively high proportions of blacks , which may partially account for 
the low rates of nursing home use among blacks . No data are avai lable 
to assess the possible effects of proximity to nursing homes within 
metropoli tan areas in influencing racial patterns of nurs ing home use . 

• The weaker economic posit ion of blacks and their  
disproport ionate dependence on Medicaid must influence their use of 
nursing homes . The demand for nursing home beds exceeds the supply in 
many locales , and most nursing homes maintain a waiting list.  There 
are important disincentives for accepting Medicaid patients , both 
economic (private-paying pat ients typically are charged more than the 
Medicaid payment level)  and administrative (paperwork and review 
procedures designed to prevent unnecessary utilizat ion) . Thus,  there 
are good reasons to expect nursing homes to discr iminate against 
Med icaid patients , whose number i s  d isproport ionately black . 

• There are large var iations among states in the 
representation of blacks among Medicaid patients in nursing homes . In 
many states , blacks constitute roughly the same proportion of the 
Medicaid populat ion of nursing homes as the ir proport ion in the 
state ' s  elderly , poor population . However , in several states for 
which data are available--most notably Mississippi , Alabama , and South 
Carolina--white Med icaid patients are found in nursing homes in 
proportions far in excess of the i r  representation among the state ' s  
elderly poor .  There i s  also evidence of var iation fro. c ity to city 
in  the underrepresentation of blacks in nursing homes .  Such state and 
c ity var iations cast further doubt on the idea that familial factors 
and values explain the low use of nursing ha.es by blacks , because it 
seems unlikely that black values and family structures vary greatly 
between such c it ies as Baltimore and Philadelphia.  Instead , these 
findings suggest that , in add it ion to whatever discr imination exists 
against Medicaid patients , there is al.o discr iminat ion in some states 
and c ities against blacks within the Med icaid population . 

• Nursing homes tend toward racial exclusivity in some areas,  
mak ing the pat ient population of nursing ha.es either virtually all 
white or all black . Case studies in Baltimore and Ph iladelph ia 
suggest that there may be an assoc iation between the extent of 
segregation in nursing homes and the extent to which blacks are 
underrepresented . However ,  no conclusions can be drawn about thi s  
assoc iation because s o  little systematic documentation is available 
a bout the. racial exclusivity of nursing homes .  Bcona.ic , social , and 
cultural factors undoubtedly influence people ' s  choices of nursing 
homes ,  and racial clustering in nurs ing homes is not conclusive 
evidence of discrtmination . 

On the basis of this evidence , the committee concluded that there 
is a strong likelihood that racial discr imination is an important 
factor in the admission of blacks into nursing homes , though how 
widespread a factor i s  not clear . The evidence reviewed in Chapte r 
3 --particularly concerning state var iations in the underrepresentation 
of blacks in the Medicaid population of nursing homes and concerning 
patterns of racial segregation in nurs ing homes--also suggests a basis 
for focusing civil r ights compliance review activities.  
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Because data shortcomings were apparent throughout the preparation 
of Chapter 3 ,  the committee also offered some suggestions about 
prior ities and research approaches ,  emphasizing the need for 
information about coping by persons who need nursing home care and 
about patterns of segregation in nursing homes and the processes that 
contr ibute to such patterns . In some cases , useful information can be 
obtained from exi sting data sources , but other questions can be 
answered only through the collection of new data . Data from the 
National Nursing Home Survey do not show a black/white differential in 
nursing home use below age 74 1 such findings may be used in 
establishing pr iorities for more detai led investigation of racial 
patterns in the use of nursing homes . 

Health Care of Handicapped Persons 

Although handicapped persons are covered by laws prohibiting 
d i scr imination in federal programs , few systematic data exist on the 
health care of hand icapped persons that would allow for an assessment 
of the nature and sever i ty of discr imination problems they face . 
Handicapped persons constitute a large and diverse segment of the 
Aaerican population . They include people with var ious types and 
degrees of permanent disabilities and people with different chronic 
physical and mental conditions that may require long-term therapy . In 
part , because of thi s  diversity ,  the handicapped population is not 
always well understood . The concerns of handicapped people about 
problems of discr imination was recogni zed in the passage of Section 
504 of the Rehabilitation Act , which prohibits discr imination against 
the handicapped i n  any prograa receiving federal financial 
assistance . The handicapped population•s vulnerability to 
discr imination can be heightened by the fact that it include s 
d isproportionate numbers of the poor ,  the black , and the elderly . 
Many handicapped persons are to some degree dependent upon 
governmental prograas for aeeting their needs,  including their needs 
for health care . 

There i s  confus ion and lack of consensus about such basic matters 
as the meaning of •handicap• and the definition of discr imination . 
One unfortunate source of confusion is Section 504 itself , which 
def ines as handicapped any person who has a •physical or menta l 
i.pairaent that substantially l imits one or more of the person•s life 
activitie s . • Thi s  def inition ,  which does not differentiate disabled 
persons fro. persons with chronic d i seases,  includes aany persons wh9 
are not customar i ly regarded as handicapped ( for exaaple , alcoholics 
or people with chronic physical i llnesses) .  More confusion ateaa fro. 
the var iety of govern.ental programs that serve persons who are 
handicapped or disabled . There is little definitional coherence or 
consistency among these prograaa 1 features that make handicapped 
persona elig ible for certai n  programs may make them inelig ible for 
others . 

There appears to be little public awareness about discrimination 
in the health care of handicapped persons , and there may be little 
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consensus about what should be regarded as discr imination . 
Discr imination is frequently thought of as treating simi larly situated 
per sons differently , however , in the context of the medical care of 
handicapped persons , discr imination may mean failing to treat 
differently situated persons differently ( for example , not having an 
i nterpreter avai lable for a deaf patient) . Even among professionals , 
the question of what is discr iminatory may prove vexing , as in the 
general problem of what needs should be met through mainstream care 
settings ( that is , care in which handicapped persons are integrated 
with non-handicapped persons) and what needs would better be met in 
specialized settings . Simi lar ly ,  as efforts are made to focus scarce 
resources where they will produce the moat benefi t ,  the physical or 
mental cond ition of patients may increasingly be suggested as cr iter i a  
o f  elig ibility for publicly supported programs . A g iven amount of 
dollar s may benef it more people if it i s  focused on the least severely 
d i sabled people . 

An assessment of the health care of any group can only be made in 
comparative terms--compar i son across groups , compar ison across t ime , 
or compar i son against ideals . A d ifficulty in assess ing the care of 
handicapped persons is the lack of compar ison groups . The adequacy of 
care rece ived by spinal-cord-injured patients cannot be assessed , for 
example , by compar ing the amount of care received in a period of time 
with the amount of care received by another group of patients . The 
adequacy of care of persons with particular medical or psycholog ical 
needs can only be assessed in compar ison with an ideal or some other 
independent cr iteria . 

In  cons ider ing this problem in the assessment of the health care 
of handicapped persons , the committee tentatively agreed that the 
adequacy of such care might usefully be j udged on two bases , both of 
which are empir ically d ifficult to apply . First , i s  the care provided 
to handicapped persons equally effective , in relation to existing 
knowledge , as the care received by non-hand icapped persons? Second , 
does the care of handicapped persons unnecessar i ly restr ict their 
autonomy and independence? 

Because of differences in needs , a simpl istic goal of equality of 
services makes little sense in comparing the health care of 
handicapped persons and the rest of the population . I t  is more 
appropr iate to think in terms of equal effectiveness of care , becaus e 
treatment that ignores part icular needs of hand icapped persons can 
produce unsatisfactory results . In providing care for health problems 
that handicapped people share with non-handicapped people , the goal of 
equally effective care can be approached by attention to arch itectural 
barrier s ,  communication a ids , and sens it ive and knowledgeable 
personnel . Few data are available that address the question of whethe r 
equally effective care is provided to handicapped persons when they 
develop the same med ical condit ions (exclusive of their hand icaps ) a s  
non-hand icapped persons . 

Most attention under Section 504 has been on issues that ar i se at 
the point of delivery of med ical care ,  but the goal of equally 
effect ive care can also be considered in a broader context . It  can be 
questioned whether health care needs that are unique to people with 
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particular disabling cond itions are being aet as effectively , with i n  
the l imits o f  our knowledge i n  biomedical and behavioral sciences , as 
are the acute care needs of most of the Amer ican people . The answer 
can be sought by cons idering societal pr ior ities in allocations for 
var ious types of health care facil ities and for the training of 
var ious types of health professionals and specialists , as well as by 
exaaining the types of services that are encouraged by the incentive s 
i n the reimbursement system . In all of these areas , prior i ty appears 
to be on the care of persons with acute diseases rather than persons 
w ith chronic i llnesses or d isabilities . This probably has a profound 
effect on the adequacy of care received by handicapped and disabled 
persons , but it is doubtful whether problems of societal pr ior ities 
can be addressed through the Section 504 prohibition on 
d iscr imination . However , if  the part icular health care needs of. 
handicapped and disabled persons are to be met adequately , established 
patterns of financing and availabi lity of fac ilities and personnel 
aust be questioned . Only then will the depth of the soc ietal 
commi tment , manifested by the passage of Section 504 , be clear . 

The second cr iter ion of care for handicapped persons--whether i t 
promotes or hampers their independence and autonomy--is important 
because soc ietal responses to the ir plight have too often demanded the 
sacr i fice of independence or of dependency . The committee concluded 
that , as with the cr iteria of equal effectiveness , serious problems 
exist today in providing care to hand icapped persons in ways that make 
use of their knowledge and abil ity and , hence , that encourage their 
independence . Problems range from the work disincent ives that are 
structured into federal programs on which many hand icapped persons 
must depend for their medical care to the failure of health care 
personnel to recognize and use hand icapped patients ' own knowledge , 
experience , and capabi lities in the management of their medical 
problema . 

In i ts examination of health care of hand icapped persons , the 
committee identified a number of deterrents to change . One obstacle 
i s  economic 1 there will be addi tional costs associated with solving 
many of the problems discussed in Chapter 4 .  Furthermore , because 
many handicapped and disabled people are dependent upon government 
programs for their care , they are vulnerable to reductions in services 
i n  the name of cost containment . Hand icapped persons are also likely 
to continue to face other obstacles that have an economic rationale , 
such as problems in obtaining health insurance , the wai ting per iod of 
2 9  months for disabi lity coverage under Med icare , state var iations in 
coverage under Medicaid , refusal of many providers to accept Medicaid , 
use of aedical screens (to exclude potentially heavy users of 
services ) in insurance and in prepaid health care setting s ,  and 
nursing hoaes ' discr imination against •heavy-care patients • when 
reimbursement levels are fixed . 

Var ious conceptual problems complicate the task of assessing 
empi r ically the adequacy of health care of handicapped persons . For 
exaaple , research on equity or fairness in health care has generally 
rested on the premise that need , not such factors as incoae or race , 
should deteraine whether a person obtains health care . Although this 
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idea is qui te applicable to the health care of handicapped persona , 
applying it operationally in research is problematic , except , perhaps , 
in  some small-scale studies . It  would be difficult or impossible to 
identi fy hand icapped and non-handicapped populations that are 
equivalent in need for care and that can , thus , be meaningfully 
compared in terms of use of services . Some handicapping or chronic 
conditions ( such as cystic fibrosis)  produce greater mortal ity ,  
morbidity ,  and use of health services , whi le other disabilities may be 
a secondary effect of other chronic conditions associated with the use 
of health services , such as blindness result ing from diabetes . Thus , 
it  is  diff icult to find a common basis on which to compare the health 
care of the handicapped with that of other persona to f ind whether 
such care is affected by factor s other than need . However ,  even 
w ithout such compar isons , it is poss ible to seek to ident ify factors 
that interfere with hand icapped persona ' ability to obtain health care 
in  a manner that maximizes their independence and their  status as an 
integral part of Amer ican soc iety . 

Existing data do not allow even a minimally adequate , empir ical 
assessment of the problema exper ienced by handicapped persona in 
seek ing or obtaining health care . Data problema may also impede 
coordination among var ious programs . Available information about even 
such basic matters as the number and character ist ics of handicapped 
persona i n  the United States has ser ious shortcomings that will not be 
corrected by data from either the 1978 Social Security Survey (because 
of ita limitation to •work disability• ) or from the 1980 u . s .  Census 
( which d id not collect any relevant information) . The Census provides 
the beat opportunity to collect reliable information about populations 
that are small and scattered and near ly impossible to survey adequately 
on a sample basis . The lost opportunity of the 1980 Census should be 
corrected in 1990 , and data should be collected that would allow an 
adequate descr iption of the numbers and characteristics of handicapped 
persona in the United States . 

The committee also recommends that the present lack of information 
about the health care of hand icapped persona be given attent ion by the 
Department of Health and Human Services . More uniformity in 
definitions , units of measurement , and class if icat ion procedures ar e 
needed i f  a more adequate response i s  to be g iven the legal 
requirements in Sect ion 504 and othe r federal leg islation .  
Improvements could come by developing operat ional def initions for use 
in (a ) compiling informat ion about hand icapped benefic iar ies of 
federal programs , and (b)  collecting informat ion by surveys . Such 
definitions should be reasonably consistent with the def init ion set 
forth under Sect ion 504 : a physical or mental impairment that 
significantly limits a per son in a major life act ivity ,  not just i n  
terms of work disability . The def inition should make clear that 
temporary impairments (acute conditions) are not included . 

Much may be learned by includ ing questions about handicaps and 
disabilities in large surveys . Informat ion about the health status of 
hand icapped persona , where they obtain their  health care , how they pay 
for it , what problema they experience in obtaining it , the i r  
satisfaction with i t ,  and so forth can be obtained i n  surveys o f  the 
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general population only if  measures are taken to oversample handicapped 
persons . Consideration should be g iven to developing standard 
questions about hand icaps that can be included in any general health 
survey of sufficient size and be used in the presentation of results . 

In addition , more spec ific informat ion is needed about the 
sources of care of hand icapped persons and the problems they face in 
obtaining care . To be moat useful , survey instruments should reflect 
both the types of handicap-spec ific problems ( such as interpreters for 
deaf patients ) that ar i se in the Section 504 context and problems ( such 
as d istance from specialized fac i lities or lack of coverage under 
health insurance ) that do not . Information about sources of paymen t  
for care and participat ion in governmental prograas will also increase 
the usefulness of such a data-collection effort . Because of sampling 
problems and because handicap-speci f ic questions might have to be 
included to obtain useful information about handicapped persons , 
studies focused on particular handicapped populat ions may be needed to 
obtain good information about health care problems . 

In addition to research that would seek information from 
handicapped persons themselves about the problems they face in  
obtaining health care , more information i s  needed about systematic 
factors that may influence the care they receive . These include state 
var iations in federally funded programs on which many handicapped 
persons are dependent , information about planning agencies ' attention 
to the health care problems of handicapped persons , and the 
involve.ent of such persons in health planning activities . 

The potential impact of Section 504 in addressing problems in the 
health care of handicapped people is still diff icult to assess . 
Enforcement activities to date have been l imited . Section 504 may 
prove to be of help in solving certain problema faced by handicapped 
persona and in increasing soc ietal awareness of those problema . 
Diff iculties of architectural barr iers and of communication with 
hear ing-impaired patients are covered , at least at the regulatory 
level , under Section 504 . Practices such as the use of medical 
screens , the use of physical or mental criteria in determining 
elig ibility for prograaa such as the Cr ippled Children ' s Program , and 
d iscr imination against heavy-care patients in nursing ha.es may be 
inconsi stent with Section 504 , although the economic component of 
these practices should be g iven proper recognition in policy decisions 
intended to be remedies . 

I t  appears ,  however , that some of the moat important difficulties 
in the health care of the hand icapped persona cannot be addressed 
read ily , i f  at all , under Section 504 . These include the scarcity of 
rehabilitation personnel and facilities , limitations of health care 
f inancing programs , and stereotyping and insens itivity by sa.e health 
personnel . 

Anti-diacr taination Enforcement in Health Care 

Although the equal protect ion clause of the Fourteenth Amendment of 
the u . s .  Constitution generally prohibita discr iminat ion in 
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governmental activities , implementat ion through statutes , regulat ions , 
and court decisions is required to g ive pract ical meaning to the 
constitutional protection for civil r ights . The necessary implementing 
structure i s  not as well developed in health as in areas such as 
educat ion , employment , hous ing , and voting r ights . Title VI of the 
Civil Rights Act of 1964 is clearly the most prominent civil r ights 
statute of relevance to health , even though it does not specifically 
mention health . Title VI prohibits racial discr imination by provider s 
who receive federal financial funds and requ ires agenc ies to terminate 
aid in the event of non-compliance . 

Implement ing regulations issued by the Department of Health , 
Education , and Welfare in 1965 (and amended in 1973 ) prohibit the 
denial of services or benefits on the bas is of race , color , or 
national or ig in and any form of d ifferential or segregated treatment . 
These regulations make no specific reference to the obligations of 
health care providers , although gu idelines developed in 1969 interpre t 
the duties of such organi zat ions in some detai l .  Beyond these , there 
are few other federal di rectives spec ifying the appl ication of Title 
VI to the health care context . 

Enforcement of Title VI (and Section 504 of the Rehabi litation 
Act) in health care is the responsibil ity of the Off ice for Civil 
Rights (OCR) in the Department of Health and Human Services . However , 
only a few monitor ing and compliance review activities have taken 
place in health care since the efforts to end polic ies of explic it 
hospital segregat ion in the first years after the passage of Medicare . 

In recent years , however , OCR has undertaken steps that may lead 
to more c ivil r ights enforcement activit ies in health care . In large 
part this has been in response to legal actions undertaken by private 
advocacy groups and from individual complaints alleg ing discr imination 
by health care providers . With the splitt ing off of educat ion 
activities into the Department of Education , the OCR staff in DHHS 
will presumably be devoted pr imar i ly to health , and OCR has announced 
ambitious plans in that regard . Clearly , the notion of civil r ights 
in health is still evolving and will be greatly influenced by recent 
and future legal cases in this area . Increased enforcement activity 
under existing laws will begin to resolve many of the legal 
uncertaint ies that now exist . The first attempts to apply these laws 
to health care d iscr imination are so recent that the ir meaning and 
effects are not yet clear . 

In recent years , OCR ( and some c ivil r ights advocates) have shown 
growing interest in other statutory tools that may be used to advance 
the interests of groups protected by c ivil r ights laws . These tools 
include the Hill-Burton program for facil ity construction and its 
successor program, the more broadly mandated Nat ional Health Planning 
and Resources Development Act of 1974 . 

Although the Planning Act was not developed specif ically in 
response to issues in the health care of minor ity groups , it provided 
for the creation of local and state planning agencies that provide a 
forum within which certain civil r ights concerns may be addressed . To 
date there has been only l imited explicit attent ion to civi l r ights 
issues within the planning program for reasons that include the 
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l iaited funding and author ity of planning agencies and the lack of 
consistent federal guidance regarding the juncture of planning and 
civil r ights . Nevertheless , the role of planning agencies has emerged 
aa a serious i ssue in major c ivil r ights cases in Wilmington , 
Delaware , and New Or leans , Loui siana , and regulations proposed in 198 0 
more explicitly l inked planning and c ivil r ights . However , without 
further clar ification of the civil r ights responsibilities of planning 
agencies and strengthening of their author ity ,  their potential role in 
civi l r ights i a  l imi ted . 

The B i ll-Burton program of federal g rants for hospital 
construction provides another bas is for addressing certain problems 
that d isproport ionately affect minor ity g roups . The Bill-Burton 
leg islation requires rec ipients of its construction funds to meet 
requirements that prohibit discr iminat ion on account of race , creed , 
or color (often called the •community service • requi reaent , since i t  
can be interpreted a s  requiring access to all people who need the 
services of the facility and , presumably , who are able to pay for it ) 
and provision of a reasonable amount of •uncompensated services• for 
persona unable to pay . FOr many years ,  no prog ram of enforcement 
existed for the community service requirement . But regulations 
published in the 1970s interpret community service to require 
B i ll-Burton recipients to participate in Med icare and Med icaid and not 
to d i scr iainate against such patients . Court challenges to these 
regulations are still tak ing place , and no act ive enforcement prograa 
i a  under way . Thus , the importance of Bill-Burton in the civi l r ights 
context remains to be seen . 

From its review of the law and past enforcement efforts ,  the 
committee concluded that such activities have been qu ite l imited and 
that existing regulat ions are vague when applied to health care . 
Although more than 1 5  years have elapsed since the passage of the 
Civil Rights Act , there still remains little guidance as to its 
appl ication in health care . Because it i s  d ifficult to say what 
polic ies and practices violate Title VI , both enforcement and related 
research activities have been inhibited . Effective enforceaent has 
also been l imited by OCR ' s  lack of direct author ity and by the past 
emphasis on civi l r ights i ssues in other fields , moat notably 
education . 

Further clar if ication and specif ication of the requ irements of 
Title VI and Section 504 in health care are needed . Several policy 
d irections that have developed out of c ivil r ights enforcement efforts 
in recent years should be more widely debated and , perhaps , codified 
in regulations or guidelines . Examples include conclusions about 
physical access and availabi l ity of transportation that developed from 
OCR ' s  investigation of the c ivil r ights implications of a hospital 
relocation in Wilmington , Delaware , remedies for vestiges of past 
segregation that were developed in a Title VI invest igation in New 
Orleans , and OCR ' s  position on whether a showing of intent to 
d i scr iainate ia  necessary to a f inding that d i scr imination is 
occurr ing . 

In addition , clar if ication i s  needed regard ing other aattera such 
aa the Title VI respons ibilities of planning agenc ies , the 
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respons ibilities of health faci lities serving substant ial numbers of 
non-English-speaking people , the Title VI responsibilities of 
fac i l ities that plan to close or convert services , and the scope and 
nature of responsibilities of providers and planning agencies under 
Section 504 of the Rehabilitation Act .  Also , past pol icy decisions 
that exempted private physicians from Title VI , even i f  they rece ive 
Med icare or Medicaid monies , should be recons idered if the full intent 
of Title VI is  to be reali zed . 

Despite the increased resources that the creat ion of DHHS may 
br ing to c ivil r ights enforcement in health , important resource 
allocat ion dec isions must be made regard ing (a)  relat ive emphases of 
complaint investigations and compliance reviews and (b) the scope of 
compliance reviews . 

An examination of recent enforcement efforts and testimony before 
the committee forcefully demonstrates that there is no consensus on a 
conceptual framework for evaluating •compliance • by health care 
providers other than the use of aggregate measures of admissions to 
institut ional providers i temi zed by racial/ethn ic categor ies . 
Measures of services to those with hand icaps are at an even mor e 
rud imentary stage . The commi ttee found that there are ser ious 
shortcomings in data both for assess ing compliance by health car e 
providers and for more generally assessing overall problems in the 
health services provided to and/or needed by minor ities and the 
hand icapped . Such data are prerequisites to enforcement act ivit ies 
under present legal obligat ions and to the continuing process of 
definition as to what d ispar ities are to be regarded as unreasonable 
or i lleg itimate in terms of c ivil r ights laws . 

The committee suggests that the OCR inventory available indicators 
and measures of civil r ights compliance , including avai lable and 
potential sources of data . Much of the information contained in this 
report is relevant to such an inventory . 

The committee also recommends that OCR work with existing 
data-collection agencies , such as the Nat ional Center for Healt h 
S tatist ics , to specify ,  obtain , and analyze data that are relevant to 
OCR ' s  responsibilities . Even more urgent is the need for close 
cooperation between OCR and the Health Care Financ ing Administrat ion 
to develop aeasures and indicators that will help document patterns of 
underut ili zation and segregat ion in federally funded health care and 
to focus compliance review activities . 

However ,  data collection alone is a hollow exerc ise unless 
further specif icat ion can be made of what constitutes civil r ight s 
non-compliance by health care providers . Such specif ication was 
outs ide the mandate of this committee . Data collection and analys i s  
are useless a s  compliance vehicles unless they are gu ided by informed 
j udgments about poss ible explanations for dispar ities in the provision 
of services . This report is intended to provide mater ials from which 
such judgments can be made . 

Ex isting uncertainties and confus ion in def ining or measur ing 
equ ity in access or quality of services , and OCR ' s relat ive lack of 
exper ience with health services , make it important that the role of 
OCR itself be specif ied more clearly . The commitment of DHHS to the 
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development and enforcement of c ivil r ights pol icies in the health 
care context remains unclear . The statutory and regulatory framework 
of several health funding and planning programs includes the 
author i zation--sometimes the mandate--for activities that pertain to 
civil r ights , but this author i zation has not effectively translated 
i nto day-to-day activit ies . The reforming of OCR in the new DHBS 
provides an opportunity to def ine OCR ' s  mandate in the health arena . 

OCR cannot be an effect ive enforcement agency without clear and 
strong support by the leadership of DHBS and cooperation between the 
OCR and other DHBS program staff . The committee urges the secretary 
of DHBS to resolve the present administrative ambiguities about civi l 
r ights within the agency and to aake plain the commitment to enforce 
the law ' s guarantees of non-di scr imination . Of moat immediate 
practical utility ,  perhaps , is the potent ial for the coordination of 
OCR data-collect ion and monitoring efforts with the efforts of the 
Health Care Financing Administration (BCFA) incident to reimbursement 
activities . 

The ambiguities in the def initions of discr imination in health 
cannot , however , be completely •solved • by administrative remedies . 
In the future , as in the past , the impact of OCR enforcement efforts 
under Title VI and Section 504 will rely in large part on the j udicial 
i nterpretation of whether a disparate effect , without a showing of 
discrtainatory intent , constitutes a legal violation . This question 
has been a subject of substantial j ud icial consideration in a var iety 
of contexts , particularly employment and education . In the health 
context , j udicial exploration of thi s issue is in the moat foraative 
stages . 

The guidelines i ssued by OCR in 1969 delineate standards on which 
initial j udgments can be aade as to whether there is a cause for 
concern about disparate effects , and they set out the nature of the 
justification that may constitute acceptable explanations for these 
d ispar ities . The committee recommends that the 1969 guidelines be 
i ssued as formal regulations for DBBS , either in their present fora or 
i n  a revised version that retains the essent ial •effects• approach to 
defining discr imination . While the 1969 guidelines are hardly the 
f inal word on defining discr imination in the health care f ield , they 
provide a useful place to beg in the process of debate , consensus , 
definition , and enforcement of civil r ights in the health arena . 
�rmal proposal i n  the Federal Regi ster would not only make an 
important statement about the commitment of DHBS to the enforce.ent of 
civi l r ights , but would also provide the occasion for public comment 
by all concerned part ies that would i tself prompt further refine.ent 
of basic pr inciples . 

Besides civil r ights enforce.ent R![ �, the enforcement of 
clar ified co.aunity service and equal access obligations of 
B i ll-Burton facilities could have an important impact on alleviating 
eaae circumstances that have led to the unequal treatment of 
ainor i t iea by institutional health care provider s .  Relatively little 
can be said about the speci fic scope of that potential , since the 
recent interpretation of the obligation has yet to be tested and 
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implemented . However , i t  seems likely that i f  OCR enforces the 
obligation , it will encounter problems similar to the overall probleas 
of Title VI enforcement in health care--namely , problema of defining 
compl iance , data collection and analysis ,  allocating resources to 
various k inds of enforcement activities , and , most cr itically , 
ensuring that OCR has the support of DHHS leadership and the 
cooperation of DBHS program staff . 

CONCLUSION 

Civil r ights as a notion i s  neither simple nor static . The law and 
legal mechanisms are dynamic social processes that both shape and are 
responsive to debate and to consensus . At the same time , the var ious 
impacts of government and pr ivate health programs on different member s  
o f  the population are only beginning to be appreciated . I n  many areas , 
information i s  not yet being sought that will help define socially 
acceptable or legally unacceptable dispar ities in health services and 
health status in the Uni ted States . This repor t i s  presented as a 
review of available information about certain dispar i ties relating to 
minor ities and handicapped individuals .  The committee i s  aware of the 
coaplexities i nvolved both in the structure and assumptions of health 
care in the United States and in the development of civi l rights 
approaches , and it hopes i ts report will be used as a basis for the 
development of a clearer approach to civil r ights in health and as a 
d iscussion document for improving the health of all Amer icans . 
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HEALTH CARE OF MEMBERS OF RACIAL AND ETHNIC MINORITY GROUPS 

Th is chapter examines the extent to which people ' s  membership in 
cer tain r ac ial and ethnic minor i ty g roups influences whether and from 
whom they obta in health care . The commi ttee found that health problems 
are more common among some racial/ethnic minor i t ie s  than among the rest 
of the populat ion , and that t h i s  fact i s  not fully reflected in the i r  
u s e  o f  health services . Thi s  i s  par t icular ly true of dental service s 
and nur s i ng home care . There i s  also cons iderable evidence that race 
and ethnic i ty have a strong influence on where people obta in med ica l 
care , which hospitals they u se , whether they obtain care from clinics 
or pr ivate physic ians , and the credent ials of the physic ians from whom 
t hey obtain care . The soc ial processes that produce these patterns 
are complex , involving res ident ial patterns , d i f ferences i n  soc io­
economic status , ethnic d ifferences in concepts and values assoc iated 
with d i sease and treatment , constraints and incent ive s  that are bu i l t  
i nto federal health prog r ams , and , poss ibly , d i scr imination . The 
factor of d i scr iminat ion , wh ich i s  par t icular ly important in a c ivi l 
r ights context , is poor ly understood because i t  has not been examined 
much in research or in legal act ions in health care . However , 
t he d i spar i t ies reviewed in t h i s  chapter , in the committee ' s  view ,  
suggest that the quest ion o f  d i scr iminat ion in health care deserve s  
more attent ion than i t  h a s  rece ived . 

The focu s of th i s  rev iew stems from quest ions regard ing c ivi l 
r ights and health care . In sharp contrast to such areas as 
employment , housing , and educat ion , there is l i ttle to suggest tha t 
d i scr iminat ion and integ rat ion in health care have been important 
public pol icy concerns in recent year s .  Yet some very ser ious 
problems of poss ible s ignif icance under c iv i l  r ights laws have been 
desc r ibed in test imony before the committee as wel l  as before var iou s 
congress ional and invest igat ive bod ies and the courts . Legal services 
attorneys and journa l i sts have desc r i bed inc idents in wh ich minor i ty 
g roup pat ients who are ser iou sly i l l , badly inj ured , or in active 
labor have been turned away from hospitals , transfe r r ed to othe r  
( publ ic ) hospitals , o r  subj ected t o  long delays before care i s  

p rovided . 1 In add i t ion , accounts o f  segregated health fac il i t ies 
occas ional ly s t i l l  come to publ ic attent ion . 

2 0  
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Most of the inc idents that have been described have occur red i n  
p r ivate , non-prof it hospitals that have a substantial federal 
involvement through Medicare , Med icaid , or the Hill-Burton prog ram . 
( See Chapter 5 for a discussion of relevant legal issues . )  Problems 
appear to be most ser ious for blacks in the South and for the Mex ican­
Amer ican and Indian populations of the Southwest and West . The cases 
generally appear to involve both patients ' rac ial/ethnic status and 
their  poverty or inability to pay for care . (The combination of 
minor ity status and poverty appears to be much more potent than eithe r 
factor taken separately , as can be seen in the statistical evidence 
presented later in this chapter . )  The grounds for refusing to provide 
care vary in these cases , but involve such hospital polic ies as 
requirements for advance payment under certain c ircumstances , 
non-acceptance of Med icaid or certain other sources of thi rd-party 
payment , not informing patients of the •free care • obl igations that 
the hospital assumed in accepting Hill-Burton funds , non-admiss ion of 
patients who do not have a personal physician , requirements that poor 
patients complete applications for Med icaid (which may effectively 
deter immig rant patients who are here under color of law but who are 
not u . s .  citizens) , and attempting to determine the immigration status 
of pat ients and to transfer to Mex ican hospitals patients about whom 
some question exists . *  

The following descr iptions , several of which come from a recent 
hear ing of the u . s .  Civi l Rights Commission , are typical of these 
inc idents , the outcomes of which have included babies be ing born in 
hospital par k ing lots , ser ious med ical complications , and the death of 
patients . All of the facts in such anecdotes cannot be known with 
certa inty . Nor is it  known how common such occurrences are or how 
often non-minor ity pat ients have s imilar exper iences.  There i s ,  
unfortunately , little way o f  l ink ing anecdotes with the more systemati c  
data o n  patterns o f  use o f  health services that are reviewed later in 
this chapter .  However , the anecdotes suggest poss ible explanat ions 
for some of the d ispar ities that are reviewed in this chapter , and 
they are a source of ser ious concern to persons wor k ing act ively on 
behalf of the r ights and welfare of minor ity groups . The committee , 
therefore , dec ided that the more systematic presentat ion of data should 
be preceded by some of the anecdotes that prompted the concerns that 
led to this study . 

*Because of the complex ity of immigration laws , uneducated immigrants , 
even if  they are in the country legally , may be int imidated and 
deterred from seeking care by hospitals ' posting signs stating that 
they cooperate with the Immigrat ion and Naturali zation Service , by 
r equ irements that the patient complete forms ( such as Med icaid 
appl ications ) that are to be sent to the government , and by hospita l 
e fforts to determine their  legal status . The latter practice may be 
quest ionnable , both from a legal standpoint2 and from the standpoint 
of the proper purpose and mission of a hospital . 
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A young black woman in Memph is , Tennessee , suffer ing from a 
r uptured ectopic pregnancy , was refused admission at one pr ivate 
hospital that did not take Med icaid patients and was refused by a 
second pr ivate facility on g rounds that the hospital d id not take 
Med icaid pat ients for • female problems . •  At a public hospital 
facility she was informed that she would be seen , but only after 
the staff had treated a number of cases they considered to be 
more ser ious in nature than hers . • • • In March 1979 , a 
29-year-old Mex ican-Amer ican woman and her baby died of a 
r uptured uterus in a rural part of Texas . Two hospitals had 
turned away this acutely ill e ight-month pregnant woman for 
i nability to pay . S imilarly , Ysidro Aguinagas , an 11-month-old 
Hispanic baby , died in December 1978 after being denied admission 
to a public hospital in Dimmitt , Texas , despite the fact that the 
hospital was a Hill-Burton facility and publicly financed . The 
baby would not be admitted without a •450 deposit . S ince the 
parents were without a $450 , deposit they left the facility to 
seek other sources of care , but the baby died en route . 3 

On August 1 ,  1976 , Mrs . Carolyn Payne , a 21-year-old black 
resident of Holly Spr ings , Mississippi , delivered her own baby i n  
the front seat of a truck after the emergency r oom  of the 
Marshall County Hospital had refused admission . The Marshal l 
County Hospital is  a 60-bed county facility in Holly Spr ings , 
built with federal Hill-Burton funds , and supported by state and 
county health fund s . 4 

Spanish-speaking c itizens of Mex ican descent are often presumed 
to be illegal or undocumented persons when they arr ive for 
services in hospitals in southern California . A November 1979 
newsletter reports an inc ident wherein an Hispanic man , consciou s 
and speak ing Spanish ,  arr ived at an emergency room at 7 p . m .  for 
treatment of stab wounds suffered in an attack . No doctor 
a r r ived until 8 z 30 .  Upon arr ival , the doctor inqui red about 
insurance for the patient and whether the patient was in the 
country legally . The wife , also Spanish speaking and 
monolingual , could not satisfactor ily answer these questions . By 
1 0  p . m .  that evening , three hours after his arr ival , the pat ient 
died .  Be had been inadequately treated . He was a u . s .  
citizen . 5 

In  some of the cases , questions exist both about the facts and 
the state of the law that can only be resolved in the appropr iate 
legal or administrative settings . The purpose of this chapter is  
neither to validate specific complaints nor to recommend how the lega l 
and f inancial questions that ar ise in these situations should be 
resolved , but to provide a larger context within which certain socia l 
policy questions regard ing equity or fairness in health care can be 
considered and to suggest some .eans by which dispar ities can better 
be understood .  
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The pr imary approach used in this chapter is the review of the 
r esearch and stat istical literature on the health care of rac ial and 
ethnic minor ity groups . However , the statist ical information reviewed 
in this chapter does not permit a direct assessment of how common 
unfortunate incidents like those described above are . The example s 
that have come to l ight generally have not been through the organi zed 
data-collection activities of researchers or governmental statistica l 
agenc ies . I t  is most diff icult to link individual stor ies with 
aggregate statistics . Yet , to understand the meaning of any 
particular inc ident , such as might occur between a patient and a 
hospital admitting office , it is  essential to understand into wha t 
pattern the inc ident might f i t .  

Whi le much o f  thi s  chapter i s  concerned with rac ial/ethnic 
patterns in health care , it should be recogni zed that such pattern s 
may have a var iety of cause s .  However , the absence of rac ial 
differences in health care , except where there are differences in need 
for care , would be strong evidence that no widespread patterns of 
discr imination exist . It  is  signif icant , therefore , that the 
ca..ittee found that rac ial and ethnic factors cont inue to be 
isportant in  health care . This  and the following chapter examine 
r acial/ethnic aspects of several segments of the health care system, 
such as physician vis its , hospitali zation , nursing homes , and dental 
care . The analysis is concerned with questions regarding ( 1 )  whether 
rac ial and ethnic factors affect people ' s  ability to obtain needed 
care , ( 2 )  the extent of rac ial separation in health care , and ( 3 )  
whether race and ethnicity affect the quality o f  med ical care received . 

With regard to the f irst of these questions , there are 
ind ications that racial/ethnic differences in the use of services have 
been g reatly reduced since the mid-1960s , although dental and nursing 
home care continue to be strongly related to race . To date , most 
governmental concern with rac ial/ethnic aspects of obtaining health 
care has been with trying to assure the availability of med ical care 
to people who , because of poverty or place of residence , have not 
found care available . As noted i n  this chapter ,  some successes have 
been achieved , although quest ions of equi ty continue to ar ise .  

The second set of concerns pertains to patterns of rac ial/ethni c 
separation or segregation in the health care system and the processes 
and factors that contribute to such patterns . Integration has not 
been an isportant consideration underlying governmental health 
policy . Indeed , governmental pol ic ies , such as the initial use o f  
Hi ll-Burton money to construct segregated facilities or , more 
recently , reimbursement polic ies that lead to the concentration of  
Medicaid patients in certain institutions , aay be an important cause 
for a tendency toward segregation in health car e .  

In the view o f  the ca.mittee , any examinat ion o f  racial/ethnic 
differences in med ical care must consider differences not only in the 
u se of med ical services but also in the source of med ical care . Pew 
carefully documented h istor ical stud ies exist of rac ial patterns in 
health care , and most h istor ical accounts of the med ical care of 
blacks i n  the United States focus on issues that pertain to med ica l 
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manpower rather than the behavior of patients . Thus , most account s 
have emphasized the black physician ' s  role , bar r iers faced in their  
obtaining hospital admitting pr ivileges , and the development of  
r ac ially segregated health care facilities by law and custom .  In  some 
locales , hospitals either refused to treat black patients or withheld 
admitting privileges from black physic ians , which led to the 
establishment of black hospitals . 6 

Only with the landmark S imk ins v. Moses H .  Cone Memor ial Hospital 
decis ion regarding a segregated Hill-Burton hospital in Greensboro , 
North Carolina , was an explic it policy of promoting segregation 
abandoned within the u . s .  Public Health Service . 7 That was in 196 3 , 
the year before the C ivil Rights Act was passed with ita Title VI 
prohibit ion on rac ial discr imination in any program receiving federa l 
f inancial assistance . Even one year after the passage of the Act , a 
u . s .  Civil Rights Commission study found no diacernable pattern of 
compliance in two-thi rds of the hospitals surveyed . The subsequent 
enactment of the Med icare program aade most hospitals and nursing 
homes potential rec ipients of federal funds . The Department of Health , 
Education , and Welfare then established an off ice to screen hospital 
applicants to see that polic ies of d iscrimination were not in effect 
and , after  a four-month review process , reported that 3 , 000 hospitals 
that had previously practiced discriminat ion or segregation had come 
i nto compliance with Title VI . s  Although the effectiveness of the 
screening procedure came unde\ subsequent cr iticism by the u . s .  Civi l 
R ights Commission and others , it was clear that an era was at an 
end , at least with regard to medical inst itutions in the United States , 
most of which received federal funds and were covered by the Civil 
Rights Act . (The practice of medic ine in the off ices of physicians 
was not d irectly affected by Title VI because of a DREW determination 
that the ind irect method through which they received federal dollar s 
f rom Part B of Med icare d id not constitute federal involvement 
suff icient to br ing them under the author ity of the Civi l Rights Act . ) 

The third set of concerns addressed in this chapter pertains to 
whether there are racial/ethnic differences in quality of med ical 
care . The research l iterature on quality of med ical care has devoted 
only limited attent ion to the race/ethnic ity of patients as a factor 
that might influence quality of care , although the committee 
identif ied some approaches that are potentially useful in this regard . 

A recurrent problem encountered in this review concerns the 
availability of data . In aany studies , minor ity groups are not 
represented in suff ic ient numbers to allow separate conclusions to be 
drawn about them . * The smaller and more dispersed the minor ity , the 
less adequate are the data . Frequently , the problem of small numbers 
leads to the grouping of d iverse populations . Hayes-Bautista ' s 

* I t  should be noted , however , that this chapter , which emphasizes 
rac ial rather than ethnic patterns , does not fully reflect the 
availability of information about other ethnic groups because of 
limitations in time and resources . 
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discussion o f  the d iverse groups that are sometimes labeled 
•Hispanics • and of the confus ion that is thus injected into public 
policy provides one example . lO However ,  in many studies and 
sources of data , the lumping together of minor ity groups pose s 
g reater problems than consider ing as one population ( •Hispanics • )  the 
Raza of the Southwest , Haitians and Cubans in Miami , and Puerto 
Ricans in  New York . In aany stud ies data are presented only for 
•whites • and •others •  or •non-wh ites . •  Important d ifferences can be 
obscured by combining non-white groups in which poor health is 
relatively common with groups ( e . g . , Chinese or Japanese Amer icans ) 
whose health status may be better than that of other •white •  
Amer icans . 

Sens itivity to all of these problems is reflected in recent 
reforms in governmental statist ical pol icy and an effort to 
standard ize a feasible set of rac ial and ethnic categories in all 
federal data-collection efforts . In recent years the virtual absence 
of health care data about aany ethnic groups has begun to be 
addressed through procedures designed to provide representative 
samples of suff ic ient s i ze of ethnic minor ities . Such data are 
valuable in two senses : they are costly to obtain and there i s  no 
substitute for them. At present , however , the data needed to 
adequately assess aany rac ial/ethnic differences in health status and 
use of aedical services s imPlY do not exist . 

Another problem with the available information is the d iff iculty 
of disentangling causal processes underlying patterns of use of 
health services . Ethnic ity i s  always character i zed by particula r 
values , beliefs , and patterns of behavior . Behavior in aatters 
pertaining to health is a frequently cited example . Assessing th e 
impact of ethnically l inked beliefs and values is beyond the scope of 
thi s  report ,  although some attention i s  g iven to this matter in the 
next chapter . Clearly , an important challenge in health care is 
provid ing care in ways that are compat ible with the needs of ethnic 
g roups . Communication problema represent the most obvious 
aanifeatation of this problem. However ,  the impact of ethnic 
cultures on health behavior and the assoc iated responses of health 
providers have not been examined in this report .  

HEAL'l'B STATUS AND HEAL'l'B CARE 

Rac ial and ethnic differences in health status have long been 
recognized in the United States . Apparent inadequacies in med ica l 
care have been the object of attent ion in governmental programs 
d irected at poor people and residents of areas where med ical 
resources are scanty . The Department of Health , Educat ion , and 
Welfare ' s  (DBEW) annual compendium of inforaation , Health United 
S tates : 1979 , notes that • in general , the health status of ainoritiea 
has i�roved duiing recent years ,  and their use of health services 
has increased . •  1 In Health and the War on Poverty ,  Davia and 
Schoen observed that •poor people ' s  access to medical care has 
increased remarkably ( in the decade 1965-7 5 1  • • •  steady progress 
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has been aade--particularly i n  those k inds of poor health that a r e  
the aost prevalent among poor people and those that a r e  most 
sensitive to improved medical care . • l2 Finally , in thei r 
i ntroduction to Aday , Andersen , and Fleming ' s  massive empirical 
study , Health Care in the u . s . , Rogers and Aiken observe that : 

The f ind ings are encourag ing , and the country has made progress 
since the 1960s • • • •  They show that we have found ways of 
g etting more people into the health system at levels of use that 
seem more commensurate with the i r  needs than heretofore . Every 
subpopulation group stud ied has better access to med ical services 
today ( 1976 ) than in 1963 or 1970 , and in some instances the 
improvements have been dramatic .  • • • S ignif icant improvement 
for blacks is evident . The study also shows that contrary to 
popular opinion , moat Amer icana (88t)  seem generally sat isf ied 
with thei r  medical care . l 3  

Important qualif ications , however , were attached to a l l  o f  these 
statements . The Health United States s 1979 statement about progress 
i s  followed by the observation that •many measures indicate that the 
health status of minor ities i s  not as good as that of the white 
major ity . • 14 Davis and Schoen warn that •much remains to be done . 
The gap ( between the poor and others)  has been narrowed , but not 
e liminated . •lS Rogers and Aiken qual ify the i r  summary of progress 
with the observation that 26 million�ple st ill have difficulty 
obtaining appropr iate med ical care . l In addition ,  the med ical car e 
s ituation of aany poor people may have begun to worsen under the 
economic cond itions of the late 1970s in ways that statistics are just 
beg inning to show. Data from the Med icaid program ,  for example , show 
that the number of Med icaid rec ipients declined from 24 , 600 , 000 in 
1 976 to 21 , 600 , 000 in 1980 . 17 Without f inanc ial access to health 
care , it may be antic ipated that the health status of people who wer e 
formerly elig ible for Med icaid will decl ine . 

INDICATORS OF HEALTH STATUS 

The med ical care system cannot be held entirely respons ible for the 
aany differences in health status within a soc iety .  The causes of 
poor health are complex and cannot be explained by statistics alone . 
However , measures of health status can provide an ind icator of 
prog ress that remains to be ach ieved and are also an essent ial 
prerequisite to intelligent interpretation of differences in the use 
of services . 

Measures of Mortality 

The most recent f igures from the National Center for Health Stat istics 
continue to show the existence of substantial racial/ethnic var iations 
in aortality . The 1970 age-adj usted death rates show whites ( 6 . 8  
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deaths per year per 1 , 000 population)  in an intermediate pos it ion 
between the high rates for blacks ( 10 . 4 ) and •Amer ican Indians and 
Alaska Natives • ( 8 . 2 ) , and the low rates for Chinese Amer icans ( 4 . 9 )  
and Japanese Amer icana ( 3 . 3 ) . 18 There has been l ittle change in 
either black or white rates since 1950 , whereas the other three groups 
have all shown signif icant declines in mortality . l9 Simila r 
racial/ethnic differences are seen in l i fe expectancy f igure s ,  which 
show white life expectancy to exceed black life expectancy by four to 
f ive years ,

20 whereas the life expectancy for Japanese and Chinese 
Amer icana appears to exceed white life expectancy . 21 Available data 
for Hispanic populations , though somewhat dated and incomplete , 
suggests a mortality level that falls between rates for blacks and 
white s . 22  

Racial d ifferences in infant mortality rates remain pronounced . 
Substantial declines occurred for all racial/ethnic groups between 
1 950 and 1977 in infant mortal ity , neonatal mortality ,  and post-natal 
aortality rates. 2 3  Rates for Chinese Amer icans and Japanese 
Amer icana began and remained lower than rates for whites . The infan t 
mortality rate for Amer ican Ind ians showed a dramat ic reduction over 
this period , beg inning at three t imes the white rate ( 82 per thousand 
l ive births versus 27 for whites in 1950 ) and moving to only slightly 
higher ( 15 . 6 ) than the white rate ( 12 . 3 ) in 1977 . (By contrast , the 
post-natal mortality rate for Amer ican Indians rema ined at twice the 
white rate in 1977 . ) POr blacks , even though substantial improvement s 
i n  these mortality rates occurred in this per iod ,  rates in 1977 
remained approxiaately twice the white r ate for infant mortality ( 23 . 6  
vs.  12 . 3 ) , neonatal mortal ity ( 16 . 1  va . 8 . 7 ) , and post-natal mortality 
( 7 . 6  va . 3 . 6 ) . 24  Among Hispanics , there is  some evidence of infant 

mortality rates that are elevated above rates for whites , but the data 
are for very limited geographic areas , and some are dated . 25 

A diff iculty in using such g ross aeaaures of  health status is 
that they reflect aany social , economic , and cultural factors , and , 
thus , they cannot be interpreted as unambiguous ind icators of 
differences in the adequacy of health care of different racial/ethnic 
g roups. Yet the rapid changes in the infant mortality rates 
(particularly for Amer ican Indians ) demonstrate that infant mortality 
is subject to dramat ic improvements . Furthermore , black infant 
mortality rates do not stand at a uniformly high level , but show 
considerable var iation from place to place . Pigures for 1973-74 
showed a range of from 17 . 2  in the fringe areas of large cities in the 
western United States to a rate of 32 . 7  in the non-urbanized 
South .26  By states , the moat recent data show black infant 
mortality rates to vary from under 20 per 1 , 000 live births i n  
Massachusetts and Washington to almost 30 pe r  1 , 000 i n  Illinois (and 
t he Distr ict of Columbia) . 27  Thus , it i s  clear that the high rate 
of black infant mortality is not immutable . 

More generally , black mortality exceeds white .ortality for .oat 
t.portant causes of death in the United States--for major 
card iovascular diaeaaes1 for cancer , for diabetes aellitus , and for 
accidents and homic ide , 2 8 as well as for diseases such as influenza , 
pneumonia , and cirrhosis of the liver . 29 Yet mortality data seldom , 
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if  ever , mirror incidence data on how many people fall sick eac h  
year . Thus , such data cannot be interpreted a s  a sound measure of 
rac ial differences in the inc idence of these diseases . Nor can suc h 
mortality data be used uncritically as an ind icator of rac ial 
differences in aed ical care because mortality rates are affected by 
many other factors .  

However , some ind icat ions of possible d ifferences i n  med ical care 
for d ifferent populations may come from data on var iations in both 
i ncidence and mortality rates for a disease . For instance , the 
National Cancer Institute (NCI ) collects data on the inc idence of 
d iagnosed cancer , the stage of disease at d iagnosi s ,  modes of 
treatment used , and 5- and 10-year survival rates . The overal l 
i ncidence of cancer ( total of all sites) is h igher for blacks ( 318 . 8  
per 100 , 000  population)  than for whites ( 2 9 7 . 7 ) , although the relative 
rates of inc idence vary aar kedly from s ite to s ite . 30 (Thus , for 
example , breast cancer is more common in whites , while prostate cancer 
is more common in blacks . ) The NCI data also show that for moat sites 
cancer in whites is more li kely to be locali zed at d iagnosis than is 
cancer in blacka . 31 This suggests either that blacks do not obtain 
medical attention as early in the course of the disease as do whites 
or that the diagnosis of cancer is  not made as early in med ical 
evaluat ion of blacks as of wh ites . Data are not available to enable a 
choice between these explanat ions or to explain why either type of 
delay occurs . 

The NCI data contain other informat ion that may show the effects 
of racial d ifferences in health care . Five-year survival rates for 
most cancer sites are lower for blacks than for wh ites . 3 2  This 
appears to reflect more than early d iagnosis among whites because the 
rac ial d ifference in survival persists even when the survival rates 
u nder compar ison are hospitali zed patients whose cancer was localized 
a t  d iagnosi s . 33  The rate at which blacks develop cancer is 9 
percent higher than that for whites , but the mortality rate for black s 
is 30 percent higher  than that for whites . 3 4  Although difference s 
in  aed ical care are not the only possible explanation for rac ial 
d ifferences in cancer survival , and ser ious questions can be raised 
about the representat iveness of the NCI data , particularly with regard 
to blacka ,3 5  the possibility that cancer survival data reflect 
racial d i fferences in adequacy of aedical care cannot be ignored . 3 6  

S imilarly , racial d ifferences in mortality from d iabetes mellitus 
are much larger than rac ial differences in the incidence of the 
d isease . 37 Again , the extent to which d ifferences in med ical care 
play a role cannot be assessed with existing evidence . 

Measures of Morbid ity 

Some indication of racial/ethnic differences in the need for med ical 
care can be gained through an examination of d ifferences in health 
status , both as these are reflected in data about the inc idence or 
prevalence of var ious diseases and in people ' s  self-evaluations of 
the i r  own health status . Information about the inc idence or 
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prevalence of different diseases is available from several sources-­
f rom national stud ies conducted by the Nat ional Center for Health 
Statistic s ,  from data on reportable diseases collected by the Cente r 
for Disease Control , and through epidemiolog ical stud ies conducted 
within part icular geographic area s .  

Th e  prevalence o f  a large number o f  ser ious d iseases is higher 
among blacks than among whites . Data from the u . s .  Nat ional Health 
Survey show that , on average , blacks are much more l i kely than whites 
to report that they have d iabetes , hypertension , and cerebrovascula r 
d isease , while the Center for Disease Control ' s  data on syphili s ,  
gonorrh�l ' and tuberculosis s how  rates auch higher for blacks than 
whites . NCI data show that cancer is more prevalent among blacks 
t han among whitea . 3 9  For some other diseases,  such as heart 
disease , �sthma , and some skin diseases , there i s  no great var iation 
by race . 4 For some cond itions , such as bronchitis , arthr itis and 
synovitis , eczeaa and dermatitis , and some digestive diseases , 
available stat istics show that rates for whites are higher than for 
blacka . 41  

Also relevant to the need for med ical care is fertility ,  the 
birthrate is substantially higher among blacks ( 2 2  live births per 
1 , 000 population) than among whites (14 per 1 , 00 0 ) . 4 2  

The piecemeal morbid ity data that exist on Hispanics suggest that 
a var iety of diseases may be more prevalent for them than for the 
aajor ity of the white populat ion . This was true for a var iety of 
reportable diseases (e . g . , amoebic dysentery , hepatitis , measles , 
mumps , syphilis , tuberculosis)  in Loa Angeles dur ing the early 
1 970a .4 3  There is also some evidence of elevated morbidity and 
mortality associated with drug and alcohol abuse in the Puerto Rica n 
populat ion of New York . 44  On the other hand , studies using 
carefully drawn samples in Alameda County , California , show the 
Chicano population there to have lower rates of chronic cond it ions , 
disability , and symptoms than e ither whites or blacks . 4 5  

Measures o f  Health Status 

Existing epidemiolog ical evidence about the incidence or prevalence of 
spec ific diseases , though useful for many purposes , provides onlY a 
l iaited overall picture of racial/ethnic d ifferences in health status . 
Such data are usually based either on very liaited geographic areas or 
on reported cases that , for a var iety of reasons , may not g ive a 
wholly accurate picture . (�r example , people who do not seek med ica l 
care will not be counted , a factor of considerable iaportance if the 
data are to be used as ind icators of whether needs for medical care 
are being met . ) 

A d ifferent approach , commonly used in household surveys , is to 
inquire about people ' s  own aaaeasmenta of their health status . 
Although such data provide a useful health ind icator , they also have 
obvious weaknesses . Considerable evidence exists that people ' s  
perceptions about their present health status are affected by aany 
factors ( includ ing cultural factors and their own previous health 
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s tatus) . 46  Furthermore , people who have obtained inadequate health 
care in the past may have d ifferent perceptions of when discomfor t 
s ignals illness , and they may also be unaware of ( and , hence , unable 
to report)  some cond itions . 47 Nevertheless , self-reports of health 
status provide an important basis of comparison of the general health 
of large segments of the population . 

In general , self-reports of health status show that black and 
H i spanic populations are more l ikely than whites to think they have 
health problema . Table 1 ,  from the National Health Interview Survey 
conducted by the National Center for Health Statist ics , presents data 
on racial , ethnic , and income d ifferences in self-reported health 
status1 l imitation of act ivity , restr icted-activity days , and bed 
d ays . 4 � The relationship between health status and income is 
apparent in Table 1 .  In addition ,  within the two income categor ies , 
most of these aeasures show the health status of whites to be better 
than the other two groups , although the differences are ne ither large 
nor internally consistent . 

The d ifferences in health status are part icularly pronounced in 
some categor ies of persons who are most likely to be eligible for 
governmental health care programs (a category of special interest in a 
study prompted by civi l r ights concerns) .  Health Interview Survey 
d ata show that among elderly , low-income people , the health status of 
blacks is markedly worse than that of whitea r the national picture for 
Hispanics is more mixed , with rates on some measures siailar to 
white s .49  However ,  studies in cities such as New York ,  San Antonio, 
and Los Angeles suggest that the health status of such categor ies as 
• spanish or ig in•  or •Mexican-Amer ican• may be markedly worse than 
white s . SO The poor health status of elderly black persons as 
compared to elderly white persona baa been confirmed in other nationa l 
stud ies as  well as in local studies in Loa Angeles and New York . Sl 

For children , there are some major racial/ethnic differences . 
Large rac ial differences in mortality characterize the youngest age 
categor ies . These decrease with age , and among teenagers , black 
mortality rates are only sl ightly higher than rates for whites . S 2 

This is partially expla ined , however , by the greater frequency of 
accidental death among white teenagers r black teenagers are 
one-and-a-half t imes more likely as whites to d ie from disease . 
Parental* assessments of the health status of their  children are 
cons istent with these data . White parents are more likely than black 
or •spanish •  parents to assess the health of their  children as 
• excellent , • and they are less l i kely to assess their children ' s  
health as • fair or poor . •53  These differences are true in both 
families with incomes less than $10 , 000 and in higher-income families . 
Paradox ically , fewer d isabi lity days and bed days are reported for 
black children than for whites . S4 The National Center for Health 

* In some instances ,  assessments in this household survey may have been 
by adults other than parents of children whose health status was being 
descr ibed .  

C o p y r i g h t  ©  N a t i o n a l  A c a d e m y  o f  S c i e n c e s .  A l l  r i g h t s  r e s e r v e d .

H e a l t h  C a r e  i n  a  C o n t e x t  o f  C i v i l  R i g h t s
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SBLBCTED HEALTH STATUS MEASURES , BY RACE/EmNICITY AND 
INCCIIE , 1976-77 

Incoee , Age , 
and Race or 
Ethnic ity 

Population Persons With Persons With 
Limitation 

of 
Activity 

Restr icted- Bed 
in Self-assessed Activity Days 2 

Daya l Thousands Health Status 
As Pai r  or POOr 

All Inccaes3 Percent of Population Number per Person 
per Year 

Black 2 3 , 066 19 . 1  14 . 6  20 . 7 8 . 9 
H i spanic 11, 913 12 . 8  9 . 1  16 . 7  7 . 8  
Wh ite 160, 129 11 . 0 14 . 0  17 . 6 6 . 6  

Less Than 
$10 , 00 0  
Black 11 , 961 23 . 5  19 . 2  25 . 1  10 . 5  
Hispanic 5 , 681 17 . 2  12 . 0  21 . 3 9 . 9 
White 4 4 , 555 19 . 5  23 . 8  26 . 2  9 . 8 

$10 , 000 or 
More 
B lack 8 , 363 11 . 9  8 . 1  14 . 7  6 . 6  
Hispanic 5 , 122 8 . o  5 . 8  11 . 9  5 . 5 
White 102 , 809 6 . 9  9 . 6  13 . 7  5 . 1 

NOTE &  The categor ies white , black , and Hispanic are mutually exclusive . 

lincludes bed days , work-loss days , school-loss days , and other 
restr icted-activity days . 

2Bed days are a subgroup of restr icted-activity days .  
3 Includes those for whom inccae was unknown . 

SOURCE &  Division of Health Interview Statistics , National Center for 
Health Statistics . Data from the Health Interview Survey . 

Statistics , the source of these data , speculates that the apparent 
d iscrepancy between the parental assessments of children ' s  health 
status , and the reported disability days and bed days , may be due to 
white children ' s  g reater access to med ical attention (perhaps by 
telephone) ,  which results in thei r  being told .are frequently than 
blacks to reduce or limit their act ivitiea . 5 5  This interpretation 
is consistent with data on physic ian visits by children ( reviewed 
later in this chapter )  and on available informat ion about the health 
status of children . 

An earlier nat ional survey showed the reported incidence of acute 
cond itione for persons under 17 years of age to be considerably h igher 
for whites ( 270 cond itions per 100  persons in 1973 ) than for others 
( 169 cond itione per 100 peraone) . 56  Still , the overall picture 
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regarding rac ial/ethnic differences in the health of children is not 
completely clear . (Much more information about child health is 
summar i zed in the report of the Select Panel on Child Health 
Promotion . 57 ) 

USE OP MEDICAL SERVICES 

Although the following sections examine statistics on the use of 
med ical services , the limitations of such data should be acknowledged 
at the outset . Although some promising attempts have been made , it is 
difficult to link such statistics with measures of need for care .  
Thus , there i s  a tendency for all physician visits , for example , to be 
treated as equivalent , although there may be very little need for some 
visits , and other visits may be generated by improper patient care at 
the f irst visit . Bow aggregate utilization statist ics are affected by 
such complexit ies is largely unknown . 

A different k ind of problem ar ises because of the inevitable lag s 
i n  data systems , a factor that is particularly important in t imes of 
rapid change . Racial and ethnic minor ities that contain 
d isproportionate numbers of poor people are d ifferentially dependent 
upon compensatory institutions and programs that have been established 
to take care of the poor .  The existence of compensatory institutions 
in times of growing budgets in public and municipal services is quite 
a d ifferent matter than in t imes of economic stress . Some governmental 
services affect .est of the population--road repairs , police and fire 
services , and so forth--and cuts are felt across a wide segment of the 
population . By contrast , most governmental health programs affect 
relatively narrow segments of the population , mak ing it possible to 
target the groups that will be affected by cuts in services . Thus , 
the g roups that are dependent upon these programs are peculiarly 
vulnerable to cuts in governmental support .  Since most available dat a 
on the use of health services are three to f ive years old , they 
probably do not fully reflect the current status of the health care of  
minor ity g roups and , more generally , poor people . 

Ambulatory care 

Visits to physicians provide a basic measure of the receipt of health 
care services and have been examined in national surveys conducted by 
the National Center for Health Statistics (NCBS ) and the Center for 
Health Administration Stud ies (CBAS ) at the Univers ity of Chicago . 
Data from both sources in the mid-1970s show a narrowing or elimination 
of earlier racial/ethnic differences in such matters as the interval 
s ince the last physician visit , having seen a physician in the �revioua 
year , and the number of phys ician visits in the previous year . s 

NCBS and CBAS data on racial/ethnic differences regard ing the latter 
two of these measures are shown on Table 2 .  At the moat aggregate 
levels , rac ial/ethnic differences are relatively small.  However , data 
from the .ore narrowly defined ethnic samples examined in the CBAS 
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Table 2 .  PHYSICIAN VISITS , BY RACE/E'l'IIHICI'l'Y AND INCOME 

NCBS CHAS 
1976-771 197 62 

Number of Physic ian Above Below 
Visits Per Year All $10 , 000 Below All Poverty Poverty 

& Above $10 , 000 Level 

White3 5 . 0  4 . 8  5 . 6 4 . 1  4 . 1  

Black 4 . 6 4 . 3  5 . 0  3 . 15 2 . 95 

4 . 4 6 4 . 5 6 

Biepanic4 4 . 2  4 . 0  4 . 5  3 . 5  4 . 3  

Pircent of Persons 
with One or More 

Phys ician Visits i n  
Past Year 

White3 76 77 76 77 77 

Black 7 4  7 7  7 4  655 675 

77 6 78 6 

B i spanic4 69 71 69 65 74  

IData from National Center for Health Statist ics (NCBS) . DREW, 

Level 

4 . 1 

3 . 25 

4 . 3 6 

2 . 9  

73 

6 45 

7 56 

56 

Health United States, 1979 (Washington , D . C . : Goverment Pr inting Off ice , 
1 98 0 )  pp .  4 0-4 2 .  

2Data f rom Center for Health Adainistrat ion Studies (CHAS) , 
University of Chicago . Lu Ann Aday , Ronald Andersen , and Gretchen v .  
Pleaing , Health Care i n  the u . s . : Equitable for Whom? (Beverly Bills , 
CA :  Sage , 1980 ) pp .  102-106 . 

3 •White• in the CBAS data does not include the •spanish-heritage , 
Southwest• sample . 

4cHAS data are from a sample of persons def ined as •spanish-heritage , 
Southwest . • 

5Data froa sample of southern blacks not resid ing in Standard 
Metropolitan Statist ical Areas (SMSAa) . 

6Data on • non-whites• other than those included in the sample of 
southern blacks not in SMSAa . 
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study show more substantial racial/ethnic var iations . Lower rates o f  
physic ian visits among rural southern blacks also have been reported 
in community stud ies . 5 9 

There are some substantial rac ial/ethnic differences in the 
number of physician vis its per patient in the previous year . Fewe r 
physician visits are reported by persons from minor ity groups . These 
d ifferences largely reflect d ifferences in the proportion of people 
who had not seen a physician at all . That is , among persons who had 
seen a phys ician the previous year , racial/ethnic differences in the 
average number of phys ician visits were smaller in magnitude r in all 
g roups compared , the average number of physician vis its for persons 
who had seen a physician at all was between 4 . 4 and 5 . 8 . 6° Thus , 
i t  appears that , on average , those rac ial/ethnic barr iers that are 
seen most clearly to exist operate in a way that affects initial 
phys ic ian visits ( that is, whether people see a doctor at all ) more 
than follow-up vis its . 

Among children , although d ifferences in use of phys ic ian 
services have nar rowed considerably as a result of a var iety of 
federal programs , small racial d ifferences still ex ist , as Dutton ' s  
review of the most recent information available through the Health 
Interview Survey conducted by the National Health Statistics 
shows . 61 White children had more visits to phys icians ( 4 . 3  per 
year ) than d id non-white children ( 2 . 9 )  in 197 7 ,  and 3 to 6 percen t 
more non-white children than white children d id not see a physic ian 
a t  all during that year . 62  In an attempt to determine whether such 
f igures mean white physic ian use is too h igh or non-white use is too 
low, Kovar reanalyzed data from the Health Interview Survey to 
determine the extent to wh ich children fell below a med ically defined 
standard of adequate numbers of physician visits . * Based on 1975-76 

* The same unpublished data from the 1978 Health Interview Survey also 
show the rac ial difference in source of care (within different income 
categor ies) to be more pronounced in metropolitan areas (where .ore 
than two-thi rds of the white population and three-fourths of the 
black population reside ) than in non-metropolitan areas . Among 
metropolitan blacks below 150 percent of the poverty level , only 4 4  
percent (compared with 63  percent o f  whites i n  the same category) 
report the i r  usual source of care to be an off ice-based physician , 
and more than 26 percent (compared with 10 percent of whites ) report 
an ou�at ient department or emergency room as the usual source of 
care . S imilar f indings have been reported among the black and 
Puerto Rican populations of New York ,  and Weaver reports a 1969 study 
in Orange County , California , which found that , although English­
speak ing whites and Mex ican Amer icans expressed s imilar preference s 
for receiving care from pr ivate physic ians or hospitals , Mexican 
Ame r ic,�s rece ived care at a public health facility four t imes mor e 
often . Weaver attr ibutes this tendency to Mexican �r icans ' 
previous negative exper iences with English-speak ing medical 
personnel , the presence of Spanish-speak ing personnel in the publ ic 
health fac ility , and the perception by English-speak ing patients tha t 
the facility was a •Mex ican• hospital . 
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data , 13 percent o f  white children had inadequate number s of 
physic ian visits , cQmPared with 19 percent of black children and 16 
percent of others . 6 3  Thus , by a var iety of measures , small but 
consistent differences exist in the amount of phys ic ian care rece ived 
by white and non-white children . 

Large-scale stud ies that examine racial/ethnic d ifferences in 
the aed ical care of people with equivalent levels of med ical need are 
scarce . One approach is to examine the medical care of persons whose 
needs can be cons idered roughly equivalent because they have s imila r 
medical conditions . Data from the Nat ional Ambulatory Medical Care 
Survey show that , although the prevalence of d iabetes mellitus among 
• black and all othe r •  �n is 39  percent higher than for white 
�n , the rate of visits to physicians ' off ices (per 1 , 000 
population) for this condition is 27 percent higher for the former 
g roup than for white women . 64 The prevalence of hypertension is 
.ore than 8 2  percent higher among •black and all other • women than 
a.ong white �n , whereas the rate of visits to physicians ' off ices 
for the condition ia virtually identical in the two g roupa . 6 5 

These comparisons , however , are based only on visits to physicians ' 
off ices , not on all physician-patient encounters for these conditions 
and , thus , probably do not provide an accurate picture of overall 
racial differences in aed ical care for these conditions . 

Prenatal care is a topic for compar ison of racial differences in 
care for g roups ( in this case , pregnant women) that are to some 
degree comparable in terms of need . There ia a more than 100 percent 
difference between whites and blacks in infant .ortality . Although 
the causal factors underlying low birth weight are not well 
u nderstooa , 68 prenatal care in pregnancy has played a major role in  
the overall downward trend in infant mortality in the United States 
in recent decades . By all measures , blacks on average receive 
less-adequate prenatal care than whites . POr example , in 197 5 ,  among 
blacks more than 10 percent of the live births were to women who 
received either late ( initiated in third tr imester ) care or none a t 
all , compared with 5 percent of whites . 69 Rac ial differences are 
present in all  educational categor ies and are evident as well when 
illig itimate births are excluded . 70  (However , illeg it imate birth s  
a.ong both black a nd  white women are preceeded by similarly low 
levels of prenatal care .71 The low level of care for this category 
may be partially due to the fact that in 19 states poor �n who 
will become elig ible for Med icaid--by means of Aid to Dependent 
Children--after their f irst baby is born cannot receive services 
through Medicaid before the baby is born . ) Whites averaged more than 
two .ore prenatal visits than blacks . 72 

Reg ionally , racial d ifferences in prenatal care are .oat 
pronounced in the urban Northeast and least pronounced in the 
West . 73  However , it appears that the •spanish her itage •  population 
of the Southwest is a g roup that ia relatively unlikely to aee a 
physician during the f irst three .onths of pregnanQY , 7 4  f ind ing s 
that have been confiraed by data from California . '� 

Another approach to examining whether there are rac ial 
differences in the relationship between medical care and med ical need 
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has been developed in the stud ies conducted through the Center fo r 
Health Administration Stud ies (CBAS) at the University of Chicago. 
Persons surveyed were asked about the i r  medical care and about 
symptoms and days of disability .  Prom this information , two ind ices 
( known as the use-d isabil ity ratio and the symptoms-response ratio ) 
were constructed that incorporate measures of both med ical care and 
need for med ical care . 76 Whi le both of these measures have 
l imitations , '' they are amenable to use in population-based 
surveys , and since 1963 these measures have shown that wide income 
and rac ial differences exist in medical care . 78 By contrast , the 
1 976 CBAS survey showed that earlier rac ial/ethnic differences had 
e ither disappeared or that , in terms of the ir self-reports of 
d isability and symptoms , blacks were receiving more medical care than 
whites. 7 9  At the same t ime ,  the credence g iven to these measures 
must be tempered both by the methodolog ical problems mentioned 
earlier and by other uncertaint ies in their use and interpretation . 
(One such uncertainty ,  as Dutton notes , i s  seen in the fact that 
d ifferent analyses of the same data from the 1976 survey have shown 
that large income d ifferences exist in the use-d isability ratio 
( number of physician visits per 100 d isability days) and that no 

differences exist , apparently depending on what method i s  used to 
standardi ze for differences in the age and sex d istr ibution of the 
groups under compar ison . 8 0  

Prevent ive Services Consi stent rac ial differences exist in 
preventive care in chi ldren . POr example , fewer white chi ldren ( 9  
percent ) than non-white children ( 15 percent) have never had a 
phys ical examination . 81  Poorer preventive care among non-white 
children i s  also evident in data (displayed in Table 3 )  on 
immuni zations against infectious d iseases . These data , compiled by 
the Center for Disease Control (CDC) , show that the immuni zation rate 
for white children is consistently higher than the rate for chi ldren 
from •other races . •  On the other hand , a 1976 national survey 
conducted by the Center for Health Administration Stud ies found no 
rac ial d ifferences in polio , measles , and DPT vaccinations , as 
r eported by parents . 82 (Because this survey shows much h igher 
percentages of children to be vacc inated than d id the CDC study , 
there is  a possibility that parents overreport the vaccination of 
the i r  chi ldren . ) 

There is some evidence of s imilar def ic its in preventive care 
among Hispanic populations . In the mid-1970s , large surveys in 
Alameda County , California , found that although Mexican Amer icans 
reported the same number of phys ic ian vis its as English-speak ing 
whites the former were less likely to report having had a general 
examination or eye examinations either in the past year or ever . 83  

These differences persisted , though at a reduced level,  even after 
statistical controls for the effects of education and family income . 

Rac ial Differences in Source of Ambulatory Care Virtually the same 
proportions of the black ( 86 . 3 percent ) and white ( 87 . 7  percent ) 
populations reported in the 1978 Health Interview Survey that they 
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Table 3 . PERCENTAGE OP CHILDREN IMMUNI ZED AGAINST PIVB INFECTIOUS 
DISEASES , BY RACE , 1978 

3+ Doses 
Rubellal Measlesl 

3+ Doses 
Mumps1 

White 69 73  74 69  55 
Non-white 57 58 56 49 46  

1Includes ages 1-14 . 
2 Includes ages 0-14 . 

SOURCE : Center for Disease Control , u . s .  Immmunization Survex :  1978 . 

have a •usual source of care . • (Among those who do not have a usua l 
source of care , whites are much more likely than non-whites to report that 
they previously have had a regular source of care . 84 ) However , there  
are str ik ing racial differences in where care is obtained . Roberts and 
Lee found a s imilar pattern among blacks , whites , and Chicanos in Alamed a 
CountY J although there was little d ifference in having a regular source of 
care or in physician visits , there were notable differences in the source 
of med ical care . 85  

Such patterns are evident in national data from the Health Interview 
Survey (Table 4 ) . The f irst two columns show that , although there is 
l ittle racial d ifference in having a usual source of med ical care , whites 
are aa.ewhat .ore likely than blacks to report that they usually see one 
particular doctor . Whites are much .ore likely than blacks to report 
thei r  usual source of care to be an off ice-based physician and less likely 
to report outpatient departments and health centers as their usual source 
of care . Table 4 also shows that , while both types of insurance (pr ivate 
and Med icare vs . Medicaid ) and income level affect people ' s  usual source 
of med ical care , a racial difference persists even within different income 
g roups and among people who have s imilar types of health insurance . Thus , 
it is  clear that .ore than poverty underlies the racial dispar it ies in 
where people obtain their  med ical care . 

Rac ial differences in the source of care also are evident in a 
co..unity study of the health care of rural and •urban fr inge •  blacks and 
whites in North Carolina , where •74 percent of the rural and 64 percent of 
the urban whites named a pr ivate physic ian as their usual source of care,  
against 2 2  and 18 percent of blacks in the respective areas . • 86  The 
researchers concluded that , because so few blacks and Med icaid patients 
were served by community physic ians (and thus served by neighborhood 
health centers and county health departments) ,  • removal of legal and 
f inancial barr iers has made l ittle impact as yet on the patterns of health 
care delivery establ.,hed before the institution of mandatory integration 
of health services . • 
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Table 4 .  USUAL SOURCE OF MEDICAL CARE , BY RACE , INSURANCE , AND INCOME LEVEL , 1 9 7 8  (Percentages) 

TVDe of Insurance Inccae Level 
Pr ivate 

Total Insurance/ Med ica id None Less '!'han 150\ More '!'han 'l'wice 
Med icare Only of Poverty Level the Poverty Leve l 

White Black White Black White Black White Black White Black White Black 
Bas A Usual Source of 

Med ical Care 88 8 6  89 87  90 92 77 79 86 88 88 83  

Usually Sees One 
Particular Doctor 74 60 76  66  67 53  62 46 69 56 7 5  62 w 

01) 

What is Usual Source 
of Care? 

Off ice-Based Phys ic ian 77 5 8  79 6 5  6 7  46  63 44  70 52 78 59 

Out-Pat ient Department 4 1 3  3 10 10 22 5 1 5  6 18 4 1 1 

Emergency Room 1 3 1 2 2 3 1 6 1 4 1 3 

Health Center 1 6 1 4 6 1 4  3 8 3 9 1 4 

SOURCE s Nat ional Center for Health Stat istics . Health Interview Survey , 1978 . Unpubl i shed data . 
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A second type of r acial dispar i ty in people ' s  sources of medical care 
concerns the use of medical specialists . Table 5 shows the way in which 
physician visits by blacks and whites are distr ibuted across physic ian 
specialties , as repor ted in household interviews . The table shows that a 
slightly greater percentage of physician visits by black patients than of 
wh ite patients are to general practitioners .  

When the major sett ings for phys ician visits are examined , much 
larger racial differences appear . Table 6 shows the racial distr ibution 
of physic ian contacts by specialty ,  according to whether they took place 
in the office of a pr ivate phys ician , in a hospital clin ic or emergency 
room, or over the telephone . ( The small number of physician visits at 
other sites--at home or at work , for example--are not included in this 
table . )  Physician contacts by telephone were more than twice as common 
for whites as for blacks .  In addition , phys ician visits for blacks were 
twice as l ikely as for whites to take place in hospital clinics and 
emergency rooms , visits with intern ists and pediatr icians were more than 
three t imes as l ikely for blacks as for whites to take place in such 
settings . This suggests that pr ivate practitioners are more available to 
wh ites than to blacks .  Although there is evidence that some organi zed 
health care settings can provide good-quality care to poverty patienta , 88  

a large literature suggests that the use of hospital clinics and emergency 
rooms as a usual source of care has ser ious deficiencies . Nevertheless , 
little evidence exists that allows systematic compar ison of quality of 
aedical care across the types of sites discussed herein .  

Assoc iated with the racial d ifferences i n  sources o f  care are 
differences in the ease with wh ich people obtain care . •oifficulty 
getting to the doctor • was second only to cost as a barr ier to care cited 
by poor people and non-wh ites questioned in the 1974 Health Interview 
Survey , 89 and surveys such as those conducted by the National Center for 
Health Statistics (NCHS) and the Center for Health Admin istration Studies 
(CRAS) have cons istently found that the travel time of non-whites exceeds 
that of wh ites . Pbr example ,  1976 CBAS data show 49 percent of wh ites and 
40 percent of non-whites travel leas than 1 5  minutes to reach their usual 
source of care . 90 Bow much of the rac ial d i fference in travel t ime is 
due to differences in the distance traveled , and how much is due to 
d ifferences in modes of transportation , cannot be ascertained d irectly 
from the ava ilable data . However , in the CRAS data , the racial difference 
was present ,  though reduced , within incoae categor iea . 91 NCHS data , 
presented in Table 7 , show that black travel t ime exceeds white travel 
time no matter what income or type of insurance they have . The sa .. 
unpublished data fro. the 1978 Health Interview Survey also show racial 
differences in travel time among persona who live in metropol itan areas 
(data not shown ) , notwithstanding the greater use by poor blacks of what 
might seem to be •1oca1 • sources of care--ne ighborhood health centers and 
hospital clin ics and emergency rooms . 

Explanations of Racial/Ethn ic Patterns in AmbulatorY care Data presented 
thus far show that ( 1 )  although some racial/ethnic differences in receipt 
of medical care have d isappeared , minor ity groupe , taken as a whole , 
reaain at a disadvantage by some .. aaures J ( 2) cons istent rac ial/ethn ic 
d i fferences reaain in the sources from which people obtain medical care J 
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Table 5.  PERCENTAGE OP PHYSICIAN VISITS , BY RACE OP PATIENT AND 
SPECIALTY OP PHYSICIAN, 1978 

Specialty of Physician 

General Practit ioner 
Dermatolog ist 
Internist 
OB , GYN 
Ophthalmologist 
Orthopedist 
Otolaryngologist 
Ped iatr ician 
Psychiatr ist 
Rad iolog ist 
Surgeon 
Urolog ist 
Other Spec ialists 
Unknown 

Total 

Race of Patient 
White Black 

4 8 . 5  54 . 6  
1 . 7 1 . 5  

10 . 5  5 . 5  
6 . 8  6 . 5  
2 . 5  1 . 5 
4 . 3  2 . 4  
2 . 3  1 . 3 
9 . 5 8 . 2  
1 . 1  1 . 0  
1 . 2  0 . 6  
3 . 0  2 . 7  
1 . 3 2 . 0  
3 . 2  5 . 3 
3 . 6  6 . 5  

100 . 0% 100 . 0%  

SOURCE a National Center for Health Statistics . 1978  Health Interview 
Survey , unpublished data . 

and ( 3 )  whites seek ing medical care use less travel t ime ,  on average , 
than do blacks . A number of factors may possibly explain at least 
part of these d ifferences . These include rac ial/ethnic d ifferences in 
preferences for var ious sources of care , racial/ethnic differences i n  
ability to pay for medical care , spatial patterns i n  the location of 
populations and sources of medical care , and d iecr imination by 
providers e ither against minor ity g roup members or aga inst classes 
( for example , Med icaid patients) of which some minor ity g roups 
constitute a disproportionate share . 

Literature in the soc ial sciences shows that differences i n  
values affect virtually every k ind o f  human behavior , including 
seek ing medical care . However , although different values and other 
cultural factors undoubtedly influence whether people seek medical 
attention when part icular symptoms are exper ienced , it seeas unlikely 
that minor ity g roups ' d isproportionate use of clinics and emergency 
rooms and the i r  expenditure of g reater amounts of travel t ime to 
obtain care are to an important degree a true express ion of 
preferences . Mot only is there l ittle evidence to suggest this i s  
true , but competing explanations are more plausible . 

A set of factors that undoubtedly affects patterns of med ica l 
care relates to cost . Disproportionate numbers of both black and 
Hispanic populations in the United States are found in low-income 
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Table 6 .  PERCENT DISTRIBUTION OP PLACE OP PHYSICIAN VISITS , 
PHYSICIAN SPECIALTY AND RACE OP PATIENT, 1978 

Phys ic ian Race of Physician ' s  
Specialty Pat ient Off ice 

General White 70 
Practit ioner Black 60 
Internist White 70 

Black 55 
OB , GYN White 76 

Black 68 
Pediatr ician White 69 

Black 56 
Total2 White 69 

Black 57 

Pl!Ce of Vis it 

Hospital Clinic/ 
Emergency Room 

11 
24 
10 
33 

8 
13 

5 
18 
12 
25 

Tele-
phone 

13 
4 

15 
* 

13 
12 
25 
20 
13 

5 

BY 

Total l 

lOOt 
lOOt 
lOOt 
lOOt 
lOOt 
lOOt 
lOOt 
lOOt 
lOOt 
lOOt 

Too few cases for reliable percentage to be calculated . 
lRowa add to leas than 100 percent because some visit s ites are not 

shown and because of missing data . 
2Table includes only spec ialties with sufficient numbers to allow for 

calculation of percentage distr ibutions across visit sites . The tota l 
rows , however , include all physic ian visits . 

SOURCE & Nat ional Center for Health Statistics . 1978 Health Interview 
Survey , unpublished data . 

categor iea . 9 2  Purther.ore , disproport ionate numbera of the poor 
have no insurance coverage for med ical care r this ia  particularly true 
for the Mexican-Aaer ican population of the Southveat . �3 

Considerable evidence exists that ability to pay ( including having 
inaurance ) baa marked effecta on people ' s  ability to obtain health 
care . 94  In addition , because of the assoc iation between 
rac ial/ethnic status and poverty , the Med icaid rolla include 
d iaproportionate numbers of minor ity persona . Yet it ia also clear 
that these factors do not suff ice aa an explanation of racial/ethnic 
d ifference• in medical care , because , aa baa already been noted , 
substantial racial/ethnic d ifferences exist within income and 
i nsurance categor ies . 

Nevertheless , there can be no doubt that d ifferences in income 
and in Med icaid status influence the racial/ethnic patterns that have 
been deecr ibed in this chapter . This ia part icularly obvious in the 
caae of income , because under the present health care system in the 
United States only a l imited number of public facilities are available 
to provide care to persona unable to pay for it . The health care 
ayat.. ia designed to concentrate persona who cannot pay in a few 
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Table 7 .  PERCEN'l' TRAVELING MORE THAN 2 9  MINt.J'l'BS TO USUAL SOURCE OF 
MEDICAL CARE , 1978 

Type of Insurance 
Pr ivate Insurance and Medicare 
Med icaid Only 
None 

Income Level 
More than Twice Poverty Level 
Less than 150' of Poverty Level 

Total 

White 

15 . 0  
20 . 5  
15 . 4  

16 . 2  
20 . 0  

15 . 4  

Black 

18 . 6  
25 . 3  
23 . 8  

19 . 2  
23 . 8  

20 . 8  

SOURCE : National Center for Health Statistics . 1978 Health 
Interview Survey , unpublished tables . 

fac i lities . (The so-called • tree care • provisions of the Bill-Burton 
Act ,  described in Chapter 5, have had little effect on this because 
they have not been enforced and because hospitals see obvious economi c 
d isadvantages in provid ing care to people who cannot pay for it . )  The 
increasingly common accounts of poor patients ( includ ing Medicaid 
patients in some c ities) being •dumped • from the emergency rooms of 
voluntary or pr ivate hospitals into public hospitals (with grave 
economic consequences for the latter ) is  one example of the pervasive 
phenomenon of each element in the health care system ( including both 
providers and d ifferent levels of government) seek ing to shift costs 
elsewhere . One consequence of thi s  trend i s  almost certainly the 
concentration of poor and minor i ty patients i nto relatively few, 
economically unhealthy facilities . 

Spatial Distribution of Med ical Resources Many studies have shown 
that the spatial distr ibution of health manpower does not mirror the 
d istribution of the u . s .  population . 95 Most of these studies have 
focused on rural-urban d ifferences and have called attention to the 
manpower problems of rural parts of the United States . However , 
because the minor ity population of the United States is 
disproportionately urban , these stud ies are of l imited usefulness i n  
explaining the rac ial patterns that have been outlined i n  this 
chapter . More useful are the stud ies that have been conducted at the 
local level . 

The relative scarcity of private physicians in urban 
neighborhoods in which ethnic minor ities predominate has been 
documented in a var iety of stud ies . Most of this research involves 
analyses of the relationship between the supply of physic ians in 
d ifferent areas ( such as census tracts) of a c ity and certain 
character istics of the areas--median income , mean age , avai labi lity o f  

C o p y r i g h t  ©  N a t i o n a l  A c a d e m y  o f  S c i e n c e s .  A l l  r i g h t s  r e s e r v e d .
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hospital beds , and so forth . Most o f  this research i s  directed a t  
understanding patterns o f  physician location , and it is concerned less 
with descr ibing the resources avai lable to minor ity communities than 
with considering the rac ial or ethnic character istics of an area as 
one of many factors that may •explain• physician-location patterns . 

These studies show that physicians ' offices tend not to be 
located i n  areas where there i s  a predominance of black and Hispanic 
r esidents . 96 Such research in some cities has found that the rac ial 
factor operates independently of the other factors stud ied (median 
income , supply of hospital beds , and so forth) , 97 although there ar e 
also i ndicat ions that in more middle-class black communi t ies the 
problem i s  much less pronounced , in part ,  because of the locationa l 
preferences of black physicians . 98 

Whatever the relative importance of class and racial . factors ,  it  
i s clear that the overwhet.ing burden of social-class differentials 
with regard to proximity to physician services falls on non-whites . 
This i s  seen both through correlational stud ies regarding the 
relationship between physician supply and race of residents 99 and 
descr iptive studies of the characteristics of poor ,  minor ity 
neighborhoods .  Thus , several of the poorest neighborhoods in Hew Yor k  
C i ty are reported as having as few as 0 . 15 office-based physicians for 
every 1 , 000  residents . lO O  Ev idence from a Chicago study showed the 
concentration of physic ians in affluent neighborhoods to have increased 
between 1950 and 1970 J the 10 most affluent communities saw their  
physician/populat ion ratio r i se from 1 . 78 to 2 . 1/1 , 000  i n  that period J 
within the 10 poorest communities , the ratio dropped from 0 . 99 to 
0 . 26/1 , 000 . 101 

Although the scarcity of private physicians i s  an important fact 
of l ife in neighborhoods occupied by minor ities and the poor ,  i t  does 
not suffice as an explanation of rac ial differences in the source of 
health care . Regard ing use of hospitals , several stud ies ( reviewed 
later in this chapter ) show that travel beyond the nearest facility 
seems to be a common pattern among urban blacks . S imilar patterns 
exist with regard to ambulatory care . Data from a 1968-71 survey 
conducted in 10 cities shows that , even within the same general 
ne ighborhoods ,  large rac ial d i fferences exist in where people obtain 
-.d ical care , as is shown in Table 8 . 102 The data strongly sugges t 
t hat the d isproportionate use by blacks of hospitals and public 
clinics cannot be attr ibuted s imply to proximi ty , because the usua l 
source of medical care for whi tes in the same neighborhoods 
consistently d iffers from that of blacks . These differences were very 
large i n  some cases , in southeast Phi ladelphia , for example , more than 
half of blacks ,  but fewer than 10 percent of whites , reported that a 
hospital or public clinic was their  usual source of medical care . 
Furthermore , Table 8 also shows that the travel t ime of blacks to 
t heir  medical care is consistently larger than whites who reside in 
the saae general area of the city .  (Whether this reflects a 
d ifference in .ode of transportation or in d istance traveled i s  again 
not clear . )  The t.portant point i s  that factors other than the 
geographic d istribution of medical resources affect racial differences 
in where people obtain medical care . Por same reason , blacks in these 
areas make less use of private physicians than do whi tes . 
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Table 8 .  USUAL SOURCE O F  C ARE  AND TRAVEL T I ME  AMONG RES IDENTS O F  1 0  
URBAN AREAS ,  BY RACE , 1968-71 

Ar ea and 
Surve;x Year 

Roxbury , Boston , MA. 
1 9 71 

Bedford Stuyvesan t-crown 
He ights , Brook lyn . 
1 9 6 8  

Re d  Hook , Brook lyn . 
1 9 68-69 

Southeast Phi ladelph i a , 
PA. 1 9 68-69 

Upper Cardozo , Washington , 
D . c .  1 9 69 

Souths ide , Atlan ta , GA. 
1 968 

Pen insula , Char leston , 
sc . 1 9 69 

Wayne Minor & Model Cities 
Ar ea . Kansas Ci ty , 
MO .  1 9 69-70 

Mi ss ion , San Franc isco , 
CA . 1 9 7 0  

Ea s t  Pa lo Alto , CA. 1 9 6 9  

Percent 
Repor t ing Hospitals 
a nd Publ ic Clin ics as 
Usual Source of Care 
Black Whi te 

7 6  5 9  

4 3  1 4  

3 0 6 

5 3  9 

4 0  1 8  

7 2  21 

56 1 1  

5 1  3 6  

3 1  1 7  
1 2  8 

Percent 
Travel ing 3 0  
Minutes o r  More to 
Usual Source of Ca r e  
Black Wh i te 

6 0  5 2  

5 8  4 0  

5 2  3 8  

4 4  3 5  

6 0  5 9  

7 8  5 8  

51 21 

6 0  51 

66 6 5  
28 26 

SOURCE : Lou i se M. Okada and Gerald Sparer , • Access to Usual Source of 
Care by Race and Income in Ten Ur ban Areas , •  Journal of Communit;x Health 
1 ( Spr ing 1 9 7 6 )  pp . 1 63-1 74 . 

D i scr iminat ion bJC Ph;xa ic ians Many of the data presented thus 
far --moat notably the f ind ings that blac k s  make leas use of pr ivate 
phys icians than do wh i tes with s imi lar i ncomes and insurance cover age 
and that black and wh i te res iden ts of the same general urban areas use 
d i fferen t sources of care--are con s istent wi th the hypothe s i s  that 
minor i ty g roup use of health care i s  inf luenced by patterns of 
d i scr iminat ion among phys icians . Despi te scattered repor ts of 
physician d i sc��minat ion i n  the form of segr egated wai t ing rooms or 
o f f ice hou r s , 1 no data exist on the extent to which r ac ial 
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discr imination exists in actually accept ing pat ients for treatment . 
That a hospital that excluded black patients could still exist in the 
late 1970s lends plausibility to the possibility that same individual 
practitioners aay still pract ice discr imination . 104 

I t  was initially hoped that the Med icaid program might help 
integrate elig ible persons into the aainstream health care delivery 
system. Its success in doing so depends in substantial part on an 
adequate level of part icipation by providers . �r var ious reasons , 
i ncluding low payment levels , a s ignif icant proportion of physic ians 
apparently do not accept Med icaid pat ients , although the existing 
estimates of physician part icipation are very imprec ise . In a 
national survey of more than 3 , 30 0  phys icians conducted by the 
National Opinion Research Corporation in 1975-7 6 ,  77 percent of 
responding physicians answered aff i rmatively to the quest ion •oo you 
participate in your state ' s  Medicaid programr that i s ,  do you receive 
payment from Medicaid? •105 This f igure should be interpreted 
carefully , however , for three reasons . First , not all specialtie s 
were included ( although the most common ones were) , and because 
member s  of minor ities are found in disproportionately small numbers i n  
spec ialists ' practices,  leaving out some spec ialties may arti f icially 
inflate the estimate of the percentage that accepts Med icaid 
patients . Second , one-third of the physicians d id not return their 
questionnai re ,  although the authors show that these non-respondents 
were s imilar to respondents in some regards , the possibility exists 
that they were d ifferent with regard to acceptance of Med icaid 
patients . Third ,  physicians who had as few as one Medicaid patient 
may have answered affirmatively to the question regarding acceptance 
of Med icaid . Thus , Mitchell and Cromwell also examined Medicaid 
patients as a percentage of physicians ' practices , and found that , i n  
addition to the 2 3  percent of physicians who had no Med icaid pat ients , 
another 2 7  percent had fewer than 10 percent Med icaid pat ienta . l06 

Perhaps the best indicator of the availability of physicians to 
Med icaid patients i s  whether they would accept new Medicaid patients . 
A survey of general practitioners conducted by Mathematica Policy 
Research in 1975  showed as many as half were not taking new Med icai d  
patients , a s  i s  s hown  i n  Table 9 .  These rates are for general 
practitioners , and i t  is probable that they overestimate overal l 
physician acceptance of Medicaid patients , because Medicaid 
participation in many specialties is much lower . l07 Physician 
acceptance of Medicaid patients was particularly low in the South and 
in large cities , which coincides with the location of the bulk of 
minor i ty g roup members in the Uni ted States.  Table 9 also includes , 
for coapar ison purposes , f igures on physician participation in 
Med icare . Physic ian part ic ipation i s  consistently higher in Med icare 
than in Medicaid , which aay be due to the size of the aarket ( there 
are .ore Med icare patients than Medicaid patilnts , and they use more 
care) and to higher rates of reiabursement . l0 However , the dat a  
a re a l so  consistent with the hypothesis o f  rac ial d iscr imination .  
Differences in physician acceptance o f  Med icare and Medicaid patient s 
are .oat pronounced in areas where rac ial/ethnic minor ity groups are 
concentrated . Thus , in the non-.etropolitan Northeast and West , only 
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Table 9 . GENERAL PRACTITIONERS ' ACCBPTAR::B OP MEDICARE AND MEDICAID 
PATIENTS , BY AREA AND REGION ,  1975 

"· 

Reg ion 

Percent 
Patients 
Medicare 

Percent Tak ing 
New Med icare 

Patients 

Percent 
Pat ients 
Med icaid 

Percent Tak ing 
New Medicaid 

Patients 

Large SMSAs 
Northeast 

North Central 

South 

West 

Small SMSAs 
Northeast 

North Central 

South 

West 

Non-metropolitan 
Northeast 

North Central 

South 

West 

Totals 

25 . 9  

25 . 6  

27 . 3  

29 . 3  

30 . 3  

26 . 3  

26 . 0  

21 . 8  

36 . 1  

28 . 0  

25 . 3  

19 . 8  

Large SMSAs 2 6 . 9 

Small SMSAs 26 . 1  

Non-metropolitan 26 . 8  

79 . 9  12 . 4  56 . 2  

78 . 3  12 . 9  5 2 . 1 

78 . 3  10 . 9  42 . 8  

84 . 5  17 . 0  49 . 9  

84 . 8  19 . 8  73 . 0 

80 . 3  12 . 9  53 . 7  

67 . 5  15 . 8  46 . 0  

83 . 3  17 . 9  6 1 . 6 

85 . 0  19 . 7  78 . 5  

7 5 . 9  12 . 4  6 5 . 0 

60 . 6  18 . 8  51 . 3  

6 4 . 6  13 . 5  58 . 7  

79 . 8 12 . 9  49 . 7  

76 . 3  16 . 2  55 . 2  

6 8 . 8 16 . 4  59 . 9 

SOURCE &  The Physician Capacity Utili zation Surveys & Special Analyses ,  
DBEN Publication No . ( BRA) 79-30 , (Washington , D . C . a DBEN ,  1979)  p .  
225 . 
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about 7 percent more physicians accept new Med icare pat ients than 
Med icaid patients . On the other hand , more than one-third more 
physicians in large cities of the South and West will accept new 
Medicare patients than will accept new Med icaid pat ients . (The 
non-metropolitan South , i t  should be noted , i s  not notably d ifferen t 
f rom other non-metropolitan areas of the country regarding the 
d ifference in acceptance of new Med icare and Med icaid patients . )  

Quality of Ambulatory Care In discussing the results of a study they 
conducted i n  the rural South in the mid-1970 a ,  Davi a  and Marshall make 
the following observations about what they learned about rac ial 
differences in the quality of medical care : 

Cursory , inadequate physical examinations are frequently 
g iven to minor ity pat ients . In some places , rural blacks 
are unaware that i t  i s  customary to undress for medical 
examinations wh ile thi s  procedure is common among whites 
in the same area . Blood pressure readings are taken 
through the clothing of black patients ,  thus increasing 
the r i sk of inadequate measurements ,  a part icularly 
ser ious problem for blacks with a high incidence of 
hypertension . Minor i ty women are leas l ikely to receive 
professional preventive services such as Pap smears and 
breast examinations . Bi�h rates of hysterectomies are 
also seen in some areas . 0 9  

Unfortunately , no descr iption has been published of the methods 
used in thi s  study , and no data are presented on the frequency of 
these shortcomings in the medical care of blacks and whites . However , 
echoes of these findings can be heard in Senator Moss ' s account of 
three •Medicaid mills• that he visited in New York City whi le posing 
as a pat ient . Moss wr ites of d irty facilities , impersonal care , 
unnecessary testa and prescr iptions , and blood pressure and pulse 
readings being taken through clothing . llO It i s  d ifficult to define 
the role played by the rac ial/ethnic character istics of patients in 
the patterns of care that Davi a  and Marshall and Moss descri be .  
However , when such accounts are considered in l ight o f  the history of 
racial d i scr imination in the United States , the association between 
race/ethnicity and income , and the segregated patterns descr ibed 
earlier in this chapter , it  is  reasonable to ask whether there ar e 
rac ial d ifferences in the quality of medical care provided . 

Great interest has ar i sen about the quaiiiY of med ical care , and 
an active research literature has developed . This literature , 
which suggests that important deficienc ies occur in the medical care 
of Amer icana , provides relatively little systematic information about 
racial d ifferences in the quality of med ical care . 112 Ind ication s 
that a rac ial d ifference exists in the quality of care i s  provided by 
some of the information already presented in this chapter J however , 
aore d irect measures are also available . 

One determinant of quality of medical care i s  the competence of 
t he physician provid ing care . A number of stud ies have shown that the 
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quality of care in a medical setting i s  influenced by factors such a s  
the percentage of spec ialists practicing there a nd  the length o f  the i r  
t raining . ll3 As was noted earlier i n  this chapter , more o f  the care 
provided to minor ity groups than to whites is provided by 
non-specialists . Fur thermore , there are indications that less than 
fully qualif ied foreign med ical graduates provide care in state­
f inanced medical inst itutions , particularly state mental ho�itals , 
where the pat ients are d isproportionately poor and black . ll4 

Stud ies of physicians provid ing care to Med icaid patients 
provides some usefu l ,  inferential mater ial about the care of poor 
members of minor ity g roups , although many Medicaid patients are not 
from minor ity g roups . Relatively few physicians provide care to 
relatively large numbers of Medicaid patients ' estimates from a 
national survey suggest that 5 percent of the physicians in the 
country aay provide care to one-third of the Med icaid patients . ll5 

Physicians who provide care to relatively large numbers of Medicaid 
pat ients include disproportionate numbers of general practitioners , 
and , because of the negat ive association between age and specialty 
training , they tend to be older than the average physician . ll6 

Foreign med ical g raduates also provide a d isproport ionate amount of 
t he care to Medicaid patients .ll7 Kavaler ' s  study of 126 physicians 
part icipating in the Medicaid program in the black and Puerto Rican 
slums of New York City found that 35 percent had no access to hospital 
beds and 42 percent had only limited pr ivileges at propr ietary 
hospitals . 11� (Alers also reviews data that raises questions about 
the qualifications of some physicians providing care in Puerto Rican 
neighborhoods in New York . ) 11� S imilar results were reported from a 
s tudy in Chicago . l20 Because of such characterist ics of physicians 
who treat relatively large numbers of Medicaid patients , Mitchell and 
Cromwell suggest that the Medicaid program and its benef iciaries 
constitute a •secondary , residual market• for medical care . l21 That 
i s ,  the physicians least able to compete in the medical 
market--because of fore ign training , lack of spec ialty credentials , or 
lack of hospital privileges--end up providing much of the care for 
Medicaid patients . Thus , •a pr imary goal of the public benefits 
programs to integrate the poor into mainstream medic ine i s  thereby 
thwarted . • l22 

Patient satisfaction provides another aspect of possible 
d ifferences in the quality of medical care . Patients ' assessments o f  
the care they receive are influenced by a var iety of factors ,  includ ing 
waiting t ime and t ime spent with physicians , l23  and cannot be 
considered a measure of quality in a str ict med ical sense . 
Nevertheless , pat ients are the only persons who are in a posi tion to 

· j udge certain aspects of the care that they receive , and their 
perceptions of that care should be taken seriously . 

The best ava ilable evidence shows h igher levels of dissatisfaction 
with var ious aspects of •edical care among both blacks and Hispan ics 
t han among whites . Table 10 shows such racial/ethnic (as well as 
income ) d ifferences in pat ients ' evaluations of several aspects of the 
care that they receive--its convenience and ava ilability ,  the 
f inancing of care , the humaneness of doctors , the quality of care , and 
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'l'ab1e 10 . PERCBN'l' II>RB DISSA'l'ISPIED 'l'BAN 'l'BE MEDIAN PERSON WI'l'B ASP!lC'l'S OP MEDICAL CARE ,  BY RACE AND 
POVERTY LEVEL ,  19761 

Percent More Diaaatisf ied Tban Median 

Convenience Availability Pinancing Buaaneneas Qual ity General 
Race and Povertx Level of Services of Service& of care of Doctors of care Diaaatiafaction 

White 48 48 49 so 50 48 ( 4 , 33 2 ) 2 

Sp.nlah her itage , Southwest 54 50 59 45  49 55  ( 61 6 )  
Above poverty level 55 45 65 46  46 55 ( 3 4 3 ) 
Below poverty level 54 56  51 43  51 56 ( 27 3 )  

Other white 48 48  49 50 50 48 ( 3 , 716 )  
Above poverty level 45 4 5  47  50  49 46  ( 3 , 087)  
Below poverty level 62 59 59 53  57 55 (629 ) 

Non-white 67 71 54 5 5  5 2  64  ( 8 0 3 )  
Non-SMSA black , South 76 8 6  6 2  59 56 68 ( 3 99 )  

Above poverty level 72 86 66 60 58 67 ( 1 6 4 )  
Below poverty level 79 86 59 58 56 68 ( 2 3 5 )  

Other non-white 65 67 52 54 51 63 ( 4 0 4 )  
Abov e  poverty level 6 3  68 54 51 49 62 ( 2 6 5 )  
Below poverty level 69 64 49 59 55 65  (139)  

'l'otal 50 50 50 50 50 50 ( 5 , 13 5 )  

1
Percent table N ia of u . s .  adult population equals 9 5 1  percent NA equal& s .  

2 In parentbe .. s are the unweighted nuabers of obeervationa . S ince the 1976 aa.ple i a  a weighted aa.ple , theae 
nuabers ahould not be ueed for coabining eubcategor iea . 

SOORCB a Lu Ann Aday , Ronald Anderaen , and Gretchen V. Pl .. ing , Health Care in the U. S . a Bguitable for �? (Beverly 
Billa , CAa Sage , 1980) p. 153 . 

• 
\0 
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overall dissatisfaction . The data , taken from the most recent 
national survey conducted by the Center for Health Administration 
Studies , show generally higher levels of dissatisfaction among both 
the •spanish her itage , Southwest• sample and among blacks than among 
whites , and a�ar to reflect , at least in part , differences in the 
source of care .l24 The racial/ethnic differences were generally 
more pronounced on the measures of convenience and availability than 
on the measures of performance of physicians (bu�neness and quality) , 
although that bas not been found in all studies . l25 A major ity of 
persons expressed satisfaction with the var ious dimensions of medical 
care ,l26 and although perceptions of the same objective reality may 
differ , the pattern seems clear that whites are more satisfied with 
their medical care than are blacks and the Hispanic population of the 
Southwest .  

Hospital Care 

The most recent national surveys do not show consistent or strik ing 
differences among whites , blacks ,  and Hispanics in the rate of 
hospitalization . l 27 However , this may not indicate that blacks and 
whites have the same access to hospital care when it is needed . Since 
a var iety of ser ious health problems are more common among blacks than 
among whites , equivalent access to care might be expected to produce 
higher rates of hospitalization among blacks .  ( Indeed , data for 
enlisted Naval personnel , whose access to care is presumably only 
minimally affected by r�ce , show higher rates of hospitalization for 
blacks than for whites . l 28 )  

Data from both the Health Interview Survey and the Hospital 
Discharge Survey show the length of stay for blacks to be higher than 
for wbites . l29 Whether this indicates a racial d ifference in 
patients ' condition upon admission , as is  sometimes suggested , i s  
speculative . 

There are some indications that bosf!Balized blacks are slightly 
less likely than whites to have surgery , although assessment of 
the meaning of this difference is most uncertain . HOspital Discharge 
Survey data also show great var iation in the ratio of whites to 
non-whites in the incidence of different surg ical procedures . l31 
However , given both the level of aggregation in the published data and 
the amount of missing racial data in the Hospital Discharge Survey , no 
conclusions can be drawn about racial trends . 

Regarding a set of surg ical procedures about which particular 
concern has been expressed over the years--ster ilization--available 
data show earlier racial differences in incidence to have largely 
d isappeared . Data from the Hospital Discharge Survey , for example , 
show that , in 1971 , black women were undergoing tubal sterilization at 
a rate of 12 per 1 , 000 women aged 15-44 , while the comparable rate for 
white women was 5 . 3 J  by 1975,  the rate of tubal sterilization among 
blacks was still 1 2 per 1 , 000,  while the rate for whites was 11 . 6  per 
l , ooo . l32 Similar trends are evident in survey data published by 
the National Center for Health Statistics . As of 1976 ,  among women 
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aged 15-45 who had ever been aarried ,  blacks ( 13 . 1  percent) were more 
l ikely than whites ( 10 . 5 percent) and Hispanics ( 9 . 4 percent) to have 
ever undergone a tubal ligation . •l33  However , in the years between 
1973 and 1976 , the incidence of tubal ligation was slightly higher 
a.ong whites ( 5 . 7  percent) than among blacks ( 5 . 5 percent) or Hispanics 
( 4 . 7  percent) .  Data on hysterectomies showed little difference between 
blacks and whites in ever having the surgery (approximately 8 percent 
of both groups) or having had it in the previous three years 
(approximately 4 percent of both groups) . The rate of hysterectomie s 
a.ong Hispanic women aged 15-45 was somewhat lower . 

The topic of sterilization of minority groups has also been 
l inked to concerns about informed consent for several years ,  havi� 
received considerable attention in Senate hearings held in 1973 . 13 
Following those hearings,  regulatory changes were made in Medicaid 
that attempted to set conditions more conducive to informed consent 
and to limit the use of hysterectomy for sterilization purposes . No 
systematic studies of the effects of those regulations have been 
published . However , there is an imperfect indicator of racial 
differences in the incidence of sterilization under conditions that 
may be questionable from the standpoint of informed consent & the 
percentage of tubal ligations performed on women who were pregnant 
when hospitalized . Because the hospitalization is for a purpose other 
than sterilization , the possibility is increased that the woman might 
not understand that a sterilization procedure is  involved . Informed 
consent procedures undertaken as�art of the process of labor and 
childbirth can easily go awry . l3 Therefore , consent is better 
obtained prior to hospitalization . Although no data are available 
regarding when consent is obtained for sterilization , both the 
regulations and the concern about the issue may have been responsible 
for a large decrease between 1970 and 1975 in the proportion of tubal 
l igations performed on women who were pregnant when hospitalized . 
However ,  in the most recent year for which data are available (1975) , 
59 . 7  percent of the black women who underwent tubal ligation were 
pregnant when hospitalized ,  compared with 41 . 5 percent of white 
women. While this difference may be a reflection of racial 
d ifferences in fertility ,l37 it points to a potential source of 
consent problems that is more common among blacks than among whites . 

Patterns of Hospital Use The racial patterns in physician visits have 
parallels in patterns of hospitalization , although no national data 
exist that are comparable to the data reviewed above on racial 

*When this report was written , all available data from the NCBS 
interview survey were for women who had been married.  However , never 
aarried women make up a significant proportion ( 22 . 1  percent) of black 
woaen who underwent tubal sterilization in 1975 , compared with only 
2 . 3 percent of white women. l34 Thus , data that are limited to the 
incidence of sterilization among ever married women may possibly 
obscure continuing racial differences . 
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patterns in the use of physicians . Studies conducted in several  
c ities , however , describe the elements of a dual track system . This 
is true of all cities for which information is available on racial 
patterns in hospital care . 

Comprehensive studies of the workings of entire urban medical 
care systems are scarce . One of the best studies was of Chicago over 
a 15-year period ending in 1965 .  It found that blacks were 
hospitalized in a very small subset of the more than 150 hospitals in 
the metropolitan area . l38 Fifty percent of all black patients in 
Chicago traveled to one hospital , Cook County General Hospital , where 
85 percent of the patients were black . l39 Another 30 percent of 
black patients were served by five university-affiliated teaching 
hospitals and one (of three) traditionally •black• hospital . Writing 
in the late 1960s , DeVise described the racial trends in 
hospitalization as follows : 

The dual system of Negro indigent patient hospitals and 
white private patient hospitals has persisted even though 
extensive Medicare and Medicaid programs now reimburse 
private hospitals and physicians for the care of indigents ' 
even though OEO and Children ' s  Bureau now pay private 
hospitals to set up free neighborhood health centers and 
pediatric clinics , even though there has been a sevenfold 
increase in the number of Negro physicians admitted to 
practice in private white hospitals ' even though the Negro 
ghetto has more than doubled in area , absorbing in the 
process six more white hospitals ' even though the average 
distance from Negro homes to Cook County Hospital has 
increased from five to eight miles , while the average 
distance from Negro homes to white hospitals stayed under 
one mile . l40 

A vivid measure of the nature of the travel patterns involved in 
the use of Cook County Hospital comes from the calculation that the 
500 , 000 patient miles per month that were traveled to Cook County 
Hospital would be reduced to 50 , 000 miles if patients used the 
hospital nearest their homes . l41 The average distance traveled by 
all black patients to the various Chicago hospitals where they were 
admitted was six miles 1 the average trip for a white patient was three 
miles . l42 

Travel time was also used as an indicator of a racial dual track 
system in a study of hospital use in Cleveland . l43 Seventy-four 
percent of the blacks surveyed , ca.pared with 59 percent of whites , 
traveled beyond the hospital that was second nearest to their home . 
The authors noted that personal and cultural preferences can lead to 
travel to a hospital . Thus , for example , Jews were particularly 
l ikely to travel beyond the second nearest hospital ( 92 percent did 
so) in order to make use of one particular hospital--Mt . Sinai . The 
authors noted , however , that •the concentration of blacks at 
Metropolitan General Hospital suggests a different set of constraints 
featuring poverty and discrimination . • l44 

Copyr igh t  © Nat iona l  Academy o f  Sc iences .  A l l  r igh ts  reserved.

Hea l th  Care  in  a  Contex t  o f  C iv i l  R igh ts
h t tp : / /www.nap.edu/ca ta log .php?record_ id=18680

http://www.nap.edu/catalog.php?record_id=18680


53 

Descriptive material on racial patterns in hospitalization are 
also available for New Orleans , where data were assembled in connection 
with a race discrt.ination suit (� v. Ochsner fOundation Hospital, 
et al . )  brought by the Department of Health , Education , and Welfare in 
1970 . These data , which are included in a summary of the Cook case 
that is presented in Appendix E of this report, showed bla�to be 
concentrated in two hoapitala J of blacks that had been hospitalized in  
197�-77 , 75  r:rcent had gone to 2 of the 16 hospitals in  metropolitan 
New Orleans . �5 Conversely ,  blacks were underrepresented in other 
Hew Orleans hospitals . 

Identifiably •black• hospitals and associated patterns of racial 
segregation continue to exist to some degree in hospitals in many 
other c ities , although no systematic analysis has been done on the 
topic . However , applicable research methodologies have been developed 
in studies of segregation in other areas , such as education and 
reaidence ,l�6 and data that are potentially useful for describing 
racial patterns of where people obtain medical care exist from 
programs such as Medicare and Medicaid . In principle , studies could 
be done of the degree of segregation in hospital use in various 
c ities , the extent of ita variation fro. city to city ,  and whether it 
is increasing or decreasing in response to factors such as econo.ic 
trends and civil rights enforcement activity . 

Quality of care in Hospitals Existing studies of quality have 
generally not examined racial and ethnic issues . Nevertheless , 
despite the complexities of defining and measuring quality,  several 
existing approaches can be used to detect at least gross disparities 
that may deserve closer examination . These approaches include studies 
of resources (especially personnel) , treatment processes , and outca.ea . 

Within medical institutions , there are indications that care is 
provided to minority groups by leas well trained physicians . Studies 
of this matter are not common,  perhaps because of ita sensitivity . 
Duff and Hollingshead showed that the social class of patients had a 
pervasive impact on their care at a large university hospital . l�7 
The class position of patients , for ex.-ple , influenced whether a 
patient was managed by a •ca..ittee , •  with no one clearly identifiable 
to the patient as responsible for his or her case , or whether the 
patient had a •ca..itted• sponsor in the hospital . Although this  
study provided extensive docu.entation of  the effects of  class in 
hospital care , it was confined to whites . 

More direct evidence about the racial factor in hospitals ca.ea 
fro. Bgbert and Rothaan ' a  study of the relationship between patient 
characteristics and the training of their surgeon at a teaching 
hoapital .l�8 Blacks were much .ore likely than whites to be under 
the care of surgeons in training (that is , a resident surgeon) rather 
than a staff physician . Por ex.-ple , aaong patients who were •paying 
directly or with commercial insurance , •  3� percent of blacks and 7 
percent of whites were treated by a resident surgeon. However , aaong 
Medicaid patients , no statistically significant racial difference was 
found, .ore than �0 percent of both white and black Medicaid patients 
were treated by residents . Bgbert and Rothaan also found that aaong 
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emergency patients , blacks were twice as likely as whites to be 
treated by a resident . Egbert and Rothman ' s  study was based on 
medical records and could easily be duplicated at other institutions 
and for other types of care . However , no other well-documented 
accounts appear in the literature in which racial differences within 
institutions are exaained . 

S imilar racial/ethnic sorting processes have been described in 
-.ntal health settings . �r example , Flaherty and Meagher , in a study 
of 66 black and 36 white male schizophrenic inpatients , found blacks 
to be .ore likely than whites to have been g iven medications on an •as  
needed• basis,  less likely to have received recreation therapy and 
occupational therapy , and more likely to have been put in seclusion 
and to have had restraints used. 149 These differences appeared to 
have been due to subtle racial stereotyping aaong staff members and 
their greater faailiarity with white patients , rather than to racial 
d ifferences in pathology. In a study of racial differences in the 
treat.ent of children in five mental health clinics , Jackson , 
Berkowitz , and Farley found that black children were less likely than 
white children to be accepted for treatment , less likely to receive 
individual treat.ent, and (at two clinics) to be seen for a lesser 
length of time. 1so 

In his study of services provided to members of different ethnic 
groups in 17 centers in Seattle ,  Sue found significant differenc!s in 
the types of personnel seen both at intake and during therapy . lS 
At intake and dur ing therapy, blacks saw significantly fewer 
psychiatrists , psychololgists , social workers ,  and nurses , and more 
•other professionals , •  non-professionals , and •other personnel , •  than 
d id whites .l52 This was true even after demographic differences 
were controlled statistically . However , no consistent pattern of 
d ifferences from whites were found aaong the ethnic groups studied .  
Thus , for example , American Indians saw .ore social workers and fewer 
non-professionals than did whites , Asian Americans saw fewer 
professionals than did whites , and Chicanos did not differ 
significantly from whites in the kind of personnel seen. Sue also 
exaained ethnic differences in diagnoses , the type of program and the 
nuaber of sessions in which patients bec.-e involved, and their rates 
of premature dropping out (an indicator of the effectiveness of the 
program) . All of the results are summarized in Table 11,  which shows 
different patterns of treat.ent among the different ethnic groups , 
with blacks differing from whites on all the variables examined . When 
statistical controls were introduced to eliminate the effects of 
ethnic differences in age , sex , education , income, and marital status , 
members of all of the ethnic groups were still significantly more 
likely than whites to terminate prematurely their course of treatment . 

Over the years , the psychiatric literature has shown more 
evidence of concern about possible racial bias in treatment than has 
the literature of any other area of health care . Considerable 
evidence exists of serious concern about racism and mental health . 
The problem of cultural differences is a particularly difficult one i n  
the f ield of mental health because of the nature of both the problems 
that are addressed and the theoretical conceptions that have been 
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Table 11 . SUMMARY OF FINDINGS REGARDING BTBHIC-wBITE DIPPEREHCES IN 
PATIENTS AT 1 7  CCIIMUNITY MENTAL HEALTH FACILITIES 

Native Asian 
Blacks Amer icans Amer icans Chicanos 

Utilization Rates + + 
No.  of Demographic Differences 5 3 3 3 
Significant Diagnosis Differences Yes No No No 
Type Staff Seen at Intake Yes Yes Yes No 
Type Staff Seen in Therapy Yes No Yes No 
Type of Program Yes No No No 
Type of Service Yes No No No 
Number of Sessions Yes Yes Yes Yes 
Premature Termination Yes Yes Yes Yes 

SOURCE s Stanley Sue ,  •ca..unity Mental Health Services to Minority 
Groups : So.e Optimism , Some Pessimi•, • American Psychologist (August 
1 9 7 7 ) , pp. 616-624 . 

dominant . These problems have not been addressed in detail in this 
report and perhaps cannot be examined within the broad focus that it 
takes . That serious efforts have been made within the field to assess 
the operation of racial/ethnic biases in treatment is evidence of 
concern about these problems . The results of this research suggest 
that concern by those outside the field is also warranted . 

Another approach makes use of existing information to examine 
differences in the process by which care is provided . An example i s  
Shaw ' s  study using 1968 hospital discharge information from the 
Commission on Professional and Hospital Activities . l53 He found 
d ifferences between whites and blacks in the rates that various 
diagnostic and therapeutic techniques were documented in .adical 
records , as is shown in Table 12 .  Furthermore , the data show that 
these racial differences were less likely to occur in small ho8Pitals 
than in large hospitals , and were less likely to occur in the western 
section of the United States than in the remainder of the country . 

The presentation of Shaw ' s  data does not allow judgments to be 
-.de regarding inequities in medical care . The operational details 
used were not described , and the nature of the racial differences was 
not indicated. Nevertheless , the methodology itself appears to be 
powerful and worth pursuing , at least in an exploratory or research 
.ode . Its potential for better documenting differences in care , aany 
of which have strong quality implications , appears promising . 

Studies of Outco.es of Hospital Care Differences in treatment cause 
concern , at least in part , because of suspicions that such will  
produce differences in  the health of  people . However , researchers 
have found it difficult to link process and outcome measures of 
quality of care . Although differences in process are of theaselves 
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Table 1 2 .  LIST OF STATISTICALLY SIGNIFICANT RACIAL DIFFERENCES I N  HOSPITAL RECORDS , 
BY HOSPITAL SIZE AND REGION : PAS HOSPITALS , 19 68 

Hospital 
S ize Ba8t Midve8t South We•t 

1 .  Con•ultation• 1 .  Ur inaly•h 1 .  Ur inaly•h 1 .  Pelvic ex- . 
s.u 2 .  Funduecopic ex- . 2 . BGB/BCT ex- . 

( 1-99 bed•) 3 .  Con•ultation• 3 .  Rectal ex- . 
4 .  Antibiot ic• 4 .  Funduecopic ex- . 

1 .  Diacharge• 1 .  Death 1 .  Death 1 .  BGB/RCT ex- . 
2 .  Ur inaly•ia 2 .  Ur inaly•ia 2 .  Ur inaly•ia 

MediUJI 3 .  BGB/BC'l' ex- . 3 .  BGB/BCT ex- . 3 .  BGB/HCT ex- . 
( 100-399 bed8) 4 .  Rectal ex-. 4 .  Pelvic ex- . 4 .  Rectal ex- . 

s .  Pelvic ex - .  s .  No .  elec .  detera. s .  Funduecopic ex- .  
6 .  Parenteral fluid• 6 .  Con•ultation• 
7 .  Bosp .  infection 7 .  Antibiot ics 

1 .  Autop•y 1 .  Death 1 .  Discharge• None 
2 .  Discharge• 2 .  Discharge• 2 . Ur inalyd• 
3 .  Ur inaly•ia 3 .  Ur inaly•ia 3 .  BGB/BCT ex- .  

Large 4 .  BGB/HCT exu. 4 .  BCB/RCT ex- .  4 .  Rectal ex- . 
( 400 + bed8) s. Rectal ex- . s .  Rectal ex- .  s .  Pelvic ex- . 

6 .  Funduscopic ex- . 6 .  Pelvic ex- . 6 .  Funduecopic ex- . 
7 .  Con•ult�t ion• 7 .  Total con•ult . 7 . Con•ultat ion• 
8 .  Parenteral fluids 8 .  Parenteral fluid• 8 .  Parenteral fluid • 

9 .  COIIPl ication• 9 .  ec.plicat ion• 

SOORCB : Clayton T. Shaw, .,. Detailed Bx-ination of Treat.Mnt Procedures of White• and Black• in 
Bo•pital• , •  Social Science and Med icine 5 ( 1971) , p. 254 . The data were for hospital• partic ipating in 
the Profe••ional Activity Study and were provided by the Ca..i ••ion on Profe••ional and Bo8pital 
Activitie• in Ann Arbor , Michigan . Shaw ex-ined hospital d i scharge data on pat ient• in 44 d iagno•tic 
group• and .ought racial differences in 15 different .. a•ure• ( •uch a• percentage of patient• that 
d ied ,  that had a h..aglobin or h ... tocr i t  analysi 8 ,  that had a con•ultation , that received parenteral 
fluid• but had no electrolyte deter•inat ion , and that had a ho•pital infection) .  Shaw ' •  pre•entation 
of the data doe• not indicate the d irect ion of the •tat i8t ically •ignificant d ifference• . 

Ul 
0'1 
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important , because of the possibility that minor ity groups may be 
underserved or treated d ifferentially , some approaches that focus more 
heavily on outcoae are also potentially usefu l .  

Rutstein e t  al.  have suggested a method that might be applied to 
examining the outca.es of care as a measure of quality . l54 They 
postulate that • sentinel events • can often be identified that represent 
preventable disease , disability ,  or untimely deaths . Under the 
approach they descr ibe , the occurrence of these events tr iggers an 
investigation in which the responsibil ity may be determined and 
corrective action taken . They point to the example of child and 
aaternal health , in which every aaternal or per inatal death would lead 
to an investigation of the pr ior events to determine what , if anything , 
went wrong and what steps should be taken to avoid such outcomes . I t  
i s  c lear that not all such deaths are the result of inappropr iate or 
unacceptable care , but enough have been documented and enough changes 
have been made to significantly lower maternal and perinatal death 
rates . 

By the same log ic , documented racial/ethnic differences in the 
occurrence of •sentinel events • that represent preventable disease , 
d isability ,  and untimely deaths would be important evidence that 
unequal , inequitable , and possibly discr iminatory care was being 
g iven . I t  is not difficult to identify a nuaber of sentinel events 
that might be investigated . Decubitus ulcers , infection associated 
with intrauter ine devices , morbidity and .artality associated with 
var ious forms of treatable cancers , and the complications of poorly 
managed intravenous techniques are j ust a few examples . Most 
hospitals already monitor such events as post-surg ical complications 
a nd transfusion reactions , and professional standards review 
organi zations (PSROs )  sometimes conduct studies in which racia l 
compar isons could be made in measures of quality of care . 

Apparently , no research on racial/ethnic differences has bee n 
p ublished based on such an approach . However , some • sentinel events•  
could be studied using currently available data systems , such as those 
that exist at the Health Care Financing Administration for Medicare 
patients and in certain states for Med icaid patients and those at 
PSROs for both types of patients . I f  rac ial/ethnic differences are 
saall , multi-institutional studies will be required . If they are 
g reat , d ifferences might be identified within individual institutions . 
Data from the National Center for Health Statistics Hospital Discharge 
S urvey might also prove amenable to such research . 

Three points should be aade concerning this approach . First , the 
s tudy design must account for d ifferences other than race and 
ethnicity , such as age , sex , income , and severity of illness . Second , 
d ifferences in the rates of occurrence of sentinel events may be based 
on racial factors rather than on the med ical care that is provided . 
Even so, such differences may point to d iffer ing med ical care 
requirements . Third , as technology advances and practices change , the 
• sentinel events• ( the criter ia) may require change , as may the 
acceptable level of occurrence ( the standard ) . 

Hypertension provides an excellent illustration of the last two 
points . Recent studies clearly show that we have developed a 
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technology to control blood pressure , and , further , that the successfu l 
application of this technology results in a significant decrease in 
morbidity and mortality ,  even for people with minimallY elevated 
levels , and that these benefits were most pronounced among blacka . 155 

I t  is  reasonable to expect that the application of this knowledge will 
lead to a decrease in strokes and hypertensive cardiovascular disease . 
I t  is  also known that the incidence and severity of hypertension is 
greater among middle-aged black males than among others of similar age . 
This racial difference has more to do with race and sex E!! � than 
with differences in medical care . However , recognition of this fact 
s hould lead to the application of more resources to this unmet need . 
Thus , monitor ing of the impact of this new technology should show a 
g reater impact on morbidity and mortality .-ong blacks than .-ong 
whites . 

Dental Care 

Some of the best-documented racial differences in health status are in 
dental health . Data on treated and untreated dental disease are 
available through the dental examinations that have been conducted as 
part of the National Health and Nutritional Survey by the National 
Center for Health Statistics and are baaed on sound , representative 
samples of the u . s . population . As Table 13 shows , consistent racia l 
d ifferences exist in needs for dental treatment ( that is,  in untreated 
dental disease) . The differences are smallest for the youngest 
children , but even in the category of age 1-5 , black children ( 5  
percent ) were more than twice a s  likely a s  white chil��en ( 2  percent ) 
to need dental care to •remove debr is and calculus . • Among olde r 
children and adults , the rates of untreated disease are much h igher , 
and the percentage differences by race are much larger . POr example , 
among blacks aged 12-17 , 7 5  percent had untreated tooth decay , compared 
to 48 percent of whites . Among blacks aged 65-74 , 20 percent needed 
extractions because of per iodontal disease , compared with 7 percent of 
whites . 

Despite evidence showing g reater needs for dental treat.ent among 
blacks than .-ong whites , national data from the Health Interview 
Survey show th•t whites use the services of dentists more than do 
• other racea. •l57 As Table 14 shows , this can be partially 
explained by differences in income , particularly since public funding 
of dental care is very limited , but rac ial differences exist even 
within income categories . Although fewer data are available , there i s  
a lso evidence o f  low levels o f  dental care .-ong the Chicano 
population . l58 

The explanation of the str iking racial discrepancies regarding 
need and use of service in the dental area is not clear . There are 
soae indications that •discretionary• health services in general are 
less likely to be used by blacks than by whites ' thus , use of dentist s  
in the black population is more confined to the treatment o f  relatively 
ser ious cond itions than is true in the white population . l59 However , 
in  at least some parts of the country , the explanation may involve 
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Table 1 3 .  PERCEN'l' O P  PERSONS WITH DEN'l'AL TRBA'l'MEN'l' NEEDS ,  B Y  TYPE O F  TRBA'l'MEN'l' , AGE AND RACE , 1971-74 

Ag e  Group 

Type of 1 to 5 6 to 11 12 to 17 18 t!j! 64 6� to 7 4  
'l'reatMnt Total White Black White Black White Black White Black White Black 

NUIIber of Personal 191 , 975 14 , 220 2 , 519 19 , 707 3 , 458 21 , 063 3 , 381 102 , 997 11 , 917 11 , 573 1 , 138 

Percent Needing at 
Leaat One 'l'reat.ent 
Liated Below 64 . 1  15 . 9  19 . 9  62 . 2  71 . 5  64 . 5  84 . 7  68 . 5  90 . 4  59 . 5  75 . 2  

a.-oval of Debr ia 
and Calculua 36 . 7  2 . 0  5 . 1  28 . 8  36 . 4  38 . 6  64 . 0  40 . 3  67 . 1  23 . 9  27 . 5  

Gingiviti a  'l'reatMnt 17 . 2  - 0 . 1  1 . 6  3 . 8  13 . 6  2 4 . 7  2 1 . 3 4 2 . 6  13 . 3  19 . 0  

Per iodontal 'l'reatMnt 10 . 0  -- 0 . 1  0 . 1  0 . 2  1 . 4  5 . 8  13 . 1  26 . 9  14 . 1  17 . 7  

Decay , PerJMnent 'l'eeth 36 . 9  0 . 1  0 . 8  28 . 8  40 . 6  48 . 4  7 5 . 5 39 . 7 6 5 . 5  1 6 . 6 32 . 5  

Decay , Pr illary 'l'eeth 6 . 6  1 5 . 4  19 . 1  39 . 7  42 . 4  3 . 5  1 . 7  

Bxtractiona due to 
Per iodontal Diaeaae 2 . 7  -- -- -- -- -- -- 3 . 0  8 . 5  6 . 8  20 . 1  

Fixed Br idgea/Partial 
ae.ovable Denture• 16 . 0  -- -- 0 . 2  0 . 1  5 . 0  9 . 1  23 . 3  36 . 0  8 . 0  14 . 2  

Other 3 . 0  0 . 1  -- 0 . 5 0 . 1  0 . 6  0 . 5  3 . 8 8 . 7 3 . 6 12 . 4  

1Population in thouaenda. 

SOORCB a  Health and Nutrition zx .. ination Survey (BANIS) , National Center for Health Statiatica ( Inat itute of 
Med icine , Public Policv ODtiona for Better Dental Health , 1980 , p. 17 ) .  

Ut 
ID 
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Table 1 4 . PERCENT OF PERSONS WITH A DENTAL VISIT WITHIN A YEAR, BY 
RACE AND INCOME, 1977 

Income Level 
Under $ 5 , 000 
$5 , 000-9 , 999 
$10 , 000  & Over 

White 
3 5 . 4  
3 8 . 9 
5 8 . 6 

Other Races 
29 . 9  
3 4 . 3 
41 . 9 

SOURCE: Health Interview Survey , Nat ional Center for Health Statistics 
( Institute of Medicine , Publ ic Pol icy Qptiona for Better Dental care , 
1 980 , p .  21 ) . 

r acial discr imination . The authors of a study of dental care in a 
rural North carol ina county (where wh ites reported twice as many 
dental visits as black s)  attr ibute part of the large racial 
difference to the • slow to change established pattern of pr ivate 
health care delivery in Durham County--a certain reluctance on the 
part of both providers and patients to expand service patterns 
between l ike race to those of opposite race when resources are 
acarce . •l60  The extent to which this  explanation may account for 
the national racial patterns in dental care is unknown . 

CONCLUSION 

From the information descr ibed in th is chapter , the committee drew 
the following general conclusions . 

Firat , there i s  considerable evidence that racial/ethnic factors 
continue to influence patterns of health care in ways that are not in 
the interests of the groups that are affected . These patterns are 
consistent with the belief that minor ity groups are still exposed to 
d iscr imination in this country , although l ittle d irect evidence is 
available . 

Second , racial/ethn ic patterns in health care deserve much more 
ser ious and systematic attention than they have received to date from 
researchers and governmental statist ical agencies . More stud ies are 
needed that empir ically examine the factors that influence the 
med ical care decis ions of minor ity group member s .  In recent years , 
the National Center for Health Statist ics and the National Center for 
Health Services Research have shown more concern with collecting data 
that will be statistically val id for members of minority groupa . l61  

Such data are expensive to collect because of sampl ing problema , yet 
they are of great importance if equity questions in Amer ican health 
care are to be assessed . The present Health care Financing 
Admin istration (HCFA) data are so inadequate that it is virtually 
imposs ible to draw meaningful conclusions about racial/ethn ic equ ity 
in the Medicaid , Medicare , and Title v programs . HCFA should extend 
strong efforts to improve the quality of the racial/ethn ic information 

I 
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that is collected on beneficiar ies of these crucially important 
f ederal f inancing programs . The agreement that was signed between 
BCFA and OCR in 1980 may be the f irst step in increasing HCFA ' s  
attention to rac ial and ethnic issues in Medicare and Med icaid . l62 

Third ,  the question of rac ial separation in health care and 
associated questions regarding quality of health care also deserve 
much .ore serious attention than they have received to date . At 
present , many federal policies do not encourage racial/ethnic 
integration in health care . Since members of some minor ity groups 
are d isproportionately dependent upon Med icaid , policies that 
encourage the segregation of Medicaid patients also encourage 
racial/ethnic segregation . There is l ittle indication that racial 
separation and the question of separate-but-equal have received 
ser ious considerat ion . 

Fourth , specific attention should be g iven to the factors that 
aay explain the str ik ing rac ial patterns regard ing dental care . The 
d ata c learly show that the need for dental care ( as defined by 
untreated disease ) is much greater among blacks than among whites , 
while the use of dental services is much greater among whites than 
among blacks . Existing data suggest that these trends are due to 
more than soc ioeconoaic differences . 
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A-B � X  100 , 
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RACIAL DI FFERENCES IN USE OF NURS ING HOMES 

Rac ial and ethn ic var iat ions in the use of nurs ing homes are a 
d i s t i nct feature of Ame r ican health care . Elder ly blacks* use nursing 
homes a t  lower rates than do wh ites . Var ious explanat ions have been 
offe red , includ ing d i f ferences in fami ly networ k s  and value s , 
d i fferences in geograph ic proximi ty to nursing homes , racial 
d i f ferences in survival and in number s  of elder ly people , and racial 
d i scr iminat ion . Although the pattern of less black u se of nurs ing 
homes has been recogni zed for many year s ,  the commi ttee was unable to 
locate suffic ient data for a def i n i t ive sor t ing out of the compet ing 
explanations . Notwithstand ing the dear th of in format ion for a d i rect 
assessmen t  of d i scr iminat ion in nurs ing home admi ssions , i nd i rect 
ev idence raises the poss ibi l i ty that d i scr iminat ion may be widespread . 
However , l i ttle atten t ion has been g iven to documenting i t  or to 
br ing ing civil r ights enforcement act ivities to bear on i t .  

Evidence pe r tain ing to the rac ial d i f ference i n  the use o f  nursing 
homes is rev iewed in this chapter . Ev idence regarding d i scr iminat ion 
comes largely from data showing the inadequacy of compet ing 
explanation s .  To summa r i ze th is ev idence , the low use o f  nurs i ng 
homes by blac k s  i s  apparent in rates of nursing home use , not only in 
numbers (wh ich may be a ffected by d i f ferential morta l i ty rates ) . Al l  
indicat ions are t h a t  t h e  health problems and d i sabi l i t ies that create 
the need for nurs ing home care are at least as common among blac k s  as 
wh i tes , and , although some d i f fe rences in family l iving ar rangements 

* The emphas i s  of this chapter i s  on the use of nurs ing homes by the 
black elde r ly .  Th is is the ethn ic minor i ty about wh ich the most 
concern has been expressed regarding poss ible d i scr iminat ion in 
nurs ing homes , and i t  i s  the minor i ty about wh ich the most adequate 
data ex ist . Al though there i s  a g rowing body of l i terature about the 
elde r ly in other minor i ty groups , it is not adequate for a descr ipt ion 
of patterns of nursing home use and poss ible causes for patterns that 
are d i stinct to par t icular ethn ic groups . The problems of explanat ion 
that are reviewed in t h i s  chapter are less d i ff icult than the problems 
that would be faced in attempting a s imilar analysis of the use of 
nurs ing homes by any other e thn ic minor i ty group . 
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can be documented , there i s  no indication that partially disabled , 
elderly whi tes are less successful than blacks in secur ing needed 
assistance at home . Blacks probably suffer d ispropor tionately from 
disincentives perceived by nurs ing homes in accept ing Medicaid 
patients . In addition , there are indications from some states of a 
large racial difference in meeting the needs for nurs ing home care of 
elder ly poor persons with in the Medicaid population . 

Because the federal government,  particularly through the Med ica id 
program, is the major source of money for nursing home care , and this 
federal involvement tr iggers the applicability of the Civil Rights 
Act ' s  prohibition of discr imination , the lack of direct evidence about 
discr imination in nursing homes is rather remarkable . Similarly , 
although there is widespread agreement among knowledgeable persons 
that nursing homes have strong tendencies toward racial segregation , 
little direct documentation is available , despite all of the claims 
foraa that are submitted for Medicaid and Medicare re imbursement . It 
is evident that the possibil ity ,  even the likelihood ,  of widespread 
patterns of discr imination and segregation in nurs ing homes has not 
been regarded by government as an important problem. 

INTRODUCTION 

There are about 1 8 , 900 nursing homes* in the United States in which 
more than 1 , 300 , 000 persons , mostly elderly ,  reside and receive 
care . 2 Most ( 77 percent )  nursing homes are privately owned , 
propr ietary institutions , 3 and some have religious affiliations .  
Data are not available on the countless boarding homes that provide 
aa.e aspect of nursing home care , because few of these homes are 
licensed . Most come to official attention only when a fire or other 
disaster occurs . 

Although it  has been known for years that minor ity groups make 
leas use of nursing homes than do white s ,  some doubt may be raised 
about whether this pattern merits concern , because nurs ing home care 
is not an unmixed blessing . As Vladeck noted in his recent 
examination of nursing homes for the Twent ieth century Pund : 

[Nursing homes) have been described as •aouaes of 
•concentration camps , •  •warehouses for the dying . •  
a docu.ented fact that nursing home residents tend 
deter iorate , physically and psychologically , after 

Death , • 
It  is 

to 
being 

*The Nat ional Nursing Home Survey includes several categor ies of 
nursing homes . The survey is not conf ined to facilities that are 
certi fied for Medicare and Medica id reimburament purposes as •sk illed 
nursing facilities• or • intermediate care facilities . • Not all homes 
in tbe survey actually provided • nursing services , •  all , however , 
provided res idents with assistance in activities of daily living . l 
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placed in what are presumably therapeutic institutions . 
The overuse of potent medications in nursing homes is a 
scandal in i tself .  Thousands of facilities in every state 
of the nation fa il to meet minimal government standards of 
san itation , staffing , or patient care . The beet 
governmental estimate is  that roughly half the nation ' s  
nursing homes are • eubetandard . • 4 

Yet nurs ing homes meet important individual and societal needs 
for wh ich adequate alternatives (stipends for family care , day care 
facilities , respite care , foster care , and eo forth ) do not widely 
exist.  People reside in nurs ing homes because they are dependent upon 
others for some aspects of their care . According to the 1977 National 
Nursing Home Survey, more than 86 percent of nursing home residents 
require assistance in bathing , 69 percent requi re assistance in 
dressing , 52 percent require assistance in using the toilet rooa, 6 6  
percent can walk only with assistance o r  a r e  chairfast o r  bedfast , 4 5  
percent have difficulty with bowel o r  bladder control , and 33 percent 
require assistance with eating . s Fewer than 10 percent are 
dependent in none of the above activities , and almost one-fourth are 
dependent in all of them. FOr almost 80 percent of the patients , the 
pr imary reason g iven for residence in nursing homes is care needs 
stemming from poor physical health , other reasons included mental 
illness , mental retardation , behavioral problems , and soc ial and 
economic reasons . FOr many persona a combination of factors is 
undoubtedly involved . The median age of patients i s  81 .  Chron ic 
cond itions and impairments are common and var ied , and include 
arter ioscleros is ( 48 percent of residents ) , hypertension ( 21 percent) ,  
stroke ( 1 6  percent) , heart trouble ( 34 percent) ,  chron ic brain 
syndrome ( 25 percent ) , and senility ( 32 percent ) . A gross measure of 
the demand for nursing home care is provided by the remarkable growth 
of the nursing home • industry •--bed capacity tr ipled between 1954 and 
1973 and has continued to grow . 6 

The fact that nursing homes are populated by people who need care 
does not demonstrate that such care is beet provided in nurs ing 
homes . It is estimated that between 10 and 40  percent of the elderly 
placed in nursing homes could be better served , and at a lower coat to 
the commun ity ,  were the necessary services available . 7 But adequate 
domic iliary services are not ava ilable . In the face of concerns about 
cost and quality of nursing home care and the growth of the elderly 
population , interest in alternatives i s  growing . At present ,  however , 
public pol icy (as expressed by Medicare and Medica id) continues to 
favor inpatient nursing home care . 

The fact remains that ag ing is often accompanied by the 
development of chronic phys ical and mental problema that produce a 
need for assistance . Nur sing homes are an important source of such 
assistance , particularly when the needs for care exceed the capacity 
of dedicated family members and friends . There is little doubt that 
the need is genuine and not due to such factors as the shirk ing of 
family responsibilities , as seems to be widely believed . As Blaine 
Brody wrote , •Overall , the responsible behavior of families towards 
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older people has been so thoroughll documented that i t  is  no longer at  
issue in gerontological research . •  Much of the use of nursing 
homes in the past two decades can be accounted for by the growth of 
the over-75 population (and its substantial number of unmarr ied women 
without children ) and by the deinstitutionali zation movement in mental 
hospitals that once provided a home for many of the confused 
elder1y . 9 

Thus , because nursing homes have a near monopoly on continuing 
care of the elderly,  and are needed to meet the needs of a population 
that requires both medical care and assistance in activities of daily 
living , there is reason for concern about possible inequities in 
access .  A second reason for concern ar ises from the flow of tax 
dollars to nursing homes and the consequences of this flow for 
different members of the population . Publ ic policy decisions are 
responsible for many of the character istics of the nursing home 
industry , both because publ ic money is the dominant source of nursing 
home dollars ond because of the regulatory web that accompanies those 
publ ic funds . 10  Three-fourths of nursing homes (contain ing almost 
90 percent of nursing home beds)  are certified to receive federal 
mon ies through the Medicare or Medicaid programs , and the federal 
dollar is the most important source of payment for nursing home care . 
Figures for 1 976-78 show that the federal government provided 5 3  
percent o f  the nursing home dollars , mostly through the Medicaid 
program. ll 

States also are a major source of funds for nursing home care 
through Medicaid matching funds . Because Medica id programs are run by 
the states (with a substant ial federal subsidy) , state governments can 
be regarded as large purchasers of nursing home services . In the view 
of some observers ,  budgetary pressures at the state level br ing the 
state ' s  self-interest into confl ict with the interests of persons 
needing nursing home care . This confl ict is man ifested in vigorous 
restraint of reimbursement rates (with a pred ictable impact on the 
availabilitJ of beds ) and in less than vigorous attention to standards 
of quality .  2 

USB OF NURSING HOMES BY BLACKS 

Questions have long been asked about minor ity group access to nursing 
homes . FOr example , Senator Moss opened a set of hear ings on 
long-term care in 1972 with the question , •Why are there no members of 
ainor ity groups in nursing homes? It is a fact that comparatively few 
black s ,  Asians , Indians , or Mexican-Amer icans are in nurs ing 
boaes . •ll His Subcommittee on Long-�rm care beard testimony about 
a var iety of barr iers to nursing home admission for racial or ethnic 
ainor ities . There was testimony about the problem of d istance from 
nurs ing homes for Indians on Ar i zona reservations , language and 
cultural barr iers for Asian Amer icans and Mexican Aaer ican s ,  and 
racia. and economic and cultural barr iers for black s .  The concerns 
expressed about the unmet needs of elderly individuals from d ifferent 
rac ial and ethn ic minor ity groups was paralleled by frustration about 
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the lack of  data to document and expla in , in a systematic way , ethn ic 
patterns of d isparity and unmet needs . 

However , a general picture of nursing home use by black s has been 
available for some t ime .  Nat ional studies have consistently shown low 
rates of use , although there is evidence of a slow increase . *  The 
underrepresentat ion of minor ities is most clearly seen when d ifferent 
age groups are compared . Table 15 presents data for all age groups 
over 65 and shows lower rates of nurs ing home use by non-whites than 
whites since 196 3 .  Although the non-wh i te rate bas increased more 
rapidly than the wh ite rate s ince that t ime ,  the most recent data 
still show a very substantial racial d i fference . Fifty per 1 , 00 0  
white persons aged 6 5  and over were res idents o f  nursing homes in 
1977 , compared with 30  per 1 , 000  for the rest of the population . 
Persons 85  years of age and over who are white are twice as likely as 
others of this age to be receiving nur sing home care and the federal 
and state tax dollars that support i t . 

Table 1 5  also shows that the lower black use of nursing homes i s  
not s imply due t o  d ifferential mortali ty .  Although i t  i s  true that 
the number of elderly blacks is  smaller than it would be i f  whi te and 
black l i fe expectancy at birth bad been equivalent over the past 6 5  
years , this fact does not affect the rates shown in Table 1 5 ,  because 
they are stated in terms of the population aged 65 and older . 
Furthermore , at age 6 5  there is no longer much difference in life 
expectancy between whites and others , and in older age categor ies the 
mortality rate for whites exceeds that for blacks . l 8  

Table 1 5  also shows that the racial pattern o f  nursing home use 
differs among d ifferent age groups . In 1977 , among persons aged 
6 5-74 ,  the white rate of nursing home use was actually slightly lower 
than the non-white rate ( 14 . 2 versus 1 6 . 8 per 1 , 000) . (Whether thi s  
pattern will continue a s  this cohort ages remains to be seen . ) 
However , among those 75-84 , the non-white rate was only 55  percent of 
the whi te rate , and among those above age 85,  the non-wh ite rate was 
only 45 percent of the wh ite rate . In the latter category ,  one-fourth 
of the whi te population were residents of nursing or personal care 
homes as compared to only one-tenth of the rest of the population . 

*The National Center for Health Statistics ( NCHS) 1969 survey of 
res idents of •nursing and personal care •  homes showed that 4 . 5  of the 
residents were from groups other than •wbites . • l4  The 1973-7 4  
National Nurs ing Home Survey showed black s a s  4 . 6 percent o f  the 
nursing home population , wh ile •span ish-Amer ican • patients made up 1 . 1  
percent . l 5  Comparable f igures from the 1977 Nursing Home Survey 
were 6 . 2  percent black s and 1 . 1  percent •aispanics . •l6 Among 
persons aged 65  and over , members of racial/ethn ic groups other than 
•wh ite • made up 9 percent of the u . s . population , but only 5 . 2  percent 
of the nursing home population in 1973-74 . 1 7  The 1 9 7 7  survey showed 
persons from groups other than •wh i tes• to constitute 6 . 8 percent of 
nursing home res idents aged 65 and over . 
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Table 15.  NURSING HOME AND PERSONAL CARE HOME RESIDENTS 6 5  YEARS AND 
OVER, ACCORDING TO AGE AND COLOR 

Year and Age 

65 years and over 
65-74 years 
75-84 years 
85 years and over 

65 years and over 
65-74 years 
75-84 years 
85 years and over 

6 5  years and over 
65-74 years 
75-84 years 
85 years and over 

6 5  years and over 
65-74 years 
75-84 years 
85 years and over 

Includes Hispanics . 

Number of 
Residents 

445, 600 
89 , 600 

207 , 200  
148, 700 

7 22 , 200 
138, 500 
3 21 , 800 
261 , 900 

961 , 500 
163, 100 
384 , 900 
413 , 600 

1 , 126, 000 
211 , 400 
464 , 700 
449 , 900 

1 Bxcludes res idents in personal care homes . 
1 Includes residents in domiciliary care homes . 

Number per 1 ,  000 
Population 

White 1 All Other 

26 . 6  
8 . 1  

41 . 7  
157 . 7  

38 . 8  
11 . 7  
54 . 1  

221 . 9  

4 8 . 1  
1 2 . 5 
61 . 9  

269 . 0  

4 9 . 7 
14 . 2  
7 0 . 6  

229 . 0  

1 0 . 3 
5 . 9  

1 3 . 8 
41. 8 

1 7 . 6 
9 . 6 

2 2 . 9 
5 2 . 4 

21 . 9  
1 0 . 6 
30 . 1  
91 . 4  

30 . 4  
1 6 . 8 
38 . 6  
102. 0 

SOURCB1 Depar tment of Health and Human Services , Health a Uni ted 
States, 1980 (Washington , D . C . a Government Pr inting Office , 1981)  p . 
496 . Data are based on national surveys of nursing homes conducted by 
the Rational center for Health Statistics in the years shown . 

Levels of Disability 

I f  the use of nurs ing homes was s imply a function of degree of 
disability ,  there would be more black s than whi tes in nursing homes , 
studies consistently show more d isability among elderly blacks than 
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among elderly whites . Table 16 , for example , presents responses from 
household interviews conducted by the Nat ional Center for Health 
Statist ics in a national sample of the non-institutionalized 
population and shows that among those above age 6 5 ,  blacks were more 
likely than whites to report limitat ions in act ivity and mobility and 
days of restr icted act ivity and bed d isability . 19 Blacks aged 6 5  
and older reported an average of 2 5  days of bed disability in 1977 
compared with an average of 12 days of bed disability for whites in 
the same age category . Half of the blacks above age 65  reported that 
they were l imited in a major activity ,  compared with 36 percent of the 
whites . Twenty-four percent of the blacks reported l imitation of 
mobility , compared with 17 percent of white s .  

S imilar f indings emerged from the 1975 Nat ional Survey o f  the 
Black Aged sponsored by the Soc ial Security Administration and the 
Administrat ion on Ag ing .  Shanas summar ized the f ind ings on health 
statUS I 

1 .  Although there is l ittle d ifference between blacks and whites 
in their  proportions of household and bedfast elderly , black aged , 
part icularly black women ,  report more restr icted physical mobility 
than do whites . Black women are far more likely than white woaen to 
report that they can go outdoors only with d ifficulty . 

2 .  Capac ity for self-care is less among blacks than among whites . 
Again , the greatest amount of incapac ity is reported by black women . 

3 . Blacks are twice as likely as whites to report difficulties 
w ith common physical tasks . 

4 . Blacks are twice as l ikely as whi tes to report that they were 
g iddy at least once dur ing the week before they were interviewed . 

5 .  Blacks are twice as l ikely as whites to report that they had 
spent t ime ill in bed the year before they were interviewed , and they 
are more l ikely than whites to report that they saw a doctor during 
the month before the i r  interviews . 

6 .  Blacks are twice as l ikely as whi tes to say that their health 
is poor and substantially less likely than whites to say that the i r  
health is good . 

7 .  Blacks a re twice as likely as whi tes to say that their  health 
is worse than the health of other people the i r  age . 20 

Although these f indings have all of the limitations of self­
reported survey data and cannot be assumed to reflect what would be 
found from physical examinations , this survey suggests that some of 
the physical difficulties that may lead to res idence in a nursing home 
are more common among elderly blacks than among elderly whites . � 
the extent that poor health and the need for assistance in tasks of 
daily l iving def ine a need for nursing home care for non­
institut ionali zed people , the need appear s  greater among the blac k 
elderly .  

Among nursing home residents there is l ittle rac ial d ifference i n  
var ious measures o f  need and dependency . Th e  1977 National Nursing 
Home Survey found that black and white residents of nursing homes 
exh ibit s imilar patterns of dependency in six act ivit ies of daily 
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Table 16 . SELECTED MEASURES OF HEALTH LIMITATIONS AND DISABILITY POR 
THE POPULATION 45+ YEARS OLD , BY RACE AND AGE (Data exclude 
persons in institutions) 

4 5-6 4 years 6 5+ yea rs 
RatiO I 

Type of Liaitation Black White Black Black 
or Disabi lity ( t )  (t )  to (t )  

White 

LIMI'l'ATION OF AC'l'IVI 'l'f ,  19771 
'I'Otal 100 . 0  100 . 0  1 . 00 100 . 0  

Liaited i n  act ivity 29 . 6  2 2 . 5  1 . 32 5 4 . 9  
Liaited i n  .. jor act ivity 2 5 . 8  17 . 9  1 . 4 4 50 . 9  
Llaited i n  ..aunt or kind of 

.. jor act ivity 1 5 . 6  12 . 0  1 . 30 23 . 6  
Unable to carry on .. jor 

activity 10 . 1  5 . 9  1 . 71 27 . 3  
11ot l iaited i n  .. jor act ivity 3 . 8  4 . 6  0 . 83 4 . 0  
Not llaited i n  act ivity 70 . 4  77 . 5  0 . 91 45 . 1  

LIMITATIOMS OF MOBILI 'l'f ,  1972 1 
'I'Otal 1oo . o 2  100 . 0  1 . 00 1oo . o 2  

Liaited in .ability 8 . 6  4 . 4  1 . 95 23 . 7  
Baa trouble gett ing around 

alone 4 . 3  2 . 2  1 . 95 7 . 7  
lleeda help i n  getting around 1 . 6  1 . 0  1 . 60 8 . 3  
Not l iaited i n  .ability 91 . 4  95 . 6  0 . 96 76 . 3  

DA\'8 OF US'l'RIC'l'BD ACTIVITY ,  1977 
Aver119e nUIIber of d.ya pe r  year 3 5 . 5 23 . 1  1 . 54 59 . 6  

DAYS OF BBD DISABILITY , 1977 
Aver119e nUIIber of d.ya pe r  year 13 . 9  7 . 9  1 . 76 24 . 6  

loata refer to liaitationa due to chronic conditions . 
2Data on llaitation of .ability are for all nonwhite races . 

SOURCBa �iniatration on Ag ing ,  Characteristics of the Black 
Bld!rly--1980 , DBBK Publ ication No. (ORDS) 80-20057 Ofaahington , D . C . a 
DRIW, 1980) . The eourcea of the data are Rational Center for Health 
Statist ics , Vital and Health Stat istics , Ser ies 10 , No. 96 , Liaitat ion 
of ActivitY and Mobility due to Chronic COndit iona l United 
States 1972 r No. 126 , Cur rent Bat i!ftea f roa the Health Interview 
SUf!!YI United Statea--1977 r and unpublished data f roa the 1977 Health 
Interview Survey . 

RatiO I 
White Black 

(t )  to 
White 

100 . 0  1 . 00 
4 2 . 0  1 . 31 
36 . 1  1 . 41 

19 . 8  1 . 19 

16 . 3  1 . 67 
5 . 8  0 . 69 

58 . 0  0 . 78 

100 . 0  1 . 0 0  

17 . 0  1 . 39 

5 . 6  1 . 3 8 
6 . 5  1 . 28 

83 . 0  0 . 92 

36 . 4  1 . 6 4  

u. 7 2 . 10 
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Table 17 . PERCENT DISTRIBUTION OP NURSING BOMB RESIDENTS BY DEPENDENCY IN ACTIVITIES OP DAILY 
LIVING , ACCORDING TO RACIAL OR E'.l'IINIC STATUS OP RESIDENTS ,  1977 

Dependency in Act i v i t ies o f  Da i ly Livinq 

Mobi l i ty- Con t i nence--
Wd k s  v i t h  D i f f icu l ty 

Requ i res Ass i atance v i t h  Bove l 
Requ i res Requ i res Ase i stanee or Is and/or Reou i r e a  

Race o r  All Ass i a tance Aas i atanee in Ua ino Cha i r faat Bl add e r  Aaa h t ance 
Ethn icity Rea idents i n  Bath i nq  i n  Drese ino Toi let ROOII or Bedfast Control i n  Ea t i nc;r 

Wh ite ( not H i span ic) 1 0 0 . 0  8 6 . 5 69 . 3 5 2 . 3 (i 6 . 0  4 5 . 2  32 . 4  

Black ( not H i span ic) 1 00 . 0  8 5 . 7  7 3 . 9 "i 'i . 7 67 . n  411 . '1  34 . (1  

H i spanic , Ame r ican 
Ind ian , Alaska 
native ,  Asian o r  
Pac i f ic I slander 1 0 0 . 0  7 6 . 7  6 2 . 9  51 . 1  6 7 . 7  3 8 . 0 36 . 0  

SOURCE : Nat ional Center for Hea lth Stat i s t ics , Nu r s ing Ha.e Su rvey :  1 9 7 7  S�r� for t he Un i ted St1tea , (Wa ah i nq ton , 
D . C . : Government Print i nq  Office ,  1979) , p. 4 5 .  

CD 
0 
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l iving ( Table 1 7 ) . 21 The few d ifferences show black nursing home 
res idents to be slightly more dependent than wh ites . However , the 
racial d i fferences in d isability among nurs ing home res idents are 
clearly smaller than such differences among the non-institutionalized 
population , wh ich suggests that a smaller proportion of the disabled 
elderly black population than of the disabled elderly white population 
is admitted to nurs ing homes . 

To summar i ze ,  evidence from national surveys shows that although 
disability is more common among elderly blacks than among elderly 
whi tes , use of nursing homes is substantially h igher for whi tes than 
for blacks .  The probability that a disabled , elderly black person 
will be admitted to a nurs ing home appears to be much lower than the 
probability that an elderly white person will be admitted . Two 
pr inc ipal explanations have been offered for the low rates of nursing 
home use among black s .  The first pertains to values and living 
arrangements that character i ze the black family .  The second pertains 
to the availabi lity of nursing home beds for blacks and involves 
geograph ic and economic factors and the possibi lity of racial 
discr imination . 

Family Factors and Nurs ing Home Use 

It is frequently suggested that the relatively low use of nursing 
ho8es by both black and Hispanic elderly is at least par tially due to 
certain values and characteristics of families in these ainor ity 
groups . Regard ing values , i t  is  pointed out that racial and ethn ic 
groups differ about such matters as the esteem in which the elderly 
are held and the extent to wh ich the elderly play an active role in 
faaily life .  FOr example , the sociolog ist Robert Hill says of the 
black family : 

With respect to family composition , i t  is  very impor tant 
to note that elderly persons have been a major source of 
stability for black families from slavery to present 
times . In fact , it is the role of the elder ly that is 
pr imar ily responsible for the strong k insh ip bonds in most 
black fami lies . 22 

Patterns of exchange that have been descr ibed in urban areas may 
facilitate the commun ity care of persons who need assistance in 
manag ing some of the basic tasks of life .  This is descr ibed ( though 
not in relation to the elderly) in the summary of carol Stack ' s  r ich 
ethnographic account of the black family in an urban ne ighborhood : 

Black fami lies in The Flats and the non-k in they regard as 
k in have evolved patterns of co-residence , k insh ip-based 
exchange networks link ing multiple domestic un its ,  elastic 
household boundar ies , lifelong bonds to three-generation 
households , social controls aga inst the formation of 
marr iages that could endanger the network s  of k in ,  the 
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domestic author ity of women , and l imitations on the role 
of the husband or male fr iend within a woman ' s  k in 
network .  These highly adaptive structural features of  
u rban black families compr ise a resilient response to the 
soc ial-economic cond itione of poverty ,  the inexorable 
unemployment of black women and men , and the access to 
scarce economic �,sources of a .other and her chi ldren a s 
AFDC recipients . 

Werehow wr ites of a pilot study in Alabama in which he had 
expected to find elderly black women in non-institutional setting s 
because of a child care role that they provided in their families . 
Instead , he found 

a number of elderly blacks , mostly females l iving in 
stable communities ,  were living at home because neighbor s 
and church members helped in accordance with well 
organi zed plane . Most recipients of this neighborly aid 
have been pillars of the church and espec ially act ive in 
Ladies Missionary work , who are now reaping the fruits of 
their long years of faithful service by these 
church-organized volunteera . 24 

However , even if substantial resources of k in are available in 
ne ighborhoods , the needs for care and assistance that may develop in 
very old age may present very formidable demands . The evidence that 
values of mutual assistance play a substantial role in affecting blac k 
use of nursing homes is still scanty . 

Differ ing values are not the only familial explanation that ha s 
been offered to account for racial/ethnic var iat ions in nursing home 
use . The National Nursing Home Survey ( 1977 ) showed lees than half 
( 44 percent) of nursing home residents to be receiving • intensive • 

nurs ing care . 2 5  Such data often are cited to support the point that 
the use of nursing homes depends in part on the availabil ity or 
non-avai lability of family members ( usually the spouse or adult 
offspr ing ) to provide care at home . 26 Thus , the living arrangement s 
of elderly and d isabled persons may play a s ignif icant role in their 
need for long-term care , particularly in intermediate care facilities , 
and i t  i s  suggested that certain l iving arrangements found more 
commonly among minor ity groupe may well facilitate home care for 
dependent elderly people . 

Without quest ion , there are rac ial d ifferences in the frequency 
with wh ich certain l iving arrangements are found . Detai led data on 
the l iving arrangements of people aged 65 and older were collected in 
the 1968 Soc ial Secur ity Survey of the Demographic and Economic 
Characteristics of the Aged . Table 18 summar i zes the data on race and 
l iving arrangements .  Non-whites were lese likely than whites to be 
l iving as marr ied couples . However , whi te households ( for both 
marr ied couples and unmarr ied women) were much lees likely than blac k 
households to include other relatives (most commonly chi ldren and 
grandchi ldren) . The Census Bureau ' s  Annual Housing Survey provide s 
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Table 18 . LIVING ARRANGEMENTS BY RACE: PERCENTAGE DISTRIBUTION OF 
AGED UNITS BY TYPE OF ARRANGEMENT ,  BY RACE OF UNIT, 1968 

Nonmarr ied 2!rsons 

Type of Arrangement Marr ied Couples Men Women 

White Negro White Negro White 
Total Number 
( in thousands) 5 , 584 386 2 , 090 251 6 , 852  

Total Percent 100 100  100  100 100 

No relatives present 82 64 66  67 6 2  
Alone 81 61 51 50 50 
With nonrelatives 1 3 5 1 5  3 
In institutions * * 10 2 8 

Relatives Present 1 8  36 33 33  38  
Chi ldren 14 20 21 18 28 

Under age 1 8  only 1 3 * 2 * 
No children 4 1 6  12  14 1 0  
Grandch ildren 4 1 7  11 9 1 0 
Brother or sister 1 1 9 8 8 
Parents * * * 2 * 
Other relatives 4 11 17 15  16  

*0 . 5 percent or  less . 

SOURCE: Janet Murray , • Living Ar rangements of People Aged 65  and 
Older : Findings from the 1968 Survey of the Aged , • Soc ial Secur ity 
Bulletin ( September 1971 )  p. 7 .  

Negro 

567 

1 00 

48 
.37 

8 
3 

5 2  
3 3  

1 9  
21 

9 
* 

2 2  

additional information o n  racial differences in l iving arrangements 
(Table 19) . The black elderly are dispersed among a larger number of 
households , reflecting h igher rates of separat ion and d ivorce . Thirty 
percent of black households include a person aged 65 and above , 
compared with 22  percent of white households and 1 6  percent of •span ish 
or igin• households . Almost all ( 9 5  percent)  whi tes aged 65 and above 
live in households headed by a person aged 65 and above , whi le this is  
true for j ust over half ( 54 percent) of black s .  Finally , the Census 
Bureau ' s  f igures show that wh ites aged 65 and above are much .are 
likely than either blacks or Spanish-or igin persons to l ive alone . 

The percentage of the black aged who share a household with their 
grown children is larger than for wh ites , but blacks are only slightly 
more likely than whites to l ive near their chi ldren . Thus , a national 
survey of the aged conducted in the mid-1970s found that the portion 
of old people whose nearest child is either in the same household or 
no more than 10 minutes away is 59 percent for blacks and 52 percent 
for wh ites . 27 
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Table 1 9 .  HOUSING CHARACTERISTICS OP THE pOPULATION AGED 65 AND OVER ,  BY RACE , 1977 

(A) (B) (C) (D)  
Households Households Contain- Households Households 

(by Race of ing at Least One (B/A) Beaded by (C/B) Containing One (D/C ) 
Bead) Person Aged 65 and Person Aged Person Aged 65 

Above 65  and Above and Above Living 
Alone 

Total 7 5 , 280 , 000 16 , 940 , 000  23t  15 , 03 5 , 000 89t 6 , 542 , 000 39\ CD 
.. 

White 63 , 710 , 000 14 , 04 3 , 000 22t 13 , 381 , 000 9 St 5 , 850 , 000 42t  

Black 7 , 9 56 , 000 2 , 389 , 000 JO t 1 , 280 , 000 54\ 559 , 000 23t 

Span ish 
Or ig in 3 , 614 , 000 508 , 000 16t 374 , 000 74\ 133 , 000 26\  

SOURCE : Bureau of the Census , Annual Hous ing Survey , 1977 , Part A,  General Housing 
Characteristics (Ser ies B-150-77 ) .  

C o p y r i g h t  ©  N a t i o n a l  A c a d e m y  o f  S c i e n c e s .  A l l  r i g h t s  r e s e r v e d .

H e a l t h  C a r e  i n  a  C o n t e x t  o f  C i v i l  R i g h t s
h t t p : / / w w w . n a p . e d u / c a t a l o g . p h p ? r e c o r d _ i d = 1 8 6 8 0
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Differences in living arrangements ,  however , do not necessar ily 
imply d ifferences in family resources ava ilable to the elderly . For 
example , in Shanas ' s  national survey of the aged , there was virtually 
no d ifference between blacks ( 78 percent) and whites ( 76 percent) in 
reports of having visited with chi ldren dur ing the previous week . 2 8 

I t  appears that the rac ial difference in l iving arrangements may be an 
indicator more of economic or cultural d ifferences rather than 
d ifferences in the degree of soc ial i solat ion of the elderly .  
Nevertheless , living arrangements that are found more often i n  the 
black family would appear to facilitate the home care of elderly 
persons who have become partially disabled . 

Yet there is  some evidence that there may not be rac ial 
differences in whether partially disabled , elderly people are able to 
obtain needed ass istance within the ir homes . Shanas ' s  survey of the 
black aged focused part icularly on patterns of assistance for elderly 
persons with var ious types of disabilities . 29 The data are shown i n  
Table 20 . There was little overall racial difference in receipt of 
needed care from family members , although for whites thi s  was more 
l ikely to come from a spouse ( reflect ing the rac ial d ifference in 
mar ital status) and blacks were aore l ikely to be helped by relative s 
( other than children) living in or outside the household . Persons who 
had been • ill in bed • were asked about receipt of three types of help J 
whites were less likely to have received help in these c ircumstances . 
FOr persons needing three types of help (persons who were unable to 
care for their feet , persons unable to perform heavy household tasks , 
and persons having d iff iculty with meal preparation) , blacks were 
slightly less l ikely than whites to have received help . Whites were 
more likely than blacks to have purchased help ( from a pod iatr ist for 
foot care or a paid helper for household tasks) . There was no 
consistent racial pattern in receiving help from unrelated person s 
outs ide of the household . 

S imilar f indings come from a study of • functional soc ial 
networks•  of black , Hispanic , and white elderly persons in New Yor k 
C ity . 30 Although there were d ifferences among these groups 
regard ing which sources of help were pr imary ( for example , blacks wer e 
lowest in reliance on spouses , and Hispanics were notably high in the 
�rtance of chi ldren) , those that mentioned no help sources were 
very few and were in roughly the same proportion among whites ( 6 . 6  
percent ) , blacks ( 4 . 3  percent) , and Hispanics ( 4 . 6 percent ) . 

Although the data from the Shanas study show living arrangements 
to be reflect8d in the sources of assistance received by the elderly , 
neither of these stud ies shows an overall , consistent racial d ifference 
in the abil ity of the elderly to obtain needed help outs ide of a 
nursing hoae . This casts doubt on the hypothesis that blacks are not 
found in nursing hoaes because they are more able than whites to 
obtain needed care at home due to living arrangements that are more 
typical of the black family . Firm conclusions about the role of 
faaily factors and living arrangements in explaining rac ial/ethnic 
differences in the use of nursing hoaes must await the conduct of 
addit ional stud ies in which the living arrangements of patients (with 
specif ied levels of disability or with carefully defined needs for 
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Table 20 . SOURCES OF CARE , FOR PERSONS AGED 65 AND OVER ,  BY RACE AND TYPE OF ASSISTMCE NEEDED , 1975 
(Percent Using Source ) 

Chi ld Ralat i'"• IIDn-ralati.,. 
Type of Ch i ld in Outa ida othan in Pr ivata Pa id Social Outaida Outa ida 

Aaaiattpce !1!!1!!!! HouNhold HouNhold HouNhold Podiatriat Bdl!!r Service• Houaahold Houaahold .!!2!!1. 
lfh ita Black lfhi ta Black Wh ite Black Wh ite Black lfh ita Black White Black White Black Wh i te Black lfh ita Black Wh i te Blac k 

Houaework aaaiatanca 

for par-. who had 38 32 1 3  1 1  1 4  1 4  3 13 9 4 0 2 4 7 2 9 24 1 5  
been ill in bad 

Meal preparat ion for 
paraona who had been 4 1  33 11 12 14 15 4 14 3 2 1 1 4 7 6 1 5  25 1 6  
i l l  in bad 

(I) 
Balp with ahopp ing 0\ 
for paraona who had 39 3 3  u 1 3  2 0  17 4 1 2  2 2 0 • 6 8 13 10 13 9 
been i l l  in bad 

Help for pareona 
needing foot care 29 15 l8 17 12 16 2 14 31 19 2 3 3 9 6 5 2 6 

&alp for pareona 
needing help with 26 21 16 1 3  1 5  1 4  4 1 6  2 9  12 1 0 4 10 2 4 10 20 
heavy houaehold taaka 

Balp for pareona 
having d i f f iculty with 4 3  29 27 21 6 10 4 18 7 6 2 0 6 5 1 3 14 16 
.. al preparation 

*La .. than 1 percent after rounding . 

BOUJICJI 1 Bhanaa , Bthal , llatlonal Survey of Black _A;ad, Pinal �rt to Soc ial Sacurity Adainlatratlon , no data . 
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assistance) from different racial/ethnic groups are compared and 
related to familial characteri st ics , socioeconomic factors ,  and the 
expressed preferences of patients and caregivers . 

The role of value s ,  family , and socioeconomic factors ( for 
example , the resources to hire someone to provide assistance in the 
home) cannot now be d istinguished f rom the role of the non-availability 
or the inaccessibility of nur sing home fac ilities . Thus , even i f  it  
could be shown that elderly blacks with a g iven level of disabi lity or 
need for assistance are more likely than elderly whites to stay with 
their  fami l ies,  the role of choice in this matter would remain 
unclear . That i s ,  such a finding could be due to values or structura l 
factors ( such as multiple generations in the same household) that are 
.ore common in the black family , or it could be due to an attenuated 
r ange of opt ions that may be avai lable to many black families . 

That familial and residential factors may not explain low blac k 
u se of nursing homes i s  reinforced by data on overall patterns of 

inst itutionali zation among black and whi te elderly populations . The 
1970 census data show that only 56 percent of the institutionalized 
elderly non-whites were in •homes for the aged , • compared with 80  
percent of insti tutionalized elderly white persons , whi le elderly 
non-whites were markedly overrepresented in mental hospitals and 
chronic disease hospi tals ( such as TB) . 31 The extent to which these 
t rends reflect blocked access to nursing home s ,  rather than rac ial 
differences in health status , is unknown . Data on the extent of blac k 
residence in unlicensed boarding and personal care homes would also be 
instructive in evaluating the extent to which the low representation 
of blacks in nursing homes reflects blocked access . 

Less information i s  avai lable on the role of familial factors i n  
a ffecting nursing home use o f  ethnic minorities other than blacks . A 
recent Federal Counci l  on the Aging staff report on elder ly minorities 
suggests that the •bond between the natural support networks and older 
persons • i s  undergoing more stress among Pacific Asians and Hispanics 
t han aaong blacks . 32 However , l ittle evidence was presented to show 
that this is true . The report also suggests that members of ethnic 
minor ities may be particularly reluctant to use long-term care 
fac i lities , because of •tear of be ing removed from the i r  cultura l 
surroundings , • and emphasizes the i�rtance of cultural factors and 
language barriere in influencing ethnic minor ities ' ability to obtai n  
needed services. 33  These factors may have particular force on the 
long-term care context (as opposed to acute hospitalization )  because 
of its residential aspect . 

Although the causal role of values and familial factors cannot 
now be assessed with certainty and may differ ..eng var ious ethnic 
a inor ities , evidence examined by the committee suggests that , at least 
with regard to the black elderly , the most important factors underlying 
their low use of nursing homes pertain to the non-availability of beds . 
Beds may be unavai lable either because they do not ex ist or because 
they are in some sense reserved for other people . Most nursing homes 
are pr ivate and can set their own rules for admission , such as an 
unwr i tten rule that you must be able to pay your own way for a year 
before going on Medicaid , with its lower reimbursement rates . The 
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factor s underlying the non-avai labi lity of beds and the reasons why 
this,  rather than values or famil ial factors may best explain the low 
rates of nursing home use among black s ,  are examined in  the next 
section . 

Factors Affecting the Ava ilability of Nursing Homes for Minorities 

A number of factor s may result in restr icted availability of beds to 
minor ity group members . These i nclude location of nursing homes , 
patients ' ability to pay for care , and racial discr imination . 

Geographic Factors The location of nursing homes may negatively 
affect their use by minor ity groups in two ways . First , the lack of 
proximity of nursing homes to minor ity neighborhoods i s  a possible 
factor . Location near family is frequently a factor in selection of a 
nursing home . 34 The National Nursing Home Survey ( 1977)  showed that 
almost two-thirds of nursing home residents had visitor s on a daily or 
week ly basis ,  usually from relatives . 35 However , the committee did 
not locate any studies of the geographical patterns of nursing homes . 
However , g iven what i s  known about the availability of other types of 
medical care , i t  seems l ikely that nursing homes tend to be located 
away from predominantly black areas of cities . The same is probably 
true for the rural South . 

Second , nurs ing home beds tend to be in shorter supply in  states 
with relatively h igh proportions of black s .  Scanlon , Difeder ico , and 
Stassen suggest that at least part of the national rac ial difference 
in nursing home use may be accounted for by • the concentration of 
black elder ly in low income states , particularly the Southeast , •  that 
may not be wil\ing to suppor t a large nur sing home population with 
publ ic funds. 3 About one-half of blacks in the United States 
reside in the South , 37 which i s  the region with the lowest rate of 
utili zation of nur sing homes . Approximately 2 . 6  percent of the 
population aged 65 and above in the South res ide in nursing homes , 
compared with 5 percent in  New England and 4 percent in the Pacific 
states . 38  The nature of any causal relationship between the 
concentrat ion of black s and the existence of nursing home beds i s  
undoubtedly complex . 

Financial Factors The assoc iation between race and i ncome in the 
Un ited States is well establ ished . 39 Data from a recent national 
survey by the National Center for Bealth Statistics , for example , 
found fami ly incomes of under $ 5 , 000  for 30 percent of blacks , 1 9  
percent o f  Hispanics , 1 2  percent of Asian o r  Pacific Islanders , and 11 
percent of whi tes . 4 0  The elderly black population is 
disproport ionately dependent upon Medica id for meeting the expenses of 
long-term care . The 1977 National Nurs ing Home Survey found that 
personal or fami ly income was the pr imary source of suppor t for 4 0 . 5 
percent of whi te nursing home residents but for only 1 3  percent of 
black residents . COnversely , Med icaid was the pr imary source of 
support for 7 2 . 5 percent of black residents and for 46 percent of 
wh ite res idents . 
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Dependence on Med icaid has sign if icant disadvantages for persons 
seek ing nursing home care . In some states there have been ser ious 
delays in the process of mak ing determinations of elig ibility for 
Medicaid . 41 Thi s  may result in pat ients remaining in hospitals who 
could be cared for in nursing homes . More important , because the 
demand for nursing home care exceeds the supply of beds in many , 
perhaps .oat ,  locations and because three-fourths of nursing homes 
maintain a wait ing list ,  nursing home operator s often have the 
opportun ity to choose between a Medicaid patient and a pr ivate-pay 
patient when a vacancy occur s . 4 2  Payment levels under Medicaid are 
controlled by each state and , because of cost-containment 
cons iderations , are generally lower than the rates charged by nursing 
�• to pr ivate-pay patients . The latter may eventually exhaust 
their resources and become Med icaid pat ients , but initially they can 
be expected to pay more than the Medicaid level . Indeed , the practice 
of chargi ng non-publicly supported patients more than cost in order to 
aake up for deficits resulting from low rates paid for publicly paid 
patiente--cross-eubeidi zation--is well known , 43 and it is often 
argued that a substantial representation of pr ivately paying patients 
is essential to the viability of nursing homes . In Scanlon ' s words , 
•eogn i zant of its oligopsony power as the largest purchaser of nursing 
� care,  the government does not pay the market pr ice . Instead , the 
state establi shes a rate at which it will reimburse homes for care for 
an eligible person . •44 Rational economic behavior of nursing homes 
is to accept as many pr ivate patients as possible , even if some of 
them will eventually transfer to Medicaid . 

An addi tional deterrent to the admission of Medicaid pat ients i s  
the fact that their admission is acooapan ied by government-requi red 
review procedures designed to restr ict unnecessary use of services . 
These procedures can put the Medicaid patient at a d isadvantage 
co.pared with the pr ivate-pay patient who may be adaitted without such 
review. 45 In addition to reimbursement rates that make Medicaid 
pat ients lees attractive than pr ivate-pay patients , providers face 
.ore paperwork with the Medicaid pat ient and have complained in some 
sta tes about delays in rece iving payment under Medicaid . 

These various c ircuastancee appear to be reflected in behavior by 
providers that is not to the advantage of Medicaid patients . In the 
words of the New York State Moreland Act Coamieeion ,  • the problem of 
discr imination against Medicaid-paid patients is apparent to virtually 
every knowledgeable person from whom the Commission has heard . • 4 6  

In the I OM  coamittee ' e  exper ience , knowledgeable people continue to 
express certainty that Medicaid patients are discr iminated against by 
nursing �• because of the factors already mentioned . Scanlon , an 
econo.iet,  assumes that propr ietary nur sing homes •operate as profi t  
aaxiai zere •  and therefore •will want to discriainate between pr ivate­
pay and Med icaid residents . • 47 Be goes on to argue that non-profi t  
nursing homes will behave eiailarly because o f  their own incentives to 
maxiaize income . The forme of discr imination that allegedly occur are 
not conf ined to a reluctance or refusal to adait Medicaid patients . 
There may also be refusals to admit pr ivate-pay patients who are likely 
to exhaust assets and go onto Medicaid relatively quickly,  and there 
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are allegations that nursing homes that do not accept Medica id patients 
somet imes d ivest themselves of patients who are sh ifting to Medicaid 
payment .  There is nothing to force a home that does not accept 
Med icaid patients to retain a patient whose pr ivate funds have been 
exhausted . Such patients must shift for themselves , joining the line 
of Medicaid pat ients waiting (often in hospitals) for available 
Medica id space in a nursing home . 

With the different levels of payment for nurs ing home care , 
economic discr imination against Medicaid patients is inevitable . Yet 
the s i tuation and its d ifferential effect on minor ity groups is not 
well documented . Records may be available through utilization review 
programs that would at least allow comparisons to be made among 
hospitali zed patients in the amount of time spent awa iting nursing 
home placements . Such an approach was used in a recent study of the 
•hospital backup• problem of hospitalized patients awaiting placement 
in nur sing hones , which was conducted by the Office of the Inspector 
General in DBHS Reg ion 10 . 48 Character istics of such pat ients at a 
sample of 57 hospitals were collected . FOr 66 percent of these 
patients , Med ica id was to be the initial source of payment for the ir 
nur sing home care (6 percent would be self-pay patients) , and Medicaid 
was the l ikely eventual source of payment for 88 percent.  By 
comparison , the 1977 National Nursing Home Survey found 38 percent of 
nurs ing home patients to be self-pay ( including family payment) and 48 
percent to be Medicaid patients . This 48 percent includes an unknown , 
but presumably large nuaber of persons who began on other forms of 
payment and went onto Medica id after their Medicare or pr ivate 
insurance benef its ran out or their assets had been depleted .  (The 
propor tion of nursing home patients who are on Medicaid at the outset 
must be considerably smaller than 48 percent . )  Thus , the study 
suggests that Medicaid patients make up a disproportionately large 
share of the pool of hospital ized patients awaiting nursing home 
placement.  

Virtually nothing i s  known about the characteristics of 
non-hospital ized persons who are seek ing placement in a nurs ing home . 
A study of such persons would involve more pr imary data collection and 
some difficult sampling problems , but is necessary to a full 
understanding of the placement i ssue since placement from home 
involves different processes and actors than placement from a hospital . 

Adequacy of These Explanations It is l ikely that the low use of 
nurs ing homes by blacks may be due , in part,  to successful adaptations 
within families and neighborhoods , the d isproportionate location of 
blacks in states where nursing homes are in short supply , and their 
relative poverty and d isproportionate membership in a class--Medicaid 
patients--that is itself discr iminated against . However , examination 
of patterns of nursing home use reveals a number of other aspects that 
cannot be readily explained in terms of these factors .  Among these 
patterns are some large racial d ifferentials among Medicaid patients , 
patterns of racial segregation among nurs ing homes in sa.e locales , 
and var iations from place to place in the extent of black use of 
nursing homes . 
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Racial Differentials in Medicaid One way to assess the role of 
economic factors in the lower black usage of nursing homes is to 
examine var iations a.ong persons who have a similar economic pos ition 
and who are using the same source of payment for care . Racial 
differences within Medicaid, the largest single source of payment for 
nursing home care , could hardly be attr ibuted to economic factor s .  
Statistics published by the Health care Financing Administration abou t 
the Medicaid program have been the source of much concern about 
inequity in the program. However , data problems similar to those 
discussed in Chapter 2--the absence of data regarding the population 
from whom Medicaid benef iciar ies are drawn and failure of many states 
to report utili zation statistics by race-- make it difficult to assess 
adequately the question of equ ity in nur sing home expenditures under 
Medicaid . 

For example , the DBBW publ ication , •aealth Statue of Minor ities· 
and Low-Income Groupe , •  includes a chart showing the racial 
distr ibution of different types of services under Medicaid .  The ratio 
of whites to non-whites (per 1 , 000 beneficiar ies) is shown to be 3 . 23 
for •nur sing homes• and 4 . 01 for intermediate care facil itiee . 49 

However , in the absence of data about either the character istics of 
the pool from which beneficiar ies are drawn or the age distr ibutions 
of white and non-white Med icaid beneficiar ies , interpretation of even 
such large apparent differences is speculative . The differences aay 
be due , for example , to the greater frequency of the aged in the white 
Medicaid population . Nevertheless , these data are sometimes cited as 
evidence of racial inequity in nursing home care under Medicaid . 

However , some lese ambiguous Medica id data suggest that problems 
of racial equity exist regard ing nursing home care . Several states 
that have sign ificantly large minor ity populations do report their 
Medicaid utilization data by race . Although these states cannot be 
assumed to represent the Un ited States as a whole , it i s ,  
nevertheless , instructive to examine their racial patterns in use of 
long-term care faci lities under Medicaid . 

Data on racial patterns in Medicaid-paid nursing home use in this 
selected and diverse group of states is shown in Tabl• 21 . Data are 
presented separately for sk illed nursing and intermediate care 
facilities r the fact that there are substantial var iations among 
states in Medica id benefits (particularly regarding sk illed nursing )  
.uet be kept i n  mind because this greatly affects the absolute number 
of beneficiar ies in var ious states . The available Medicaid data are 
provided for patients class ified as white or •other , •  because they 
were collected on forme that offered only those choices . ( Th is has 
undergone revis ion in accord with the more recent government-wide 
policy to standard ize the collection of racial data . ) For compar i son , 
state data on the racial composition of the population above age 65  
also are presented (.ore than 80  percent of nursing home res idents are 
above age 65, according to the 1977 National Nursing Home Survey) . 
Finally , data on the racial makeup of the � population aged 65  and 
above in these states are presented and provide the .oat relevant 
point of compar ison since this is the population from which the 
Med ica id-pa id nursing home population is pr imar ily drawn . 

Copyright © National Academy of Sciences. All rights reserved.

Health Care in a Context of Civil Rights
http://www.nap.edu/catalog.php?record_id=18680

http://www.nap.edu/catalog.php?record_id=18680


Table 2 1 .  BUCK/HONNBITBS I N  SBLBC'l'BD STATES AS A PPCBN'l' OP TRB AGBD pOPULATION, 'ftiB AGED POOR 
pOPULATION , AND MEDICAID RBCIPIBN'l'S !OR IN'l'BRMBDIATB CARB AND SKILLED NURSING 
FACILITIES 

Percent of Percent of Non-white Med icaid Rec ipienta. 1976 3 

Population Poverty Popu-
Age 6 5 and lation Age 6 5 Intermed iate Care Pacilitiea Skilled Nurains Pacilitiea 
Above Who and Above Who Number of Percent Number of Percen t 

s tates Are Black1 Are Black 2 Beneficiar iea Non-white Beneficiar iea Non-white 

Alabama* 27 . 1  37 . 0  6 , 897 2 1 . 4 1 3 , 5 7 5  19 . 8  

Ar kansas 18 . 5  26 . 4  14 , 91 7  26 . 5  4 , 46 5  27 . 5  
10 
N 

Delaware 11 . 0  18 . 7 1 , 1 3 3 4 8 . 0  107 76 . 0 

Georg ia* 21 . 2  29 . 5 13 , 4 3 3  31 . 0  4 , 2 4 6  22 . 0  

Kansas 3 . 6  5 . 9  1 4 , 129 5 . 3  1 , 7 2 1  8 . 4  

Kentucky 7 . 1  9 . 2  7 , 000 9 . 0  6 , 558 9 . 6  

Maryland 1 3 . 5 24 . 6  7 , 2 25 16 . 3  1 , 9 4 8  24 . 8  

M ichigan 7 . 7  11 . 7  2 2 , 31 5  1 2 . 2  32 , 16 9  11 . 6  

Minnesota** 0 . 5  0 . 6  24 , 669 1 . 5  1 9 , 2 9 7 1 . 6 

Mississippi* 36 . 2  49 . 2  1 , 575 21 . 3  8 , 36 3  20 . 8  

Missouri* 7 . 3  10 . 1  8 , 9 2 8  10 . 0 3 , 3 51 12 . 7 

Nebraska 1 . 4  2 . 4  9 , 167 2 . 5 87 6 7 . 3 
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New Jersey* 6 . 2 11 . 1  22 , 878 12 . 9  3 , 007 13 . 0  

Ohio* 6 . 7  10 . 8  16 , 91 6  12 . 5  25 , 884 14 . 5  

Oklahoma 6 . 4  9 . 6  2 2 , 500 10 . 2  284 22 . 9 

Oregon** 0 . 8  1 . 1  1 0 , 233 2 . 6  910 2 . 9  

South Carolina* 28 . 4  43 . 0  3 , 602 34 . 5  7 , 491 3 6 . 1 

Tennessee 15 . 0  20 . 3  17 , 019 20 . 4  600 46 . 3  

Texas* 10 . 7  16 . 8  7 6 , 900 15 . 7  10 , 473  16 . 4  

Virg inia 17 . 9  28 . 3  12 , 03 3  24 . 8  . 1 , 372 35 . 0  

*States that do not include medically needy under Medicaid (Janet B .  Mitchell and Jerry Cromwe l l ,  
Large Medicaid Practices : Are Thei Medicaid Mills? Health care Financing Grants and Contracts 
Reports Ser ies (Washington , D . C . : DREW, 1980 , p. 41 ) . 

* *Under 1 , 000 blacks , 1965 . 

lsoURCE : u . s .  Census ,  1970 . 
2Der ived from Bureau of the Census , General Soc ial and Economic Character istics , 1970 census 
3soURCE : Health Care Financ ing Administration , Medicaid State Tables , Fiscal Year 1976 J 

Recipients , Payments and Services (Washington , D . C . : DREW) . 

\C) 
w 
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Table 21 shows that the black use of nursing homes under Medicaid 
is qu ite var iable when considered against the rac ial makeup of the 
elderly poor population in the var ious states . Por many states,  the 
percentage of black Medicaid patients in nurs ing homes is qu ite 
simi lar to the percentage of blacks among the poor aged population . 
Howeve� , in a few states--most notably Alabama , South Carolina , and 
Mississippi--there are large differences . (There are a few counter­
trends in a few other states where numbers are small . )  In Mississippi , 
alaost half of the elderly poor are black , but only about 20 percent 
of nurs ing home patients are black . In some states ( for example , 
Maryland and Oklahoma) the racial composition of one type of nursing 
facility ( sk i lled or intermediate care ) reflects the characteri stics 
of the poor aged of the state , while the other type of facil ity does 
not . Th is may be assoc iated with state restrictions on benefits for 
one or the other type of nursing home , but it is not clear why the 
racial makeup of the two types of facilities d iffers . 

Wh i le the data do not expla in the reasons for the var iations 
within and between states , Table 21 does illustrate several important 
points . First, aggregate data for some states show a pattern that 
strongly suggests racial inequity in long-term care under Med icaid . 
Por some reason , poor white elder ly patients in these states obtain 
nursing home care at much h igher rates than do poor black elderly 
patients . Second , the data show that states are not uniform in thi s 
regard r nursing home benefits in many states are provided in rough 
propor tion to the needy population in those states . Thus , the low 
rate of nursing home use by blacks must be due to factors that vary 
from state to state . 

The fact that elderly black Medicaid pat ients in many states use 
nursing homes at roughly the same rate as elder ly wh ites casts doubt 
on the suggestion that values and family structure generally underlie 
lower black use of nursing homes . Since it can be argued (based on 
the rates of d isability and chronic illess among elder ly blacks and 
whites) that use of nursing homes should be higher among blacks than 
among wh ites , it is still possible that famil ial factors have some 
effect on black use of nursing homes . However , since in many states 
the rates of nurs ing home use among poor black s are as h igh as among 
poor whites , closer attention seems warranted in locales where black s 
use nurs ing hoaes at substantially lower rates than do whites . 

Urban var iations in Nursing Home Use Although comparisons among 
cities and states in the relationship of wh ite to non-white use of 
nursing homes can facilitate the identification of possible reasons 
for the overall racial difference in use of nursing homes , few studies 
exist that descr ibe the overall patterns of use within spec ific 
geographic areas.  Systematic data do not exist on the extent of 
var iation from city to city in minor ity group use of nurs ing homes ,  
but studies i n  Baltimore and Ph iladelphia suggest that there may be 
great var iation . 

A study conducted in 1 974 showed that the proportion of blacks in 
nursing homes both in Baltimore city and county exceeded the 
proportion of black s in the 1970 census . SO In Baltimore city ,  where 
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blacks made u p  2 5  percent o f  the population aged 6 5  a nd  above , 3 2  
percent o f  nursing home residents were black . By contrast , a study 
conducted in a s imilar city ,  Phi ladelphia , found that blacks made up 
only 13 percent of the nur sing home population in 1978� compared with 
20 percent of the population aged 65 and over in 1970 . 1 (No 
s imilar rac ial discrepancy was found in two suburban counties in the 
Phi ladelphia study . )  The rac ial d ifference between the two c ities 
apparently i s  not due to gross differences in Medicaid elig ibility 
standards .  Both states include the med ically needy i n  the i r  Medicaid 
programs , and Pennsylvania actually includes a larger percentage of 
the poor under Medicaid than does Maryland . 52 It is unl ikely that 
differences in values or family structures could account for such 
large differences in biack nursing home use in the two cities . Thus , 
the explanation must be sought in such factors as racial attitudes,  
the supply of nursing home beds and their  location , refer ral 
practices , and admission policies of nursing homes . Unfortunately , 
little information exi sts to enable the assessment of the way that 
these factors influence rac ial patterns in nur sing home use in 
speci f ic cities . 

Racial Segregation in Nursing Homes If racial discr imination affects 
the use of nursing homes by minor ity groups , it is reasonable to 
expect this to be mani fest not only in low nur sing home use among 
minor ities , but also in patterns of segregation . That is ,  if  
d iscr imination by some nursing homes underlies the d isproportionately 
..all numbers of elderly blacks in nursing homes , it would presuaably 
also cause those blacks who are in nursing homes to be concentrated in 
a limited number of such facilities . Thus , in add ition to racial 
segregation i tself being a cause of concern in a multi-rac ial society , 
the extent of racial segregation may itself provide an ind ication that 
d iscr imination i s  tak ing place , even though other factor s may also 
contr ibute to patterns of segregation . I f  the nursing homes tend to 
be segregated in the same cities or states where there is also notably 
low black usage of nursing homes , this could not be readily explained 
in teras of fami lial factors or values . The coincidence of patterns 
of low use and segregation is consistent with the hypothesis that 
racial d iscrimination i s  at work . 

I t i s  widely believed by persons familiar with nursing homes that 
they are characteri zed by a rather high degree of such segregation . 
Unfortunately , however , few data exi st regarding the extent of racial 
segregation in nursing homes . There are h istor ical reasons for 
concerns about segregation . Many facilit ies were establ ished as 
pr ivate , non-profit institutions by relig ious or fraternal 
organi zations (many of which are mono-rac ial) to take care of needy 
elderly member s .  Others grew out of the segregated •poor houses• of 
the South . 

S ome  of the factors that lead to the concentrat ion of certain 
ethnic groups in particular nursing homes are quite understandable-­
persona who do not apeak English well are undoubtedly .ore comfortable 
and better off in a nursing home with others of their own culture than 
in a home where they are linguistically and culturally i solated . The 
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same i s  true of persons who follow relig iously imposed d ietary 
restr ictions . Nursing homes are in signif icant respects communities . 
I t  i s not surpr ising that each seeks to create a harmonious group . 
However , such rationales also can be used to j ustify racial 
discr imination . As i n  other areas of our soc iety , rac ial and ethn i c  
patterns may develop both because persons o f  similar economic and 
cultural backgrounds tend to cluster and because per sons of different 
backgrounds may be actively excluded . Self-exclusion by minor i ty 
g roups may occur as well , either by choice or because of fear of 
m istreatment or abuse in an alien ethnic setting . The role that these 
var ious considerations and processes play in the racial/ethnic sorting 
of nursing home residents has received little empi rical study . The 
permissibi l ity of these processes , particularly when tax dollar s  are 
paying for care , has yet to be fully addressed . 

As in education , rac ial segregation in nursing homes may have an 
important impact on the resources avai lable to the rac ial minor i t ies . 
FOr example , in Kosberg ' s  study of 214 nursing homes in the Chicago 
area , the adequacy of the treatment resources in facilities was 
negatively related to the percent of the facility ' s residents who were 
black . This largely reflected the resources that were available to 
the fac i lity .  Kosberg found a general pattern of few resources a t  
institutions serving large numbers o f  poor ( including black)  pat ients 
because of the lower rates paid for their care . Be also found that 
some nursing homes •managed to be r ich in treatment resources• even 
though they had •sizable proportions of public aid recipients . •  These 
homes , he found , had raised the rates for pr ivate pat ients to aake up 
for the money lost on publ ic patients whose rates were below cost . 5 3  

Although there are obvious reasons for concern about rac ially 
segregated nur sing homes , the matter has received l ittle attention . 
The Nat ional Nursing Home Survey , conducted per iodically by the 
National Center for Health Statistics , has not collected data that 
would allow measures , such as percentage of whi te patients,  to be 
calculated for the separate nur sing homes in the sample .  The Nursing 
Home Survey ' s  national estimates of minor i ty g roup use of nursing 
homes are projected from data collected on the racial (and other ) 
character i st ics of only f ive sample patients per nursing home in the 
sample r thus , the data cannot be used as indicators of the racial 
composition of individual nursing homes and the extent to which 
minor i ty group members are concentrated in a few nursing homes . 

The Census Bureau ' s  1976 Survey of Institutionalized Persons may 
have obtained data that could be used to examine the extent of racial 
concentration in nursing homes . 54 Racial data were collected i n  
interviews with residents o f  nursing homes r  the sample was designed to 
include 1 0  residents in small institutions , 15 residents in 
medium-si zed institutions , and numbers rang ing from 1 5  to 40  in large 
inst itutions (where , inc idently , blacks are disproportionately located 
according to the National Nursing Home Survey ) . However , no data have 
been publi shed that show the degree of rac ial homogeneity or 
heterogenei ty aaong residents (or staff members) of nursing homes . 

Despite the absence of national data on rac ial cluster ing i n  
nursing homes , there are indications that it i s  common .  Some studies , 
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focused on other issues , simply take racial segregation as a g iven . 
Werabow ' a  study of black and white nursing home residents in Birmingham 
and rural Alabama provides an example . In describing his sampling 
approach , he refers to the seven •predominantly black nursing homes • 
in the state and to their wh ite counterparts . Be ind icates that the 
few whites in the black nursing homes are the •moat i solated of the 
long-term state mental hospital ' di scharges to the community ' who seem 
to have been selected as the f irst white nurs ing baBe pat ients to 
' break the ice ' Qf racial desegregation in the predominantly black 
nurs ing homea . • 5 5  No information is provided about the number or 
character ist ics of the black patients in the white nursing homes . 
S imilarly ,  in her study of nursing home use in two East Coast cities , 
Schafft reported that there • rema in racially identi fiable hospital s 
and nursing homes . Repondenta i n  the study referred to these 
inst itutions as ' black ' and ' white • . • 56 Schafft ind icates that , 
although she baa wanted to study rac ially integrated nursing homes, 
she has found almost none in four cities with which abe baa become 
familiar--Atlanta ,  Georg ia J Washington , D . c . , Wilmington , Delaware ' 
and Richmond , Virg inia.  57 

Some scattered data are avai lable about rac ial segregat ion in 
nursing homes . Race and admissions in 1978 to 133 nursing homes in 
Philadelphia , Montgomery , and Delaware counties in Pennsylvania were 
stud ied by two law students using recorda kept by the Pennsylvania 
Departaent of Bealtb . S8 In all three counties , blacks tended to be 
concentrated in certain inst itutions . Por example , there were fewer 
than 3 black patients in 3 6  of the 6 2  nursing homes in Phi ladelphia 
COUnty ( there were no blacks in 18 of these homea) J 95 percent of the 
black residents were in the remaining ( 4 5  percent) nursing homes . 
Blacks were particularly overrepresented in black-owned and in publi c  
a nd  hospital-aff i l iated hoaea . Blacks were virtually absent from 
non-prof it homes in Montgomery and Delaware counties . 

Data from the Balt imore study , though not presented in a way that 
allows for precise compar i son with Philadelphia ,  suggest that a 
s ignif icant degree of rac ial clustering exists in Baltimore , although 
apparently leas than in Philadelphia . S9 (Data are not presented 
that would enable the calculat ion of quant i f ied ind ices of segregation 
for 110re precise co.parisona of degree of segregation . Such an index 
could be baaed on the average var iat ion from the overall mean nuaber 
of white or non-wh ite res idents . * ) However , of the approximately 4 5  
nursing hoae a  i n  Balt imore city ,  4 had no minor ity patients , and 7-10 
others had very few J at the other end of the scale , 9 facilities had 
more than 50 percent minor ity patients . 

Apparently no other stud ies descr ibe the degree of rac ia l  
concentration in nursing homes or empir ically explain patterns of 
racial cluster ing in nursing hoaea . The process by which persona and 

*One aeaaure that baa been used in several stud ies is the Index of 
Dissimi lar ity ,  which is defined as one-half the sua of the absolute 
differences between two percentage distr ibutiona . 60 
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nursing homes select each other (and the degree to which , and 
c ircuastances under which , residents choose which nursing home they 
will use , as opposed to taking what is available) has received l ittle 
study . Little i s  known about matters such as the extent to which 
patterns of ownership and locat ion may explain patterns of nursing 
home use ,  the extent to which the locat ion of minor i ty nursing home 
residents represents their (or their  fami ly ' s ) choice , and the 
factors that aay influence that choice ( including the range of 
opt ions and information avai lable ) . 

Racial Discrimination as an £xplanat ion Most persons who have stud ied 
and wr itten about black use of nursing homes believe that racial 
d iscr imination ia  a aajor explanatory factor for many of the rac ial 
patterns that have been described thus far . �sttmony received by 
the committee atrongly aupports that point . 61 Because of both the 
h istory of rac ial d iacr imination in the United States and factors 
related to the or ig ins and ownerahip of particular institutions , the 
l i kelihood that racial discrimination exists approaches certainty . 

Racial discr imination is notor iously difficult to study d irectly 
( except in its .oat blatant forms) because i t  is  usually not publicly 
acknowledg ed .  The consequences of systematic d i scr imination ,  
however , aay s how  up i n  patterns such a s  have been described i n  this 
chapter--d ifferent rates of use of services , patterns of segregation , 
and so forth .  Alternative explanat ions of racial patterns of nursing 
home use--demographic differences , differences in family values and 
l iving arrangements , and geographic and economic factors--appear to 
be inadequate to account for all the rac ial differences in nursing 
home use .  

I f ,  as the committee believes , racial discr imination affects 
nursing home use , it is important to ident ify ways in which it aay 
operate and to suggeat some potentially useful l ines of research . 

Discr iminat ion aay occur at aany levels . At the federal and 
s tate levels , reimbursement practices reduce incentives to provide 
care for Medicaid pat ients , a population that is disproportionately 
made up of minor i ty group member s .  State decisions on Med icaid 
coverage ( for example , regard ing inclusion of the •medically needy • ) 
have a strong effect on the ability of minor ity persons to obtain 
nursing home care . Recent analyses by economists suggest that 
governmental policies regard ing the regulation of the bed supply in 
nursing homes may also wor k to the disadvantage o( patients most i n  
need o f  care . 62 

Discr imination can occur at many points in the process by which 
persons are referred to and gain admission to nursing homea . Many 
nursing home admissions are arranged by discharge planners in 
hospitals , and decisions are made that match patients and facilities . 
Very little systematic information exists about the criter ia and the 
practices used , such as racial •steering , • in referral . Many 
admissions are arranged through relationships established between 
part icular hospitals and particular facilities . Schafft noted that 
in the two c ities abe studied , rac ially identif ied hospitals reaain , 
and •doctors who pract ice in the ' black ' institutions and those who 
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practice in the ' wh i te '  institutions rarely croaa over in placing 
their patients in nursing boaea . • 63 Because of racial pattern ing 
in the use of hospitals , nursing homes can influence the 
characteristics of the persona who are referred through the choice of 
hospitals with which relationsh ips are establi shed . The source of 
referrals can narrow the population from which a nursing home ia 
drawing . I f  nursing home vacancies were filled through a central 
regi stry, the opportun ity for homes to exercise racial cr iteria in 
adaiaa ion would be greatly reduced . The example of one city c ited by 
Schafft auggeata that a central registry of vacancies in nursing 
homes may have a s ign i f icant impact on the racial patterning in 
nursing homea . 64 

In sum, i t  appears that nurs ing homes have some ability to 
control the characteristics of patients referred . The range and type 
of sources from which a nursing home accepts referrals can heavily · 

influence the character istics of those who seek admission , and 
adaiaaiona criteria ( for example , with regard to Medicaid patients ) 
of nursing homes may have the practical effect of l imiting the access 
of ainor ity groups . 

Many of these mechanisms are alleged to have been in play in 
Shelby COunty , Tennessee , according to l itigation (Rickman v . 
POwinkle , C . A .  No .  80-201 4 ,  W . D .  Tenn . )  initiated in January 1980 . 
There it ia  alleged that blacks are effectively denied admiss ion to 
l icensed , Medicaid-approved nursing homes and are relegated instead 
to unlicensed and unregulated boarding homes that do not provide the 
needed level of care . A number of practices are alleged to be 
involved , including g iving preferential treatment to wh ites in 
admissions procedures , denying admiss ion to appl icants whose 
phys icians do not have staff pr ivileges at cer tain hospitals , and 
refusing to accept referrals from the county Department of Ruman 
Serv1cea . 65 The evidence developed in connection with these 
allegations may help to i lluminate some practices that tend to 
aa intain racially d ist inct patterns , aa well aa to determine the 
legal acceptabi l ity of such practices . 

RESEARCH NEEDS 

More cer tainty about the influence of var ious factors on the use of 
nur sing homes could be gained through the collection of additj onal 
data on a routine or sample baai a .  Pr iori ty should be g iven to the 
conduct of studies to better document ( a) the extent to which race or 
ethn icity influences whether persona who need the services of nurs ing 
boaea are able to obtain such care and (b) the extent of racial 
segregation in nursing homes and the processes that contr ibute to i t .  

A var iety o f  methods may prove useful i n  better documenting the 
characteristics and c ircumstances of part ially disabled persona who 
do not reside in nurs ing homes . On the baaia of census data and 
Medicare and Medica id data , cities and states should be identified in 
wh ich elderly persona from minor ity groups have a lower use of 
nursing homes . Effor ts should be made to determine i f race or 
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ethnic ity influence whether persons who need nurs ing home care are 
able to obtain it.  In some instances , informat ion about persons who 
are awaiting placement in nurs ing �s aay be ava ilable from 
hospitals , professional standards review organizat ions (PSROs ) , or 
local social service agencies . However , because little information 
is available about what happens to people who need nursing hoae care 
but are unable to gain admission , empi r ical research should be 
conducted to increase our understanding of how people cope with this 
situation . One useful model i s  provided by Shanas ' s Survey of the 
B lack Aged (c ited in this chapter ) ,  which provided inforaat ion about 
the sources of assistance used by aged persons living outside of 
i nst itutionalized sett ings . 

Better information is also needed about residents of unlicensed 
boarding homes ,  a population about which very little is known . I t  
aay be possible to sample such people by using addresses to which 
several Soc ial Security checks are mailed (perhaps to persons who do 
not share a last name) . 

There i s  also a particular need for aore systematic information 
about the extent to which nursing homes are racially segregated . The 
possibi lity that widespread patterns of discr imination exist in 
nursing home admissions has received little attention , ei ther as a 
topic for research or as an object of civil r ights enforcement 
activities . Such information probably can be developed by mak ing use 
of data that are already being collected for other purposes . 
Racial/ethnic information on Med icare or Med icaid claims and 
elig ibility f i les provide a basis for descr ibing the extent to which 
the rac ial character istics of nursing �s in any locale depar t  from 
the overall rac ial/ethnic composition of the elderly in that locale . 
That is , do the nursing homes i n  a locale all have approximately the 
same rac ial/ethnic composi tion ( and , if  so, does this roughly 
parallel the rac ial/ethnic coaposition of the elderly population of 
the locale ) , or do the nursing homes tend to be mostly white or 
black? In locales where the nursing homes tend toward segregat ion , 
research i s  needed on the process by which people enter a nursing 
home . POr pat ients (or fami lies) who selected a nursing home , how 
d id they do so? Do they believe they encountered discr imination? 
Other patients reach nursing homes through referral processes abou t 
which they may know very l ittle .  Better information about the 
operation of such referral processes i s  needed . What arrangement s 
exist between institutions ( such as particular hospitals and 
particular nursing homes ) ? To what extent can nursing hoaes control 
the characteristics of patients through the referral networks that 
they establish? To what extent do hospital discharge planners 
consider rac ial/ethnic factors in aak ing referrals and how aware are 
they of informal policies of discr imination practiced by nursing 
homes? 

One source of information about rac ial/ethnic patterns in 
nursing homes is the data collected in connect ion with the annua l 
certification procedures for nursing homes par t ic ipating in Med icare 
and Med ica id .  State certification teams are required by federal law 
( under guidelines i ssued in 1969 ) to conduct Title VI compliance 
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review activities that include a one-day census of the race/ethn icity 
of pat ient populations . Although many (perhaps most )  states 
apparently engage in such activities , little is known about how these 
censuses are used , whether the data in any states have ever been 
compi led so as to illuminate rac ial/ethn ic patterns in the use of 
nursing homes , or whether the informat ion has been used successfully 
in civil r ights enforcement activities . Thus , a potentially useful 
source of informat ion about the characteristics of nurs ing home 
residents may be read ily ava ilable , at least in some states . 

CONCLUSIONS 

Th is chapter has reviewed evidence pertaining to the question of 
racial d i spar ities in nursing homes . While the chapter demonstrates 
the d iff iculty of disentangling the possible causes of such 
disparities in nursing homes , the evidence suggests that 
discr imination may well be a factor in nurs ing home adaissions . 
Research approaches are avai lable that would help to fur ther clar ify 
the reasons underlying the racial patterns in nursing home use and 
the mechanisms that produce racial dispar ities . However , only i f  
rac ial differences a r e  seen as deserving ser ious a ttention can we 
ooae to understand adequately the impact of institutionali zed 
..chani sms that lead to racial dispar ities in the Amer ican health 
care system. 
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Nursing Homes , •  NSCLC Washington WeeklY 4 (June 27 , 1980)  P• 6 . 
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HEALTH CARE OP HANDICAPPED PERSONS 

• No  otherwise qual if ied handicapped individual in the 
United States • • • shall , solely by reason of his 
handicap, be excluded from the participation in,  be denied 
the benef its of , or be subjected to discr imination under 
any program or act ivity rece iving Pederal f inancial 
assi stance . • 1 

The prohibition against discr imination that COngress put into 
Section 504 of the Rehabilitation Act of 1973 , as amended , reflects 
both the r ight of handicapped persons to function as integral members 
of society and greater publ ic awareness of the problems that they 
encounter . The passage of a law, however , does not produce an 
autoaatic change in social cond itions or in public perceptions and 
behavior . This chapter provides a br ief examination of problems in 
the health care of handicapped persons in light of their  explicit 
coverage by anti-discr imination leg islation .  

As amended , the Rehabilitation Ac t  defines a s  handicapped any 
person who has a physical or mental impairment that substantially 
limits one or .ore of the major activities of life , such as car ing for 
one ' s  aelf , performing manual tasks , walking , seeing , hea r ing , 
spea k ing , breathing , learning , and working . The act also cover s 
persons who have a record of such an impairment or who are •regarded 
a s  having • such an impai rment . 2 The breadth and non-speci f ic nature 
of this definition cause problema in implementing the leg islation , 
some of which are discussed in this chapter . Nevertheless , the 
leg ialative def inition i s  used i n  this repor t .  

The population encoapasaed by the act ' s  def inition i s  large and 
d iver se . (Por example , the regulations aent ion the following 
categor ies : orthoped ic ,  visua l ,  speech , and hear ing impairments , 
cerebral palsy , epi lepsy , muscular dystrophy , mult iple sclerosis , 
cancer , heart disease , d iabetes , mental retardat ion , emotional 
illness , drug addiction , and alcoholism . )  Included are persons with 
per.anent d isabilities , such as blindness , that may prevent the ir full 
and active functioning in many activities , persons with chronic 
condi tions for which relatively close medical management is essential , 
persona with aevere inj ur ies who may require long periods of 
rehabilitation , mentally retarded persons , and persons with chronic 

1 05 
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psychiatric problema . The health care needs o f  theae persona ar e 
equally d iverse . Some such needa are unique to persons with particular 
hand icapping conditions . Some other needa of hand icapped persona are 
s imilar to those of the general populat ion , although some such needs 
can best be met by speciali zed personnel or in apec ialized facilities . 
Only in the most abstract senae can the single adjective •handicapped • 
descr ibe such a d iverse populat ion . 

Deterrents to suitable health care for the handicapped include a 
lack of personnel trained to communicate with deaf persona , 
a rchitectural barr iers , policies designed to exclude persona who are 
regarded as potentially heavy users of services from nursing hoaes and 
health maintenance organi zations , f inanc ial and regulatory barr iers 
bu ilt into federal and state programs ( including programs that have 
been developed to meet needs of handicapped persona) , shortage• in 
personnel and facil ities to deal with certain types of disabilities 
and chronic conditions , and shortcomings in attitudes and knowledge 
amon9 health care workers .  Some of the .oat important deterrents 
( financ ial , resource scarci ty ,  and attitudes)  call for remediea beyond 
the reach of Section 504 ' a  prohibition• on discrimination .  Others are 
addressed in the regulations implementing Sect ion 504 , although little 
inforaation exists regarding the impact of the regulations . 

The Office for Civil Rights (OCR) in the Department of Health and 
Human Services (DBBS )  i s  reaponsible for the enforcement of Section 
504 . Regulations i.pleaenting Section 504 were i aaued by the 
Depart.ent of Health , Educat ion , and Welfare (DBBW) on May 4 ,  1977 , 
and include sections on employaent practicea J program accessibility ,  
preschool ,  elementary , secondary , and poatsecondary education J and 
health , welfare , and other social aervices programs . Subpart F of the 
regulations atates that health , welfare , and other social service 
programs , activities , and providers who receive or benef it from 
federal f inancial assistance may not : 

• deny a qualifed handicapped person these benefits or 
ser�ices J [A  •qualified• handicapped person is defined as one who 
meet� the essential elig ibility requirement• for the rece ipt 
of such services . ]  

• a fford a quali f ied hand icapped person an opportunity to 
receive �ef ita or services that is not equal to that offered 
nonhandicapped persona , 

• provide a qualified hand icapped person with benefits or 
services that are not as effective as the benef its or service• 
provided to others J [Benefits or aervices , to be •equallY effective , • 
need not produce the • identical result or level of achievement for 
handicapped persona , but must afford handicapped persons equal 
opportunity to obtain the same result , to gain the same benefits , or 
to reach the same level of ach ievement in the .est integ rated setting 
appropr iate to the person ' s  needs . • ]  

• provide benef its or services i n  a aanner that limits or ba a  
the effect of l imiting the partic ipation of qualified handicapped 
persons , or 
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• provide different or separate benefits or services to 
hand icapped persons except where necessary to provide qualified 
handicapped persons with benefits and services that are as effective 
as those provided to other s . l 

The regulations also requi re that hospital eaergency rooas 
provide aux iliary a ids if necessary for persons with impaired sensory , 
manual ,  or speaking ski lls and that drug addicts and alcoholics 
receive non-discriminatory health services . 

The usefulness of Section 504 in handling many problems is 
uncertain . In theory , Section 504 guarantees hand icapped person s  
access and ent itlement to federally assisted health programs equal to 
that of other members of the population . However , such a guarantee 
raises many issues that are not yet fully resolved . Such regulatory 
terms as •equal , •  •effective , • and •necessary• have not been 
conceptualized in a aanner that can be eas ily applied in research or 
in civil r ights compliance activities . Furthermore , shortcomings i n  
informat ion for comparison with non-hand icapped persons make i t  
diff icult t o  identify d ifferential treatment and , when identified , t o  
determine whether i t  is  incons istent with Section 504 . It  is  not yet 
clear when , where , to whom, and to what the discr imination prohibition 
applies , and the substant ive meaning of discr imination in a wide 
var iety of specific contexts is yet to be speci fied . 

The committee found little evidence of a consensus about the 
problems in health care that properly can be called d iscr imination 
against handicapped persons . POr example , the regulations call for 
speci f ic actions by health care providers based upon explicit 
attention to handicapping conditione , such as having interpreters or 
other aids available to communicate with deaf persons . To behave 
d ifferently toward a person because of some characteri8t ic of that 
person i s  to engage in behavior that f its  a commonplace conception of  
d iscr imination . Howeve r ,  the behavior that i s  encouraged by the 
regulation is intended to operate for the benefit of the persons whose 
part icular needs are being recogni zed . As such it is qui te consistent 
with the basic ethos of medicine that emphasizes attention to the 
particular needs of particular patients . 

ISSUES OF DEFINITION AND CONCEPT 

Several problems of terminology should be acknowledged in a chapter 
about health care problems of hand icapped person . First , a term such 
as •handicap• means more than an obj ect ive reality , such as the 
-.d ical and functional characterist ics cited earlier in the Section 
504 definit ion . * The term also carr ies •..ot ional and cognitive 

* The regulations implement ing Section 504 def ine •phy•ical or .. ntal 
impairment • as (a)  any physiolog ical disorder or condition , co ... t ic 
d i•figurement , or anatomical loss affecting one or more of the 
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baggage • that may affect the behavior of both the person with the 
hand icap and other members of the population . 4 One word--hand icap-­
covers conditions as d iverse as deafness , chronic depression , and 
parapleg ia , and yet that word lends itself to a stereotype . 

Some observers , for exa.ple , have noted that some persons respond 
to a particular impairment as if  i t  were a general impairaent , as when 
people raise their voices when speaking to a bl ind person ,  address 
questions to relatives that hand icapped patients could easily answer , 
or ignore the hand icapped person ' s  own expertise in manag ing life with 
the hand icap . To increase awareness of the consequences of the use of 
labels , some commentators draw d istinctions between such concepts as 
hand icap and disabi lity and call attention to the extent to which 
l imitations are the result of soc ietal responses rather than 
phys iolog ical conditions . 6 While authors may differ in how they 
make this d istinction , their  point is that the degree of disability 
associated with a condition depends not only on the condition itself 
but also on the relationship between affected persons and their 
environment . Caution is requ ired to avoid overgeneralized assumptions 
of the limitations that may be impl ied by such labels as handicapped 
or d i sabled . 

An additional problem of definition stems from the fact that a 
var iety of related terms--hand icapped , d isabled , impaired--are used 
w ith reference to the same population or seg .. nts thereof . The 
Section 504 definition of hand icapped reflects its purpose to prohibi t 
d iscr imination on a particular basis . Other statutory definitions 
reflect the needs of programs , for exa.ple , to define beneficiar ies of  
various programs . In 1978 , at least 6 6  programs ( using 16 d ifferent 
def initions of •hand icapped • or •d isabled• )  in the DREW existed for 
populations to which Section 504 also applies . ' POr example , the 
Social Secur ity Act def ines those elig ible for •disability •  insurance , 
Title V of the Public Health Service Act establishes diagnostic and 
treatment services for children who are •cr ippled • , the 
Rehabilitation , Comprehens ive Services and Developmental Disabi litie s  
Amendments of 1978 provide specific prog rams and benefits to those who 
are •developmentally disabled . •  Although some of the same people may 
be included under numerous definitions , it is apparent that 
def initions can affect the availabil ity of certain benefits for some 
groups or individuals . 8 

Differences in def initions create ser ious problems in data 
collection and in program management . Data from d ifferent programs 

following body systems : neurolog ical , musculo-skeletal , special sense 
organs 1 respiratory , includ ing speech organs 1 card iovascular , 
reproductive ,  d igestive , genito-ur inary , hemic and lymphatic , skin 1  
and endocr ine or (b)  any mental or psycholog ical d i sorder , such a s 
mental retardation , organic brain syndrome , emotional or mental 
i llness , and specific learning disabi l it ies . S 
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are frequently hard to compare , causing difficulties in determining 
how many people are hand icapped or d isabled and what services they 
receive . In addition ,  operational def initions in surveys of 
hand icapped persons must inevitably depart from the Section 504 
definit ion , which def ines handicap in terms of an impairment • tha t 
substantially l imits one or more major life activities , • a record of 
such an impairment , or being regarded as having such an impai rment . 
Although such a definition may be appropr iate to address ing the 
problem of discr imination related to a handicap , the definition i s  too 
vague for research and prog ram management purposes . It would be 
diff icult to enumerate people who have a record of such an impai rmen t 
and probably would be impossible to enumerate people who •are regarded • 
(by whom? ) as having such an impairment . 

The Section 504 def init ion does not clearly d ifferentiate 
hand icapped persons (who may or may not have a disease or illness ) 
from people with d i seases or illnesses . Thi s  is  a source of confusion 
about such matters as what problems are peculiar to hand icapped people 
and what problems pertain to patients in general .  Th i s  confusion also 
�licates the collection of relevant data . The research use of the 
Section 504 definition , as it now stands , probably would result in the 
inclusion of persons whose life activities were l imited temporar ily 
because of acute cond it ions . In addition , almost all conditions 
listed in the Section 504 definition are present to some degree i n  
aany people who are not regarded by themselves o r  by others as 
handicapped , although such condi tions may cause thea varying deg ree s 
of d iff iculty in performing •major life activities . •  Although Section 
504 prohibits discr imination because of any such cond ition , it would 
be d ifficult to attempt to count all such people in any survey that is 
trying to enumerate the disabled or handicapped per sons in a 
population . 

Any good survey must have clear operational def initions about 
such aatters as who is to be included within the boundar ies of the 
survey , in surveys relevant to the concerns of this chapter such 
def initions are most commonly stated in terms of ability to fulf i l l  
various types o f  role s ,  such as work . However , the question of 
whether one is able to wor k is not the same as the question of whethe r 
one falls within the Section 504 definition of handicapped , because , 
for example , many people who work also have an • impairment that 
affects a aajor l ife activity . • Thus , i t  probably is inevitable that 
the population about which data exist will never coincide �letely 
with the population against whom discriaination is prohibited by 
Section 504 . This problem bear s scrutiny by those concerned with 
i ssues of pari ty and discriaination toward hand icapped persons , 
includ ing the OCR . Operational definitions of handicapping cond ition s 
are c learly feasible . Legal tests aay lead to clearer specificat ions . 
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SIZE AND DEMOGRAPHIC CIIARAC'l'ERISTICS 
OF THE HANDICAPPED POPULATION 

Three general observations can be made about the population of 
hand icapped and disabled persona in the United States . Firat , it i s  a 
s ignificant proportion of the u . s .  populat ion . Second , hand icapped 
persona are found in disproportionate numbers among the elderly , the 
poor , and minor ities . Thus , they are vulnerable to a var iety of forms 
of discr imination that their  disabil ities can heighten . They also are 
l i kely to requ i re governmental support to meet their health care and 
other needs . Third , many serious problema characterize the statistic s  
about this population . A recent review properly describes the data as 
• scattered , confused , and confuaing . • 9 

Estimates of the number of hand icapped persons vary greatly , 
pr imarily because agencies or organi zations collecting the data use 
d ifferent methods of gathering informat ion and d ifferent terms to 
def ine the population . At the federal level , for example , data are 
collected on • t.pair .. nta• and •chronic act ivity limitations • by the 
National Center for Health Statistics , but the Bureau of the Census 
and the Soc ial Secur ity Administration (SSA) collect information on 
•disability . • •  (The one ongoing enumeration of the total population 
is the u . s .  Census ,  which decided against includ ing questions regarding 
handicaps in the 1980 census . Thus the opportunity to collect data on 
all hand icapped persona was lost until 1990 . )  For the moat part ,  
these surveys sample d ifferent populations in d ifferent years , exclud e 
the institutionali zed populat ion , and are usually baaed on respondents ' 
reports of their own status . Such methods have important l imitations . 
For example , whether persona perceive themselves as d isabled 
undoubtedly depends upon a var iety of factors in add ition to the i r 
•objective •  condition , it may be influenced , for example , by the way 
that they have been defined and treated by others and by the nature of  
their  work . Some cond itions may be underreported in household surveys 
because of shame or embarraaa.ent . 

The moat comprehens ive and current data on disability come from 
the Health Interview Survey conducted by the National Center for Health 
S tatist ics in 1977 . The data on seven common • impairments • are l isted 
in Table 22 . Although the table does not include mentally ill or 
mentally retarded persona , and includes an unknown proportion of 
persona with a var iety of chronic cond itions , the number of 
impairments listed in Table 22 totals more than 41 million . The 
number of persona who reported more than one impairment is not known . 

*The moat recent available SSA data are from the 1972 survey of 
disabled and non-disabled adults . Because the data are old , they are 
not reported here . In genera l ,  however ,  they are consistent with the 
general characterist ics of the disabled that are descr ibed here . lO 

Data from a 1978 survey of d isabled adults by the Soc ial Security 
Administration are not yet available , but are confined to persona wit h  
work d isability .  

C o p y r i g h t  ©  N a t i o n a l  A c a d e m y  o f  S c i e n c e s .  A l l  r i g h t s  r e s e r v e d .

H e a l t h  C a r e  i n  a  C o n t e x t  o f  C i v i l  R i g h t s
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Table 22 . ESTIMATES OF PERSONS WI'l'B SELECTED IMPAIRMEN'l'S BY AGE AND 
SEX : UNITED STATES , 1977 ( in thousands) 

Aie 
type I� i rment by Sex Total 17 17-44 4 5-6 4 65+ 

B l i nd  and Visually I�ired 
Total 11 , 41 5  678 2 , 877 2 , 9 59 4 , 902 
Male 5 , 910 4 3 6  1 , 891 1 , 702 1 , 881 
Peaale 5 , 50 5  241 986 1 , 2 57 3 , 021 

Deaf and Bearing Iapai red 
Total 16 , 219 856 3 , 480 5 , 365 6 , 518 
Male 8 , 9 2 5  489 2 , 0 9 3  3 , 2 3 3  3 , 11 0  
P•ale 7 , 924 366 1 , 387 2 , 133 3 , 408 

Speech Iapaired 
Total 1 , 99 5  913 555 315 212 
Male 1 , 306 606 366 208 127 
Peaale 688 307 1 8 9  1 0 7  86 

Paralysi s  
Total 1 , 532 121 353 470 588 
Male 8 0 3  67 188 270 279 
Peaale 729 5 5  1 6 5  2 0 0  309 

Orthoped ic Hand icap--
Upper Bxtreaities 

Total 2 , 500 105 9 3 4  827 634 
Male 1 , 486 69 671 479 26 8 
Peaale 1 , 014 36 264 3 4 8  366 

Orthoped ic Hand icap--
Lower Bxtreaities 

Total 7 , 147 1 , 124 2 , 491 1 , 914 1 , 618 
Male 3 , 64 3  634 1 , 466 9 51 59 2 
Peaale 3 , 50 3  4 9 0  1 , 025 9 6 3  1 , 025 

Absence of Major Bxtr•i ties 
Total 3 5 8  1 3  7 0  136 138 
Male 2 5 2  8 53 1 09 8 2  
Peaale 106 6 17 27 56 

SOURCBa Nat ional Center for Health Statistics , unpubl ished data fro. the 
1977 Health Interview Survey . 

Approx t.ately two-thi rds of all reported i�i �nts are in the 
two categor ies of •deaf and hearing �ired• (�re than 16 aill ion ) 
and • blind and v isually i� ired• (�re than 11 aillion) . Over 7 
ai llion people report •orthopedic handicaps • of the lower extreaities . 
With the exception of speech iapai �nts ( a�st 2 aillion) , the 
prevalence of iiiP8i�nts increases with age . Por �st iapai �nts , 
.. n outnuaber wo.en , but after age 6 5 ,  the rat io is reversed , 
preau.ably because of the g reater l i fe expectancy of wo.en . 
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Persona report ing limitation of activity due to chronic cond itions 
made up approximately 13 percent of the non-inst itut ionali zed 
population in the mid-1970s (Table 2 3 ) . The data show that l imitation 
of activity increases with age ,  while more men than women and more 
blacks than whites report activity l imitations . A larger proportion 
of persona below the poverty level report work disability (wh ich may 
be the cause of their  poverty )  than do those with incomes above 
poverty level.  

Estimates of the number of persons hand icapped beCause of •mental 
impairment • are d iff icult to make . For psychiatr ic d isorders , persons 
under active treatment at any particular t ime are only a part of the 
population that might properly be included in prevalence f igures , and 
attempts to estimate the prevalence of psychiatr ic d isorders in the 
community are open to question on several grounda . ll Nevertheless , 
some estimates of the prevalence of many psychiatr ic cond itions can be 
made based upon projections from local stud ies . 

A recent literature review by a committee from the Amer ican 
Psychiatr ic Assocation provides estimates for a number of cond itions . 
The schi zophrenic populat ion is put at approx imately 1 . 1  million 
persona (of whom an estimated 200 , 000  are hospitalized) . An est imated 
6 0 0 , 000-800 , 000  persons (most of whom are in the community )  have 
man ic-depressive disease , and an estimated 600 , 000-li2SO , OOO  
non-institutionalized persons have senile psychoses .  2 More than 
2 50 , 000 nursing home residents are reported to have mental 
d isordera. l3 Est imates of the nuaber of alcoholics or alcohol 
abusers range from 9 to 13 million , and estimates (and def initions ) o f  
d rug abusers vary widel!l between 1 a nd  2 mill ion people are estimated 
to be •drug dependent . •  The President ' s  Commission on Mental 
Health estimates the number of persons with neuroses to be between 2 0  
and 3 0  mill ion persons , with another 1 5  million having •personality 
d isorder s . •l S Many of these f igures are imprec ise and of uncertain 
relevance to Section 504 , because such persons are (and should be )  
unlabeled i n  the community and , thus , not suffer the discr imination 
that may follow from the attachment of a label . Although others may 
respond negat ively to their behavior , it seems unlikely that Section 
504 will be interpreted to mean that people cannot be treated 
d ifferently because of their behavior , and it is  probably inevitable 
that people who are , for example , unpleasant to the staff in a 
hospital will receive less attention from the staff . The attr ibution 
of such unpleasantness to •mental impairment , •  thereby mak ing 
d ifferential treatment of unpleasant persona a violat ion of Section 
504 , does not seem to be a useful direction in which to move . 

The mentally retarded populat ion is estimated to include 
approximately 600 , 000 moderately , severely , and profoundly retarded 
persons ( IQ below 50 ) and 2-6 million mildly retarded persona ( IQ 
50-70 ) . Approximately one-third of retarded persons suffer multiple 
hand icaps , includ ing mental i llness , epilepsy , cerebral palsy , and 
other disabilitiea. l 6 
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Table 2 3 .  SELF-ASSESSMENT OF HEALTH AND LIMITATION OF ACTIVITY , 
ACCORDING TO SELECTED CHARACTERISTICS : UNITED STATES , 1977  

With l iaitat ion o r  act ivitx 

Cbaracter iatic 

'!'otal 1 , 2 , 3 , C  

Age 
Onder 17 yeara 
17-U yea ra 
C 5-U yeara 
65 yea ra and over 

s.x 2 
Male 
PeMle 

Jtace 2  
White 
Black 

haily I� 2 
Leaa than • 5 , 000 
• 5 , ooo-S 9 , 999 
no, ooo-•u , 999 
ll 5 , ooo-•2 c , 999 
•2 5 , 000 or .ore 

Geog raphic region 2 
Nortbaaat 
North Central 
South 
.... t 

Selt-aaaea-nt 
ot health aa 
fai r  or poor 

!L! 

.. .  2 
8 . 5  

22 . 0  
29 . 9  

n . c  
12 . 5  

10 . 9  
20 . 8  

2C . 2  
16 . 1  
10 . 9  

7 . 5  
5 . 2  

10 . 8  
10 . 5  
1 5 . 0  
10 . 0  

Location o r  reai4ence 2 
Within 8MSA 10 . 9  
Outa ide SM8A U . 2  

Liaited in Unable to 
Liaited but ..ount or ca r ry on 
not in aajor k ind or aajor ujor 

Total act ivi ty act ivi ty act ivity 

Percent ot Populat ion 

.!!& 2& � ....!.:.! 

3 . ..  1 . 5  1 . 7  0 . 2  
8 . 1  2 . 8  C . l  1 . 2  

2 3 . 1  .. .  5 12 . 3  6 . 2  
u . o  5 . 7  20 . 1  17 . '-

U . l  3 . 0  5 . 2  5 . 8  
12 . 0  3 . 0  7 . 6  1 . 5  

12 . 8  3 . 1  6 . C  3 . 2  
1 5 . 9  2 . ..  7 . 9  5 . 6  

22 . 2  3 . 9 11 . 3  7 . 1  
1 5 . 8  3 . 0  7 . 8  .. .  9 
12 . 0  2 . 9  6 . 2  2 . 9  
10 . 0  2 . 9  c . 8  2 . 3  

8 . 8  3 . 1  .. .  2 1 . 5 

12 . 0  2 . 8  6 . 1 3 . 2  
12 . 3  2 . 9  6 . 5  2 . 9  
u . o 2 . 8  7 . 0  C . l  
1 3 . 5  3 . 8  6 . 3  3 . 5  

12 . ..  3 . 0  6 . 2  3 . 2  
U . 2  3 . 1  7 . 2  3 . 9  

loata are baaed on hou .. hold intervieva o r  a aa.ple or the civil ian non-inat itutional i sed 
population . 

2Age adjuated by the d i rect .. thod to the 1970 civil ian non-inatitutiona l i sed 
population , uaing C ege intervale . 

3 Includea all other racea not ahown .. parately . 
• Include• unknown r .. i ly inco.e . 

SOURCB a  Divia ion ot Health Interview Stat iatica , Nat ional Center tor Health Stat iatica a 
Data are fro. the Health Interview Survey and are baaed on hou .. hold interview• or a 
aa.ple or the civil ian non- inat itutiona l i sed population . 
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ISSUES IN ASSESSING HEALTH CARE PBOBLEMS 
OP HANDICAPPED PERSONS 

• sealth• and the Limits of the Medical Model 

The needs of handicapped persons frequently are for services not 
properly called •medical , •  but rather are soc ial , psycholog ical , 
and/or rehabilitative .  Thus , the question of adequacy of services fo r 
hand icapped persons is not only a quest ion of whether they receive the 
needed amount of medical services but also whether they receive the 
appropr iate type of services.  Proper coordination and pr ior it ies in 
services require attention not only to prevent hand icapped persona 
f rom being underaerved ( by not receiving needed d iagnostic , 
therapeut ic , or rehabilitative services) , but also from being 
overserved (and unnecessar ily losing some degree of independence) , or 
miaserved (as by sterilization based upon incorrect assumptions about 
a handicapped woman ' s  ability to carry or care for a baby) . 

Use of Health Services 

Persons who have cond it ions that limit their activity make .ore use of 
physicians and hospitals than do other persons (Table 24 ) , which would 
be expected from their g reater incidence of acute condit ions and the 
fact that almost half of thi s  population is older than 65 . However , 
such data do not necessar i ly mean that their  health care needs are 
being adequately served , because data on need for services are 
generally not available for hand icapped and disabled persons . An 
add itional problem in interpreting statist ics on use of medical 
services i s  that , for some disabling conditions , h igher rates of use 
may ind icate poor quality of initial care . Pbr example , a spinal cord 
inj ury not properly treated at the outset can increase and protract 
the care requi red . 

Available data on dental care of disabled persona ind icate that 
the most ser iously d isabled see a dentist much leas often that do 
other people (Table 24 ) . Although such data do not translate d irectly 
into unmet need for care , it seems likely that there are shortcoming s  
i n  the dental care of disabled persona . 

Difficulties of Assess ing Need 

The var iety of disabl ing cond itions listed in the Section 504 
regulations makes it necessary to recognize the d ifferences among 
hand icapping cond itions as they affect access to and needs for health 
care . The health care needs of persons with spinal cord injur ies 
d iffer from those of deaf persons , and deterrents to care for one may 
not be deterrents for the other . Furthermore , persons with similar 
hand icaps can vary in their needs and the obstacles they encounter 
because of age ,  sex , resources , occupation ,  and the like .  Diversity 
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Table 24 . AGE-ADJUSTED PERCEN'l'AGES OR RATES OF SELECTED HEALTH 
CHARACTERISTICS , BY CHRONIC ACTIVITY LIMITATION 
STATUS : UNITED STATES , 19 74 

With limitat ion o f  activity 

Bealth charactar i at ic 

Percent of per.ana with 
one or �re physician 
viaita within a year of 
interview2 

�r of phyaic ian 
vbita "'r per.an 
per year2 

�r of phyaic ian 
via ita in the off ice 
par per.an per year2 

Percent of persona with 
one or �re ahort-atay 

With no 
Total l iaitation 
population of act ivity 

7 5 . 3  73 . 1  

4 . 9  4 . 1  

3 . 4  2 . 9  

�ital epiaodea within 
a year of intarview2 10 . 7  8 . 7 

�r of c Uacbargaa 
f ro. abort-atay 
�itel per 100 
persona per year 2 14 . 1  10 . 5  

Aftr-')e length of atay 
for d iachargea fro. 
ahort-atay hoapital3 8 . 4 6 . 5 

Percent of per.ana with 
one or �r• dental 
viaita within a yea r 
of interview2 49 . 3  50 . 3  

�r of dental viaita 
per person per yaar 2 1 . 7  1 . 7  

Inc idence of acute 
condition• per 100 
par-• per year2 1 7 5 . 7  170 . 5  

� r  of per.ana inj u red 
per 100 rr.ana 
par year 28 . 5  27 . 1  

Dar• of reat r icted 
act ivity par per.an 
per year2 17 . 2  10 . 2  

Dar• of bad d i aabilit� 
par penon per year 6 . 7  4 . 2  

Li•ited 
but not 
in •:lor 

TOtal act ivityl 

87 . 9  86 . 0 

10 . 2  7 . 3  

6 . 6  4 . 9  

21 . 6  14 . 4  

33 . 3  18 . 6  

12 . 3  8 . 2 

47 . 8  56 . 1  
1 . 8  2 . 1  

216 . 9  212 . 2  

36 . 6  31 . 9  

50 . 6  26 . 1  

18 . 9  8 . 5 

in -nt 
or kind 
of •:lor 
activityl 

88 . 2  

1 1 . 3  

7 . 4  

22 . 0  

31 . 8  

9 . 5 

U . 7  

1 . 8  

23 2 . 1  

n . 6 

50 . 5  

16 . 7  

lMajor act ivity refer• to abi l ity to work , k"P houH, or ang-')e in achool or 
preachool act ivit iaa . 

2119e adj uated , by the d i rect .. thod to the -')e d l atr ibution of the total ,  civi l ian , 
noninat itutionaliaed popu lat ion of the Un ited State s .  

3AIJ• adj uated , by t he  d i rect •thod , to t he  -') e  d istribut ion o f  t he  d i achargea fro. 

UMble to 
a. r ry  on 
•:lor 
activityl 

90 . 6  

14 . 0  

8 . 6  

41 . 6  

81 . 3  

19 . 2  

30 . 2  

1 . 1  

183 . 0  

100 . 0  

48 . 8  

ahort-atay �itala of the total ,  civi l ian , non-inat itut ional i aed populat ion of the 
Dni ted State• . 

SOUICZa Vital and Health Statiatica , Sar i•• 1 0 ,  �r 1 1 2 .  National Center for Health 
ltatiat ica . 
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among handicapped persons , as well as the var iety of services that may 
be needed , and settings in which they may be provided , greatly 
complicate the imple .. ntation of Section 504 as it affects health care . 

Three d ifferent types of health care can be d istingui shed to meet 
the needs of hand icapped persona : 

( 1 ) General health care, or •mainstream care • Hand icapped and 
non-handicapped persona share certain basic health care needs and 
expectat ions .  I t  is  reasonable to expect a blind person with a n  acute 
ear infection , for exaaple , to have simi lar medical needs as would a 
seeing person with the same cond ition . Quest ions of equ ity or 
d i scr imination in such instances would rest on whether there are 
unreasonable interferences with the individual ' s  ability to get 
appropr iate medical care when needed , not in the nature of the car e 
i tself . A possible effect of Section 504 may be to increase the 
ava i lability of mainstream medical care to hand icapped people . Tha t 
would be consistent with the larger social movement to increase the 
independence of , and decrease the isolat ion or segregaton of , 
hand icapped persons in the United States . 

( 2 )  General health care that, for some types of hand icap, may 
r equi re special training or facilities to provide A difficulty in 
attempting to provide mainstream care to hand icapped persons is tha t 
even the general medical needs of some hand icapped persons are best 
met by professionals who have rece ived speciali zed training and i n  
facilities that have speciali zed equipment . Thus , for example , the 
medical management of the general health care of parapleg ic pat ients 
i s  best carr ied out by physicians who are knowledgeable about the 
threat of k idney infection . A var iety of other examples comes from 
the f ield of dental care : 

• Persons with Down ' s  syndrome requ i re frequent dental visits 
and maintenance of good oral hyg iene because of their propensity for 
per iodontal disease ; yet some also have short attention spans and high 
anxiety levels , which require special attention and sensitivity by the 
dentist or dental hyg ienist . 

• Some drug s used to control sei zure episodes for ind ividuals 
with epilepsy also induce excessive gum t issue growth , which can 
become infected . In treating such individuals , however , the denti s t  
must be prepared to deal with sei zures , wh ich may occur during 
treatment . 

• Some persons with cerebral palsy exhibit brux ing , or 
grinding of the teeth and also may have d ifficulty swallowing , 
resulting in rapid buildup of plaque caused by the i r  teeth and gums 
being continuously bathed in saliva . They may also have continual 
involuntary movements , which require the dent ist to devise methods to 
safely control such movement in order to provide care . l7 

The care of patients with many chronic diseases is best carr ied 
out by specialists . A physician who declines to accept a pat ient with 
a cond it ion about which he lacks experience or training might be seen 
as denying that patient access to mainstream care . However , if such 
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actions are mot ivated by a concern that the patient receives prope r 
care , it  is  unl ikely that object ions would be raised , except perhaps 
in s ituat ions where no appropr iate referral is made or where treatmen t 
i s  refused by all sources of care . Nevertheless , this  illustrates the 
complex ity of the issues raised by Sect ion 50 4 .  

Some general care needs of hand icapped persons , needs shared by 
the general population ,  can best be met in speciali zed (non-mainstream ) 
s ituations . To date , little attent ion has been g iven to the quest ion 
of whether and how to increase access to mainstream care settings and , 
i f  so , how also to provide specialized care for needs that handicapped 
persons share with others . Does Section 504 in pr inciple require 
providers to be prepared to meet speciali zed needs associated with 
certain hand icapping conditions? Should , for example , dentists 
part ic ipating in Medicaid be requ ired under Section 504 to treat 
otherwise elig ible patients with cerebral palsy? More important to 
the intent of Sect ion 504 , would the needs of such patients be 
furthered by regulatory requ irements that move in such a direction? A 
negat ive answer to such a question , however , need not be considered a 
categorically negative answer to the question of whether providers 
should be better prepared to meet the general medical needs of 
hand icapped persons . 

Compliance requirements that apply to all providers might be 
des i rable to assure that certain general health care needs of person s  
with relatively common handicaps are met .  Yet such requirements 
should reflect the fact that some needs are best met by providers with 
special ized knowledge and fac ilities , particularly when those needs 
are infrequent in the population . An alternative approach might see k 
to ensure that the needed specialized services and knowledge are 
available in each specified geographic reg ion , even though thi s  is not 
consistent with the mainstreaming goal . 

( 3 )  Speciali zed treatment or management of the hand icapPing 
condit ion Cer tain needs of hand icapped persons stem d i rectly from 
the i r  condition and are spec ific to particular kinds of handicaps . 
Obtaining services for these needs raises problems of the supply and 
distribution of appropr iate , highly specialized services and manpower . 
Many persons concerned with the interests of hand icapped and 
chronically disabled persons see serious shortcomings in provision o f 
care , ranging from the treatment of the chronically mentally ill , to 
the initial therapy of the spinal-cord-inj ured patient , and the 
rehabilitation of the person who bas had a stroke . The adequacy of 
societal resources for meeting the special i zed needs of certain 
hand icapped and d isabled populations may only occasionally raise 
issues that can be addressed under · section 504 ,  wh ich contains no 
provisions for fund ing needed services . Yet that adequacy of 
resources , along with the soundness and breadth of health 
professionals ' approaches to care , may be of fundamental importance to 
aeeting aany of the needs of the hand icapped . 

Because hand icapped persons may have particular needs for care , 
oo.parisons of the care rece ived by the hand icapped

'
and non-hand icapped 

shed little light on whether there are d i fferences in the receipt of 
needed care . An assessment of the care of hand icapped persons , thus , 
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cannot be based on comparison with patterns of care received by othe r 
9 roups . Comparisons with ideals are more appropr iate . In considerin9 
this problem , the committee a9reed on two tentative bases on which to 
assess the care of hand icapped persons . First , is  the care they 
rece ive equally effective , in relation to existin9 knowledge , as the 
care received by other patients? Second , does the care of handicapped 
persons unnecessarily restr ict their  autono.y and independence? While 
neither of these criter ia is  read ily subject to aeasureaent , each 
calls attention to an t.portant aspect of the care of people with 
particular need s .  The committee has attempted to aake use of these 
concepts in assessin9 the care of hand icapped persons . 

DETERREN'l'S '1'0 HEALTH CARE FOR HANDICAPPED PERSONS 

In this section , we examine deterrents to the use of health car e  
services by hand icapped individuals . Althou9h the deterrents most 
often cited in the literature and in comments received by the 
committee are discussed individually below, each can operate in 
concert with others to impede or prevent handicapped persons from 
obtainin9 care . 

Some of these deterrents can be eliminated by enforc..ent of 
Section 504 and its re9ulations , by education of providers , by effort s  
to inform and educate hand icapped persons of the ir r i9hts under Section 
504 , and by programs that may assist them in obtainin9 needed med ical 
care . However , other deterrents , such as those built into specific 
prog rams , aay require le9 islative chan9es . And some problems can be 
e liminated only throu9h broader social chan9es that are relatively 
unaffected by 90vernment re9ulation . 

Attitudes/lnowled9e of Health Professionals 

N89ative or inappropr iate attitudes of health professionals toward 
hand icapped persons can be subtle and insidious impediments to care 
and are amon9 the problems cited most often by hand icapped persens and 
others concerned with their  r i9hts . The attitudes of health care 
personnel are often perceived by hand icapped individuals as reflectin9 
insensitivity ,  lack of concern , and a devaluation of pat ients as 
persons . Such att itudes can lead to patient dissatisfact ion with 
health services and to failure of a provider to treat a handicapped 
person appropr iately or even to treat at a11 . l8 

The problea of att itude is  complex and is not confined to health 
professionals . Persons with visible handicaps have lon9 been treated 
with a mixture of fear , uneasiness,  and paternalism and have often 
been subject to discr imination because of assu.ptions about the i r  
•differences . • Biases a9ainst the different obviously can and do 
operate in the health care sector J  at the extremes this can be seen i n  
i nstances o f  lesser efforts bein9 made to resuscitate alcoholics or 
resistance to actively treatin9 complications in newborns with Down ' s  
syndr0111e . 19 
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Other factors that can influence att itudes of care by provider s 
i nclude ignorance or lack of familiar ity with certain hand icapping 
cond it ions , which may result in lack of conf idence and fears of 
inadequacy in treating such persona 20 and , perhaps , also fear s of 
malpractice , the tradit ional emphasis in medicine on acute illness and 
•healing , •  which leads some physicians to view the chronically 
d isabled as • failures• of med icine and be d is inclined to accept thea 
as patients , and the tendency of physicians to address the needs of 
hand icapped persons in narrow medical terms , rather than in terms of 
broader soc ial support . 

Some providers treat handicapped persons in an overprotective 
fashion that encourages unnecessary dependency , failing to recognize 
that •d isability does not mean inability . • 21 While such complaint s 
are not unique to hand icapped persons , excessively paternalistic 
treatment is viewed by many of the hand icapped population as 

· 

potentially destructive of their  desi re to be as independent as 
possible . 22 I t  may also cause providers to fail to recognize that 
the i r  pat ients ' own knowledge and exper ience in dealing with the i r  
hand icap is a valuable source o f  informat ion that can be used 
benefic ially in their  care . 23 An example offered in testimony to 
the committee was the case of a spinal-cord-inj ured pat ient whose 
knowledge of his body ' s  idiosyncratic responses to infection was 
ignored by health professionals who incorrectly interpreted those 
responses as symptoms of an adverse drug react ion . 24 S imilarly , 
persons capable of manag ing their own catheter i zation outside of the 
hospita l  may not be allowed to do so as inpatients because the staff 
assumes they are incapable . 

I n  order to promote more appropr iate att itudes and care , many 
comaentators have called for better training of health professional s 
to meet the med ical , rehabilitative , and psychosoc ial needs of 
hand icapped persona . 25  Studies of dent ists show, for example , that 
provider s  who receive instruction in the care of handicapped persons 
as part of their  undergraduate or graduate training are more likely to 
treat such patients in their  pract ice a . 26 

Although it is  unrealistic to expect all health care personnel to 
be knowledgeable about the specific needs of all handicapped 
ind ividuals , the training that health care personnel receive could , 
nevertheless , help in dispelling myths and stereotypes , in recognizing 
the d ifferences among hand icapping condit ions as well as the 
ind ividual nature of functional capabilities , and in encouraging 
non-paternalistic attitudes toward hand icapped per sons . Several 
questions merit consideration a What training--both in att itudes and 
skills--should all students receive , and what training is most 
realistically confined to a specialized subset of health professionals? 
What aethods can be used to incorporate needed training into the 
cur r icula? A number of dental schools , for example ,  have instituted 
programs for care of the disabled , which might serve as .adele for 
other health care professional schoola . 27 Add itionally , postgraduate 
education programs on care of handicapped persons could be expanded to 
aensitize and educate those providers already in pract ice , as well as 
to re inforce any earlier training . 
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Supply and Distribution of Resources and Service s 

The uneven d istribution of health care resources and aervicea in the 
United States--both geographically and by specialty--i s  a deterrent to 
the care for many persona who are handicapped , part icularly those in 
rural and inner c ity areas where manpower and facilities usually are 
moat scarce . Although Section 504 provisions aeem not to be the 
iaaue , a number of specific problema have been identif ied in recent 
yeara r 

• The Spec ial Populations Subpanel of the President ' s  
Comaiaaion on Mental Health estimated that only 15 mental health 
programs for deaf persona existed throughout the United States , none 
of which were in a community mental health center and only a aaall 
number of which were fully funct iona1 . 28 In addition , only 20 
psychiatr ists , 16 paycholog iata , 19 soc ial workers , and 27 psychiatr ic 
nur aea were work ing with deaf persona and few of these personnel wer e 
deaf theaaelvea or able to communicate in a ign language . The 
ca.miaaion concluded that 8 5  percent of deaf persona need ing menta l 
health aervicea were not rece iving them because the aervicea were not 
avai lable . 

• Leaa than 1 percent of all practicing physicians ( 1 , 742 in 
1977 ) spec iali ze in physical med icine and rehabilitation .

29 One 
estimate auggeata that demand for phyaiatriata will exceed supply by 
100 percent by 199 0 . 3 0  

• The number of personnel provid ing general health care 
aervicea to hand icapped persona ia unknown , nor ia it known how many 
within that g roup have the knowledge of management and treatment of 
problema of handicapping cond itione to enable them to provide the moat 
appropr iate general care . Pew health care profess ional achoola offe r 
auch training . 

One proposed solution to the problea of supply and distribution 
of health aervicea i a  to establish aulti-diaciplinary , comprehensive 
state/reg ional treatment centers to meet the needs of the handicapped 
population , with home care and outreach aervicea made available to 
persona needing care in rural and remote areaa . 3 1  A var iety of  
other approaches may also be helpful , but the problem deaervea aer ioua 
attention . 

Physical Deterrents 

Phys ical deterrents to health care for handicapped persona include a 
lack of public transportation for the d isabled and var ious types of 
architectural bar r iers . These largely are high curbs and ataira that 
are not negotiable , and doors that are too narrow for persona in 
wheelchairs . Such bar r iers prevent some persona from enter ing 
bui ldings or treatment areas and preclude their  uae of aome aervicea . 
Hospital rooms that are not designed to g ive persona in wheelchairs 
acceaa to toi lets can limit the ability of aome handicapped patients 
to function independently . 
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The Architectural Barr iers Act of 1968 (P . L .  90-480)  require s  
spec ial design features for hand icapped persona i n  all build ings that 
rece ive funding through federal g rants or loans . These features 
i nclude certain numbers and design of park ing apacea r walkways and 
curbs that facilitate moveaent of wheelchairs or crutchea r accessible 
routes and entrancea r and reachable , visible , and audible signals and 
controls--for example , elevator control buttons accessible to 
wheelchair occupants , raised letters or numerals at corr idor doors to 
identify each floor for those who are visually hand icapped , and audible 
e levator call a ignala . 32 Compl iance with governmental standards and 
� if icationa is enforced by the Architectural and Transportation 
Barr iers Compliance Board , which was establ ished by the Rehabilitation 
Act of 1973 . 

In addition , regulations for Section 504 specify that each 
prog ram or act ivity of a rec ipient of federal funds •when viewed i n  
ita entirety•  be read ily accessible to handicapped persona ( that is , 
the regulations do not require a recipient to make each of ita existing 
facilit ies or every part of a fac i lity accessible and usable to 
hand icapped persona) . Caapliance may be accaapliahed , for example , by 
ha.e visits , assigning a ida to benef iciar ies , or deliver ing services 
at a lternate sites that are accessible . New construction or 
alteration of existing facilities auat conform to accessibility 
standards established by the Amer ican Nat ional Standards Institute , 
Inc . , examples of which were c ited above . 3 3  

Little information is  available about how often architectural 
barr iers iapede access to health services , the impact of such 
bar r iers , or even the number of facilities or programs that are in 
�liance with the requirements . (The OCR ,  DRBS , is responsible for 
reviewing such compliance in health care settings ,  but has engaged in 
no caapliance act ivities to date . ) However , architectural barr iers 
were not reported as one of the major bar r iers to obtaining care by 
disabled persona in the Health Interview Survey . 39 Although .aat of 
the phys ical plants of  moat hospitals seem likely to be relatively 
free of barr iers to wheelchai rs ,  it is not known how aany sett ings , 
such as physic ian or dental off ices , are located in bui ldings that 
have architectural barr iers . The Section 504 regulations allow 
federal fund rec ipients that have fewer than 1 5  employees ,  and that 
are unable to caaply with the accessibility provisions without 
s ignif icant alteration to existing facilities , to refer hand icapped 
persona to other providers whose services are accessible . 

The inability to get to a health care provider or facility was 
frequently identif ied as a problea by disabled persona respond ing to 
the Health Interview Survey in 1977 . 3 5 Reports of liaitat iona i n  
obtaining care for this reason were four t t.ea as com.on .-ong the 
d isabled as among the f it .  Deficiencies in , or lack of , publ ic 
transportat ion ayateaa in accommodating the handicapped can be a 
formidable barr ier to their  receiving care , although no data are 
available on the topic . 

The Section 504 regulations for health services do not refer 
�ifically to transportat ion bar r iers . The Rehabilitation , 
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Comprehensive Services , and Developmental Disabilities Amendments of 
1 978 enable DHBS to provide f inanc ial assistance to re80ve 
transportation barr iers as well as architectural and communication 
barr iers i f  a study has da.onatrated the need for such action , and the 
President has approved the expenditures of funds for th is  
purpoae . 36 Medicaid , which provides medical assistance for many 
disabled persona , requires that states provide or arrange for 
t ransportation if  necessary to aake all covered 'ervicea available to 
all elig ible individuals on an equitable baaia . 3 This requirement 
i s  potentially important for aany hand icapped persona , but the extent 
to which states are providing such services in their  Med icaid programs 
is unknown . In some rural communities , for example , it  baa been 
alleged that transportation assistance is provided to Med icaid 
e l ig ible persona only if  they satisfy a set of unwritten elig ibility 
requ irements and if  a welfare worker has some t t.e  and is  willing to 
transport them . 38 

In response to Section 504 , the Departaent of Transportation 
issued regulations that pertain to the accessibility of buses and 
subway cars to wheelchai r  users . Coat factors have made this 
requirement controversial , and leg islation has been proposed to allow 
localities to set up alternat ive transit services for handicapped 
residents . The issue here i s  similar to other situations in which 
mainstream acca.modation is at stake s when is it  reasonable to serve 
the needs of handicapped persona through separate or specialized 
facilities rather than making the adaptations necessary to aeet those 
needs in the general or mainstream ayatea? 

Communication Deterrents 

Many persona are limited in their  ability to comaunicate , some severely 
so , because of varying types and degrees of hear ing and speech 
impairments and conditions . Comaunication problema in health care 
settings can result in pat ients ' needs being ignored or misunderstood , 
with possibly ser ious consequences .  For example , comaunication 
d iff iculties associated with hand icaps have been alleged to have 
resulted in erroneous diagnoses of mental retardation . 3 9  

Dissatisfact ion with health services and a reluctance t o  seek care 
when needed may result not only from difficult communication , but also 
f roa pat ients being treated as intellectually defic ient or emotionally 
diaturbed . 40 

Estimates of the number of people with speech difficulties are 
quite imprecise , rang ing froa 1 million to 8 million persona (Table 
2 2 ) . 4 1  The type of a id that persona in this population need to 
fac i litate communication in a health care setting depends upon the i r  
specific speech impairment . 

Iapairment of hearing is the s ingle moat prevalent impairment in 
the United States , although estimates of the number of persona with 
some type of hear ing loss vary widely (Table 2 2 ) . 42 The Nationa l 
Assoc iation of the Deaf eatiaatea that there are 14 . 5  million people 
who can be considered hear ing impaired (with some degree of hearing 
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loss in one or both ears) . Seven million of these have signif icant 
bilateral loss ( substantial d iff iculty hear ing in both ears)  and 2 
aillion can be considered deaf (cannot hear or understand speech) . O f  
these 2 million deaf persona , approx imately 4 50 , 000 a r e  prevocat ionally 
deaf (they becoae deaf pr ior to 19 years of age ) J this population i s  
aoat likely t o  ca.municate through such modes a s  sig n .  FOrty percent 
of all hear igg impairments occur in the population 6 5  years or older 
( Table 22) . 43  The d iversity of the hearing-impaired population has 
�rtant implications for the modes of communication that are 
feasible for particular patients , s ince profic iency in both English 
and in  s ign language is  related to age at onset of deafness and to 
educat ion . 

Under traditional aaau.ptiona , persona with hearing impairments 
have been viewed as responsible for assuring that comaunication can 
take place , either via wr itten notes or by bring ing someone with them 
to help thea ca.municate . Health provider s  were thus absolved of 
responsibility for assur ing effective comaunicat ion with such 
patienta .44  By contrast , the Section 504 regulations place the 
responsibility for communication with the provider . Hospitals tha t 
are covered by the law and that provide emergency care auat ensure 
that means are avai lable for ca.municating effectively with persona 
who have impaired hear ing and who require emergency treatment . In 
add ition , recipients of federal funds who employ 1 5  or aore persona 
are required to provide appropr iate auxiliary aida to persona with 
aenaory , manual , or speaking disabilities where necessary to ensure 
that such persona are not denied appropr iate benef its or services 
because of their  hand icap . Examples of such aida include braille and 
tape-recorded mater ial for the blind and interpret ing for the deaf . 
Smaller providers also may be required to provide such aida where i t  
would not adversely affect their  ability t o  provide services . 

Although such auxiliary aida are legally required ,  and the 
hear ing-impaired population is large,  no systematic information is 
available regard ing the extent to which hear ing- or speech-impaired 
persona are unable to obtain adequate health care because of 
co.aunication probleaa . Soae recorded cases represent situations tha t 
are not precisely addressed by the regulations , such as deaf persona 
unsuccessfully seeking treat.ent at hospital clinics or alcohol 
treatment centers , but not in emergency situations as addressed by the 
regulations . In other instances , the regulations have apparently been 
ignored , as in the case of a deaf woman with a skull fracture who was 
aent home froa an emergency room in Chicago because the hospital 
refuaed to provide an interpreter . 45 

Although interpreters are one type of auxiliary aid that could be 
aade avai lable to hearing-impaired persona in health care facilities , 
the comaittee could locate no stud ies that show ( 1 )  what proport ion of 
the hearing- impaired population would be able to take advantage of the 
services of interpreters were they avai lable or ( 2 )  what impact 
interpreters have on health status and sat isfaction with care . &a.e 
clues as to how hear ing-impaired persona presently cope with 
co..unication problema in seeking health care come froa a recen t 
survey of deaf act ivists . (No comparable data are avai lable for a 
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more representative sample of deaf persona . )  The major ity of these 
persona reported that they relied on wr itten communication with 
hospital personnel , althouqh the authors noted that wr iting ia •mor e 
l ikely to lead to misunderstanding than s ign language interpretat ion , • 
and the major ity of adults deafened in childhood expressed conf idence 
in their  ability to sign and to read a ign . 46 (This agrees with an 
earlier , broader survey of prevocationally deaf persona , the majority 
of whom rated highly their  manual communication akilla . 47 ) Wr itten 
communication can present ser ious problema for many deaf persona , 
part icularly for persona deafened in early chi ldhood , since the i r  
prof ic iency i n  Eng lish may be limited . With regard t o  reading ability , 
for example , deaf adults average fourth grade level . 48 However , 
respondents to this survey encountered inter�retera in the health care 
setting only 8 percent or leas of the time . 4 

This low f igure might be a reflection of the fact that the number 
of certified interpreters in the country currently ia approximately 
2 , 000  peraona . 50 A number of other factors further complicate the 
provision of interpreters for deaf persona . One ia the distinction 
between ind ividuals who uae s ign language and those who read lips or 
uae other forma of communication not involving sign language . Sl The 
belief that l ip-readers do not need assistance in comaunicating ia 
often unfounded r many lip-readers understand leas than half of what i a  
being said . The potent ial for misunderstandings ia therefore 
substantial . Furthermore , many interpreters are not trained in bot h 
s igning and oral interpreting , so ca.munication problema may reaain 
even in health care settings in wh ich an interpreter ia present . A 
leas common problem concerns ethnic ind ividuals who are hear ing 
impaired and who uae other than Amer ican S ign Language ( s ign language s 
differ aa do spoken languagea) . S2 A f inal problem in the uae of  
i nterpreters i a  the quest ion of  privacy and conf identiality in the 
doctor/patient relationship . The National Reg i stry of Interpreters 
for  the Deaf , a national certifying organization for interpreters , 
does have a code of ethics that requires that interpreters protect any 
confidence to which they are pr iVY • 

Financing Health Car e  

The coat o f  health services waa identified by d i sabled persona in the 
1977 Health Interview Survey aa a major obstacle to obtaining 
care . S3 Government health care programs and pr ivate health 
insurance do not remove this  obstacle for many hand icapped persona . 

An array of health service programs exiata for hand icapped 
persona at federal , state , and local levels , including rehabilitation 
prog rams , community health and mental health centers , and programs for 
narrowly specif ied benef iciar ies . There are important programs for 
t he handicapped in the Depart.ent of Defense and the veterans 
Administration , but moat programs at the federal level come under the 
DRBS . Medicare , Medicaid , and Cr ippled Children ' s  Services are three 
major health care prog rams serving handicapped persona . Examination 
of the deterrents to care that are built into these programs raiaea 
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that are built into these programs raises the question of whethe r 
federal and state governments , in the face of f inite resources and 
competing interests , are in a broad sense d iscr iminating against 
substant ial segments of the handicapped population . 

Med icare is  the federal health insurance program for the aged , 
certain d i sabled persona , and those suffer ing from chronic renal 
failure . The elig ibility requirements and benef it structure are the 
same throughout the country and apply without regard to income or 
assets .  I t  is administered as an insurance program. Par t  A of 
Medicare is  avai lable to persona when they reach age 65  and to those 
with chronic renal disease requiring dialysis or renal transplant 
regardless of age .  Part A covers hospital services , ski lled nursing 
haDe care , and hoae health visits for a spec ified number of days or 
number of visits . 

All persona aged 6 5  and over and all persona enrolled in Part A 
aay elect to enroll in Par t  B of Med icare , which pays for physician 
visits , laboratory and X-ray services , outpat ient hospital care ,  and 
add itional hoae health care visits . Par t  B is financed by a modest 
aonthly premium charge on enrollees and by federal taxes . It baa been 
suggested , however , that the deductible and coinsurance features of 
Part B act as a deterrent to obtaining services under Med icare b{ the 
poor ,  who include disproportionate numbers of d i sabled peraona . 5 

Furthermore , although Part B services are those moat l ikely to meet 
the general health care needs of handicapped persona , providers unde r 
the program are not deemed by DBHS to be receiving federal f inanc ial 
assistance and are exempt from the Section 504 regulationa . 55 

Disabled persona become elig ible for Medicare benefits after they 
have been entitled to Social Secur ity Disability Insurance (SSDI ) 
benef its ( baaed on a per iod of covered employment) for two year s .  
Elig ibilty for the latter benefits is  contingent o n  a determination 
that the individual is • incapable of engag ing in any substant ial 
gainful activity because of a medically determinable physical or 
mental impairment that has lasted or can be expected to last 
cont inuously for at least 12 months or to result in death . • 56  When 
the initial 5-month per iod for determining disability under the 
disabil ity insurance program is included , a waiting per iod of 29 
months exists between the onset of a d i sabling cond it ion and 
elig ibility for benef its under Med icare , although in some instance 
coverage may be obtained under Medicaid . 

The waiting per iod was enacted in an effort to l imit program 
costa and to d i rect Medicare coverage to those whose d isabilities have 
proved to be severe and long laating . 57 Bowever , this aeana tha t  
Medicare benef its are not avai lable dur ing the initial , often acute , 
phase of d i sability when health services are particularly needed . FO r  
axa.ple , SSDI beneficiar ies in 1974 not elig ible for Medicare used 
a�•t twice as many hospital days and phys ician visits as elig ible 
benaficiar iea . 58 Ear ly treatment may g reatly affect the eventual 
sever ity of some disabilities . As an example , early placement of 
person• with spinal cord injur ies into a med ical rehabilitation 
program has been shown to reduce the sever ity of the diaability . 5 9 
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Until quite recently , disabled persona elig ible for Med icare who 
r eturned to work and then suffered a relapse had to re-establish their 
Med icare eligibility in an additional 24-.onth waiting per iod . This 
provision , which was quite inconsistent with the goal of aax imizing 
the independence of d isabled persona , was altered by the Social 
Secur ity Disability Amendaenta of 1980 , which d id away with the 
waiting per iod and extended Med icare coverage for four years after a 
disabled person returns to work instead of one year . 60 

Other problema and gaps in coverage under Medicare are likely to 
have a d i sproportionate effect on handicapped persona and br ing into 
focus the conflict that can ar ise between coat considerations and the 
goals of Section 504 a 

• No coverage for opt ical aida , hear ing aida , or dental 
c are , 6 1  l imitations on hospital services ( up to 90 days ) , which may 
constitute inadequate lengths of stay for those with severe 
d isabilities , such as quadr ipleg ia , parapleg ia , and multiple 
amputations . Spinal-cord-inj ured people may need 120 days for the 
f irst stay . 

• L imitations on skilled nursing home care ( 100 days per 
benefit per iod , preceded by at least 3 days of hospitalization) , which 
makes many disabled persona , particularly the elderly disabled , 
convert to Medicaid , with ita attendant d isincentives to providers and 
resulting d iscr imination ( see Chapter 3 ) . 

• Limitations on home health care visits ( 100 visits) , which 
may force a person into an institution . 

• Limited psychiatr ic benefits , such as coverage restricted to 
a lifetime maximum of 190 days of inpatient psychiatr ic 
hospitalization , and a limit on annual payments for ambulatory 
services of •250 per patient . 6 2  

Medicaid is a federal-state matching g rant program provid ing 
med ical assistance for low-income persona who also meet certain 
elig ibility requirements ( for example , aged , blind ,  disabled , or 
members of famil ies with dependent chi ldren) . All states except 
Ar i zona currently part ic ipate in the program. Each state administers 
and operates ita own program, and , subj ect to federal guidel ines , 
determines elig ibility and scope of benefits . States participating in 
Med icaid are required to offer inpatient and outpatient hospital 
services , laboratory and x-ray services ' skilled nursing home care ' 
hoae health care , physic ian services , family planning services ' and 
early and per iodic screening , d iagnos i s ,  and treatment (BPSD'l') for 
children under age 21 , as well as to arrange for or provide 
transportation to needed services . States may also provide a wide 
var iety of optional services ( for example , drugs and dental care) , bu t 
the amount and extent of such services vary widely from state to state . 

Elig ibility requirements also vary from state to state . Thus , 
d isabled persona elig ible for services in one state can be inelig ible 
in another . El ig ibility is often l inked to actual or potential 
r eceipt of cash assistance under federally assisted welfare programs , 
but states do have the option of cover ing the med ically needy--those 
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with incc:.ea adequate to purchase food , clothing , and housing , but not 
adequate to meet the coat of medical care . Anyone receiving 
Suppleaental Secur ity Income (SS I )  ia  elig ible ' the definition of 
disability under SSI ia  the aame aa that for d i sability insurance , 
except that disability for chi ldren ia evaluated in terms of auch 
factors aa g rowth , maturation of  physical and functional 
characterist ics , and eaotional and social development . 6 3  

For disabled persona who qualify ,  the prograa creates unfortunate 
disincentives for employment . Although employment i a  important to the 
independence of handicapped individuals , earnings above certain,  often 
low levels result in the loaa of elig ibility for Medicaid aervicea on 
which they aay be dependent for meeting substantial medical expenaea . 
Such persona muat either find a lower-paying job in order to retain 
benefits , qu it work ,  or atteapt to cover their medical expenaea aa 
beat they can . Thia i a  made more diff icult by the fact that the 
health i nsurance connected with employment often inadequately covers 
expenaea associated with chronic problema and excludes coats associated 
with treatment of cond itione that existed pr ior to coverage . Thua ,  
the person who haa been d isabled by a chronic cond ition may f ind that 
the coats associated with the loaa of Medicaid are so prohibitive aa 
to aake returning to work not feasible . 

A nuaber of other features of the Medicaid program can result in 
elig ible , d isabled people having d ifficulty in getting needed care . 
Aa waa descr ibed in Chapter 2 ,  aany providers are unwilling to accept 
Med icaid rec ipients aa patients , citing aa reaaona inadequate 
reiaburaeaent levels and delays in payment . In addition , f ixed 
reiaburaement levels for unite of care , auch aa an off ice visit or a 
day of care , create disincentives to care for persona whose needs in 
terms of t ime ,  facilities , or personnel are greater than average . 
Many handicapped and disabled persona fall into that category . The 
President ' s  Commission on Mental Health noted that reimbursement rate s 
for community aental health centers and/or psychiatr ists are ao low 
that many providers refuse to participate in Medicaid and needed 
mental health services are not avai lable to poor people who are 
mentally handicapped . 6 4  

Although all atatea are required t o  provide BPSDT aervicea for 
all Med icaid recipients under 21 , a study of that program by the 
Children ' s  Defense Fund found that the program ia espec ially 
inadequate for elig ible hand icapped children . Such children often 
beco.e elig ible for Medicaid , at least in theory , on the baaia of the ir 
elig ibility for the federally administered Supplemental Security Income 
Prograa. However , thia doea not necessarily br ing them to the 
attention of the state-administered Med icaid prograa, and they may 
never be told about the EPSDT prograa. Furthermore , even if  they are 
acreened under EPSDT, many of the medical service a they may need ( such 
aa physical therapy) may not be covered by the i r  atate ' a  Med icaid 
prog raa. 6 5  

There are alao important l imitations and var iations in benef its 
froa state to state that may affect the aervicea that are available to 
handicapped persona . All atatea , for example , provide dental benefita 
for Med icaid elig ible children , but not all provide auch benef its for 
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elig ible adulta . 66  The provision of many services under Medicaid 
are at the opt ion of the state ( such aa opt ical aida and hearing a ida ) 
and even i f  such a ida are provided , the state may limit the type and 
extent of such a ida . A visually impaired person may be able to obtai n  
regular eyeglaaaea,  for example , but those with special problema may 
get limited services--the person with albuaiam may need a change of 
lenaea several t imes per year but may only be covered for the initial 
lenaea . Or the state may provide a hear ing t.paired person with only 
one hear ing a id when two are needed . 

In aoae instances , atatea are accused of using subj ective cr ite r i a  
to distinguish between the •deserving • a nd  the •nondeaerving , •  and 
factors such aa age or aever ity of disability may be used in 
deteraining whether certain a ida will be provided to disabled 
persona . One commentator alleges that in California electr ic 
wheelchairs appear to be aade available only to persona in their 
2 0 a .67 Little attention baa aa yet been g iven to the question of 
whether the rationing of scarce resources on the baaia of need (or on 
pred ictions regarding likelihood to benefit)  ia inconsistent with 
Section 504 . 

Mental health services under Medicaid , aa under Med icare , are 
limited . �r example , limitations on payments , age , and services 
exclude persona between the agee of 21 and 6 5  from Medicaid 
retaburaement for treatment in a psychiatr ic facil ity ,  because such 
care baa traditionally been a state responsibility .  Furthermore , 
faci l ities in which more than half of the residents are mentally ill 
a re subj ect to the • so percent rule , •  which classi f ies thea aa 
psychiat r ic institutions and therefore subject to special restr iction s 
and liaitationa on reimbursement . With regard to children, maintenance 
and services are both retaburaed for those in institutions , but only 
medical care i a  covered for those in leas-restr ictive aettinga . 
Coupled with the lack of mandated ooverage for home health care 
services for those under 21 ( such services are mandatory for adults) , 
a disincentive for deinatitutionalizaton of mentally handicapped 
children i a  created . 68 

Cr ippled Children ' s  Services Title V of the Social Security Act 
authori zes a program of foraula grants to state health agencies for 
Cr ippled Children ' s  Services to extend and improve services to 
handicapped chi ldren and to those suffer ing from cond itione that lead 
to crippling , particularly in rural and economically depreaaed areas . 
Notwithstanding ita title ,  the program now covers a�at all types of 
medical problema . Services provided include locating handicapped 
children and provid ing med ical , surg ical , corrective and other 
assistance for diagnosis,  hospitalization , and poet-hospitalization 
care . 

The federal statute does not specify either the .-ount or type of 
service that atatea may provide under this program or what conditione 
a re considered •crippling . •  A cr ippled child ia  def ined aa •an 
individual under the age of 21 who baa an organic disease , defect , or 
condition which aay hinder the achievement of normal g rowth and 
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development• (P . L .  94-271 ) . All children so def ined are elig ible for 
diagnostic services . Treatment services are provided to children in 
f inancially needy families , with determinat ion of f inanc ial need left 
to each state . 69 Benef its under the prog rams , however , cease at age 
21 , despite the fact that moat auch condit ione are permanent . Coverag e  
o f  med ical expenaea thereafter depends on the individual ' s  or the 
fami ly ' s  resources or elig ibility for other public programs . 

States report annually on condit ione treated in chi ldren served 
by the program,  and thia information provides a minimal def inition of 
what condit ione may be covered or excluded in the reporting state . 
Figures for 1973 federal expenditures per client on a atate-by-atate 
baai a  ranged from a low of $26 . 90 in washington , D .C . , to a high of 
$ 24 9 . 17 in Ohio. 7 0  Large atate-by-atate var iations also exist in 
the types of conditione covered within the program. 71 In 1976 , for 
example , Iowa reported that 22 . 9  percent of ita caaeload waa mental , 
psychoneurot ic ,  and personal ity disorders , but California reported 
none . Ind iana led all other atatea with 49 . 8  percent of ita total 
caaeload reported aa multiply hand icapped , compared with a nat ional 
average for the program of 24 . 2  percent , and North Dakota reported the 
lowest proportion--2 . 5  percent--as similarly hand icapped . 72 It i a  
not clear i n  mater ials reviewed by the comaittee whether auch 
var iations are artifacts of var iations in data-reporting syatema o r  
a r e  due to state-level decisions to exclude certain types of 
handicapped chi ldren from thi a  prograa and , if so, whether auc h 
exclusions atem from coverage of these types of children in other 
prog rams ia not apparent . 

Although these three programs--Med icare , Med icaid , and Cr ippled 
Children ' s  Services--are all intended to meet the health care needs of 
the d i sabled population , each meets only certain needs and baa ita own 
constituency and interests . Thua , each not only fails to serve • a  
signif icant portion o f  i t a  potential clientele , • 73  but may be poorly 
serving many of ita beneficiar ies aa well . 

Pr ivate health insurance alao ia of obvious importance in the 
f inanc ing of health care . Policies often exclude coverage for 
•pre-existing conditiona•--medical cond itione present when a policy i a  
taken out . Thia exclusion also can apply to children born with auch 
cond itione , even though the parents have health insurance coverage for 
theaaelvea . 74 Some insurance companies cover persona who have auch 
cond itona by underwr iting • substandard r iaka•--thoae who for several 
reasons do not qualify for standard coverage . One way to underwr ite 
auch r iaka ia a waiver or r ider exempt ing coverage for a speci f ic 
d isability or fora of physical impairment affecting a spec ified part 
of the body . A problem in auch coverage ariaea when a person ia 
hosp itali zed or disabled for another cond ition that aight be construed 
by the insurer to be d irectly or indirectly caused by the waivered 
d isability .  Additional methode for underwr iting substandard r iaka 
include extending the elimination per iod ( the per iod for which the 
insurer i a  not responsible) and offer ing coverage with extra premium 
paymenta .7 5  It ia  not clear to what extent practices that result in 
no coverage or h igher premiums for handicapped or disabled people have 
a sound actuar ial baaia rather than being baaed on gueaaea and 
aaau.ptiona . 
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Health insurance coverage may be avai lable to handicapped persons 
who are employed through g roup coverage at the workplace . However , 
the job mobility of persons with chronic conditions (particularly 
those whose chronic cond ition developed while they were employed) may 
be severely constrained by questions about whether they (or their 
chronic condition) would be covered by insurance in a new place of 
work . Thi s  problem may also apply to employees who have handicapped 
dependents .  An additional problem with handicapped dependents is that 
parents ' insurance coverage for a handicapped chi ld may expire when 
the child reaches 18 or 21 . 

The problem of inadequate or unavailable insurance coverage also 
may lead a handicapped person not to seek employment at all , because 
of the possibi lity that their earnings will make them inelig ible for 
public assistance programs , but be inadequate to cover their  medical 
expenses . The cost of care for cystic f ibrosis,  as j ust one example , 
often exceeds $10 , 000  per person per year and may even exceed 
Sloo , ooo . 76 

Although estimates exist of the number of persons in the Uni ted 
States with or without some form of pr ivate health insurance coverage , 
no current estimates are available to determine how many handicapped 
persons are in each of these groups . Furthermore , the committee could 
locate no information regarding such matters as how many handicapped 
persons are covered for most or all medical costs assoc iated with the 
hand icapping condition , how many are paying extra premiums to cover 
handicap-related care , or how many have coverage that excludes such 
care . The major stud ies of how people f inance their med ical expenses , 
includ ing the recent National Health Expenditure Survey conducted by 
the National Center for Health Services Research , have not collected 
data that would allow separate analysis of the exper iences and 
practices of handicapped and d isabled persons . Although some difficult 
sampling problems would have to be overcome for a national survey of 
this population , quest ions about the health status of the handicapped 
population , whether and where they obtain care , and how they pay for 
it seem too important to be ignored in the future . 

Medical screens Handicapped persons who may be unable to acquire  
p r ivate health insurance because of  pre-exist ing cond itions may face 
similar med ical screens in certain government-assisted programs , 
namely ,  prepaid community health centers and federally qualified 
health ma intenance organizat ions (BMOs ) . Prospective ind ividual 
members may be reviewed with regard to their  probable future need for 
continued , long-term treatment of an illness or condition--a distinct 
probability for many hand icapped persons--and if  their potential need 
and use of services are high , they may be excluded from par t ic ipation 
in these programs . Medical screens resulting in handicapped persons 
be ing denied membership specif ically because of their  handicapping 
condition ,  however , would appear to be inconsistent with Section 504 . 

The rationale for med ical screens i s  one of economics . Such 
p ract ices l imit the organization ' s  f inancial r isk (potent ial health 
service costs ) by using actuar ial predictions of costs and establishing 
of capitation rates suff icient to meet those costs , enabling the 
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organization to compete effectively in the health care market . Some 
health centers have contended that medical screens are necessary for 
their economic survival . The OCR has argued that a center ' s  use of a 
aedical screen is discriminatory under both Section 504 and Section 
330 ( a )  of Title I I I  of the Public Health Service Act , which requires 
centers to serve all persons in their catchment areas , regardless of 
aedical condition , 7 7  but the issue is still unresolved . 

In contrast , RMOs , which are subj ect to Title XIII  of the Public 
Health Service Act, are not required to serve all persons in their 
catchment areas , although they must serve all group members , 
regardless of health status . RMOs , however , med ically screen 
individuals on grounds of protecting their financial viability .  Only 
dur ing an open enrollment per iod must an HMO accept all individuals 
who apply (with the exception of those confined to an institution ) 
without regard to health status . * 

The OCR is investigating whether med ical screens are essential to 
the economic survival of RMOs and , if  so , what the l imitations should 
be on these screens to ensure that such organi zations do not 
discr iminate against those who are hand icapped . The question remain s 
open on how to reconci le the requirements of Section 504 with the 
shaky f inancial status and competitive position of many RMOs .  If , i n  
pursuing its goal of encourag ing a nd  supporting the development of 
RMOs , the government exempts HMO med ical screens from Section 504 , 
this would raise questions about the government ' s  responsibility for 
the social goal of non-di scr imination and would preempt a more 
deliberative attempt to reconcile certain economic realities of 
government programs with the mandate of c ivil r ights . 

Long-term care Nursing homes are one of several types of facilities 
avai lable to meet the long-term care needs of physically and mentally 
handicapped individuals , part icularly the disabled elderly . Questions 
can be raised , however , about a number of apparently discr iminatory 
pract ices and policies at both the nursing home and governmental 
levels . 

Witnesses appearing at meetings of the committee reported that 
hand icapped individuals in nursing homes often rece ive fewer service s 
and lower qual ity of care than other residents and in aa.e instances 
are even denied bas ic services . One report stated that 70 percent of 

*However , not all RMOs are requ ired to have open enrollment per iods . 
Only those organi zations that e ither have provided comprehensive 
health services on a prepaid basis for at least f ive years or have an 
enrollDent of at least 50 , 000 members , and which d id not have a 
f inancial defic it in the preceding fiscal year , are requ ired to have 
an open enrollment period . Furthermore , there are limitations on the 
duration of the open enrollment per iod , and the open enrollDent 
requirements may be waived if an HMO demonstrates that compliance 
would jeopardize its existence . 78 
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the pat ients in skilled nursing facilities needing phys ical therapy 
and 90 percent of those need ing occupational and speech therapy d id 
not receive them. 79 

The handicapped or d isabled person see k ing nursing home care may 
be refused admission because of their needs for care . It  i s  widely 
recognized that persons who require , or who are assumed will require , 
•heavy care • are screened out by nursing homes . Such ind ividuals 
could include blind or deaf persons , those with colostomies , 
ileostomies , or catheters , as well as those with drug or alcohol 
problems--in other words , var ious types of pat ients who fall with in 
the Sect ion 504 definition of handicapped . Only scattered 
documentat ion is  available , however , regard ing the extent to which 
thi s  occurs . 

The possibility of exclusion of such ind ividuals increases if  
they are Medicaid recipients . Most nursing homes have long waiting 
l i sts and can dec ide which public and pr ivate pat ients to admit , as 
well as what rates to charge the pr ivate pat ients . As was descr ibed 
in Chapter 3 ,  state Medicaid payments to nursing homes are often much 
lower than rates paid by pr ivate pat ients . Because of th is  disparity ,  
a s  a recent General Accounting Office report notes , •nursing homes 
generally prefer to accept private pay applicants over Med icaid 
applicants and the less d isabled over the h ighly impai red ,  difficult 
to care for pat ient . ·BO The New York State Moreland Act Commission 
investigation into nursing homes observed that many facilities •mak e  
it  a pol icy to accept only relatively well pat ient s . Bl Severa l 
homes employ ' headhunters ' whose task it is not only to f ind pat ients 
to fill  beds , but also ,  and importantly , to screen out difficult 
cases . •  I t  is thus difficult for Medicaid-supported and highly 
impai red applicants (which in many instances may be ident ical 
populat ions ) to f ind a vacant nursing home bed . This  situation is 
exacerbated in areas where there i s  a bed shortage . 

The use of • heavy-care• cr iter ion by nursing homes to screen out 
the disabled has yet to be thoroughly examined , but a number of issue s 
bear scrut iny .  The heavy-care cr iter ion is  apparently applied on an 
informal basis by nursing homes and is nowhere fully defined . 82 

Heavy-care could refer to needs for extens ive med ical care or personal 
assistance , or both . It  could refer to pat ients whose personalities 
or behavior make them more difficult to cope with by staff or other 
residents .  Do all patients classified a s  heavy-care actually require 
such care? Are certain condit ions routinely assumed to require more 
care , despite the fact that conditions and funct ional levels diffe r 
among patients? 

The economic rationale for screening these patients raises other 
questions . Are such patients merely less profitable than others , or 
will the facility actually lose money because the reimbursement rate 
is inadequate to support the necessary care for these persons? 
Whether the source of discr iminat ion is  seen to l ie in federal/state 
reimbursement policies or in the pract ices of facilities , a fairer 
d istr ibution among nursing homes of heavy-care pat ients and/or 
Med icaid recipients appears necessary to ensure that hand icapped 
persons needing nursing home care are more readily admitted . I f  they 
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are in hospitals waiting to be admitted to nurs ing homes , they may be 
there for long per iods of t ime , receiving more care than necessary and 
at cons iderable publ ic expenae , 8 3  if they are at home , withou t 
suff icient care , their  cond it ion may be adversely affected . 84 

In contrast to the situat ion in which hand icapped persons are 
denied admission to nursing homes , many others , part icularly the 
marg inally disabled , are being inappropr iately placed in such 
institut ions . The nursing home often is used as a housing alternative 
because of insufficient economic or social resources in the 
community .8 5  The lack of proper facilities is  reinforced by the 
bias toward institutionali zation under Med icaid . Although skilled 
nursing facility care and home health services are mandatory under 
Medicaid , the states can l imit the amount and types of services 
provided , as well as the reimbursement rates . Moat have restr icted 
home health services . 86  On the other hand , despite complaints 
regarding low reimbursement rates under Medicaid , nursing home 
part ic ipat ion in Medica id is quite extensive . The result may not only 
be more costly in f inancial terms for society as a whole , but 
deleter ious for the pat ient . Too often , marg inally disabled persons 
are relegated to nursing homes where little effort is made to meet 
their personal , social , or rehabilitat ive needs , thereby reducing 
the i r  ability and desire to funct ion at their full potential . 

CONCLUSIONS 

The committee ' s  review of the health care of handicapped persons 
leaves little doubt that a var iety of problems exi st ,  although it i s  
d iff icult to know the extent to which d iscr iminat ion i n  a str ict sense 
is involved . A full statement of the extent and sources of these 
problems is prevented by the lack of a clear operat ional def init ion 
(or set of definitions ) of a •handicapped person • for the purpose of 
the law and by lack of adequate information about the health status 
and health care of hand icapped persons , whatever definitions may be 
used .  

The committee concluded that present informat ional inadequacies 
are partially rooted in pr ior ities and apathy about the condition of 
handicapped people and partially in conceptual and methodolog ical 
difficulties . The former problem is symboli zed by the failure to 
collect any information about hand icaps in the 1980 census , a matter 
that should be corrected in 1990 , and by the lack of a clear locus of 
responsibi lity for assur ing that opportunities are taken to collect 
relevant information . The OCR, because of its responsibilities unde r 
Section 504 , may be able to play a useful role as a catalyst for 
br i ng ing about needed improvements in information by work ing with 
statistical agenc ies within the Department of Health and Ruman 
Services to increase attent ion to the topic . 

Conceptually , the most fundamental problem is  the lack of clear 
and consistent definitions for use in compiling information about 
hand icapped beneficiar ies in federal programs and in collecting 
information by surveys . Ideally , such a def inition should be as 
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consistent as i s  feasible with the central elements of the Section 50 4 
definition of a handicap a an impairment that s ignif icantly l imits a 
person in a major life activity (not just in terms of work disability )  • 

( It should also be made clear that temporary impairments or acute 
cond itions are not included . )  The need to develop a clear and 
consistent definition for stat istical purposes should be g iven ser ious 
attention , perhaps through the Nat ional Committee on Vital and Health 
S tatistics that advises the Secretary of DBBS . 

At the same t ime ,  more explicit attention should be g iven to 
collecting information about the problems exper ienced by handicapped 
persons in obtaining health care under available definitions . 
Cons iderat ion should be g iven to developing standard questions about 
hand icaps that can be included in any general health survey of 
suff ic ient size and be used in the presentation of results . In 
add ition ,  more specific information is needed about the sources o f  
care of handicapped persons a nd  the problems they face i n  obtaining 
care . To be most useful , survey instruments should reflect both the 
types of hand icap-speci f ic problems ( such as interpreters for deaf 
patients ) that ar ise in the Section 504 context and problems ( such a s  
d istance from specialized facilities or lack of coverage under health 
insurance ) that do not . Information about sources of payment for car e  
and participation in governmental programs will also increase the 
usefulness of suQh data-collection efforts . Finally , more information 
is needed about systematic factors that influence the care that 
hand icapped persons receive . Thi s  includes state var iations i n  
federally funded programs on which many handicapped persona are 
dependent and information about planning agenc ies ' activities 
pertaining to the health care problems of handicapped persons . 

The committee has noted that the Section 504 definition itself 
c auses problems for both data collection and enforcement both because 
of its breadth and vagueness and because of its inclusion of 
d isabilities , chronic ( and perhaps acute ) diseases , mental d isorders , 
and drug and alcohol abusers . It  is  unlikely that the health care 
problems of the chronically ill , for example , will be in any way 
mitigated by being redefined as problems of hand icapped persons . 
The Section 504 definition leads to a confusion of var ious issues and 
makes both research and meaningful enforcement activities ( including 
t he definition of d iscr imination )  unnecessarily diff icult . The 
leg islative definition bears recons iderat ion . 

As far as the OCR is concerned , the committee suggests that it 
(1)  review definit ions of handicapping conditions under exist ing 
federal programs , ( 2 )  develop a set of functional def init ions of 
hand icapping conditions under the existing language of Sect ion 504 , 
and ( 3 )  develop , with other relevant bureaus and agencies within DBBS ,  
common def initions for data collection , to be included i n  on-going 
s tatistical surveys . 
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LEGAL MECHANISMS POR CIVIL RIGHTS ENFORCEMENT 

There i s  a general lack of awareness of civil r ights issues in health 
care , but a framework of laws exists within which dispar ities that may 
be due to d iscr imination can be addressed . This  chapter descr ibes 
three legal bases for actions against racial/ethnic discr imination i n  
health care delivery--Title VI of the Civil Rights Act ,  the health 
plann ing leg islation , and the Bill-Burton Act for facilities 
construct ion . 

Th is chapter also briefly reviews the enforcement of existing 
civil r ights leg islation . The review suggests that ,  whi le existing 
law has l imitat ions , the lack of effect ive enforcement of existing 
laws has been a major imped iment to defining more clearly the scope 
and nature of civil r ights in health care . Federal agencies have been 
author i zed , and in some cases mandated ,  to collect data , identify 
relevant issues , and establish and enforce policies regarding 
discr imination in the delivery of health services . However , neithe r 
the enforcement program for Title VI , the major vehicle for civil 
r ights enforcement in health care , nor the activities carr ied out 
under the federal health planning program have provided a basic 
descr ipt ion of relevant problems . Available enforcement mechanisms 
have received only l imited use and development ,  and their  potent ial 
influence has j ust begun to be felt . 

The f irst ser ious attempts to apply c ivil r ights law to the 
delivery of health services are still  under way , and their  consequence s 
are uncertain.  The specific legal meaning of d iscr iminat ion in the 
health care context will grow out of such cases as are described i n  
this chapter . I t  should be emphasized that c ivil r ights a s  a concept 
is not • set• , the law is an evolving process . Legal cases both 
reflect and determine societal concensus as to what is discr imination . 
Legal issues and cases are presented in this chapter not onlY to show 
the present status of c ivil r ights activities in health care but also 
to stimulate wider debate that may help clar ify many issues and 
questions . 

This chapter does not attempt to summar i ze or catalog all 
relevant laws or the manner in which they are or could be enforced , 
and i t  does not spec ifically extend the analysis of the previous 
chapter regarding hand icapped persons . It  describes the laws that a r e  
l ikely to be the major bases for legal challenges to d iscr iminat ion , 
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particularly on the basis of race or ethnic ity , in the forseeable 
future . 

OVERVIEW OF CIVIL RIGHTS LAWS 

S ince the civil r ights litigation of the 1950s and 1960s and the 
Supreme Court ' s  abandonment of the • separate but equal • interpretation 
of the Equal Protection Clause of the Fourteenth Amendment , it has 
been established that the federal constitution prohibits discr imination 
by the government on the basis of race . This const itutional 
prohibition has been supplemented and extended through federal and 
state leg islative and admini strative enactments prohibiting rac ial 
discr imination by recipients of federal funds ,  by government 
contractors ,  by most pr ivate and public employers , in public 
accommodations , and in many other activit ies . Although wholly pr ivate 
activities are exempt from the proscr iption of the federal 
const itution , Congress or state leg islatures under var iou s 
j ur i sd ictional bases can prohibit racial discr imination in many 
pr ivate activities . A var iety of leg islatively and administratively 
established prohibitions apply to the del ivery of health care by both 
publ ic and pr ivate providers and include leg islation enacted by 
Congress and some states in the last decade prohibiting discr imination 
on the basis of sex , age , or hand icap. 

TITLE VI OF THE CIVIL RIGHTS ACT OF 1964 

The Civil Rights Act of 19641 established the author ity for a 
var iety of federal governmental initiatives to end discr imination i n  
vot ing , public accommodations , educat ion ,  and nearly all other 
activities under federal j ur i sdiction . Title VI of that act 
prohibited racial discr iminat ion by rec ipients of federal f inancial 
assistance : 

No person in the United States shall , on the g round of 
race , color or national or ig in ,  be excluded from 
partic ipation i n ,  be denied the benef its of , or be 
subjected to discr imination under any program or activity 
receiving federal f inancial assistance . 

Title VI also required federal agencies to implement thi s  policy i n  
their  prog rams by i ssuing regulations and terminating federal 
assistance in the event of failure to comply with Title VI . 2 I n  
1965  the Department o f  Health , Educat ion ,  and Welfare (DHBK) issued 
its f irst set of interpretative regulations that gave substance to the 
T itle VI prohibit ion on d iscr imination by rec ipients of depart.ental 
f und s . 3 These were amended in 1973 and have not been revised 
again . ( See Append ix B for the full  text of the substant ive portion 
o f  the regulations . )  

C o p y r i g h t  ©  N a t i o n a l  A c a d e m y  o f  S c i e n c e s .  A l l  r i g h t s  r e s e r v e d .

H e a l t h  C a r e  i n  a  C o n t e x t  o f  C i v i l  R i g h t s
h t t p : / / w w w . n a p . e d u / c a t a l o g . p h p ? r e c o r d _ i d = 1 8 6 8 0
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Although activities in  the health sector largely took a back seat 
to questions of discr imination i n  education ,  the potential 
impl ications of civil r ights activities in  health care are broad . The 
re9ulatione interpret Ti tle VI to prohibit not only the den ial of 
services or benef its on the basi s  of race , color , or national or igin , 
but also to prohibit any form of differential or segregated 
treatment .  They further prohibit discr imination in a var iety o f  
related contexte ( such a s  s i te location and selection o f  membership 
for boards ) and make i t  clear that the jurisd ictional reach of Title 
VI goes beyond overt acts of d i scr imination : 

A recipient • • •  may not , directly or through contractual 
or other agreements , uti l i ze criteria or methods of 
administration which have the effect of subjecting 
individuals to discr imination . 4 

However , because the regulations were generali zed for all of 
DHBW, they give l ittle indication of how they would apply to the 
specific c ircumstances of health care delivery . They include no 
specific reference to the obligations of health care providers . 
Specific •guidelines• for compliance by hospitals and nursing homes 
were issued in 1969 in the form of letters executed by the Director of  
the Office for Civil Rights (OCR) . s  The guidelines (Append ix C) 
provide the major specific federal interpretation of the Title VI 
responsibilities of health care providers . They cover such matter s a s  
the meaning o f  the Title V I  prohibition on discr imination in admission 
procedures , rooa assignments , refer ral arrangements , and staff 
privi leges in  hospitals and nursing homes . In addition , the hospital 
and nursing home guidelines indicate that underutili zation by 
minor i ties i s  i tself a source of concern . As stated in the hospital 
guidelines : 

Where there i s  a s ign i f icant var iation between the racial 
composition of the patient census and avai lable population 
census data for the service area or potential service 
area , the hospital has a responsibi l i ty to determine the 
reason for such var iation and to take whateler action may 
be necessary to correct any discr imination . 

Th i s  guideline does not define d i scr imination . Nor does i t  recogn i ze 
that defining service areas raises a var iety of methodological and 
political problems . FOr example , the extent of statistical under­
representation may be heavi ly influenced by where the boundar ies of 
service areas are drawn , as well  as by what data and methods of 
estimation are used . 

More recently ,  the OCR drafted compliance guidelines for other 
recipients of health-related funds ( for example , state Medicaid 
agencies , health planning agencies , mental health centers} , but these 
have never received c1earance by all parts of the department and been 
made f inal . Thus , the 1 969 guidelines are the only available official 
interpretation of Title VI in the health care context . 
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This lack o f  policy specification and clar ification baa hampered 
enforcement effor ts .  Per example , the Title VI responsibilities of 
state and local planning agencies have never been clear . Nor baa OCR 
formally determined whether pr ivate physician• who participate in 
Medicare or Medica id have responsibil i ties under Title VI .  Even with 
regard to hospitals and nursing homes , the gu idelines do not specify 
the data to be used to monitor compliance , the procedures to be used 
for mon itor ing and enforcement activities , or the remedies that will 
be sought when discr imination is identi fied .  

The size and organi zation o f  OCR also baa l imited Title VI 
enforcement . ' Since 1968 the pr imary responsibi lity for enforcement 
of civil r ights laws within DHBW (and later DHBS) has rested with a 
separate OCR in  the Office of the Secretary . As of January 1980 
(pr ior to the creation of the Department of Education from the old 
DHBW) , OCR was budgeted for a staff of 1 , 700 , 450  in Washington and 
the remainder in the 12 regional offices , to cover all aa�ts of 
civil r ights moni tor ing and enforcement in DHBW prograaa . But the 
investigative staff numbered only about 600 in the regional offices . 
However , OCR attorneys have been assi sted by attorneys from the DBBW 
Office of General Counsel and by Justice Department attorneys when 
disputes required formal adj udication . OCR can also occasionally 
•borrow• personnel from other programs and h ire outside consultants as 
the budget permits . 

OCR has no d i rect supervisory or mandatory control over any 
program activities or program staff within the depar tment . OCR 
activities and decis ions affecting ind ividual programs are negotiated 
by OCR staff with personnel from the var ious programs , and the 
resolution of conflicts between OCR and program staff requires 
intervention by the Office of the Secretary . 9 

As has been stated , moat of the work of OCR heretofore has been 
on issues in education , pr ior to 1980 , as l ittle as 10 percent of 
OCR ' s staff and resources were committed to health or wel fare issues . 
However , in Apr il 1980,  following the creation of the new Department 
of Education and the consol idation of the remain ing DHBW programs into 
the DHBS, only about two-thirds of the OCR staff moved to the new 
departmen t . l O  The one-third of the previous OCR staff forming the 
OCR in ORBS represents a substantial increase in the resources 
available for civil r ights activities in health and welfare . 

Even before the division into the two departments , however , OCR 
was showing increased concern with civil r ights issues in  health and 
welfare , in part as a result of pressure from pr ivate advocacy groups 
that successfully brought suit to force increased enforcement 
activities with regard to health care providers . 11 The increased 
activity is evident ,  for example , in a projection by the Director of 
OCR of Title VI activities for fiscal year 1981 , which included 
investigation of all civil r ights complaints against health facilities 
plus more than 250 compliance reviews of hospitals , nursing homes , and 
state health-related agenciea . l 2  In addition , OCR undertook a large 
Title VI compliance survey of hospitals in late 1980.  These 
activities prescribe an ambitious agenda for OCR, particularly in 
l ight of i ta l imi ted exper ience in health issues . 
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Although OCR ' s  plans include a large number of ca.pliance reviews 
( that is, on-s ite evaluations of the ca.pliance of an agency or 
facil ity with the requirements of Title VI ) of hospitals , nursing 
homes , and other recipients of health-related DRHS funds , few have 
been under taken in the past , and no substantive guidelines or 
procedures for compliance assessment of any of these institutions 
exist in other than draft form . Histor ically , OCR has relied heavily 
on ind ividual complaints to d irect its enforceaent efforts . Unti l  
very recently , however , there have been few Title V I  coaplaints filed 
against health care providers or other health-related institutions . 
Consequently ,  OCR has conducted few individual investigations of 
health care providers . ll  

However , the number of complaints alleg ing discr imination in  
health services has markedly increased in the past three or  fou r 
years . 14 Virtually all of the recent health-related invest igations 
of OCR have been the product of pr ivately initiated lawsu its or 
i nd ividual complaints . The New Orleans lawsui t ,  � v. OChsner 
�undation Hospital ( summar ized in Append ix B) is an exa.ple . 

OCR has also been responsible for monitor ing the Title VI 
compliance of all recipients of departmental funds . In the past , 
however , the compliance of health care providers has not been 
monitored on a comprehensive or per iodic basis ; the monitoring 
activities have been confined to the requireaent that providers 
receiving federal funds execute (and period ically re-execute ) 
assurances of non-discrimination . lS No data on health services have 
regularly been collected for civil r ights enforcement purposes , and 
data collected by statistical agenc ies ( such as the National Center 
for Health Statistics) or for program monitor ing have been of l imited 
usefulness for identifying possible civil r ights problems . OCcasional 
studies of certain providers in locali zed geographic reg ions have been 
conducted under OCR auspices , and a one-day hospital inpatient censu s 
was conducted in 1969 and again in 1973 (with inconclusive results ) . l6 

Health facilities are requ ired to execute non-discr imination assurances 
as part of initia l  certification , and the policies of most nursing 
homes are reviewed as part of the recertif ication review for Medicare 
and Med icaid elig ibilty , but no monitor ing of actual services rendered 
has been done on either a sample or across-the-board bas i s .  

In a related activity ,  for the past 10 years OC R  has attempted to 
secure assurances from state agenc ies that they are not d iscr iminating 
in the federal health and welfare programs they administer and that 
they are assessing the compliance of rec ipient institutions , includ ing 
health care providers .l 7  Although many reg ional OCR off ices devote 
substantial t ime and effort to state agency ca.pliance review , 
apparently l ittle useful data collection or monitoring of health care 
providers has resulted . 

OTHER APPROACHES TO C IVIL RIGHTS BNPORCBMBNT 

Although d irect application of Title VI i s  the pr imary vehicle for 
federal enforcement of c ivil r ights in health care , some of the same 
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objectives may also be pursued through other administrative 
activities , including the health planning and Bill-Burton programs . 

The Health Plann ing Program 

The 1974 National Health Planning Resources Development Act was not 
developed spec ifically as a response to issues arising in the health 
care of racial and ethnic minor ity g roups . Nevertheless , the mandate 
of the planning agencies established by the act addresses several 
i ssues relevant to c ivil r ights concerns . Planning agencies are 
responsible for developing plans that , among other things ,  assure tha t 
health services are ava ilable and accessible to all residents of the 
area . Thus , they must confront problems of unequal access to health 
care , the needs of medically underserved populations , and dispar ities 
in health status . These are issues that , in many parts of the country , 
pertain to d isproport ionate numbers of minor ity g roups . However , for 
several reasons , which may include the l imited author ity and resources 
of plann ing agencies and the lack of consistent federal guidance 
regard ing how civil r ights concerns might appropr iately be addressed 
by health planning agenc ies , the planning program has g iven only 
limited explic it attention to civil r ights issues . l8 

In carrying out their responsibilities , health planning agencies 
are to consider civil r ights as one factor in making decisions such as  
approving new services , fac ilities , and other capital expend itures , 
and reviewing the appropr iateness of existing facilities . Bow that i s  
to be done and how c ivil r ights considerat ions are to be weighted 
relative to other social goals are not clear . Whether planning 
agencies are required under Title VI to mod ify or defer dec isions 
where Title VI violations are alleged has been a matter of some 
controversy ,  as is shown by the New Orleans case described in Append ix 
E. The statutory scheme implies that services to minor it ies be 
considered along with a var iety of other factors in health planning 
dec i s ions . This implication can be seen in the statutory requirement 
for the development of federal guidelines that would • reflect the 
unique c ircumstances and needs of med ically underserved populations , • 
and for state he�lth planning agencies to consider • the extent to 
which such proposed services will be accessible to all the resident s 
of the area to be served by such services• in mak ing 
certificate-of-need decisions . *  

* In addition to the statutory language , the regulat ions recently 
proposed for planning agencies in administer ing state certif icate o f  
need programs would require spec ific cons ideration o f  the unmet needs 
of minor it ies .l 9  If  adopted , these regulations would requ ire 
planning agencies , in making certif icate of need decisions , to mak e 
wr i tten f ind ings about the impact of the proposed service on 
minor ities , including the extent to which racial minor ities (and othe r 
underserved g roups) are l ikely to have access to the proposed services 
and the past per formance of the applicant in complying with Title VI 
a nd  other c ivil r ights laws . 
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Although there i s  little evidence that state and federal health 
planning agenc ies have brought civil r ights considerations into 
planning activit ies , as a result of recent litigat ion and a developing 
interest within the agency , ORBS has recently begun to address the 
problems of rac ial minor ities in the administration of health planning 
programs . First , the proposed regulations for the planning activites 
established by the planning act and Section 1122 of the Soc ial 
Secur ity Act explicitly require consideration of the health needs of 
minor ities by state and local health planning agencies . 20 Second , 
ORBS has considered an interpretation of Title VI that would 
spec if ically require health care facilit ies and health planning 
agencies to provide and plan for services in a non-d iscr iminatory 
manner . 

The d i scussion to this point has concerned the author ity of 
health planning agenc ies under their  author i z ing leg islation . In 
add it ion , health planning agenc ies may also be requ i red to address 
issues of access for minor ities under the Civi l Rights Act . Congres s 
c learly intended Title VI of the Civil Rights Act of 1964 to prohibit 
discr imination in all federally funded programs . Although Title VI 
mandates all federal agencies to establ ish an administrative program 
to ensure that the prohibition incorporated into Title VI is  
e nforced , 21 OREN (and ORBS) has provided little procedural or 
substant ive gu idance about the requirements of Title VI compliance fo r 
state and local planning agencies funded through the planning program .  

The potential impact o f  applying Title V I  to health planning 
agenc ies and their dec isions has been emphasi zed by recent 
controversies in New Orleans , Lou isiana (Append ix E) , and Wilmington , 
Delaware . These cases also illustrate the intractability of some of 
the problems that may ar ise . 

In March 1976 the Wilmington Medical Center (WMC ) , claiming 
ser ious f inancial distress , proposed a major relocation of its 
facilities and services from a s ite in the heavily minor ity ,  inner 
c ity of Wilmington to a suburban site . 22 S ince WMC participates i n  
the Medicare and Med icaid programs , it  sought •sec . 1122 approval• for 
capital expend itures related to WMC ' s  relocation plan (Plan Omega) . 
Apparently without tak ing specific consideration of the impact on the 
minor ity population , the local and state health planning agenc ies 
reviewed the application and made favorable recommendations . OREN 
gave final approval soon thereafter . 

In September 1976 , minor ity residents of Wilmington and several 
groups representing minor ities f iled suit in federal court charg ing 
that the removal of beds and services contemplated by the plan would 
deny them access to health care services which would be in violation 
of Title VI and its implementing regulat ions . OREN and the local and 
state planning agencies , by virtue of the approval each had g iven the 
relocation plan under Section 1122 , were charged with violating their 
obligations to enforce and comply with Title VI . The federal district 
court ordered DREW' s  OCR to conduct an investigation . 23  OCR 
determined that implementation of Plan Omega would violate Title VI . 
However , after negotiations with WMC ,  OCR concluded that the potenti a l  
v iolat ions could be eliminated by modifying the plan accord ing to 12 
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remedial condition s ,  such as provision of transportation for residents 
of the inner city to the the new suburban site .  WMC accepted the 
conditions and amended the or iginal plan . The plainti ffs , however , 
were not satisfied with the settlement ,  and a ser ies of new legal 
actions and appeals ensued . 24 The matter is still under appeal . 

A legacy of the litigation is the or iginal j udicial recognition 
that a facility that closes or relocates services may violate Title VI 
and that pr ivate individuals have a r ight of action against both the 
facility and the governmen t .  The case is also important as the first 
recognition of the applicability to a health facility of the Title VI 
site relocation regulation ( see Appendix B) --a regulation presumably 
wri tten in contemplation of the relocation of educational facilities . 
Signi ficant also was DBBW' s  position that the or iginal relocation plan 
would violate Title VI if it had a •disparate effect• on minor ities., 
even without a f inding of intent to discr iminate by the facility .  

By finding that Plan Omega , a s  or iginally proposed , could violate 
Title VI ,  OCR established a l ink between Title VI and health 
facilities ' ability to make such decisions ,  as well as a link between 
the planning/regulatory apparatus and civil r ights concerns . Both 
links raised new and important legal and ethical questions in the 
organ i zation of health services and health planning . OCR effectively 
held that Section 1122 reviews were inadequate if they failed to 
consider the site relocation regulation or other provisions of Title 
VI .  By agreeing to make revisions in Plan Omega that would bring i t  
into compliance with Ti tle VI ,  OC R  and WMC apparently agreed that the 
Title VI regulations appl ied to this type of decision . The Wilmington 
case suggests that an effective l inkage of institutional plann ing , 
areawide health planning , and Title VI would require integration of 
civil r ights considerations into the health planning process at an 
early stage . This would cover both the establishment of specific 
standards for determining compliance with Title VI and procedures for 
ensuring that those standards are adequately considered . 

Recent events in New Orleans demonstrate other complexities of 
integrating Title VI considerations with institutional decision-aak ing 
and health plann ing reviews at state and local levels . In the 
aftermath of Title VI litigation in Hew Orleans (see Appendix B) , OCR 
attempted to require the Louisiana State Health Plann ing and 
Development Agency ( LSHPDA) to deny or defer approval of Section 1122  
applications from hospitals that had previously been found in 
non-compliance with Title VI . 2S However , the LSBPDA did not comply 
with OCR ' s  deferral request , 26 arguing that DBBW' s  proper remedy was 
to take action terminating federal funds to hospitals that were not in 
co.pliance with Title VI . Subsequently ,  the Health Resources 
Administration (BRA) within DREW granted final approval to the 
application . This placed DBBW in the position of having one of its 
agencies approving new federal funding to a hospi tal while another of 
i ts agencies was claiming that the approval must be deferred because 
of civil r ights violations . � date , no steps have been taken to 
resolve this inconsistency . No clear and s imple answer can be found 
in the author i z ing statutes that will resolve the awkward departmental 
position of having two off ices publicly tak ing contrary posi tions on 
an important social i ssue . 
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The controversies in Wilmington and New Orleans show a g rowing 
r ecognit ion of the possible application of c ivil r ights to health 
planning . Regulations proposed in March 1980 could be a fi rst step 
toward more explicit consideration of the needs of minor ities in 
health planning decisions , although they do not spec if ically mention 
Title VI or establish an applicant facility ' s  ca.pliance with Title VI 
as a cr iter ion of planning agency approval .  

The Hill-Burton •eommunity Service • Obl igat ion 

Another program through wh ich certain civil r ights issues may be 
addressed i e  the Hill-Burton program and ita successor leg islation for 
fac i lity construction in the National Health Planning and Resource 
Development Act of 1974 . The assurances g iven by facilities that 
received funding under Hill-Burton provide a legal basis for 
addressing some of the problems described in Chapter 2 ,  particularly 
those pertaining to refusals to accept Med icaid pat ients , a population 
that , in many areas of the country , contains disproportionate numbers 
of persons from rac ial and ethnic minor ities . 

The initial 1946 Hill-Burton program of federal g rants for 
hospital construction represented more than financial assistance for 
hospitals and other health facilities . 27 It  brought an unprecedented 
investment of federal funds into fac ility construction and an expansion 
of federa l regulation into health care . 28 It  also introduced 
planning on a nationwide basi s .  Partic ipating states had to survey 
the need for health facilities and develop a state plan for health 
facility construction , establish programs for maintaining the quality 
and safety of funded projects , and meet a var iety of other federal 
requ i rements in the administration of the ir survey and planning 
activities . 2 9  S imilarly ,  funded projects had to meet relatively 
extensive federal requirements relating to construction standards , 
f inanc ial viability ,  and maintenance and operation of the funded 
facil ity and conform to the pr ior ities established by the i r  state 
plans .  

The or ig inal leg islation imposed on both the state agencies 
administer ing the program and the rec ipient facil ities spec ific 
obligat ions to provide services to people who were unable to pay or 
were otherwise denied access to health facilities . These obligation s 
have become the basis of legal challenges to hospital pol icies , such 
as refusa l  to accept Med icaid , that may establish signif icant barr ier s 
to many members of minor ity g roups . The 1946 law required the 
development of state plans that , among other thing s  wou ld : 

provide for adequate hospital facilities for the people 
resid ing in a State ,  without discr imination on account of 
r ace , creed , or color , and for adequate hospital 
fac i l it ies for persons unable to pay therefore . Suc h  
r egulat ion may require that before approval o f  any 
appl ication for a hospital or addition to a hospital i s  
recommended by a State agency , assurance shall be received 
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by the State from the appl icant that (1)  such hospital or 
add ition to a hospital will be made avai lable to all 
persons residing in the ter r itorial area of the appl icant , 
without discr imination on account of race , creed , or 
color , but an exception shall be made in cases where 
separate hospital facilities are provided for separate 
population groups , if the plan makes equitable provision 
on the basis of need for facil ities and services of like 
quality for each g roup; and ( 2 )  there will be made 
available in each such hospital or add ition to a hospital 
a reasonable volume of hospital services to persons unable 
to pay therefore , but an exception shall be made if such a 
requi rement is not feasible from a financial 
standpoint . 30 

These •charity care • obligations , as the requirements of this 
provision have been frequently labeled , ostensibly imposed two d istinc t  
obligat ions on rec ipient facilities : ( 1 )  to provide a reasonable volume 
of •uncompensated services•  and ( 2 )  to be available to all residents 
without d i�crimination , generally referred to as the •community 
service • obl igation . These obligations were an integral part of the 
or ig inal leg islative scheme reflected in the declaration of purposes 
and throughout the other provisions of the or ig inal leg islation . The 
language of the orig inal •charity care • obligations was specif ically 
added to the leg islation as part of a PQl itical compromise to ensure 
the support of congressional liberals . Jl As the Bill-Burton 
leg islat ion was amended to include new fund ing mechanisms and 
addi tional categor ies of fund ing rec ipients , Congress continued to 
re-enact these obligat ions as precond it ions to fund ing . Even when the 
program was effectively terminated in 1974 by the Nat ional Health 
Planning and Resources Development Act ,  the successor federal program 
attached similar cond itions to rece ipt of funds under the facility 
construction prog ram author i zed by the new leg islation . 3 2 The 197 4 
leg i slat ion , whi le essentially replacing the Hill-Burton program, 
explicitly required DBBW to mon itor and enforce the uncompensated 
service and community service obligations of rec ipients of funds under 
the Bill-Burton programs and the new program. 33 Further , 
institutions that had benefited from Bill-Burton continued to car ry 
the obl igat ion . 

Unti l  the early 1970s when several consumer-initiated lawsuits 
forced DREW to g ive more than pro forma recognition to the aatter , the 
statutory obligat ions were g iven no further spec if ication in program 
regulations or guidelines and , as was later documented in hear ings , 
the obligations were generally ignored by both rec ipient facilities , 
DREW ,  and state Hill-Burton agencies . 34 To date , the obl igation to 
provide a spec ific volume of uncompensated service has been the object 
of more attention than the community service obl igat ion , although thi s  
may change i n  the future . 

I n  1 972 , under pressure from the courts , DBBW issued the first 
set of interpretive regulations spec ify ing the meaning of the 
uncompensated service obligat ion and outlining a program that relied 
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heavi ly on the state Hill-Burton agenc ies for .onitor ing compliance by 
H i ll-Burton facilit ies . 3 5  Subsequent litigation by pr ivate consumer 
groups again attacked the adequacy of these efforts , and resulted i n  
further amendments t o  the uncompensated services regulations i n  
1 9 7 5 . 36  After 1974 health planning leg islation effectively mandated 
increased federal enforcement efforts , extensive federal hear ings 
were held in 1978 , and addi tional federal regulations interpreting the 
charity care obligations were issued in 1979 . 37  Among other things , 
these new regulations committed DREW to more r igorous enforcement of 
the uncompensated service obligation and defined more spec ifically the 
meaning of uncompensated service . However , because of a var iety of 
problems sur round ing the concept of uncompensated services , thi s  
aspect o f  the Hill-Burton obl igat ions is a continuing source of 
controversy .  

The second H ill-Burton obligation--that rec ipient facilities be 
available to all--has , until recently , received leas attention than 
the uncompensated services provisions , even from the consumer advocacy 
groupe responsible for the Hill-Burton •char ity care • lawsuits . TO be 
sure , the or ig inal leg islatively mandated obligation is only a general 
policy statement , and even as a policy statement it is subject to two 
very d ifferent interpretations . Narrowly interpreted , it bans 
discrimination on the basis of race , creed , or color . On the othe r 
hand , the mandate to •provide hospital facilities for the people 
residing i n  a State ,  without discr imination on account of race , creed , 
or color , •  can be read to requ ire open access to all people who need 
(and presumably who can pay) for the services of the fac i lity .  The 
implications of such a statement of policy can be far-reaching . 

I ronically , the f i rst meaningful interpretation of the •community 
service • obligation came from a federal court decision that 
invalidated a port ion of the statutory language that created the 
char ity care obligations . Relying on the Hill-Burton language that 
allowed a •separate but equal •  exception to the prohibition of racia l  
d iscrimination , the Public Health Service (and later DREW) had , during 
the first two decades of the program, g iven Hill-Burton grants to a 
number of facilities that had open and off ic ial pol icies of racial 
d iscr imination . 3 8  In 1963 the Court of Appeals in S imk ins v.  Moses 
H .  Cone Memorial Hospital ruled that the relevant portions of the 
federal statute and related regulations permitting this discriminatory 
pract ice were unconst itutional. 39 

As a result of this decision , when Congress recod ified and 
expanded the Hill-Burton program in 1964 , the provision establishing 
the •charity care • obligation was amended , modifying the •community 
service • language and omitting the • separate but equal • exception : 

( f ) That the State plan shall provide for adequate 
hospitals ,  and other facilities for wh ich aid under thi s  
part i s  available , for all persons resid ing in the State , 
and adequate hospitals (and such other facil ities) to 
furnish needed services for persons unable to pay 
therefore . Such regulations may also require that befor e 
approval of an application for a project is recommended by 
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a State agency to the Surgeon General for approval unde r 
this part , assurance shall be rece ived by the State from 
the applicant that ( 1 )  the facility or portion thereof to 
be constructed or moderni zed will be made available to all 
persons residing in the terr i torial area of the applicant ' 
and ( 2 )  there will be made available in the facility or 
portion thereof to be constructed or moderni zed a 
r easonable volume of services to persons unable to pay 
therefore , but an exception shall be made i f such a 
requ i rement i s  not feasible from a financial viewpoint . 40 

The federal program regulations issued in 1964 following the 
statutory amendment required that rec ipient facilities comply with the 
community service obligation and gave a general interpretation �f its 
meaning , but they gave little i nd ication that DREW was committed to 
i ts enforcement .� !  Th e  regulations d id ,  however , ind icate that i n  
order t o  ca.ply with the statute , funded facilities both must no t  
d i scr iminate o n  the ba s i s  o f  race , creed , color , o r  nat ional orig in 
and must furnish a •community service •--the first use of that 
particular term to spec ify the obligation of Hill-Burton 
f acilities . 4 2  •community service , •  as def ined by the 1964 
regulations , aeant that ( 1 )  the services furnished are avai lable to 
the general public or ( 2 )  admiss ion i s  l imited only on the basis of 
age , med ical ind igency , or type or k ind of mental or medical 
d i sability . • Thus,  DREW' s  view was that the statutory amendment had 
left the essential obligation unchanged , except for the elimination of  
the separate-but-equal except ion . As  with earlier •charity care • 
regulations , however , the 1964 regulations included no reference to 
monitor ing or enforcement of the obligations . 

In 1974 , under court order , DREW issued regulations furthe r 
i nterpret ing •community service • to require rec ipients to partic ipate 
in Medicare and Medicaid and to • take such steps as necessary • to 
ensure that Med icare and Medicaid pat ients were admitted without 
d isc r imination.4 3 But while the regulations clar i f ied the meaning 
of the statutory term •available to a11 • and the term •community 
service • as used in the 1964 regulations , the 1974 regulations d id not 
tmpose explicit standards for assessing compliance with the 
r equ i rements .  State Hill-Burton agenc ies were g iven at.ost total 
d i scretion to develop methods for evaluating and enforcing the 
obligat ions . 

I n  1979 , DREW i ssued new charity care regulations (Appendix D) 
for both Hill-Burton faci lities and facilities funded under the newe r 
health facility construction program author i zed by the 1974 
leg islation . In these regulations the community service obligation 
was made much more spec ific . 44 The essent ial mandate of these 
regulations was to spec ify that the community service assurance 
requ ired Hill-Burton facilities to be open to all residents of a 
facility ' s  service area who are ( 1 )  able to pay and ( 2 )  in need of the 
services provided by the fac i lity . 4 5  Furthermore , the regulation s  
requ i re rec ipient facilities to provide eaergency services to all 
residents , regardless of ability to pay , and to discharge or transfe r 
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a person after render ing emergency services only after mak ing a 
determinat ion that doing so would not result in a substant ial r isk to 
t he individual .4 6  The regulations also explic itly require the 
recipient to accept Med icaid and Med icare patients and implic itly 
require the facility to accept all third-party payment . 

In add ition to these substantive requ irements , the regulat ions 
a lso def ine certain practices as presumptively in violat ion of the 
community service obl igation and explicitly list certain pract ices 
that may have to be mod ified if they result in pat ients being excluded 
from receiving care . FOr example , a pol icy of admitting only persons 
who have a physic ian on the facility ' s  med ical staff may have the 
effect of preventing a facil ity from meeting its obligation to be 
generally ava ilable to the community . 47 

These regulations have important implications for minor ities and 
others who trad itionally have had problems gaining access to health 
care . The community service obligation is imposed in perpetuity ,  
unl ike the uncompensated service obligat ion , which expires 20 year s 
after the receipt of Hill-Burton funds . 48 Furthermore , the 
community service obligat ion requires partic ipat ion in Med ica id , not 
as a remedial requ irement , but as a substantive requ irement imposed on 
a ll Hill-Burton facilities . The regulations def ine such partic iption 
not j ust as being certified as an eligible Med icaid provider , but as 
provid ing service to a representative port ion of the Med icaid 
population . Thus , whether discr imination against minor ities is a n  
intended o r  unintended consequence o f  d iscr imination against Med icaid 
and other governmental program rec ipients , these regulations provide a 
legal device by which the problem can be addressed . 

These regulations may also indirectly impose obligations on 
p r ivate physic ians who are members of the med ical staff of a 
Hill-Burton hospital , at least to the extent that a physician ' s  
activities can be causally linked to the compliance of the 
facility .4 9  This might arise ,  for example , in a s ituation in which 
hospitals admit only patients of staff physicians and staff physician s 
refuse to accept Med icaid pat ients . 

Thus , the community service regulations may provide a basis for 
e liminating some practices that have a disparate effect on minor ities 
in situat ions where the applicat ion of Title VI may not be clearly 
defined . The val idity and enforcement of the new Hill-Burton 
regulations has already been challenged by health providers . S O  Thu s 
far , the courts have upheld their  val idity ,  but it  will be many years 
before the regulations will have been fully applied and tested before 
the courts . 

How DHHS will enforce the community service regulations remains 
to be seen . After the May 1979 regulat ions were issued , DREW held 
workshops for consumers and providers to explain DREW enforcement 
plans . The mater ials produced for these workshops indicated that a 
plan of enforcement would not be implemented immed iately and would 
emphasize compliance with the uncompensated service , rather than the 
community service obligat ion . Sl The regulations ' relevance to c ivil 
r ights concerns , however , is  re inforced by the increased involvement 
of the OCR in the ir enforcement . In January 1980 the OCR entered into 
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an agreement with the Publ ic Health Service to assume some departmental 
responsibil ity for enforcement of the community service obligation . 
In August 1980 the Secretary of DHBS decided to g ive full 
responsibi lity to OCR, although that dec ision was not immediately 
implemented . 

CONCLUSIONS 

This review of selected c ivil r ights legal issues in health care leads 
the committee to conclude that there have been ser ious l imitations i n  
enforcement and monitor ing . In part icular , there has been little 
effective monitor ing of civil r ights compliance , in part because the 
concept of compliance has been i ll-defined and , thus ,  appropr iate 
measures of compliance have not been determined . Ex isting regulat ion s 
are vague when applied to health services and inst itut ions . There is 
also a lack of clar ity in the definition of the role of planning 
agenc ies in implementing Title VI . 

Interest in c ivi l r ights in health care has g rown in recent years , 
and the creation of the DHBS brought about a signif icant increase in 
resources available for c ivil r ights enforcement in health . However , 
an examinat ion of recent enforcement efforts and testimony before the 
committee forcefully demonstrates that there is no consensus on a 
conceptual framework for evaluating •compliance • by health care 
providers , and , until  further specifications can be made of what 
constitutes civil r ights noncompliance by providers , monitor ing 
efforts will be unfocused . 

Although the hospital and nursing home guidelines issued by OCR 
in 1969 have shortcomings , their usefulness has been repeatedly noted 
by agency staff and representat ives of c ivil r ights g roups . There is 
a clear need , however , for further clar if ication and specif ication of 
the requirements of Title VI and Section 504 in health care . OCR ' s  
recent investigations have been made on an ad hoc , !!. � � 
basi s .  Data needs were def ined in the course o f  the investigation , 
and no cr iter ia were available against which compliance could be 
j udged . More stable c ivil r ights enforcement efforts requ ire 
cod if ication of assumptions and procedures . Several policies have 
emerged out of civil r ights enforcement efforts in recent years that 
should be more widely debated and , perhaps , cod ified in regulations o r 
guidelines.  Examples include the conclusions incident to the recent 
hospital relocation investigation in Wilmington , Delaware , regarding 
physical access to health services,  the avai labi lity of transportat ion , 
and the problems inherent in duplication of services--particularly as 
these affect aembers of minor ity and hand icapped g roups , the remedial 
requirements developed in the New Orleans investigat ion (Append ix E )  
for hospitals found in noncompliance with Title VI J and the OCR 
positions ( implied by the 1969 guidelines ) on apparent underutilization 
of health services by minor it ies and on the issue of whether a showing 
of intent to discr iminate i s  a necessary requ isite of a f inding that 
d iscrimination i s ,  in fact , occurr ing . 
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In addition , the committee has noted a number of circumstances in 
which existing policies are confusing or ambiguous and that warrant 
specific interpretation and clar ification a 

• The Title VI responsibil ities of health plann ing agencies , 
including any requirements that civil r ights be built into the plans 
and decisions of state and local planning agencies , and the extent of 
their discretionary author i ty to g ive pr ior i ty to providers that 
engage in affirmative action . 

• The responsibities of hospitals and other facilities serving 
substant ial numbers of non-English speak ing people ( such as 
requirements for interpreters or translations of basic documents such 
as patient consent forms ) . 

• The scope and nature of Title VI responsibilities of health 
facilities that plan to close or convert their services . 

• The scope and nature of responsibilities of health providers 
and health plann ing agenc ies under Section 504 of the Rehabilitation 
Act . 

The ambigui ties in the definitions of discr imination in health 
cannot, however , be completely •solved • by admin istrative remedies . 
In the future , as in the �ast , the impact of OCR enforcement efforts 
under Title VI and Section 504 will depend , in large part ,  on the 
j udicial interpretation of whether a discr iminatory effect , without a 
showing of discr iainatory intent,  constitutes a legal violation . If 
the legal promise of non-discr imination i s  to be defined and enforced 
in practical teras in the health area , it is essential to decide 
whether or not the •effects • approach--that i s ,  concern about policies 
or practices that have racially disparate effects , whatever their 
intent--of the existing guidelines is to be taken ser iously or , 
indeed , whether it  will even be retained . 

The guidelines i ssued by OCR in 1969 delineate standards on which 
initial j udgments can be made as to whether there is a cause for 
concern about racially disparate effects , and they set out the nature 
of the j ustification that may constitute acceptable explanations for 
these effects . The commi ttee recommends that 1969 guidelines be 
proposed as formal regulations for DHBS , either in their present form 
or in  a revised version that retains the essential •effects • approach 
to defin ing violations of Title VI .  While the 1969 guidelines are 
hardly the f inal word on def ining discr imination in health care , they 
provide a useful place to begin the process of debate , consensus , 
defin ition , and enforcement of civil r ights in the health arena . 
�rmal proposal in the Federal Register would not only make an 
important statement about the commitment of DBHS to the enforcement of 
civil r ights , but would also provide the occasion for public comment 
by all concerned parties that would i tself prompt fur ther refinement 
of basic pr inciple s .  

Certain existing d e  facto policies should also be reconsidered . 
�r example ,  OCR has histor ically distinguished between access and 
quality , claiming that , under Title VI ,  evaluations can be made of 
admissions to available services but not of the adequacy of the 
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service rendered . This notion , which follows civil r ights approache s 
in education , has consequences for the data collected and procedures 
followed in compliance reviews . While quality of med ical care in its 
str ictest sense may be imposs ible to assess in the context of Title VI 
reviews , some surrogate measures of quality ,  such as length of stay or 
readmission rates , might be useful ind icators of problem areas that 
need more focused investigation . Quality assurance efforts of many 
types are being undertaken throughout the country , in many cases by 
federally funded professional standards review organi zations (PSROs) • 

However ,  the potential usefulness of these efforts for identifying 
inappropr iate racial and ethnic differences in health care has been 
largely untapped . 

The most widely used aeasures of c ivil r ights compliance are 
aggregate measures of admissions to insti tutional providers ite�i zed 
by rac ial/ethn ic categories . Measures of services to those with 
handicaps are even more rud imentary , because few basic data are 
available on medical needs and use of services by hand icapped 
per sons . The committee found that there are ser ious shortcoming s i n  
data both for assessing compliance by health care providers and for 
assessing more generally overall problems in the health services 
provided to and/or needed by minor ities and the hand icapped . Such 
data are prerequisites to enforcement activities under present lega l 
obligations and to the continuing process of def inition as to what 
dispar ities are to be regarded as unreasonable or illeg it imate i n  
terms of civil r ights laws . 

The committee regards as essential the development within OCR of 
greater technical expertise in health-related data analysi s .  OCR 
should work with existing data-collection agencies , such as the 
Nat ional Center for Health Statistics , to specify and obtain data 
needed for pursuit of OCR ' s  responsibilities . S imilarly ,  closer 
cooperation between OCR and the Health Care Financing Administration 
can lead to development of measures and indicators that will help 
focus compliance review act ivities . OCR should also consider the 
possible usefulness for c ivil r ights activities of data collected by 
other agenc ies in DHHS and recommend changes needed to facilitate 
enforcement procedures . 

The committee suggests that the OCR inventory avai lable 
ind icator s and measures of civil r ights compliance , includ ing 
available and potential sources of data . Much of the information 
contained in this report pertains to such an inventory .  

However , data collection is a hollow exercise ,  unless further 
spec ification can be made of what constitutes civil r ights 
noncompliance by health care providers . Data collect ion and analysis 
are useless as compliance veh icles unless they are gu ided by informed 
j udgments about possible explanat ions for dispar ities in the provision 
of services . This report suggests some of the complexities that mus t  
be faced in reaching such j udgments a nd  suggests some mater ials on 
which they aight be made . 

In add ition ,  dec isions must be made about allocation of effort 
among var ious k inds of enforcement activities . OCR has announced its  
intention to undertake several hundred compliance reviews of  health 
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care institutions each year . Because of l imited OCR resources , thi s 
may resu lt in less attention to individual complaints . Furthermore , 
g iven the present state of knowledge about the reasons for 
rac ial/ethnic dispar it ies in health status and use of services , an 
emphasis on compliance reviews suggests unwarranted certainty that 
specific elements of discr imination can be ident if ied and measured . 
On the other hand , while an emphasis on complaint investigation migh t 
lead to testing and refinement of what constitutes unlawful 
discr imination in health care activities , it may also diss ipate 
energ ies as many complaints are found to lack mer i t .  The implications 
of these d ifferent approaches deserve careful cons ideration in 
establishing policies for the OCR. 

Another issue concerns the proper scope of compliance reviews , 
which may focus on either individual institut ions or geographic 
areas . Some str i k ing racial/ethnic patterns become evident only when 
an investigation goes beyond a part icular inst itution and considers 
the use of services in , for example , an entire metropolitan area . 
However , recent c ivil r ights investigat ions in New Or leans and 
Wilmington show that broad compliance reviews requ ire a major 
commi tment of OCR resources . Although it may be poss ible to husband 
resources by limiting the issues to be assessed in a compliance review 
and by rely ing wherever possible on data collected for other purposes 
( for example , by PSROs) , OCR ' s  present staffing appear s to be 
i nadequate to conduct major compliance reviews of a large number of 
inst itutions . 

Besides c ivil r ights enforcement E!! �' the enforcement of the 
community service and equal access obligations of Hill-Burton 
facilities could have an important impact on alleviating some 
circumstances that have led to the unequal treatment of minor ities by 
i nstitutional health care providers .  

The j uncture o f  c ivi l r ights and health planning , wh ich involve s 
d ifferent agenc ies within DBBS , raises the need for coord ination so 
that polic ies will be coherent and consistent . Por example , 
clar if icat ion is needed regard ing OCR ' s  author ity to direct planning 
agenc ies to defer approval of proposals pending completion of a fund 
termination hear ing . The k inds of enforcement activities now being 
contemplated , such as compliance reviews of major institut ions , 
require more internal spec ification within DBBS of lines of author ity 
and operating procedures , in add it ion to the delineat ion of 
substantive policy . 

F inally ,  because access to health fac i lities is  often dependent 
upon access to , and the behavior of , pr ivate physicians , the committee 
recommends that OCR reconsider the informal policy under which pr ivate 
practitioners have been exempted from Title VI and related compliance 
requi rements ,  even if  they receive payments under Part B of Med icare . 

Existing civil r ights concerns are largely encapsulated in OCR 
and administered in a way that allow other DHEW/DBBS programs to hold 
OCR, and its concerns , at arms length .  Yet virtually all monitor ing 
and enforcement activities eventually rely on some degree of 
cooperat ion between OCR and other DBHS programs ,  from health planning 
to Med icare . I f  effect ive efforts are to be made to pursue c ivil 
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rights in health services--and the committee strongly believes that 
such efforts should be made--a clear commitment to do so is needed 
from agency leadership. This commitment is particular ly important 
because the difficulties of definition , the ambiguities in policies , 
and the differences of opin ion that must be taken into account in 
approach ing questions of dispar it ies in  the current health system, 
over and above overt discr imination on the basis of handicap or race . 
Without such commi tment,  the enforcement of civil r ights laws in the 
context of health care delivery may well continue to be haunted by 
admin istrative inconsi stencies that are apparent to the courts , 
reviewing bodies , and the recipients themselves . The committee urge s 
the Secretary of DHHS to resolve the present administrative 
ambiguities about civil r ights within the agency, to make plain the 
commi tment to the enforcement of the law ' s  guarantees of 
non-discr imination , and to require all components of DBBS to cooperate 
with OCR in mak ing these ideals a reali ty .  
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Guideline Development, (Washington , D . C . & Nat ional Academy of 
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2 0 .  4 5  Federal Register 20026 ( 1980) . 
21 . 4 2  u . s . c .  S 2000d-l ( 1979) .  
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v .  The Wi lmington Medical Center, Inc . et a l . , Civ . Action NO .  
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Copyright © National Academy of Sciences. All rights reserved.

Health Care in a Context of Civil Rights
http://www.nap.edu/catalog.php?record_id=18680

http://www.nap.edu/catalog.php?record_id=18680


159 

23.  4 26 F. Supp. 919  (D.  Del . 1977) . 
24 . 453  F.  Supp. 280 (D.  Del . 1978) . The decision was appealed to the 

Third Circuit Court of Appeals , 599 F. 2d 1 24 ( 3d  Cir .  1979) , which 
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Distr ict Cour t  for the Distr ict of Delaware dated May 1 3 , 1980 . 

25 . David s .  Tatel , Director , Office for Civil Rights , letter to 
Hamilton v. Reid , Executive Director , Southern Baptist Hospital , 
May 24 , 197 8 .  
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9 3-641 , 5 4 ,  88 Stat . 2259 ( 1975) , adding 4 2  u . s . c .  5 300-1 ( 5 )  
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3 5 .  37 Federal Reqister 14719 , amending 42 C . P . R. 5 5 3 . 111-113 ( 1972) . 
36.  40  Federal Register 4 6 203 (1975) . 
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APPENDIX A 

RACIAL PATTERNS WITHIN MEDICARE AND MEDICAID 

An examination of racial/ethn ic patterns in the use of medical 
services within the Medicare and Medicaid programs is important for 
two reason s .  Fi rst , since these programs involve massive amounts of 
federal funds , they are a major arena for concerns that may arise 
under Title VI of the Civil Rights Act . Secondly , since both abi lity 
to pay and source of payment may affect people ' s  ability to obtain 
med ical care , an examination of situations in which these factors do 
not vary will help illuminate the effect of racial and ethnic factor s 
themselves . Thus , an examination of patterns of medical care within 
the Medicare and Medicaid programs will help demonstrate whether 
minor i ty group members face d isproportionate barr iers in seek ing 
medical care . 

Medicare is the federal health insurance for the aged and certain 
disabled person s .  The eligibility requirements and benefit structure 
are the same throughout the country and apply without regard to income 
or assets . Medicare involves two types of insurance benefits . Part A 
covers inpatient hospital care , post-hospital extended care , and 
post-hospital home health care and is automatically provided to anyone 
eligible for Social Security payments . Part B covers physicians and 
related services and is financed in part by monthly premiums paid by 
beneficiar ies . In fiscal year 1978 , about 23 million persons (over 9 5  
percent o f  the elderly) were eligible for Part A coverage , and most 
( 9 8  percent of whites and 96 percent of nonwhites in 1976 ) of these 
were also covered under Part a . l 

Racial Trends Within Medicare . In an analysis of 1968 Med icare 
data , Davis explored whether aged Medicare enrollees used benefi ts 
equally, regardless of race , income , or place of res idence . 2 She 
found expendi tures per black enrollee under Medicare were smaller than 
expenditures per wh ite enrollee . This difference was due to the fact 
that a smaller proportion of blacks than whites received benefits 
under the program. ( Reimbursement amounts per person served , however , 
were essentially equal across racial groups . ) The d isadvantage of 
blacks was most severe for physician services and extended care 
facilities , and was most pronounced in the South . Davis ' s  f indings 
raised concerns about relative entitlements , by race , within the 
Med icare program in i ts early years . 
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Ruther and Dobson have examined more recent ( 1976 )  Medicare data 
to see whether the racial d i fferences repor ted by Davis have 
persisted . 3 The ir conclusions were , that although racial 
dispar ities still existed , they had decreased in the period between 
1967 and 1976 . Their data for those two years ,  presented in terms of 
the ratio of wh ites to nonwh ites rece iving var ious types of services , 
are shown i n  Table 2 2 .  

Although the racial d i fferences have generally d imini shed , whites 
still use inpatient hospital services and physician services under 
Med icare at somewhat h igher rates than do nonwh ites . The wh ite use of 
sk illed nursing facilities under Medicare is  still much h igher than 
that of nonwhites . Given that black health status i s ,  on average , 
lower than white health status , these patterns seem anomalous . On the 
other hand , Table 22 also shows that nonwhi tes are more l ikely to make 
use of outpatient departments (perhaps reflecting a lack of access to 
pr ivate phys icians)  and home health agencies . 

In sum, even though racial differences have diminished in the 
Medicare program, available data continue to show a difference both i n  
the amount o f  services used and i n  the source o f  the services (pr ivate 
physicians as compared with outpatient departments ) .  These 
differences do not appear to be due to racial differences in the need 
for medical care among the elder ly . 

Medica id was enacted as Title XIX of the Social Secur i ty Act i n  
1965 and provides that the federal government will share with 
participating states the cost of certain services used by elig ible 
individuals . Currently all states except Ar izona participate in 
Medica id , as do the Distr ict of Columbia , the Virgin Islands , Guam , 
and Puerto Rico . Federal requi rements provide for the mandatory 
inclusion of groups that are eligible for cash assistance from publi c  

Table 22.  USB OF MEDICARE SERVICES BY THE AGED : RATIO OF WHITE TO 
NONWHITE ENROLLEES BY TYPE OF SERVICE, 1967 and 1976 

TYPe of Re imbursed Services 

Hospital Insurance and/or Supplementary 
Medical Insurance (Tbtal ) 

Hospital Insurance 
Inpatient Hospital Services 
Sk illed Nursing Facility Services 
Home Health Agency Services 

Supplementary Medical Insurance 
Physician ' Other Medical Services 
Outpatient Services 
Home Health Agency Services 

1967 !lli. 

1 . 44 1 . 1 3 
1 . 30 1 . 19 
1 . 36 1 . 19 
2 . 83 1 . 7 2 
1 . 2 3 0 . 88 
1 . 41 1 . 10 
1 . 49 1 . 16 
0 . 80 0 . 86 
1 . 14 0 . 7 2 

SOURCE: Martin Ruther and Allen Dobson , •Equal Treatment and Unequal 
Benefits : A Reexamination of the Use of Medicare Services by Race , 
1967-1976 , •  Health care Financing Review 2 (Winter , 1981) , pp. 55-8 3 .  

C o p y r i g h t  ©  N a t i o n a l  A c a d e m y  o f  S c i e n c e s .  A l l  r i g h t s  r e s e r v e d .

H e a l t h  C a r e  i n  a  C o n t e x t  o f  C i v i l  R i g h t s
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programs such as Aid to Families with Dependent Chi ldren (APDC ) and 
Supplemental Security Income ( SSI ) . Elig ibility for these programs is 
deterained at the state level using both federally defined , categor ical 
requirements ( for example , age , blindness , or d i sability)  and state 
defined requirements regarding income and resource levels . State s 
also have the option of including within Medicaid •medically needy• 
persons who meet the categor ical but not the financial 
r equ ireaents . 4 Thus , the percentage of poor ( by a standard 
definition )  people who are elig ible for med ical care under Medicaid 
var ies enormously from state to state--from fewer than 20 percent of 
the poor in many states (particularly in the South) to numbers well i n  
excess of the entire •poor •  population i n  California and New York . 

Federal regulations specify a basic set of services that must be 
provided , and this may vary between the •categor ically eligible• and 
the aedically needy . States must provide the categor ically eligible 
with both inpatient and outpatient hospital services r laboratory and 
x-ray services r skilled nursing facility ( SNP) services for 
i nd ividuals 21 and older r family planning services r physician 
services , and the early and per iod screening , diagnos i s ,  and treatment 
(EPSDT) of physical and mental defects in individuals under 21 years 

of age . In addition , states may opt to cover add itional services for 
categorically eligible persons . States that include the •med ically 
needy • within their  Medicaid program may provide either the same set 
of services provided to the categorically elig ible , or services aay be 
restr icted to any 7 from an overall list of 16 services . Racial 
g roups may d iffer in their  use of part icular services . For example , 
it appears that a larger proportion of white than black Med icaid 
recipients are elderly , which has implicat ions for the types of 
services that the different racial g roups are likely to use . 

S ince states have cons iderable control over the mix of services 
that are available to Medicaid recipients,  the possibility exists that 
r ac ial bias affects the aix of services included in a state ' s  Medicaid 
program. Concern about this aspect of the Medicaid program has r i sen 
i n  North Carolina , where a lawsuit was initiated over proposed Medicaid 
cutback! that would have disproport ionately affected services used by 
blacks , and , in Mississippi , where whites constitute 25 percent of 
the Medicaid population and receive 50 percent of the Medicaid 
dollars . 6 

Med icaid i s  the most important source of medical coverage for 
poor people in the United States . In 1977 there were about 23 . 8  
aillion recipients at a cost of more than 16 billion dollars . 7 

Despite the g reat importance of the Med icaid program for providing 
-.d ical care to the least privileged members of soc iety ,  exist ing data 
do not permit even a minimally adequate assessment of the extent of 
rac ial/ethnic dispar ities within the program. Several data problems 
exi st . First , no nat ional data exist on the racial/ethn ic 
characterist ics of persons who are elig ible to receive services unde r 
Med icaid .  Thus , i t  i s  not possible to develop utilization rates for 
different g roups . Second , many states do not report the race of 
recipients to the Health Care Financ ing Administrat ion (BCFA) . Thus,  
in the data published by BCFA, race-specific inforaat ion is not 
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available for 35 percent of Medicaid recipients and for 28 percent of 
all Medicaid payments . Third ,  the racially specific data that are 
avai lable are only for the two categor ies , white and •other . •  

The consequences of these severe data probleaa are seen in Table 
2 3 ,  which presents data on overall racial d istr ibution of Medicaid 
recipients and payments . The most stri k ing things about the table are 
the extent of the missing data , which precludes any conclusions about 
racial trends , and the absence of any base from which rates of use 
could be developed . 

The available data on the Medicaid program are of very l imited 
usefulness . Table 24 shows the percentage of all Medicaid recipients , 

Table 2 3 .  PBRCBN'l' DIS'l'RIBUTION OF MEDICAID RBCIPIBN'l'S AND PAYMBN'l'S , 
BY RACE, FISCAL YEAR 1977 

All Other Unknown 

Recipients 3 7 . 0 28. 0 35 . 0  1 00 . 0 

Payments 50 . 0  22. 0 28 . 0  1 00 . 0 

SOURCE: Health Care Financing Administration . Unpubl ished tables . 

Table 24 . PERCBN'l'AGE OF ALL MEDICAID RBCIPIBN'l'S RECEIVING EACH TYPE 
OF COVERED SERVICE, FISCAL YEAR, 1977 

Service 1'2!!! � Other Than whi te 
Inpatient Hospital 

General Hospital 1 5 . 9 1 8 . 2 1 6 . 7  
Mental Hospital 0 . 4  0 . 4  o . 1  

Skilled Nursing Facility 2 . 6 3 . 8  0 . 8 
Intermediate Care Facility 

Por Mentally Retarded 0 . 4  0 . 7  0 . 2 
All Other 3 . 1  6 . 5  1 . 3  

Physician 67 . 7  7 1 . 2 6 8 . 8 
Dental 1 9 . 5 20 . 1  1 9 . 5 
Other Practitioners 1 2 . 4 1 3 . 5 11 . 8  
Outpatient Hospital 3 6 . 3 36 . 1  40 . 0  
Clinic Services 7 . 0  6 . 5  1 0 . 1  
Laboratory and Radiologic 23 . 1  1 8 . 1  17 . 3  
Home Health 1 . 6  0 . 7  0 . 4 
Prescribed Drugs 64 . 7  64 . 3  6 2 . 0 
Family Planning 5 . 6  5 . 4 6 . 6 
Other Care 1 3 . 7 11 . 8  8 . 4  

SOURCE : Health Care Financing Administration , 1977 State Tables ( 35 ,  
36 , 37) , unpublished . 
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by race , receiving each type of covered service in fiscal year 
1 9 7 7 . 8 For most categor ies , a slightly greater percentage of whi te 
enrollees than black enrollees received services . Blacks , however ,  
were slightly more l ikely than whites to have rece ived clinic and 
outpatient hospital services . The most str ik ing racial difference , 
however , was in the use of skilled nursing and intermed iate care 
facilities . The sign if icance of th is difference is magnified by the 
fact tha t ,  although relatively few Medicaid recipients receive care in 
such facil ities , more than 40  percent of all expenditures under 
Med icaid go to sk illed nursing and intermediate care facil ities . 9 

( The topic of race and nursing home use i s  the subj ect of Chapter 3 of 
this repor t . ) 

The fact that per-capita Medica id expenditures are smaller for 
nonwhites than for whi tes for most categor ies raises a question about 
racial characteristics of those who are elig ible for Med icaid and 
those who receive medical services through the program. The question 
of whether the racial d ifference reflects the needs of beneficiar ies 
cannot be answered . 
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APPENDIX B 

RELEVANT PORTIONS OF THE TITLE VI REGULATIONS 

1 ao.s n-..·•·dolt ...-.. tecL 

<a) CJeurGI. Ro penon ID b tJDltild 
Statea abaU. Clll b pound ot not. eo1ac. 
or naUOD&l odlln be acluded from DU­
tlclpattcm ln. be deDJecl b � II. 
or be o&benrlll RbJeoted to dlloztlldDI,. 
UoD under &117 PI'Qir&ID to wblcb lbll 
part appUea. 

<b> Bpectllc clflcrtafftcltorw acUotll 
prohfbfted. ( 1 )  A reclpleDt under &n7 
prosram to which th1a part aWU. � 
not, dlrectl7 or Ulrouah oontnctual or 
other arransement., on II'OQDCl ot nee, 
color, or national odlln: 

m Deny an lndlvldual any eervlce. 
ananclal aid, or other beDdt proYided 
under the PI'OIJ'&Dl ; 

m> Provide any eemce, t!nanclal &ld, 
or other bendt to an lndlvldual which Ia 
dlfrcrent, or Ia provided In a cWrerent 
manner, from that provided to others 
under the Prosram : 

<W> SubJect an lndl'ftdual to eecre­
satlon or separate treatment In &117 mat­
ter related to hla receipt of any eemce, 
1lnanclal &ld, or other bend& UDder the 
PI'OIJ'&Dl: 

Uv> Restrict an lnd1Y1dual ln UIJ' W&J 
In the enJoyment of any actvantaae or 
pr1vllt�e enJoyed by othera reoelvlns any 
eervlce, ftnanclal &ld, or other bendt 
under the Procr&m : 

<v> Treat an lndlvlduiJ dl1rerentl7 
· from othera In det.ermlnlns wheUler be 

aatlaft81 &117 adm'ulon. emoDment, 
quota, eU.SblUty, memberlhJp or obr 
requirement or oondltlon which lndl­
'ftduall muat meet In order to be pro­
'ftded any eemce, 11nancla1 11d. or otber 
beneftt pro'ftded under the Pl'OIJ'&ID: <'91> Den7 an lndl'f1dual an opporiunlty 
to participate In tbe Pftlll'Uil tbroUih 
tbe pro'1111on ot servtcea or otherw1le or 
dord h1m an opportunl&IJ to do .,  whlch 
Ia dlfrerent from that dorded otben 
under tbe Pf'08!'UD Unclucllq b OP­
portunity to participate In tbe Pf'08!'UD 
u an employee but onJ7 to tbe atent 
•t forth In � (O) of thla .o­
tiOD) . 

<.U> Den1 • P8I'IOD the opportunltf 
to part.1c1pate aa a member of a Plann1nt 
or advllory bod1 wb1ch Ia an lnt.ecral 
part of tbe Pl'OIJ'&ID. 

<2> A rectplent, In det.ermiDIQ b 
VPe8 of .mcea. fi!W!CiaJ ald. or otber 
beneftte, or facWUea whlch wiD be pro­
'ftded under &117 lUCia PI'OII'IoiD. or tbe 
olaal of lnd1'91dua!a to whom. or tbe lltu· 
atlona In whlch. IUOh .moe., flnencteJ 
aid, otber benefltl. or facWU. wm be 
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pro'ftded under &n7 1U0h  prornm. or tbe 
c1aaa ot lndl'f1duals to be dorded Ul OP­
portunity to pa.rttclpate In &117 IUch pro­
IJ'UD. � not, d1rectl7 or tbroulb OOD• 
tnctua1 or otber arn.D&emeDtl. uU11se 
orlterla or metboda of admlnSatrattOD 
wldob bate b dec& of .IUbJec&IDI IDdl· 
'91duals to dl8cr1mJn&Uon becauae of their 
nee, color, or national orlltn. or haft 
the dect of defeatlnl or aubatan� 
bnp&lrlna accompUahment of tbe obJeo­
u..- ot the ProtrrUD u reBPeCt lndt­
'ftduall of a partlcult.r nee, color, or 
national or1rtn. 

<3 >  In detenn1Dln8 the att.e or loca­
tlall of a facUlties, an applicant or re­
clplent � not ma._e selections with the 
effect of excludlns lndlvlduala from. 
deD1lnlr tbem the beneftta of, or eub­
Jectlnl them to dlscrtmlnatlon under 
any Pl'OIJ"&DlS to which th1a rqul&Uon 
applies, on the sround of race, color. or 
national or181n; or with the purpose or 
effect of defeatlnl or a\.&bstantl&UJ 1m­
palrl.ns the accompllahment of tbe ob­
Jectives of the Act or th1a reculatlon. 

<4> AI used In thla section. the serv­
Ices, ftnanclal ald. or other beneftte pro­
vtded under a program recelvlnl Pederal 
ftnanclal aaslstance ahall be deemed to 
Include any eervtce, ftnanclal a1d, or 
other beneftta provided In or throush a 
facUlty provided with the aid of Peclerel 
ftnanclal assistance. 

<6> Tbe enumeration of apec:fftc forma 
of prohibited dlscrlmlnation In thla 
parasraph and 181'81r&Ph <c> of tbla 
aectlon does not Umlt the 1enerallty of 
the prohlbttion In parasraph <a> of thla 
eectlon. 

<I> m In adm1nlaterln1 a , Prosr&m 
reprd1ns which the rectplent baa pre'ft­
oua!J dlacrlmlnated ap.lnat persona on 
tbe sround of race, color, or national 
orllln, tbe recipient must tate a.. :rma­
tive action to overcome tbe decta of 
prlor cUacrtmlnation. 

(11) Even In the ablence of IUCh prior 
dlacrtmlnation, a recipient In admfn!a­
� a Protrram may tate dlrmatift 
action to overcome the etrecte of condl­
Uona wh1ch resulted In 11mltlnl partici­
pation by peraona of a partlcult.r race, 
color, or natlonal orllln. 

<c> BmJ)Iorment pra.ctfca. <1 >  Where 
a primary objective of the Pederal anan­
clal aaalatance to a Pl'OII'UD to which 
thla recuJatlon appUea Ia to provide em­
ploJJDent. a recipient may not <c1lrectl7 
or tbroUih contractual or other al"r&DI8-
menta> mbJect an lndlYtdual to dlacrtm· 
lnation on the ll"'UDd of race, color, or 
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naUooal 01111n In Ita emploJment prac­
tice. UDder aucb PI'OII'Uil (lnclucUq re­
crultmeot or recruitment advertlalq, 
emp10JJD8Dt l&Jofr or termination. uP­
�. demotion. or traDater, ratel of 
P&7 or other forma of compeoaaUon, aDd 
\118 of facWUea> , lDcludlDa PlOII'UDI 

where a PJ'lmar7 obJecU" of tbe Pederal 
tiiW'dll ualataDce Ia <1> to reduce tbe 
emploJIDent of aucb lndl.tduall or to 
belp them t.brouab emplOJIDent to meet 
IUblllteDce needa. <U> to UIJat aucb In· 
dlvtdu&JI tbro\llb eiDPlo3'meDt to meet 
apenaea IDcldent to the commencement 
or continuation of their education or 
tralnlq, <W> to provide wort experience 
wblch contrtbutel to the education or 
tralnlna of such lndlvtduala, or <tv> to 
provide remUDeraUve activit)' to IUCh In· 
dlvlduall who because of handlcape can­
not be readU7 abeorbed In the competl­
tln labor market. The foUowtna, under 
aJatlDc laws, han one of the abon ob­
JecUvea -. a prlmarJ' obJecUve: 

<ca> ProJeeta under the PubUc Worts 
Acceleration Act PubUc lAw 87-461, f2 
u.s.c. 2841-2143. 

<&> Wort-study under the Vocational 
.suc&tlon Act of 1M3, u amended, 20 
u.s.c. 13'11-13'14. 

<c> Procrama ualated under lawe 
lilted In Appendlz A u rupecta em­
ploJment OPPGrtunltlea provided there­
under, or In facllltlea provided there­
under, which are llmlted, or for wblch 
preference Ia liven. to atudenta, fellows. 
or other persona In tralnlnl for the IUDe 
or related emplO)'JDeota. 

<cl> Aulataoce to rebabllltatlon facD1-
Uea under the Voc&tlonal RehabOltauon 
Act. 2t u.s.c. aa-u, 41a ADd 41b. 

<2> Tbe requlrementa appUcable to 
construction emplOJJDtDt under &DJ 
aucb Pl'OII'UD aba11 be tboae IP8CUied In 
or pursuant to Part m of Executive 

Order 11M8 or llD7 Executive order 
which aupenedea lt. 

< 3 >  Where a primary obJective of tbe 
Federal ftnanclal aulatance Ia not to 
provide emploJ�Dent, but dlacrlmlnaUon 
on the around of race, color, or natlonll 
orllln In the emplOJJDtnt pracUcel of 
the recipient or otber persona subJect to 
the reiQlatlon tends, on the around of 
race, color, or national ortlln, to exclude. 
lndlvtduala from partJclpatlon ln. to denJ 
them the beneftta of, or to subJect them 
to dlscrlmlnatlon under &117 proaram to 
which thta reiQlatlon appllea, the fore• 
toinl provlalona of thla paraaraph <c> 
lhaU apply to tbe emplOJIDeot practlcel 
of the recipient or other peraona IUb­
Ject to the reaulatlon, to the extellt 
necesaa.ry to uaure equality of oppor­
tunity to. and nondlacrlmlnatorJ treat­
ment of, benetlclartea. 

<d> lnclftan Health and CUbclft Be/fl.,. 
Senlfcu. An lndl111dual shaD not be 
d�med subJected to dlscrlmlnatlon bJ 
reuon of bla acluaton from tbe beadtl 
of a propam llmlted bJ Peden.� law to 
lDdlvlduall of a � rue. color, or 
naUonal orllln dlfrerent from bla. 

<e> JleclfctJl .,..,.eac�a. Kotwttb· 
atan� tbe foreaolnl PI'O'IIloal of t.bta eectlon. • recipient of Pedera1 fhlanclal 
Ulllatanoe abaU ad be deemed to haYe 
failed to oomp)J wltb pancnpb (a) of 
tbla aectlon If Immediate protiiiGD of a 
lel'Vlce or other bene!lt to Ill 1Dd1Yidual 
ta neoeaaar)' to prennt bla death or lilt• 
oua lmpalnnent of bla health, aDd IUCh 
eervtce or other beneOt cumot be � 
vlded acept by or tbroulh a IIUidloal 
lnaUtutlon wblch refu. or faDa to oom­
p)J wltb parqr&pha (a) of t.bta lectiloo. 
(8ec. 801, eos. tot. otYil Rllbta � ot ltM: 
.,. eat. 2U. w. u v.e.o. 2000c1. ��. 
2000d-8) (21 PR 112M, Dec. •• liM. M 
UDIDded at II PR l'JI'Jt, lftll. luJJ I, lll'rl) 
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APPENDIX C 

GUIDELINES POR COMPLIAI«:E OF NURSING BOMBS AND SIMILAR 
FACILITIES WITH TITLE VI OF THE CIVIL RIGHTS ACT OF 1964 

Section 6 01 of Title VI of the Civil Rights Act of 1964 provides : 

No person in the United States , shall , on the ground of 
race , color , or national or igin , be excluded froa partici­
pation in , be denied the benefits of , or be subj ected to 
discr imination under any program or activity receiving 
Federal financial assistance . 

Nursing homes or similar facilitieal that are in �liance 
with Title VI of the Civil Rights Act are character ized by an absence 
of separation , diacr iaination , 2 or other distinction on the basis of 
race , color , or national or igin in any activity conducted by, for , or 
in the institution affecting the care and treatment of residents . 

Compliance with Title VI requires adherence to the following 
policies and practices : 

1 .  Admission to the Nursing Home :  
a .  All residents are admitted to the facil ity without 

discr imination and no inquir ies are made regarding race , color , or 
national origin pr ior to admission . The nursing home utilizes ita 
referral sources in a manner which assures an equal opportun i ty for 
admission to persona without regard to race , color , or national or igin 
in relation to the population of the service area or potential service 
area . Where there is a s igni ficant variat ion between the racial or 
ethn ic compos ition of the resident census and available population 
census data for the service area or potential service area , the 
nursing home has a responsibility to determine the reason for such 

1The term •nursing home • as used in this document applies to 
•extended care facilities , skilled nursing homes and intermediate and 
domiciliary care homes and similar facilities . •  
2The word •discr imination •  as used throughout this document shall be 
understood to mean •discr imination on account of race , color , or 
national or igin•  as used in Section 601 , Title VI of the Civil Rights 
Act of 1964 , Publ ic Law 88-352, approved July 2, 1964 . 
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var iation and take whatever action ma y  be necessary t o  correct any 
d iscr imination . 

b .  Admi ssion i s  not restr icted to members of any group or 
order wh ich discr iminates . 

c .  Nursing home polic ies regarding deposita , extension of 
credit and other financial matters are applied un iformly and withou t 
regard to race . 

d .  In formation regard ing the pr ice and availability of 
accommodations i s  uniformly made ava ilable to all without regard to 
race , color , or national or ig in . 

2 .  Records : 
Recorda are ma intained uniformly without discr imination for 

all residents . Identification by race , color and nat ional or igin on 
r ecorda is not considered to be discr iminatory and may be used to 
demonstrate coapl iance wi th Title VI .  

3 . Services and Physical Facilities Provided by the Nursing 

a .  Res idents • privileges and care services such as medical 
and dental care , nursing , laboratory services , pharmacy , physical , 
occupational and recreat ional therapies , social services , volunteer 
services , dietary service , and housekeeping services are provided on 
a nondiscr iminatory basis . 

b .  Physical facili ties i ncluding lounges , din ing fac ilities , 
lavator ies and beauty and barber shops are provided and used without 
d i scr imination . 

c .  Rules of courtesy are uniformly appl ied without regard to 
race , color , or national or igin in all situations including face-to­
face contact and wr i tten recorda and commun ications . 

d .  Assignment of staff to res idents is not governed by the 
r ace , color , or national or igin of either res ident or staff . 

e .  Nursing homes wh ich formerly had dual facil ities 
( buildings ,  wait ing rooas , entrances , d in ing facilities , etc . ) have a 
particular responsibility to demonstrate that such facil ities are no 
longer being operated i n  a discr iminatory manner . 

4 .  Room Assignments and Transfers : 
a .  Residents are ass igned to rooms , wards , floors , sections , 

bui ldings , and other areas without regard to race , color , or national 
or igin . Such assignment will result in a degree of multi-racial 
occupancy of multi-bed accommodat ions which reflects the proportion 
of minor ity use of the facility .  

b .  Residents are not asked whether they are will ing to share 
accoamodat ions with persons of a different race , color , or nat ional 
or igin . Requests from residents for transfer to other rooms in the 
same class of accommodations are not honored if based on racial or 
e thnic considerations . Exceptions may be made only if the a ttending 
physician or nursing home administrator certifies in wr iting that i n  
h i s  j udgement there are valid medical reasons o r  spec ial compelling 
circumstances in the individual case . However , such certification s  
may not be used t o  permit segregation as a routine practice in the 
facility .  

C o p y r i g h t  ©  N a t i o n a l  A c a d e m y  o f  S c i e n c e s .  A l l  r i g h t s  r e s e r v e d .

H e a l t h  C a r e  i n  a  C o n t e x t  o f  C i v i l  R i g h t s
h t t p : / / w w w . n a p . e d u / c a t a l o g . p h p ? r e c o r d _ i d = 1 8 6 8 0

http://www.nap.edu/catalog.php?record_id=18680


170 

s .  Attending Phys icians ' Pr ivileges : 
Pr ivileges of attend ing res idents in the nursing home are 

granted to phyaicans and other health professionals without 
discr iminat ion . 

6 .  Notification of Avai lability of Services and 
Nondiscr imination Policy :  
a .  Th e  nursing home has adopted and where appropr iate 

provided its residents , employees ,  attending phys icians , and other s 
providing services to residents with copies of written statements 
wh ich set forth the nursing home ' s  nondi scr imination polic ies and 
practices . These pol ic ies are i ncluded in any publication of staff 
regulations or public information brochures , kept current,  and 
period ically reviewed with employees .  

b.  The nursing home effectively conveys to the coaaunity , to 
hospitals and other referral sources , i ta nond iscr iminatory policy 
and the nature and extent of services available . 

1 .  Refer rals : 
Nursing home referrals,  including but not l imited to 

referrals to other facilities and care programs , are made in a manner 
wh ich does not result in discr imination . 

Revised and Issued bY: 
Office for Civil Rights 
Department of Health , 

Education , and Welfare 

Leon E.  Panetta , Director 
Noveaber 1 9 69 
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APPENDIX E 

CASE STUDY : £QQ! v .  OCHSNER* 

Chapter 5 indicates that the Off ice for Civil Rights (OCR) in the 
Department of Health and Human Services (DHHS) is undertaking more 
r igorous enforcement of its c ivil r ights-related responsibilities in 
the health care f ield .  It  may , therefore , be useful to review the 
statue of the decade-long dispute concerning the discr iminatory 
practices of New Orleans hospitals . It is in the context of thi s  
d ispute that OCR f irst exercised a more expansive view of its civil 
r ights author ity and demonstrated its ability to assess the compliance 
of health facilities with civil r ights laws . This controversy also 
br ings into focus the problems of applying Title VI to the peculiar 
c ircumstances of health care delivery , f irst for OCR , and subsequently 
to ORBS ' s  administrative decision-making apparatus and the courts . 

The or ig inal lawsuit , Cook v .  Ochsner Foundation Hospital et al . , 
was filed in 1970 by black res idents of metropol itan New Orleans who 
alleged that New Orleans hospitals were engaged in racial 
discr iminatory practices in violation of Title VI and were not 
provid ing a •community service• or •uncompensated services • in 
violation of their obligations as recipients of Hill-Burton fund ing . 
In  May 1971 , DREW was added as a party defendant under the allegation 
that DREW had failed to provide for an enforcement program under Title 
VI and Hill-Burton and had allowed the defendant hospitals to operate 
in violation of their Title VI and Hill-Burton obligat ions . 

By agreement of the parties , the Hill-Burton issues and the Title 
VI issues were severed and litigated as separate lawsuits . The 
ensuing litigation of the Hill-Burton issues in Cook resulted in 
several landmark interpretations of the •uncompensated service• and 
• community service• obligations of Hill-Burton hospitals and was 
largely responsible for the issuance of the first federal regulation s 
i n  1972 and for the j ud icially mandated enforcement efforts taken by 
DBEW since that t ime . 

*Prepared as background for the IOM Committee by Kenneth Wing , 
University of North Carolina School of Law , Chapel Hill , North 
Carolina .  

17 4  
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The COOk litigation had a s imilar impact on the Title VI 
enforcement effor t .  While the Hill-Burton i ssues were being tried by 
the courts , the racial discr imination issues were largely ignored . In 
1974 , however , after plaintiffs exhibited a renewed interest in 
litigating the discr imination issues , a formal settlement was 
negot iated between plaintiffs and defendant DHBN under which 
plaintiffs agreed to dismiss the allegations against DHBN, if DHBN ' a 
OCR would undertake compliance reviews of the defendant hospitals 
under conditions listed in a cour t-approved timetable . 

OCR ' s attempt to assess the services delivered by the 1 8  
defendant hospitals met with resistance , several of the hospitals 
initially refused to provide OCR with any compliance data and only did 
so under court order . 

OCR also faced the d i fficulty of formulating f� the f irst t ime 
the form and amount of data that they would require to assess 
compliance by a hospital with the Title VI assurance and of 
determin ing in measurable terms their interpretation of what 
constituted compliance with Title VI . 

Relying heavily on the concepts of compliance that had been 
developed in reviews of educational institutions , the data request 
that was finally devised asked pr imar ily for two k inds of data a data 
on the racial composition and pr ivileges of staff physicians and data 
on total inpatient and emergency room admissions broken down by race , 
method of payment , and source of referral . The data request d id not 
ask for a breakdown of services by service area within the facilities , 
or request a descr iption of the services actually delivered , or in any 
way try to assess appropr iateness or quality of treatment .  

But even the available data were difficult to collect . Much was 
collected by OCR personnel collating information from hospital and 
patient recorda . The entire data-collection effort required several 
years and a major commi tment of OCR regional office and central office 
staff . 

In 1977  OCR announced ita f indings with regard to the New Orleans 
hospitals under investigation . OCR found that , pr ior to 1964 , New 
Orleans hospitals were formally and openly segregated . Wh ile there 
were no laws requir ing patient segregation , there is l ittle doubt that 
state and local government would enforce this practice of segregation , 
and hospitals were required by state laws to segregate reatrooma , 
cafeter ias , and water fountains for employees and were required to 
label blood according to the donor ' s  race . 

White patients were referred by their physicians to any hospital 
in New Orleans except Flint-Goodr idge , a pr ivate hospital affiliated 
with Dillard University ,  generally regarded as the hospital for black 
patients who could pay for their aedical services . Blacks ,  on the 
other hand , were admitted to e ither Char ity Hospital , the segregated 
public hospital for indigents of all races ,  or Fl int-Goodr idge . 

This segregated pattern was perpetuated by the practice of dual 
a�iaaiona . Many physicians maintained staff pr ivileges at two or 
.ore hospitals , at least one whi te and one black , and would a�it only 
white patients to the white hospital and black patients to Char ity or 
Flint-Goodr idge . 
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This pattern of open and gover�ntally sanctioned segregation 
was f inally broken in 1966 . Pbllowing the enactment of Medicaid and 
Medicare , hospitals were required by Title VI to execute 
non-discr imination assurances as a condition to participation and to 
terminate discr iminatory policies and practices . By 1970 all of the 
Hew Orleans hospitals had executed assurances and terminated overt 
policies of diacr i•ination . Moat all-white New Orleans hospitals 
began admitting black patients as early as 1966 . 

Nonetheless , OCR' s  1974-77 analysis of adaiasion practices by 
each hospital showed that de facto discrimination still persisted , and 
hospital care in New Orleans , for all practical purposes , continued to 
be racially segregated . Of the 1 6  hospitals in the metropoli tan Hew 
Orleans area , 75 percent of the black population went to 
Flint-Goodr idge and Char i ty hospitals . The patient populations of . 
many of the remaining hospitals were vir tually all white ,  and blacks 
were grossly underrepresented in all hospitals except Flint-Goodr idge 
and Char ity .  

In general , OCR concluded that the all-wh i te o r  all-black iaages 
of New Orleans hospitals were unchanged since 1966 . Many practices 
that affected hospital service to •inor ities had continued . Pbr 
example, the policy and image of Charity Hospital as the •hospital for 
the poor , •  allowed .oat physicians to restr ict the number of Med icaid 
and Medicare patients that they accepted and, consequently , that were 
adaitted to pr ivate hospitals . Black physicians were also d iscouraged 
from applying for pr ivileges at the predominantly white hospitals by a 
requireaent that applicants for medical staff pr ivileges be .. .oera of 
the local ANA-affiliate aedical society,  which had traditionally been 
all whi te .  

Pr ior to 1964 the medical staff of Flint-Goodr idge was 
predominantly white . After the passage of the Civil Rights Act, the 
hospital board of trustees enacted a policy prohibiting whi te 
phys icians from admitting only black patients to the hoapital r 
following the enactment of this policy and the initial assessment of 
Title VI compliance incident to initial Medicare certification , aoat 
of the white physicians dropped their Flint-Goodr idge pr ivileges . As 
of 1978 there was only one white physician practicing at 
Flint-Goodr idge , moat of the whi te physicians who dropped their 
pr ivileges also stopped treating black patients . 

The findings with respect to Hotel Dieu , Mercy , and Southern 
Baptist hospitals ( the hospitals that eventually were found to be out 
of compliance with Title VI )  reflect this segregated pattern of 
delivery in Hew Orleans following 1964 . 

In 1978 the New Orleans population was estiaated to be 5 5  percent 
black , and the New Orleans standard metropol itan area 33 percent 
black . Of the pat ients that Hotel Dieu served , 7 8 . 6 percent were from 
the New Orleans area . Assuming that blacks and whites were served 
according to their proportion of the population , Hotel Dieu should 
have served , at the very least ,  25 . 9 percent black patients ( 7 8 . 6 
percent of 3 3  percent) . (This assumes that the reaaining 21 . 4  percent 
of the patients came from totally whi te populations . )  However , Hotel 
Dieu was only serving 1 8 . 4 percent black patients in 1 9 7 8 .  This 
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proport ion had , however , i ncreased from the 0 . 2 percent proportion of 
black patients it  served in 1965 .  

Data o n  black admissions at Mercy Hospital , Hotel Dieu , and 
Southern Baptist HOspital are presented in Table 25.  Of Mercy 
Hospital ' s  pat ients , 89 . 4  percent were from the New Orleans area . 
Theoretically , Mercy HOspital should have served , at the very least , 
29 . 5  percent black patients ( 89 . 4  percent of 3 3  percent ) . However , 
Mercy HOspital only served 9 . 2 percent blacks in 1978,  an increase 
from the 0 . 01 percent black patient population in 1 9 6 7 .  

Only 53 . 3  percent o f  Southern Baptist ' s  patients were from the 
New Orleans area . Thus , at the very least , 1 7 . 6 percent ( 53 . 3  percent 
of 33  percent)  of Southern Baptist ' s  patients should have been black . 
Yet ,  in 1 9 7 8 ,  only 7 . 4  percent of the patients admitted into Southern 
Baptist hospital were black . This represented an increase from the 
2 . 8 percent black patients served in 1974 . A s imilar analysis i s  
shown in Table 26 , in which method o f  payment is controlled and shows , 
again , that race was a factor in admissions to the three hospitals . 

S imilar patterns were found in the racial composi tion of the 
medical staff . At the t ime of the hear ing , there were 55-60 l icensed 
black phys icians in the New Orleans area , approximately 2 percent of 
all the physicians . In 1978 , Hotel Dieu had 1 0  black phys icians on 
its staf f ,  which amounted to 3 . 0 percent of i ts medical staf f .  Mercy 
Hospital had only two black staff physicians , equaling 0 . 8  percent of 
its .. dical staff , and Southern Baptist had two black staff 
physicians , or 0 . 4  percent of i ts medical staff . 

With the exception of one black representative on the lay 
advisory board of Mercy Hospital , there bave been no known black 
representatives on any of the hospitals ' boards of trustees or lay 
advisory boards . 

On July 1 9 , 1977 , DREW noti f ied these three hospitals that i t  had 
fin ished its investigation and that each hospital had been found to be 
out of compliance with Title VI .  

As requi red by the Title VI regulations , DHBH ' s  OCR and the three 
hospitals entered into negotiations in an attempt to secure voluntary 
compliance . These negotiations were protracted and not always 
amicable . Each of the hospitals denied any discr imination on the i r  
part but , nonetheless , agreed t o  a l imited amount o f  negotiations . 

Again , DHBH was faced with a task it bad not attempted 
be fore--formulating reaedial steps for non-complying health 
facilities . Eventually DHBH made similar requests to all three 
hospitals . The requests included ( 1 )  establish an outpatient pr imary 
care clinic where patients needing hospital services would be advanced 
into the hospital , ( 2) develop a referral system from outside clin ics 
whereby patients who needed to be admitted would be referred to a 
staff physician who would take responsibility for adaittance and 
treatment ,  ( 3 )  require as a condition of staff pr ivileges that 
physicians treat Medicaid patients , ( 4 )  f ind out which physicians 
provided care for the black commun ity and encourage thea to apply for 
staff pr ivileges , ( 5 ) embark on an extensive publicity campaign to 
change their images in the commun ity as all-white institutions , and 
( 6 ) appoint leaders of the black commun ity to the hospital ' s  board of 
trustees and other lay boards . 
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Table 25.  BLACK ADMISSIONS AT THREE NEW ORLEANS HOSPITALS a 1965-7 8 

Mercy Hospital 

Total Number Total Number Percent Black 

!!H. Patients Black Patients Patients 

1967 11 , 0 59 7 7  0 . 7  
1963 11 , 226 118 1 . 0 
1969 1 0 , 368 214 2 . 1  
1971 10 , 116 433  4 . 3 
1974 9 , 877 6 41 6 . 5 
1975 7 , 991 506 6 . 0 
1977 7 , 618 716 9 . 3 
1978 7 , 64 5  7 0 4  9 . 2 

Hotel Dieu Hospital 

Total Number Total Number Percent Black 
Year Patients Black Patients Patients 

1 965 1 2 , 322 19 0 . 2  
1966 11 , 754 5 0 . 04 
1967 9 , 559 1 90 2 . 0  
1968 9 , 289 217 2 . 3 
1969 8 , 420 2 25 2 . 7 
1974 8 , 779 711 8 . 1  
1975  1 0 , 673 1 , 1 8 5  11 . 1  
1976 1 0 , 861 1 , 360 1 2 . 5 
1977 (8  110 1 S ) 7 , 867 1 , 004 1 3 . 6 
1978 1 0 , 660 1 , 96 5  1 8 . 4 

Southern Baptist Hospital 

Total Number Total Number Percent Black 
Year Pat ients Black Patients Patients 

1968 2 
1969 25 
1970 90  
1974 20 , 591 571 2 . 8  
1975  2 0 , 673 7 29 3 . 5 
1976 20 , 229 955  4 . 2  
1977 20 , 6 80 1 , 206 5 . 8 
1978 20 , 731 1 , 534 7 . 4  

Note a Included are data collected i n  1978 whi le the negotiations and 
subsequent hear ings were tak ing place . 
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Table 26 . BXPBCTBD AND ACTUAL BLACK ADMISSIONS , BY SOURCE OP PAYMBN'l', 
A'l' 'l'HRBE NEW ORLEANS HOSPI'l'ALS , 1974 

Method of Pavment 

Pr ivate Health Insurance 
Medicare 
Medicaid 
Pr ivate Pay 

Method of Paxment 

Pr ivate Health Insurance 
Medicare 
Pr ivate Pay 

Hotel Dieu Hospital 

Expected 
Black 
Patients 

6 51 
334 

84 
175 

Mercy Hospital 

Expected 
Black 
Pat ients 

728 
369 
236 

Observed 
Black 
Patients 

366 
9 8  
38  
46 

Observed 
Black 
Pat ients 

364 
7 5  
68 

Southern Baptist Hospital 

Expected Observed 
Black Black 

Method of Paxment Patients Pat ients 

Pr ivate Health Insurance 1 229 229 
Medicare 544 4 9  
Medicaid 51 4 
Pr ivate Pay 800 69 
Free Care 1 57 17  

NUIIber of 
Standard 
Deviations 

11 . 6  
1 3 . 5 

s . o 
9 . 8  

Number of 
Standard 
Deviations 

14 . 1  
1 6 . 1  
11 . 3  

Number of 
Standard 
Deviations 

30 . 7 
22 . 9  

6 . 6 
26 . 8  
11 . 3  

Hotel Dieu eventually refused to undergo any type of compliance 
negotiations or su�it a corrective action plan to OCR, arguing that 
it was in compliance with 'l'itle VI and could not be required to take 
any re-.dial steps . 

Mercy Hospital , whi le denying non-compliance with 'l'itle VI ,  d id 
enter into negotiations and offered to ( 1 )  have formal and informal 
discussions with i ts aedical staff to encourage the staff to a�it 
their black Medicare and Medicaid pat ients into Mercy Bospital r ( 2) 
encourage black physicians in the communi ty to apply for staff 
pr ivileges r ( 3) establ ish a referral system with the New Orleans 
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Health Corporation Clin ics (NOHC) , whereby Medicare and/or Medicaid 
pat ients in  need of inpatient hospital care would be referred to the 
hospital r and ( 4 )  encourage nomination for appointments of blacks to 
the board of trustees . (Mercy Hospital d id not agree to requi re i ts 
staff physicians to treat referral patients r rather it  agreed to 
encourage such referral agree.anta . )  

Southern Baptist Hospital also denied violation of Title VI but 
agreed to negotiations and eventually to take the following .aasures z 
( 1 )  send a letter of inquiry to all hospital staff physicians ask ing 
thea if they would accept referrals from community health clinics r ( 2) 
send a letter to the aedical staff reminding them of the hospital ' s  
policy of non-discr imination and encouraging thea to refer their  black 
patients to the bospital r ( 3) inforaally encourage black physicians to 
apply for staff pr ivileges , ( 4 )  pass a resolution reaffirming i ts 
policy of non-discr imination in patient referrals r ( 5 )  publ icize the 
hospital ' s  policy of non-discr iaination r ( 6 )  recommend quali f ied 
blacks to the board of trustees and make efforts to increase the 
number of blacks on local advisory boarde r and ( 7 )  encourage , but not 
require , staff physicians to treat Medicaid patients . Southern 
Baptist was operating a clinic at the t ime of the hearing , but i t  only 
adaitted the indigent patients of staff physicians . The hospital 
refused to expand this clinic to include all indigent walk-in pat ients 
because the costs would be excessive . 

On May 24 , 1978,  OCR staff determined that further negotiations 
with the respondent hospitals would be futile r according to required 
procedures , the cases were referred to the General Counsel of DBBN for 
enforcement and fund termination proceedings . 

The process for terminating funding under Title VI i s  long and 
cumbersome--so cumbersoae as to discourage DHBW from initiating 
proceeding in any but the .oat extreme cases . The i n itial • tr ial • of 
the issue takes place before an administrative law j udge (ALJ) . The 
f indings of the ALJ can be appealed to the Reviewing Author i ty , a 
three-person board appointed by the Secretary that acts as an 
appellant body . Pinal decision within the agency is made by the 
Secretary . This decision is subj ect to review by the courts . The 
initial ALJ decis ion , particularly with regard to fact-finding , has a 
great deal of importance , but represents only an initial adj ud ication 
of the facts and the resulting i ssues . 

The ALJ held hearings from Apr il to June 1979 . Many substantive , 
j urisdictional , and procedural i ssues were raised by all parties 
( including representatives of the plaintiffs in the or iginal lawsuit) . 

The relevant substantive i ssue can be summari zed as two basic 
questions & (1) do the disparities between treatment of whites and 
treatment of minor ities constitute either present discr imination or 
vestiges of pr ior discr imination and ( 2) if  so , what remedies can be 
requi r•d of defendant hospitals ? 

While exhibiting cons iderable sympathy for defendants ' argument 
that they were only part of a larger system over which they had little 
control , the ALJ found that vestiges of pr ior discr imination continued 
to exist and that it was unlikely that •time alone• would remedy the 
situation or prevent d iscr iminatory practices by any of the defendant 
facilities . 
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Recogn i z ing that Title VI regulations require remedial steps to 
eliminate vestiges of pr ior discr imination , the ALJ then reviewed the 
substance and history of negotiations between the defendants and OCR 
and evaluated OCR ' s  proposals . The ALJ felt that reference to a 
•white-only• image was only the subjective impression argued by the 
government . Thus it was •not appropriate to eliminate the white-only 
image , but it  is appropr iate to inform the public , including the black 
minor i ty ,  that the respondent hospitals will comply with the Act and 
will treat pat ients without regard to race or color . •  

The ALJ also downplayed the s ign i ficance of efforts to recruit 
black physicians as a remedial requirement , relying heavily on the 
fact that there are few black physicians in the area . Since there are 
so few black phys icians in Hew Orlean s ,  the ALJ concluded that no 
statistical determination of • racial identifiability•  of the aedical 
staffs could be made . Therefore nothing over and above the informal 
recruitment of black physicians ( already undertaken by the hospitals) 
was requi red . 

On the other hand , the ALJ found that the referral agreeaent 
between NOHC and the defendant hospitals was a reasonable step to 
el iainate vestiges of past d iscr imination . However , these referral 
agreements did not bind the hospitals ' staff physicians to treat these 
pat ients . Admittance into the hospitals was still contingent on the 
decision of a staff phys ician . The staff physicians were encouraged , 
but not required , to take referred patients . 

The ALJ also found that a requirement to take Med icaid patients 
as a condition of staff pr ivileges was inappropr iate , relying on the 
facta that no showing had been made that the defendants ' medical 
staffs had engaged in discr imination in patient care or referral and 
that the phys icians were not parties to the proceedings . •While 
enforceaent of equal opportunity requirements on subcontractors may be 
appropr iate , their imposition on subcontractors is only appropr iate 
after they are g iven the same r ight to a hear ing as in the case of a 
pr ime recipient . •  

The requirement that the respondent set up outpatient clin ics was 
also rej ected by the ALJ because the coats were considered excessive . 

Finally , the ALJ concluded that quali fied blacks must be g iven 
ser ious consideration for membership on the defendants ' boards of 
trustees and advisory boards . The ALJ would not accept an absolute 
requirement that a certain number of blacks be put on these boards . 
This conclusion was reached , •because of the re.oteneas from direct 
patient contact , and , in the case of Hotel Dieu and Mercy , the 
requirement of relig ious order membership for qual i fication . •  

Baaed on these general conclusions regarding DBBH' a  compliance 
requests , the ALJ looked at each of the respondents to deteraine i f  
they were out o f  compl iance with Title VI .  Be found that , given the 
racial composition of i ta pat ient population , Hotel Dieu was no longer 
•racially identif iable . •  However , the hospital was required to take 
appropr iate steps in order to increase utilization by blacks .  These 
requ irements included : ( 1 )  not ify ita staff and the publ ic that it 
would a�it and treat patients regardless of race or color , ( 2) ei ther 
establish a patient referral system at ita existing walk-in clin ic or 
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set up a refer ral agreement with NOHC , and ( 3 )  g ive ser iou s 
consideration for quali f ied blacks for boards other than the board of 
trustees where all members were part of the sponsor ing relig ious order . 

Mercy Hospital was found to be • racially identif iable • by patient 
population . The hospital was required to take appropr iate steps in 
order to reach compliance with Title VI . These requirements included z 
( 1 )  notify its staff and the public that it would admit and treat 
patients regardless of race or color , ( 2 )  cont inue its informal 
efforts to recrui t  black physicians to its med ical staff , and ( 3 )  g ive 
ser ious consideration to blacks for board positions . (By the t ime of 
the hear ing , Mercy Hospital had completed an agreement with NOHC under 
which Mercy agreed to accept all referrals from the clinic . ) 

The ALJ found Southern Baptist was also • racially identif iable . • 
However , the ALJ accepted Southern Baptist ' s  compl iance proposals as 
complete and suff icient to eliminate the cont inuing vestiges of past 
d iscr imination and therefore required no spec ific remedial steps by 
Southern Bapt ist . 

At this point in the proceed ing , many at the OCR view the ALJ 
decision as l ittle more than a hollow victory . I f  the factual 
f indings and legal conclusions of the ALJ are upheld through the 
appellate procedures , the jurisd ict ion of OCR under Title VI will be 
severely l imited in several ways . 

First ,  the ALJ adopted a l imited interpretat ion of the scope of 
Title VI . There was l ittle question but that the New Orleans hospital s 
had practiced rac ial d iscr imination in the past and that there 
continued to be dispar ities in the services provided to whites and 
minor ities . The ALJ found that there was suff icient l inkage between 
the disparate treatment and the pr ior discr imination to const itute a 
v iolat ion of Title VI . But in doing so, the ALJ expressed considerable 
sympathy for the argument that this linkage was complicated by a number 
of var iables beyond the hospitals ' control . He also used a 20 percent 
var iance as a cr iteria in evaluating the mater ial ity of the apparent 
d ispar ities . Under a slightly d ifferent set of c ircumstances ,  such a 
method of analysis would lead to the conclusion that Title VI had not 
been violated . In part icular , it seems evident that this ALJ would 
not have found discr imination had there not been a clear pattern of 
d iscr imination pr ior to 1966 r that is , the ALJ would requ ire a f inding 
of either past or present discr iminatory intent in addit ion to 
substantial dispar ities . 

Thus , the ALJ ' s  decision calls into question DREW ' s  (and 
presumably the DHBS ) interpretation of Title VI and the guideline s  
i ssued i n  1969 . A test o f  discr imination relying so heavily on an 
overt showing of intent and on such a narrow teet of mater ial 
d ispar ity would l imit DHBS ' jurisd iction to only the most blatantly 
discr iminatory health facilitie s .  

The ALJ ' s  view of appropr iate remed ies , even when Title V I  has 
been violated , also follows a conservative pattern . The ALJ rej ected 
virtually all concrete ( and controversial) steps proposed by OCR and 
required l ittle more than expressions of good faith and 
non-discriminatory intentions by the facilities--again , rejecting the 
impl ications of the Title VI regulations and guidelines . 

Copyright © National Academy of Sciences. All rights reserved.

Health Care in a Context of Civil Rights
http://www.nap.edu/catalog.php?record_id=18680

http://www.nap.edu/catalog.php?record_id=18680


183  

The character ization by the ALJ of the relat ionship between 
hospitals and their  medical staffs as be ing pr imar ily contractual also 
demonstrates the ALJ ' s  view of the l imite of OCR ' s  author ity in th is 
case . 

This case i s  concerned with the medical staff relationship. 
At the or igin of the hospital , the hospital management 
establishes the or ig inal aedical staff by-laws . These 
medical staff by-laws provide for procedures or a�iss ions 
to practice , hospital rules affecting physician procedures , 
hospital pol icies , and disciplinary or re.oval procedures . 
Once the aedical staff by-laws are in place and the 
hospital is function ing , changes in the by-laws are 
customarily a subj ect of negot iation between hospital 
management and the med ical staff represented by a by-law 
committee . Ultimately, the hospital reta ins the author ity 
to unilaterally change medical staff bY-laws . The 
hospital ' s  readily apparent need for support and 
part icipation by a h ighly quali fied aedical staff of 
phys icians acts to restrain the hospi tal ' s  arbitrary 
unilateral changes in the by-laws • • • •  Upon acceptance 
[of staff-pr ivileges by a physician ] the physicians agree 
to abide by the by-laws . This arrangement becomes an 
agree .. nt or contract between the physician and the 
hospital . The hospital agrees to provide hospital 
services to pat ients admitted by the phys ician . During 
i ts term , the contract is subj ect to change only under its 
terms . (emphasis added) 

OCR has h istor ically taken the pos ition that pr ivate phys icians , 
who are participating providers under Medicare , are not covered by 
Title VI ,  apparently on the theory that there is no contractual 
agreement between DBEH/DBBS and individual phys icians participating i n  
Med icare--a posi tion that bas no apparent basis in  law. But paired 
with the ALJ ' s  narrow view of the incidental obligations of a aedical 
staff phys ic ian , this interpretation would virtually quash any effort 
to enforce Title VI in health facilities unless facilities make 
discr iainat ion a matter of institutional pol icy . 

It aust be noted that the interpretation of the ALJ does not 
confora to the interpretation of virtually all modern courts of the 
hospital-phys ician relationsh ip, at least in the context of aedical 
staff pr ivilege decisions , malpractice l iability ,  or even the 
Hill-Bur ton •char ity care•  obl igations . 

As indicated earl ier , the Hew Orleans litigat ion may well be the 
context within which these (and many other ) issues will be adj ud icated 
for the f irst t iae .  I t  i s  poss ible that all or soae of the defendants 
will negotiate an acceptable settlement and the findings ,  both 
favorable and unfavorable to DBBS , will never be tested in the 
courts . But since it represents the major hospital compl iance effor t 
of OCR, the precedent ial value of whatever outcome is achieved , e ither 
through l it igat ion or negot iations , will not be lost on any of the 
part ies to the 1 0-year dispute or on the provider commun ity .  
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It also serves as a .adel ,  for better or worse , of OCR ' s  
t echnical and adainistrative capabilities . The aanner in which OCR 
formulated and conducted its data-collection effort and developed the 
reaed ial practices that become the focus of the negot iat ions 
demonstrate the administrative • state of the art • as OCR enters thi s 
• new era• of c ivil r ights enforc ... nt . 
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APPENDIX P 

Speakers Present ing �stimony at the Open Meeting 
of the Committee on Health care of 

Racial/Ethn ic Minor ities and Handicapped Persons 

National Academy of Sciences 
June 6 , 1980 

Mr .  Hal Bleak ley , Amer ican Federation of the Blind 

Ms. Susan Conner , National Citizens Coalation for Nursing Home Reform 

Ms. Clair Peinson , Consumer Coalition for Health 

John L. s .  Holloman , Jr . ,  M . D .  

Mr .  Sanford A. Newman , Center for Law and Social Policy 

Mark Ozer , M . D . , Mainstream, Inc . 

Ms. Sarah Rosenbaum, Children ' s  Defense Fund 

Gretchen Schafft , Ph . D. , Foundation of the Amer ican College of Nursing 
Home Admin istrators , Inc . 

Mr . Sean Walsh , National Association of Commun ity Health centers 

Ms. Judith Waxman , National Health Law Program 
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