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MEMORANDUM FOR TIlE PRESIDENT ,
" 	 , 
" 

The Census Bureau released the official 1996 poverty numbers last September. The National 
Center for Chlldren in Poverty (NCCP) reanalyzed the census data focusing on young children­
those under age six. The NCCP released its report, "Young Children in Poverty: A Statistical 
Update," Thursday March 12, 1998. This year's report shows that while the poverty rate among 
young children declined from 1993 to 1996, the percentage ofpoor cblldren with working 
parents increased substantially over the same time period. Several important fipdings from the 
report ar" highlighted below. . . ' " . 

• 	 The number of poOt children under age six declined by almost 14 percent over the past 
,1l>ree years, from 6.4 million in 1993'05,5 million in 1996, NCCP analysis shows that 
this decline is largely due to improved employment rates in the population rather than 
lower poverty rates among those employed. , 

• 	 Poverty and near,poverty remain widespread among young children. In 1996, 5.5 million 
children under age six lived in poverty and an additional 4:8 million young children lived 
in near poverty (i.e" lived in families with acombined family income between 100 
percent and 185 pereen! of the Federal poverty line). 

• 	 In 1996, nearly half (47 percen.) of the 5.5 million poor children under age six lived in 
extreme poverty (i.e" lived in families with a combined family income below 50 percent 
of the Federal poverty line). 

• 	 The percentage ofpoor young children with working parents increased between 1993 and 
1996. In 1996, more than three,fifths (63 percent) of poor children under age six lived in 
families with at least one employed potent; an increase of 16 percent over the pest three 

. 	 , 
years. 

. 
• 	 The Earned Income Tax Credit (EITe) baq a strong anti.poverty effect. Using an 

alternative measure ofpoverty that includes additional sources of income (i.e.) benefits 
and taxes), NCCP estimates sbow that the 1996 poverty rate among young children would 
have been 23 percent higher in the absence of the EITe. 
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Page 2 - lbe President 

The full rc:port which I am attaching includes greater detail on poverty, near poverty and extreme 
poverty among young children as welI as a more comprehensive discussion on alternative 
measUres of poverty. ' 
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CIIIJl.ItREN IN 
POVERTY ... 

Tfl-is PtJttJicati~n updates the Na1tOflat Ceo· 
ter lor Children in Poverty's (NCCP) 1996 
vOlume. One in Four: America'S YounQesl 
Poo( ,Ind continues aseries of reports and 
s1atiSrca' uPd~les a~cl.Jt young chIld pov­
erty iii ,the United States, It ·ncorporates 
in1om'ation from the 1997 March Supple· 
men! to the Census Bureau's Cutrent 
Population Survey (CPS}. which provides 
poveny estima1es lor 19~' The high­
lights :It fiis ur::o:ale inCludiL 
• anelv proille of It'll! extremel,. poor. poor. 

and1near poor f1opuJahOn Of young 
chilllren in t'he Uruted States using the 
Ie-dual gOlternment's official poverty 
measure: 

• 	the use 01 an alternative measure 01 
young Child povetty tna! provides new 
insiuhts into the impact of programs ancr 
poliCies on the eeonomu:: well~beina of 
youna (IHldrell: and 

• a brief examination 01 why the young 
chilli poverty rate IYCPRj has decreased 
since 1993, 

Botll t If official and alternative measures 
indicate that despite the recent decline in 
Illeyoung ehilOlIOVerty rate. tile U.S. YCPR 
ranks among the worst of the Western 
indust'lalized nations. However, the atter· 
native rneasure,revealS that poflcy can make 
asignl.'ic.arn dJfterence, In particular, the ex· 
pansio:'1 of the Earned Income lax Credit 
has served to ~educe young Child poverty 
substantially over the past few years. 
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Poor Children Under Age Six: How Many Are 
There,Wb~.Are:p-ley, and Where DoThe,· Live? 

,+", r:.r" -",~ . 	 ~ .....f -,. ",,,,-'-', ~ ",-'. 

The poverty rale lor young children and the number 01 poor young 
children have declined yet remain high. 

Th~ early j 9905 m:arked 3: staggering inCrcaK in the number of poor chil· 
dren under age six. The number of poor young children reached ~ix million 
for the first time in;I992,a.no rose to almost 6.4.million in 1(1).~.Thc number 
of poor children under age six dedined br almOSt 1-4 pt'rcent mer the pasl 

three yeatS. to 5.5 ~mon in 1996-a figure that is still higher than thai in 
anr year between 1975 and 199(}.(Se~ Figure 1.)At the same time. the young 
child povertJ rate (yCPR)-denned as the percentage ofyoun!, children who 
Live in families ,*,'irh a combined incomc belo\\' the federAl pvt't'fTY line"­
decreastd from 26 percent to 23 percenL(St'e Figure 2.) 

f1ptt 1: ItmIiet 01' poor cltHdrtn .rll'.'" Sll, 1115-1l1li 
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TtUI tntmM' Of rOunt dltlCl,:,n: H,7 mllll"n 

" 1'atIl flam'" allow·lIlc"m, young efltIClf1n: 10.3111UNon 

N()IlfI row·,ntamt lamIlltS 

!ilIlCvt ';85\ Pl) 566"4 
134rl'nihlll'l 

Over '10 million young children 
live i"low-income families. 

, ' 

'Over,the past t~'o decades, 
the loung child poverty rate 
has Increased dramatically, 
It is considerably higher than 
the Iloverty rates of all other 
age groups, 

I 
Tht' YCPR heg;an [l~ rbe in !trl) amI (rJI...'i1c"l ~.c, P",(.."l.:IH 'n \" ...... \it.;;!.1 

sli)tht uedinC' duri~~ [he 1 YHOs, rht' YCPR [X:':Jh:t:'J ;.i~:li)) .n 2(> pc-n':C'Of in 
J91.),~ . .lJlh"ugh Ihe' pO\'crry r:ne for roun~ children h;.l~ ue~':i~t"L1 :-.lnct: 1')<):'. 
it rt'main!- the hj~ht::!>t Jmon): all Jgt' WOups.ln l\)%.tne oHlCJ:t! PO\t'rty r.Ut' 

Illt" (,."hitdrt'n under ;t')o!.c :-.ix was 2.\ pen.::C'nt. mort." Ihan t\\"it.:< a:. hi~h ;1,.. thmt" 

';lr ;.IIJull:- I H II) t1-4 ~~:.Ir~ nt':lp:c ami (or the eldt."rly {bmh at ahoUI J I f"K"R"t'nfJ, 

f :-'(.·l· Fi,!!utr 2.} 

figure 2: Pmtrty rain" qtI. 1115-1_ 

," 

B~' 1996,43 percent of aU childr.en under age six were IiYing in poq:rry or 
n('3.f poverty (i.e .. in families with incomes below 18;' perct"nt of Iht: POY· 

erty Hne·).ln addition to the S. S million young children who li\'C:u in po\'erry 
that year. an addilional4,8 million young children Ih:ed in nt":lr po\'em'. ~;i(h 
a combined family income between 100 percent and 18; pt:rcent of the 

federal poverty lim:: (See Figure 3,) The total number of youn~ chHdren li'""­
ing in IQw-1ncome families continued to surpass the 10 million It''ve1 flfSt 

reached in 1992, 

fJprt S: Pltctmtaot d~IDII.d IIfIIbtf a1 chltdrn udtf ... I" 
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Hellr1i naif of all poor loung 
chil~re.live in e.lreme povertw. 

," 
I 

In 1'196, whiles wer. the lalllesl 
racial or ethnic group of young 
chit,l.en In povertr. 

, , 

In !'j<.)(l.mUfC th:1I1 ,mt' til I,) ~nUI1)4 (hi!Jrt:'Il-11 rt'r(~lll-\\t'n: c-,\ITc:mcl; 

poor. li\'in,t:t in (amilit":> wilh II o.:llmhint'd f;tmily int'omt' h",'lm\' =.,J perct'nt <)f 

the {ede,....} ?u\'e~' lint:. Of tht' '. -Ii million poor yO\IO).: ..:hildrt'o. :llmn"t h:..llf 
( .. - per<:eno Hntl.! in extreme poverty. (See fij.turt: .:\.) 

Of the <;5 milliDn poor children undc:r a~t' six in II)4)h. 1.') million (;II ... pt.'r­
'eot) were non-Hispanh: whitt, while ;.6 million WCfe from minorilY 
groups- L6 miUion non-Hispani(.' blad,; (29 percent). 1.- million Hi~p;lnk: 
(31 per('''enI). :md 0.3 million (~ pert:cnt) mr:mlkrs 1)( other rJci:.1[ 4)f t'thnil' 

groups. (See figure -f.i 

f1ptt ~ Ihnntm a' ptrttttllt dlattUMIlkm Of PODr ctrildtefl under "_ sil . 
.. __I,IIy, 19l1li 

Blac t and Hispanic young 
chile',en a,. much more likely 
to bl' poor than are white young 
chile ,en arid the young cbild 
povertr rate has Increased the 
fastlSt among Ilispanics. 

" 

Ot"te: 
54'~ lOJliuhn",1 

!'i's;;an: 'I;r.· .. ·$;:.a~': Jot .:" 

314:. n,1milll:w) ~J3·. ;,~'7,:,::., 

Poverty roues vary 'greatly for differenf racial or ethnic groups, In 19'-Xi. {he 

pov~rrr r.ue for non· Hispanic black children under atR' six: was ·H percent: 
for young Hispani~ children it was virtuaUy the same . .ar -+2 pi;."n:em. The 
poverty r-..te for yo~ng non-Hispanic ~'hi,e children was 13 percent in t 996. 
(5(:e Figuf(' '5.) .BefWt'en the lat~ 19705 (1975-t979) and th~ ~:irl\'· to mid·, . 
1990s(l~n.I996~.(heYCPR increased most nlpjdtr-by';" pen;cnt-amon!t 
Hispanics.nus compares to a 30 percent increase in {he YCPR among whites 
and a 1 S percC!:nt iric:re~ among btack!\, , 

~n-HISNIlK :;~\ 
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, , 
'The majority 01 young children 
living wilh unmar,ried mothers 
are poor. 

" 

About one..third 01 all poor 
young children liYe with ,
married parents. 

1n 19')(J, dlilJn:n untief J~C' ~i, li\'ln~ with unm:tfrll,"u m, ,!lw~~ \\ d,: .!I~. 'lit 

tin" timt"s as IIk!:!y 10 he pour (..,,, pcrt:eno a1l \Vcrt" tho:o>t: It \'iJl!-t \\ i rh 11l,lffll'J 

pJl"t'l'lb (l1 pcn,:em ).The 'P!)\t'rty n,Ut:' of ;.:hildn::n onm to tt'l'Il.t~l· Ill' II 11l'r.. 

w:t~ 4- p~n.:t'nt in 19,)(1, In i.:ontra~t. the povCC'"y r.He or' childrell hl)rn ((I 

auull mothcf:- wa~ les~ than half that rJte {2:1 pt:n..:cnt). (SI:t' Tahlt: l } 

In I'N('. more tholn half of ;,ill poor (."hiklren under a~t." six ~\"t'rc Ih'in!-t ;mly 
with their molher'!<o {:;6 pcn:ent. .".1 million), Ahout 1)fl!::-thinJ Df poor chi]· 

drc-o lin:d with marrit'd p~rt'n(:- (34 pcrct'nt. 1.9 milliHn),(See Tahk 1. t 

TabI, 1: lumber Ind perun •• ,. of poet chlldrlft, 'nd poverty tlla: 01 ell:lldrtfl UII*f age siz 
'" If_ of mather" bltttl.nlS by family " ..eMit, ,. 
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Poverty ratlls for young children 
are higheslln urban areas but , , 
most poor young children live ,
in suburban or IUr~1 areas, 

flmHy Itructlli't tnll 
mllttntltga ,I blftb 

_PNt.~!!d..~ IIM"~! t~ 
lIluIII"' .. Pvn"ytale 

•• 
Chlld/fr. born!~ {unag! mo:ners 

eMdren ~rn 10 adun mothtfs 

ea8.)'::s 
400U43 '" "" 

J; 1 ,,, 
L~ wrtfI ~O 112IU.li 1.881779 34' 11; 
LIWIO ....tl'! lalher only 

Ln.,1'l9 Wltn mClnt! o-'Ir( 

340534 
3.0&1.Zb2 "S', 

)Hi 

s.:a 
LMIl9 MtI'l nt-tnt! Dirtnl 
- -_.,.- .. ~. ~-

181.113 
._ .. 4_ , " ,) I 

In 1996_ the PQverry rate a'monft children under a~e Sl.'\( living in urh:tn afe:l" 

WliS 32 percem, compared to 16 percent in suburban and 2- percent in fural 
areas, Ofthe S. S million Yt!ung childrt'n in poverry.42 pen.'em lin·(j in urhan 
<treas (l.3 million). 36 percent in 5uburban areas (2,0 million). anti 22 pt'f­
cent in rural arel1~ (1 ,2 mi~iOn), (See figure 6,) 
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Poor Chi1dr~n Under Age Six: 
" WbyAreThey Poor?;• I 

YD.nj cbildren living In mother­
onlV families are particularly 
vulnerable to the risk of poverty. 

laveral factors help to explain why 5.5 mUlion ,oung children were poor 
In 1996. Each variable, taken alone, raises the risk of being poor, The 
cumulative el1ecls of these factors are economically devastating, Some 
of the main elemenls are: 

I 
• Single parentllood 
• low educational allalnment 
• hrt·tlme or 'no IIIIIploymenl 
• Lowwages 

Seventeen percent of children under ;age six living wi(h unmamt'd mother!!. 
who we're cmplo~'t~d full time WC'ft' poor in 1996. In compari;,u". ~9 percent 
of young chil<Jrc:'n living with unmarried mothcrs who \\'ere employed part: 
ti.me were poor_The po\'C'rty nues of chiJdren under age six Ij\'in~ with un· 
employed parents varied link berween tho!M: in married f't\'o-part:f1I Jamilie:; 
(!?2 perce.nr) and those with unmarried mothers (81 perct'nt).The hii'h rat!:!> 
ofpoverty amontt children in single-mother (amilies-eve-n in those in which 
the mother is employed tulilime-stem prim;uiJy from the lad; of a second 
source of income, (see Table Z) but also from reduced wages. which are asso­
ciautd with iower educational attainment. (xeTable 3.) 

In contrast the poverty rate for children under age siX in mamed fV\'o-parem 
families was quite low-only 6 ~rcent-when at least one parem was em­
pJoyed full rime. The povcrt}' rate ~ to 41 percent amon~ thoSt:' children 
under age six living in married t'W(>-pa.rent funilies when at least one parent 
was employed part time but neither was employcd full time. CSce Tablt:' 2.) 

rlftlt 2: ~tfIUtt dlttrlbCltlCHI, 1lOm:Mr. ud poterty fttti Of III ctlfldren uadtf IV!! III 
Illy fImIPr dfue;t.,.. Il'If,.,._ tmplo,...m 1tItUI, till 

flmlly ttMbitt .nd An dtllm. IIndlt.OI 111 Pfrftrty ttlt 
p'l'Inl"'.Jloymtm J1.tul Ptrcmql 'Cllmb,r 

dlltrlJo1IOf1 Iitt million$! " 
"!TII1t two-p.ttn1I1f11l1ln , '00.0 11.5 11, 

Allutt Onfl Wlnl t!I"IPloytd full 11m. 87.0 1-4.3 

At lUst ont Plttnt emp~ IIIrt time 11.5 1.< 407" 
(MWt tmOIl:J)'t'd IulIllrflt) 
~rtb4{~ ,; 03 82.0 

IklitMmty flmtlin 1111U $.I 

""- " 
'U 

Emjlk)~lHIlulll1mt 27.0 ,;S 
:!8, l.Z ,as 
~6 'OS 

~lW1llme 

" 
'DUDg children with well­ The: poverty nIC among children under age six whose: mort" educated pat-

I

educated pa;enls are IIIIIch ent mad mo~ tban a!h.igh school education was to ~rcenLcompared with 

less likely to be poor, bill blgb ;0 percent among those whose more educated parent graduated from hi.gh 

lebool graduation Is not enough school and had no funhet C'ducatio~. The povertY rate was !>ubstamially 
higher-62 percent';"""among young children who had no parem(s) wilh a 1811lSl!re against poverty. 
high school diploma. Th~ statistics indicate that high schoo! ~duation 
alone does not insure an ackquate fAmily income, (See Fi~ure -.) 

----'------------------------~-------------7 
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Hlgtl $Ct.QOIt)!a<:uate 

More ellueated parents are 
mo.e lII:e!y to be employed 
rulltimll and to earn enough 
to avolcl poverty. 

.,,. 

W 1\1) ';c1Vlt! t<:-utat,on 

Indh'iduals With higher levels ofeducation generaUy havC' more joh 0ppoftu· 

nhies, higher \\'a~es,and greater job securif}' than those With 1m",:!, kn:-b of 
educati'on~ 'In 1996, among children' under age six ~:ho!'>(." m~m: ctJUl.':.l!erl 

parent had more than a high school education.84 percent lived in tamitit'"!'o in 
which at least one parent held a tuU·time job.The pO\'erty nut!' tor thi~ ~mup 

~_s Jess than 4 percent. Among chi1d~n under age six who~t' mort' edu· 
cated parent was a high school graduate and had no further t:ducation. 63 
percent lived in tuni;t~ in which at J('2St one parent held ;I full· time iob. 
The po\'e~' rate for t~s group was 10 percent. (SeeTabh: 3) 

Among children under ase six whose parents did nor finish hi~h ......:h(){}I.lmh· 

37 percent lived in f~miHeS where al least one pan:nt was t'mpltl:t::"d fuil 

time. The pow:rry r.ttf for this ~oup was 38 percent. (See Tahlt' ;\.) 

, 
'fItt. s: P~. dlltritllthm. fSllISbtf. tAd pottrty rat.. of III cblldmJ uaft! q. 511 
__, __, """IIDd ....._-.1.. 

£dvcauoo! Iml Of mort ~ ,.ttlU All d'llldmIunlfer .oe 1'1 PoveJty nil. 
PI '1TIJIOymtat Itthd .);, 

, _.,.
II Hum"r Of. 

Ii 1t!ltriiw1itOn (in millioRl) 

Lta .... blp ""001 101.8 U 61,9, 
AIIu$1 One parent $mpl(lyt(1 !~lIllmf 31,0 '3 
At InS! Dne parent tmployt(! p.n lrmt 2U '"638 

!t\MtIel .IT\Ploytd tulltlmf) " 
Nellhtt emptCliled 34.1 .59" 

I l' 
HilftICbool.,.1IUtt 11111 no flrthtt dVtllittl 1•.0 ... 2U 

AI teast on. partnt emp\Oyt'.1!u11 tent '.1 100 
At IU$t one tlaf!nt .m!ll~ part !unt '" ,,, 1.1 

lfltlthtr emPlOi'!c lull IIrnt} '" 
Il, NeitMr .mp/eyed I lOS 0.1 79,C, 
" Mort tIIan Illgh schoGf 10ttC 1:3.3 ... 

At lust one parer.: em~loveo 1IJ11 time 83,8 lU 
Alleul one parent emplo¥eo part lime 127 1.1 '51" 

jMlttler emplayea !ullllmt) 
tok!lh~r employed 3$ 6'17 

--~ .~ ._----­ " 
• .~~y~ ::,~,I{i'~r:ll Pel't"! 
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· . I
Over three·fifths of poor young In 1')t)6. <> .... pl'n..'ent -.10 ith.:ft':J.:'It" from :;:; pi.-n.'t'lli in ! '.I'! 5-- 'I 1" h.f ~'ltll1t.: 
chiWen live in families in which t::bilJn:n h'IlJ :.H le.tM ~lnt' pal't'nt t'nlplo~t't.I pan {Inlt' ()f r"ufllimt'.t:-lT Fi~uft.' 
at Illast on,. parent is employed, ttl fHrty pen.:em pf POllt l'hiltireo Ul}(jl:'r ag:c ~i~' Ihe'd in {amilic" ft'l'd\'in~ 

puhlk' a~~i"l;m't'-':"d()wn from~;'J pt'n:t:'nt m t"J';):tT\\t:nI\ pt'TI.:l'tll (If' fln"r 
~·nunJ.t ..:hilurt:r'I livt'u in tamilie::, rdyin~ cxdu..i\'t~lr on punlk' a"..i"'\;\Ot'\,.'­

down by t)Vef nnt'fthird from tht' len:1 (~I [It'rl."C'nt) in 199:, 

"\! 

On. parent's full·time 
emptoymenlls no guaranlee 
agal"st poverty. 

" 

... 
~-

l.. .. ~ 

On<: in six young children (17 percent) living with unmarritd mothers who 
Vo'ert" employed full time were poor in It)<.)6,Amon~ chih.lrt'n under a~t' six 
living in married m,'o-pareol f.lmiHes in which the: father was empl.)~e:d fun 
time and the mother wa5 not employed. the po\'ertr f'a{(;' in 1l}96 was 1'* 
percent For children in both kind5 of families. {he pon~rry r.ltt' h:l~ bc:c::n 
increasing steadilY' over [he past rn.'O decade3_ {~e FiiZurf;' 9 ) 

'110" I: Povtt1y mlS 01' cftfldmlHdlf ... $II with *tIe mother .mptoyed 1.11 time and 
la two.,.,ent lamlll.. witt! Wbtr ..,Ioyed hilt time I1td mother tmemployed, 1915>0-'. 
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Using the alternative measure In 
1996 cuts. the extreme pO'Ierty 
rate by over one'halt, reduces 
the pover1~ rate by one·fifth, 
and significantly increases the 
near poverty rate. 
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Judging the I~pact of Programs and Policies: 
The Power ofAlternative Povert'y. Measures 

In choosing a partiCul>lr~po\'erry meaSure to gauge rhe: ccooomi..: wdl-ht'in~ 
,

of young children in the l:nited St.nes. it is nc:cess.u\" to a::.k what kintl~ 0: , . 
income should bt: coumed in derermining who should he ..:omidf.:rc:d pnnf. 
Tht: official po\'(':rty medsurt: adop(t~d by the feder-II gmcrnment and u!>c:<.I in 
the first part of thiS UPdfte takes account of a \>lric:ry of income sourl'c:-, ~ut'h 
3S wages and salary. earOil1f(S from self-empIOrmenr.AFD~. Gcoc:ral A~sh-· 
tance. SOt'iaJ Securir\', interest. dividends. and disability, just to mention a fc:w. . . , 
The official measure, how4::ver, is deficient in that. in many instam:e:i. it uoes 

not reOe<:t sources ofin~omc influenced by changes in policy anJ pr0tuams, 
for example. food st.1:mps and (h~ Earned Income Tax Credit (EITC). , 
NCCP has conducted a~alrses using an alternative measure of pon:rty (0 

obtain a more complete picture of the economic impact of progrJ.m!l flnd , 
policies on Jow-incomc families.Thi!t measure incorporates the same im:ome 

SOUfCes as tht' Census Bureau does. but in addition includes cash equjvalt'nr:i 
of the foJJowing ~near<~sh- benefits:­

• Food stamps : 
• HOUSing subsidies! 
• School lunch benefits 

Further. Nee?: 
• lncludes Income d,erived from the Earned Income Tax Credit 
• subtr.lcts federal, state. and pa~TOll taxes from income , 

What do we learn about trends and distributions of young child p0n~rty 
from tht' aJternative pO~erry measure? 

As Figure W illustrates. the official and alternative poverty measures paint 
somewhat different pictures.Th~ underl}'ing ~a.son for these differen.:es is 
mat at vet')' }O'1;\' incQm~ levels-namely, below 50 percent of the po\,'erty 

lhtt'shold-nca.t-cash benefits contdbutc signlficantly to ovcraU income. 
Also. taxes playa minimal role.Thus, (he alternative measu~ ofpoverry yields 

Significantly fewer ext~mely poor individuals than does the offictal mea· 

swc-a 59 ~rcent dC'c't'e'~ in the nile, from 11 perc~nt to " percent In 
contrast, for incomes in~ th~ near poverty range-dun is, between 100 and 
185 percent of the pove.rtr threshold-benefits are relatively few and taxes 
predorn:inatC'.Thc net reSult is a sub5tantiaU)-' greater number among: the near , 
poor population.The alternative near povert}' rate,49 percent, i.s SIX percent­, 
age points higher than the corresponding official rate.When estimating p<w·, 
etty tates, including bc=ndits and tax~s gener.illy diminishes somewhat the 

estimatc~d number of po},r individuals. For 1996. the aJcemative poverty rate 
was 19 pcrccnt,compa~d with the official rat~ of23 percent. However,tt is 

only in recent years that~the two series of poverty cates have begun to sigrUfi· 
tantJy diverge.(SC'c Figure 10.) 
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The Earned Income Tax Credil 
has become an increasingly 
l!fective tool against poverty. 

I' 

:1 
" 

F.ure 10: Emmit PII'fltrty, luwerty, .. aanear pcnrty'talts for c.llilol't'll under age ~IX 
by offlclal,ntf aHematlYe meaSure$, 191t-199E ' 
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, 
The dh·cr~t'n(t" inln:cent years between official and altern;J{;vt' pm rfry r.ltt'!) 
coincides with th~ expansion of the ElrC in 199:\.The rt'~uJt of lhi~ exp.m­
sion is easil~' st't.'n: in figure 11, which graph!> the aitt'mlltJn' nlt:J:-.ure. hoth 
including and excluding the effe(u of the EITC.· In 19'-)6, the )"CPR ustn~ fht' 

alternat!n~ young ~hUd poverty measure would have been 2:' p .. n':C'nI hi¢lcr 
in the absence of the me: in 1993 the increase would h<lH' ht.:'t:n only 8 
percent. NCCP'sanaly-sis snows that the ETC has esp<d:.llly hr:n~liteJ ~OUP!) 
thar hayt' histOric:lJJy had higher poverty rates. such 2S ~in~k·p;m:'nt fJmilie~. 
blaCks. and 'HiSpaniCS. (See Figures 12 and 13.) . 
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Flgur" 11: ACOftIPMJMrI of pomty rates for chlldm ..... qt'iX Istfllal1etlllltlve mel$Uf!$ 
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:'fhe alterrlail•• poverty 
measure'may lead to different 
csnclusions regarding the 

:relalive poverty 01 dillerent 
groups. 

, 
~~Al,."(,.'()rdin~ to thC! Oftki:il·~)\"t:~··m(;'a:;urc-. a )!I'1;;.;Ht'r rt:r~'I:I"I\.l:-:t.· , Ii' ~'lUtl).: \,:hit· 

tiren are poor In nlother-onJy familirs in whil..:h (hI.:' mntllt"f 1~ t'mph)~ c'u nill 
tjfru.:, {han is the case In k'O:pan::nt familit's in which (hI.:' f:uhC'f i!> t'mr>lo~t'd 
full time and the mother is not emp1~'ed, in contr.tst,hm\'~\'t:r, Iht' ~ltt'ma(in:' 
~ure indicates that Since 199:\ the reverse is true.This is likely Jut' to (ht' 
r&'ent expansion of fh~mc. (see fj~ure l:U 
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On Ihe Dlher hand, evidence 
from alternative poverty 
measure" can buttress findings 
Implied ty the official measure. 

- Mamed )w,hl¥tN 1am!l.e>: wne: tlf;rIIC~ ~ome!-o~;\ lam,l,t, mOI~' ~'T1:,q~: 
Illft liIllt. ~ tIOI: {rntl1C~ clI.aii lu111.mt tr.',,"al , 

--_.... 	MaIIitO l\\iC-twtl'\! IarnI1I!S !3ff\ef etr¢llCyeo Mcmer-orl) I.m,tes ;--o:T :r:"tl:.~:1 
t\llll'mt. mctT1el om emcitlitO al!f'fllfb.e 'ulll<lflt. antm",ah~~ 

Using the official pO\.~rt}. measure reveals that o\'cr the years non-Hhpanic 
black young children han: had the highest JX)\'"t'rry ral~S, followed hy His. 
panic young children. and then by non·Hisp~nic white young children. The 
alternative cs;tirnatcs of young child poverTY show the same pattern.although 
ar moder.ueJ~· differcm!levcls, (Sec figure 13.) 
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Parlntal Employment Patterns 
and Young Child Poverty 

" 

," 

, 

I' 

Uttderstan41ng The Po\·ert)· Rate Decline 
Between 199.! and 1996, 

The otti",'ial pon:r;ty r.u!: for famiJiC:3 with yuuo~ ..:hik,tnm dC\."f...... :b("u h~' ai· 

mnst three pcrcenia~(' poim~-(rom 13. S to lO.\) percent from ! 9t):~ t\1 19%.· 

\X/hy did thb declirt' ot:cur: ~CCP's analysis ruks out ~umt: [')tllt'Mli:..Ll t'Xl'la­
ruttions. Changes it:J family strur.:turc: cann{)( explain th...... dc..:iim: h('l.:au,>t' thc:n: 
was 'u"I'Jally.a cO~linut.'d rrt!nd towards more singleop:m:m familio whil..:h. 
due to (heir tc:ndenc;y In han~ lower incomes. ""urked ag.ain~t improq::mt:'nt~ 
in the YCPR,The educational ;mainmem levels of p'af't'm~ or youn~ chilurt'o 

impn.n-ed marginaU~- betv.'een t 119311nd 1996. but the imP'lt:t I}fthil' rml~C:!>1' 

00 the YCPR was insubstantial. 

T\\'o possible explanations cxist for the decHne in the nff!l.:ial pm(."uy r.Ht: 

berween 1993 and 1996:( J) .. gre.ater proportion of the: populittHm \\'a~ t"m· 
plo~·ed. or (2) there were lower poverty r:ates ..mong {hose who wtrc t'm· 
ployed. ;..,ICCP explored these two aJternative:s and found that the tlr~t t'xpla· 
narion was more powt'rful. From 1')4=)3 to 1996. the proportion of familit's 
v.°ith young ..'hildren that had 00 parent employed full time: decrea:.c:d by I... 
percent. from 3~ pe:'rcent to 28 percent. 

At the same limt!'o the:' po,'erty mIt' decreased modestly fot' $uch f:.tmilks. from 
59 percent to S7 percen! and the poverty tate: increased tosigoiiit.::lOtly for 
families in which parents "'-'ere employed full time. (See Table -i.) ~CCP'!> 

decomposition analYSis indicates that 8S pt'l'CC'nt of the oVt.;"f".tll dt'dlne in 
the official pover!"y rate can be attributed to improved t"mphJ\ mt'nt r:ltc:.s 
r.tther than lower poverry rates among those employed. *~, 

T~ 4; Dfflclll and att.nmm pomty mas by ...Ioyment ....us among families wM 
dllIdrln udtf IV* iii; 1193 Ind 1__II 
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CO',um!,~ SchOOl 01 PublIC I'4UI!!\ 
1150& ltillfn .-"!nue. NII'W YOric. NY 10032 
'''' (2121 J().t·71()() ..... , (2121 S4t""200 
_ "nDJlc~mcrltl cOlumDIl tcIU10e~tlntcoJ 

Betwecn .I~nll~ry ll}l}.~ ;.lull .\ll~ll:-I \<N(I, i.J., "!.ltc;' rn.."l"l\ n! !i:lkr.11 W.I!\ cr~ 

allowin~ thcm 10 impkmt:'nI ~i/o1.nilk:m[ (han~c:- in '1.lll' \\ dian: 1:1\\':- ..'\CCP 

found no suh!>lantial evidence th:.1t thc~t" statc-inil iatcu \\'cl (arc rt'li lrm:-- (:on· 

(finuted to the t!eclint' in thc younlot'chiilJ p\)n~ny ralc Ihat ol'curreu JlIrin~ 

the 1l)1)_~- 1l)1.}6 cc.::onomic rt=con'ry.Gains in employment anll I!)\\'cf r~)\ crty 

r..ltcS wefe similar for ho(h familks without yt)lIn~ chih.lrt'n (only .~ PCfI.:CI11 
of whom rt'cci\:cd puhlic ;J!'>!>btan(:c in 11.)\.)6) and familic~ with ~ oun).! dlil­
drt"n (whl) wt"rt"' ;lhi)ut four timt"s ;IS Iikt"l}' to rt'l't"i'-t" sUl'h a!'l!'li!o.talll'l"). (:, In!'ll"­
qUt"ntly. tht"rt" blink t""illt"nce that wdfare rdorm l'ontrihulcu ' ..ij.!nitic.mlly 
to lower young child pU\'erty r".ltes. 

The samt" p:llIern holds true for IlJtH to IYH6-a similar period of suh!'ll:tn­
, 

tial economic reco\"ery_ yet one unaffected by suhst:.lntial dunj.!t"!'I in !'Il:tle 
wdfJre policieS. The comribution of a boost in emrlm'menl rJIl"!'I to the, . 
three-point del"'re:.lse in the official po\"ert)· roue is '-inually idt:ntic:tl to tht: 
contribution inkrred for the more recent thret:-\·e:.lr pt:'riou.:\1 Ihb dale. it 

I " 
is still too early to conduct a thorough analysis of the \99h h:ul"rJI welfare 
rdorm law's imp:tct on the incidence of young child pon'rty. 

., 
_ •=o.:~-_ 

:;'~.~'~'" !;"• ...,.- , 

Viewed through the lens of,the ahernative (Xwerty me-a~ure: ..'\CCP found a 
more substanti~1 drop in po\"~rty among familks with young chilure-n. from 
21.2 to 16.':; percent, than that obtaine-d using the: ilftk:ial mt"a~url'. The- USe 
of the altem:tti~'e rne:tsure re\'eals significant redu((ioO!l in pon:rt:· among 
both families "';'ith full-time employed parents-a :\0 percent drop from 6.; 
percenl to 4.6 'percent-and among families without a full-limt" t"mployed 
parent-a to percent decline from 51.7 to 46,9 perct"nl.(~ceTahle .. ,) 

NCCP's decomposition analysis nnds that 40 percent of tht: 0\ l"rall dc-dint: 
in the alternati~e poverty rate between 1993 and IY9(l c:tn hl" atlrihuted til 
improvementslin the full·time employmem rate. This i~ in clt:ar L'omrJst 10 
the: 8S percen~ figure derive:d in the analysis of d.l.ta ba~t"d on tht: official 
poverty rate. NCCP's analyses of alternative: measure~ includin~ ()r ~:'(cluding 
the EITC indicate that the ElTe is responsible (or much of thl" dc-crra~~ in 
poverty among both families with fuU-time and part-time t"mployc-d parems. 

These analyses of the reductions between 1993 and 1996 in Iht: official and 
alternative: poverty rates offer rv,'o different window!'> into tht: realitie!> of 
young child povert)'.The use ofthe official rate suggests thar rhl" dt:cline wa~ 
due: primarily, to changes in the employment structurt:: tilt: u!>e of the 
alternative measun: implies that government policies-pank"ularl~'lhe EITC­
also played ani important role. The allernative poverty mt:a~urc adopted in 
this Update is a first step towards the development and U~t: of a poverty 
measun: that would be capable of better ~f1ecting th~ l-han~t: ... in polid~~ 
and pro!U3m:!i that affect me economic weU-being of uur nalion'!,> familk~ 
and young children. 

YoUnQ ChikJrrn in Pcvtrty: AStJtisti~1U(JtJ.m. Mlrch 1998 Edition_ Prepared by Jial! LI anll Neil Bel'lnetl, 

Copyright C 1998 by Iht National Center lor Children in Poverty (NCCP). , 
HCCP wa.s established In 1989 at the School 01 Public Health, Columbia University, With core support 
Irom the Ford foundation and rhe Clmeoie Corporation of New Yof1(. The Cemers miSSIon IS [0 Identity 
and promote strategies thai reduce the number 01 young children livlnO in poverty In the UnITed Stales. 
and that improve the life chances ollhe millions of children under age six WhO are growing up POOr. 
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NOTE TO THURGOOD MARSHALL, JR. 


FROM: MARY BETH OONAHUE1\\J) 

SUBJECT: MEMORANDUM FOR THE PR
, 

ESIDENT 
I 

Attaclled is • memorandum from Secretary SbaJaJato tbe President which provides higbligbts 
from the National Center ofChildren in Poverty's report "Young Children in Poverty, A 
Statistical Update," Secretary SbaJaJa has requested that this memorandum be fOfWllIded to the 
President. 
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FEB 19 1998 

MEMORANDUM TO THE PREsiDENT 

THR'lUGH: TIlE VICE PRESIDENT 

On NJV<mber 20, 1997, the Advisory Commission on Consumer ProleClion an6 Quality in the 

Heal!!, Carelndusuy, which I co-cbairWith the Secrewy ofLabor, presente<l you with its 

Consumer Bill 0/Rights and Responslhillties. At thetlime: you directed the Socrttaries of 


•Deft.!~e, Labor, Health and Human 'Services, Veterans Mairs, and the.Dire<:tor of the Office of , 
P .... oanel Manag=ent 10 report 10 you by February 19, 1998, on the extent ofeach agency's 
CUITe,I comPliance with the BiD ofRlghts, an610 identify n\.pMimenta 10 further compliance, 

, , 
. ,

This i)epartinenl has made the pursuit offull comptiance with the Commission's 
reeo[llIlendatioDS • higb priority. This Mt.tnorandum ""Plains DOl only wbat we have 
acc<>rnplisbe,d to date, but also what we bave underway and plan III accomptisb. in the near future,
and t:le obs(acles we sillI moe. '. - ,..... ,';;. . ~ T' -',,' •. ;' ~,I" ~,:. . 

EUCllTNE SUMMARY 

At the outset. I would like III t.tnpbasize that protection ofhealth care consumers - in the 
broa,jest sense - is critical to viltually every activity in which HHS is engaged, The reach of 
HHS programs i. very broad. affecting specific and often vulnerable populations. and the nation 
as a 'Whole.. Through these programs, we establish and ensure that basic standards ofquality are 
met by dnigs and device•• as well as by provide" and facilities, We provide gran, funding, 
dire<tly and through StAtes. to insure thet vulnerable populations - children, low-intome parent., 
peol,le with disabilities. people with mental health or substance abuse problems - get access to 
needed eare from providers who respect their needs. W. <?OOduct research to identify ways 10 
mearur. and communicate information about quality and the availability ofeonsumer choice in 
heal':h eare: WI' work with the entire bealth eare industry :- public and private - to oet and 
aclll"", 80alsfor prevention and bealth proc:;.::',? ' 

Btews. protecting eonsumers is such • critical element of our mission, we bave responded to 
your directive in three ways: 	 i 

I 
• 	 FltSt. I commit this Department 10 implementation of all regulatory change, needed to 


bring us into lUll eomplianee with the Bill of Rights (where such changes can be made 

under.rostiog statutory authority). , 


• 	 Second, I have estAblished. worklng group. comprised ofevery HHS component 
responsible for providing, monitoring. or advancing knowledge about conSumer 
protection. that will report to me on an on-going basis about how to continue to improve 
the consumer protections afforded by all HHS programs, I have asked this working group 

!. 	 I , 

Ii 




, 

" 

Page 2 • The President 

to look not only at the protections reeommeoded in the Bill ofRights, but also at other 
ways we cnn improve consumer protection in HHS a¢vities. and programs. 

• 	 Third, I have ..ked 011 programs that IWId health services to individuals, either directly Or 

through block gr&nIs to States, to begin discusaiOllS with srant= about bow they con 
apply the Bill ofRights in their programs. This includes working with both States and 
the private insurance industry to IIOIIIaodards for the recently enacted Children's Health 
insurance Program. , 

• . I 
. 	 1 ." ; p

In add..essin8,the dircclive, we focused our ...aluatiOI! of the,Bill ofRights on Medicare, 
Medi",.d and the :lndiJln Health Service, three programs that'are either haalth care systems or 
plms .1 their ~wo risht or that co_with plms fer managed care services. Such. broad 
approach reflects the realities ofan increasin8ly complex health 'care system thaI is striving 10 
balan.. , the pursuil ofquality with the need 10 hold down costs. It also reflects the Conunission's 
lIWed intention thaI the Bill ofRights apply 10 all conswnorS, regardless ofthe type of health 
pIAn in which they are enroUed. . 	 . , . 

lam plwed to report that tbesePrograms' cutrel!l compliance with the Commission's 

recom:nendations is substantial: 


• 	 Medicare meets or exceeds nearly 011 of the Commi.,ioo's recommendations and has the 
I statutory authority to achieve compli8l!ce in 011 bul • few ar.... Additional authority is 

;' needed to bring the program into fuU compliance with alIaspeels efthe Commission's 
recodunendations regarding cboice ofproviders (for certain enroUees), confidentiality, 
transitional care, and nondiscrimination i

I 
• 	 I 

• 	 Medicaid meets or, with the implementAtion of the provisions in the Bal8l!ced Budget 
Act, Will.onn be in compliance with the Commission', recommendations in 011 but. few 
areas. Ae with Medicare, additiOnalllUtbOrity is needed to bring the program into fuU 
compJi8l!oe with 011 aspects ofthe Commission's recommendations regarding choice of, 

... 	 providers (for certain entaD...), confidentiality, transitional care, and nondiscrimin8;::.o .
" 
~ 

• ". 7 '. 	 •• ~<~ 

• 	 The IndiJIn Health Service is in general complianoe with the Commiesioo'. 
recommendations for those aspecls of its program that are direetly under its control. I arc 
initiating a consultation with the tribes in order to fiutber enhaoce the availability of 
prOtectiOIlS to 011 American Indians 8I!d Alaskan Natives. 

Additiooally. we have begun reviewin8 how HHS programs that deliver health services to 
individuals. either directly or through block grant programs, comply with the Commission's 
rccotwendations. A briefdiscussion ofthese programs, IS well as some ofthe other activities 
und"._r t!k.t will contribute to our uedorstaoding about hpw to protect health care consumers, 
is included in Section n of this report. BeclIUse the CbiJdren'$ Health Insurance Program was 
....Qed OIIIy recently and regulatory development is in the Oarly stages, it is premature to assess 

I 
I 
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this p.>gtlIlll'. compliance with the Bill ofRights. However, the Bill of Rights will inform HHS 
activities 118 the Department implements this program. 

. . 	 ,
1. 	 Medicare. Medicaid, Bnd the Indian Health Service 

1 , 
. ,Introduction : 

The Medi"..,.. and Medieaid prognmo and the It.dian Health Service are together responsible for 
health services fOJ 0_ 76 million aged, disabled, low-income or Native American people. Each 
prognlll! W its unique legislative and regulatol)' infrastructure 118 well .. differeot progTllllllllAtic 
Rquirements, with respect to implementing the Bill ofRights. 

• 	 Meditar" is a ""tiona! health insurance program for people 65 yew of.age and older. 
: 'Certain people with disabilities, and people with kidtieyfailure. Medicate c::urreotly 
. enrolls about 38 million persons - 33 million elderly and 5 million individuals with 
" disabilities. , , 

The Medicare progtlllll is eotire!y federal; where there is not sufficient statutoI)' authority 
to implement the consumer protections recommended by the Commission, an Act of 
Co.gress can provide the necessary authority. . 

• 	 Medicai,1 is • Federal-State program for certain low-income vulnerable individuals and 
families. Within broad Federal guidelines, the SUItes administer the Medicaid program. 
Medicaid currently enrolls about 36 million individuals - 18 million children, 7 minion 

. adults in families with cblldren, 5 million elderly, and 6 million individual, with 
disabiliti", . 

While Medicaid bas bistorieally provided services through fee-for services arrangements,
i 	 ,

in rOcenI years, it W moved quicldy inlo managed care. SWe Medicaid programs 
provide managed care through voluntary manag!I1<.""<e S}'$IeIDS and mandatol)' ,. 
""",limen! systems. Many SUItes cum:ntly are OpeTating their programs under waivers 
fro,!, HCFA that permit tham to require beneficiaries to Cllfoll in managed care. 
Moreover, the BBA recently added. new SWe Plan Option under which. Stale can 
require r.erWn classes ofbeneficiaries to enroll in ~ad care, without obtaining a 
waiver. The avefiability of the proteetiollS recommended by the Commission must, in 
acme instances, b. assesoed on a State by State basis. In acme state Medieaid managed 
care purdJ.asing strategies, conswner protections meet and may even exceed those 
identiSed by the Commission. 

Unlike Medicare, the authorities governing conmmer protection in Medicaid are a 
combiru.tion of SUIte and Federal requirements. Because of the importance ofStale 
flexibility in administering the Medicaid Program, where protections do not exist or are 

J, 

! 
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:1IOt umfoltll, Congfessional &elion mustlak. into a=unllho different needs and desires 

Dflbe Stale Medicaid programs.
. . 

• 	 "'dian Health Service: The lDdian He.alth Service (IHS) is the principal federal agency 
charged wilh delivery ofbe.alth services to 1.4 million American Indians and Alaska 
NativeS. These services are provided in a Ullique he.alth car. system operated in 
partn~p with Indian tn'bes. .. . 

At. a S)'SIem off_for-servlce providers, thelHS setJi standards for Iho oonduct cfthe 

provider, and clinics under its control; under limited _ .... Iho IHS will 

purcIlas. aervices from non-IHS providers when those services "'e not othe:wise 

available. Indians are also digl1>1e for Medicare and Medi~ wIlich will pay for 

covered services provided to eligible individuals in aIllHS and tn1>al facilities !bat meet 

HCFA'. standards.' • 


! 

SignifiCantly, for an in=iI!g porUo. ofits budget, lb. IHS provides funds directly to 
tribes whith themselves make decisions about the provision ofeare and allocation of 
resources - this mayor may not involve IHS facilities. The tribal be.alth care systems are 
Olltonomous and diverse. Beyond accteditation standards, wIlich ineJude general 
requirements to insure patienu rights, it is not pDSSl'ble to detail Ibe extent to wIliOO eaOO 
tribe', practices are in compliance with the Bill ofRights. 

The partnersbip between the lHS and the tribes is both legal and political. While the 

Federal government no longer negotiates treaties with the Indian nations, changes in the 

oooduet ofhealth eare by the tribes require extensive consultation' 


In Iho unalysis that follows, we begin with the Commissioo', statement of eath Right. In 

addition to assessing compliance with each Right as stated, we also evaluate our oompliaoce with 

some c,f Iho additional qualifieetions and COncerns discussed by the Commission, where feasible. 

With ~!Speel J.9. ~;dieare and Medicaid, the following analysis des<:n'bas planned uses "fMRS 

admini_ti\'( j;;:Jorily that will improve compliance with tb. Bill "fRights as well as lb.· . -., 

Statutory obstacles to full compliance. W. are in Iho midst ofdeveloping regulAtiODS to 

imple..ent the Balanced Budget Act of 1997 (IIBA), wIlieh added or clarified many ofthe 

tonsuroer prmection identified in the Bill or Rights. These policies are noted where relevant. 


I 'For campic,lHS ~ tribtl «prWutioru my Oft 1hc Joint Comm.inioG rot the AecmJitation mNcatth 
Ospmlttiou (lCAHO) aM othct ~ boditJ uthe ~ for qualltybcdth ~ deli"*,),, AQC:tt:d~()n off~liu-es 
Iw been tI'I cmphUiJ ofthc IHS for the put 1 S to 2O)'em. Cutmrt!y.n IHS ~ tribally ~ hospitab ate accnditt4 by 
ICAHO and ail diaihle IHS outp.tictI ~a3~ by 1CAHOOl an ahcmlti~~ body., , ., 

For eu.mpk-, UDder the lnctian Sd1~ Am, lui: ammded i:n. 1994. and rdmd autboritks. tnOal 

~QrtI tpw \tttique authoritia ~"I1NCb iauet II non..odiJlcrimm.uon am! t)(IIn~ ofpatient ~ U they 

apply to DtdIitic::lI they operate. Modiftc.atiCtl oftht Ad. (or Ule rdaU:d Mboritia} 'WO!.IId lequlrc OODIUh&tim with Ibe tribe$. 


,. 
i! 

il 

" 
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Bocauoe ofthe importance oftribal autonomy. a dlilailed .......",0lIl oflHS eompJiance with the 
Bill of Rights. ODd ofadmiDistraIive authorities and statutory obstacles to eompJiance. iJ not 
rde••"t to the filS, Instead, the following analysis describes in gonerel terms the extent to 
...ni<:h IHS facilities are in eompliance, To addr... the IHS in its entirety I bave. with the 
usistance ofthelHS. begun eollSllltation with the tribes to idlll1li1Y how best to insure their 
eompliance with the Bill ofRights, 

B. 	 Compliance with the Bill of Rights 

1. 	 Information Disd ........ 
, 

~COIIJ'''".,... "Ill'< tlut right to """tdw! ~ usily llm1entood itrfomuztion, muI so.... 
nJ{uI!~ IJSSistlInu /n lMking illfl>TlMll MDhh ctl1'< ~11$ DbD/ll tAdr "wIth plans, 
pro/",.wruds, muIloa/ilks. " 

EXient';,f Currmt ims ComplbtutO Wiii. the Bill'orRights. 

Medicare, Medicare currently does, or with the impl_IioD ofth. BBA will, provide 
"",oll,.. witb substantial infO!1ll4tiOD in all ofthe major catagories identified by the 
ComJ:l;"io", and thus is in subslantial compliance with this Right (although Dot every 
infornation element identified in the Conunission'. extensive discussion is or will be provided), 
HCFA iJ in the midst ofidentilYing the kinds ofinfo!1ll4tion it bas available and the most 
.ff~iv. ways to provide it, ODd iJ dedicated to imprnviog the usistance it provides its 
benef ciaries, Some ofthe most DOteworthy examples of current activities include: 

, 	 , ' 

• 	 All Medicare beoe6ciaries. wbeth", they are enroUed in fee-for-service or managed care. 
currently receive a copy of the Medicare Handbook from HCFA. The Handbook 
provides comprehensive and eaay-lo-understand information for Medicare enroUees about 
the program, addressing such questions as: coveted and ""duded services under 
Medicere; differences between managed care and fee..for....rnce under Medicare; and 
bow to proceed with complaints about Medicare-covered servie.;.;",TJpdated regularly, the 
Ilext ,version ofthe Handbook, describing the broader may orhealih plan choices enacted 

H in th~ BBA, win be sent to beoeJiciaries in Fall 1998, 	 ' 

• 	 Medicare publishes a number ofissuHpOCific pampblets, such .. "What Medicere 

Beneficiaries Need to Know About Health MaintenAnce Orgaoizatio.,.: Know Your 

Rigbu" (iD eoUaboration with the HHS om.,. oftht Inspector General), Many of these 

publications are available in non-Bnglisb languages and other specialized forms of 

communication such as bram. and audiotape, 
 H 

I 	 , 
• H Througb its National Marketing Guidelines ror Mmiaged Care (which prescribe bow • 


plan rna)' describe such features as its benefits, eost,sbariog, and grievance and appeal. 

k procedures}, HCFA sets standards for the eontent prall m.arketing matcrial. provided by 


, , H 

, 
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IlllUlAged care plans to potential Medicare enroUees, HCFA aIJo reviews all marketing 
materials before plans are allowed to useth. material, Hence, it is able to assure both !he 
consisienc)' and accuraey Dfth... important communications with beneficiaries. 

The DcplllUllel1t has also made signiJiCMI progress toward addressing the Commission'. concern 
that SOllie consum.... may 'require essistsnce in making informed health care decisions about 
!heir 1H;aIth plans, professionals and W:iIiIie•.• Statewide JnsW.ance CoWlseiing and Aesistance 
(ICA) programs, partially funded by HCFA and operated by the Administration on Asing 

"throuSh the State Agencies On Aiin& prnvirle beneficiaries with infortention about Medicare 
managnd care and !he types ofhealth insurOnce available to sUpplement Medicare, including 
Medig"p and long-term care insurance. CoWlselol1 bell' answer questions about medical bilb, 
insuralice clAims, and Medicare benefit explanation forms. HCFA aIJo opm1cs. toU-lRle 
information line, as well as pbone-lin.. for hearing and .peech-impaired individuals. 

Medi",lId. Medicaid is a State-administered program, with ultimate responsibility for 
lit\min; lInWon resting in each State. While there is no Federal analog to the Medicare Handhook 
for Medicaid, each State is obligated 10 make lu poUcies about iu program available to 
beneficiaries, including eUgibility, covered service" end beneficiary righU and 
protet1jons-ineluding the right to • fiir hearing. 

i 

Wrtb tlle rise in the Medicaid managed care programs, States have been more .ctive in efforts to 
improye the aVailability of information about quality end consumer satisfaction. HCFA is 
continuing to·work collaborative1y with States end the N.tiomU Governors' Association to 
develop Medicaid-relevant consumer information strategies, such as Medicaid HEDlS measure., 
• Medicaid-relevant module of the Consumer Assessmenu ofHealth Plans Survey (CAHPS) and 
sever': r.lated eff,rts to improve communication and comprCbension ofinformation among low­
Iiterat. and non-Englisb spealting individual•. HCFA bas disseminated the best praciices of, 

leadinj; states . as part ofits tecbnical assistsnce activities. I ' 


indiar. Health SeMl!ee. IHS hospitals and clinics provide thbir patienu with information aboul 
!he fa,ilities <o-';'IIenl with the standard, of their accreditation. In addition, !he IHS bas 
unde.r1.:ken an ",:"ve campaign 10 improve Indian peoples' upderstanding of the bene6u and 
&eM"''' it provides, as well as the consumer righu and protactions available in hoth Federal and 
triball'acilitie~. Its brochure, "Customer Satisfaction in the Indian Health S.rvice: Providing th. 
Best in Health Services to American Indians and Alaska Natives," has bad wide cimJlatiOIL 

I i 
IHS iI.engaged in an effort 1.0 begin to collect patient satisfaction and quality ofcare information, 

which it planS to m.:k. available 10 its patienu. . 
. , . 

, ­
Cum~n1 and Planned Use ofAdministrative Authorities: 

Medi,,,,e. The BBA added. significant new array ofmanaged .... choices for beneficiaries and 

identi:je;d infomution disclosure requirements appropriate t~ those choices, Consequently, we 
, 
 I 


I 

I 


I 
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bcIi",.. lhAt we bave the tools to remain in ""mpJiaoee wilb, lbe Rlgh!, even as lbe program 
II1IdOlgocs subsu.ntial change, 

HCP~~ is 8Iso engaged in efforts to provide Medicare beneficiaries witb comparative information 
that ,,;u ultimately include measures ofquality and collS\llller satisfaction. 

I 
• 	 Later tbili yesr, HCPA will bring lbe Intmlet doBer to its beneficiaries by iruwgurating , 

Medicare Compare, an interactive site (based at 1lttP:I/www,Medicare.gov) !bat will offer 
beoeticiaries market-specitic:, comparative heallb pllm information about the managed 
care alternatives availBble in their ar.... 

1 

• 	 Later this yesr, HCPA will begin to report to the public 00 lbe perfoflllAllCO ofMedicare 
managed care organizations based on audited information, using the Heallb Plan 
Employer Data and Information Set (HEDlS 3.0), HEDIS 3.0 is the industry standard, ' 
representing lbe conective ef'fons ofpublic and private pW'ebuers, health plans, 
-consumers and reseiiChm to establish • common and __'_-".1 set ofmeasures for 

I, 	 -~ 
: evaluatill8 managed care plaos, 	 I' 

, 	 I 
• 	 HCFA will sooo begin to coHeet beneficialy satisfaCtion information from enronees in 

managed care organizations using a newly developed indepandeotly-administered survey 
instiumeDt, the Consumer Assessments ofHealth Plans Survey (CARPS), CARPS is the 
product of a major research IUld development effort under lbe aegis oflbe Ageney for 
Health Care Policy and Research (AHCPR). 

Meclcaid. The BBA also provides important tools to bring Medicaid into full complillllee with 
the Commission', recommendations coneeming information disclosur.. For """"'pl., lbe BBA 
req"ires each State to disclose specific categories ofinformation about lbe maooged care plans 
available to its Medicaid beneficiaries, includir.g information about quality, gtateslhAt require 
indi'liduaIs,to enroH in maooged care organizations under a State Plan Option must 8Iso provide 
information about benefits and cost sharing. The BBA also requires maooged eare entities to 
r"",lve prior approval from the State berGr. releasing marketing ~'" . 

, , 
Sta'iutory Impediments to FuU Compliance. 

MediCl1Te, As. result of the BBA, Medicare has lbe regulatory IWthOrity it needs to maintain 
conlplillllce with the information disclosure Rlgbt articulated in lbe Bill of Rlghts, 

M .. ficaid. As. result oflbe BBA, Medicaid has the regutatory authority it need. to bring States 
Int" compliance with lbe information disclosure Rlght articulated in the Bill ofRights. \ , 

'. 	 I • 
, 


r I 

J ! 

!I 

http:1lttP:I/www,Medicare.gov
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2. 	 'Choice of Providers and I'la ... 

·Co..., mm ~ the right tq Il choice "IIIultJI t4rtpl'f1l'itlen; t1uzJ is "!fjicknt tq lI1UUre 

_.", tIJ1prop"'7Ie 1rJI"-q1UJlity 1IultJI CIlfI!. n 


. Extent or Current HBS Compliance with the Bill or Rights. 

MediCIJre. Under f_for-service Medicare, beneficiaries have virtually unimpeded acoess and 
wilimi~:d rhoice. Mest Medicare beneficiaries are.oo free to chop.. between foe..for-service 
and 1lI)' of the managed care plans available in their area. 

Medicore managed carols in full compliaoce with the Commissien's recommendatiens 

conccnling provider network adequacy, whieh require thaI p~ be able to previde all covered 

service" (directly er under BmIIlSement) without Ulll"easonablO delay; indeed, the 

n:<:OlDD,er:dati"ns mirror e>:isti.ng Medicare requlr=ents. M~car.e managed.care is MO in 

.,ompti,,,,ce will! the Commission's recommendatinn that conSumers have aoc..s 10 appropriate 

bigh-qr allty providers. ' 
, 
AI present, M~icar. managed <:ar. plans are not required to 'authorize direct access 10 specilllists 
for enronee, Will! comp)"" o.r IIMou. medical conditions. In ~dition, under current Medicare 
iBw and regulation, plans have the flexibility to determine which types ofproviders are 
approp nate 10 render which types ofservices, as long as the provider is qualified by stalelaw. 
Thus, .ome plans may not be in fuD compliaoce with the Commission's recommer:dation that . 
women be able to choose any type ofprovider for routine and preventive womenls health care 
services. Similarly, Medicare plans do not currently provide persons with ehronic o.r disabling 
conditi,os continued access to providers who have been terminated from the plBn for other than 
cause, as rccolnmer:ded by the Commission Specifically: : 

• 	 Ifa benefir.iary elects to enroll in • managed care plaJi, his or her choice within the plan is 
more conS'Iained than under fee-for-service. Under currenliBw and regulation. plllns are 
permitted t" 7.-<lgn eaeh patient. 'gatekeeper'. who is permitted \0 control referrals to 
apecia!ists. 11 a plBn's gatekeeper referral system impedes access to appropriate 
carHncluding timely access 10 necessary specialty car~HCFA may use its oversight 
autborlty to find the plBn out ofcompliance with thestatute'. 'access and a1llillability' 
noquirements. 

• 	 Plans are free to develop the gatekeeping system they find appropriate for their 
population. within HCFA',"access and availability" constraints. A number ofMedicare 
managed 'M' organizations have begun offering "open access" plans, in whieh enrollees 
do not have 10 go wougb a gatekeeper 10 obtain specialists services or services ofa 
partiCular provider. Thore is no requirement lhat plans authorize direcl access to 
apeciali,ts for any group ofenrollees. 

http:e>:isti.ng
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• 	 Cuir';'t law requires that all covored serviees be proVided by qualified providers, and the 
plan baS the 8exibility to determine which types ofproviders it will offer for particular 
oerviees. Plans are not aurentIy required to permit women to identifY for themselves the 
type ofprovider they wish to use for routine and preventive serviees, nor does HCFA 
intervione in plans' decisions about which provider type. to include in their networks. 
Again, HCFA's"access and availability" requirements guarantee that appropriate care is 
available. I 

• 	 Medicare does not aJm:!IIIy have a means to accommodate tho transitional care needs of 
individuaIJ: undergoing a' courae oftreatment who exPerience an involuntary change of 
either plan or provider and who wish to remain in managed care. 

Unlike many in the private oector, Medicare enrollees retain the right to switch plans or disenroll 
from tllDaged care altogether and return to fee-for-service. Currently, such changes can be made 
on a nlontbly basis, although eventually this will become annual, as a result ofchanges made by 
the BElA. In some cases, however, returning to fee-for-service cat be accompanied by difficulty 
in obu.ining or restoring supplemental Medigap insurance; this bas been somewhat addressed by 
the BIIA but additional improvements could be made (as discussed below.) 

Medicaid. The Medicaid program's compliance with this Right is comparable to that of 
Medicare. 

Under 	 fee-for-service, Medicaid beneficiaries have the right to choose any provider who will 
accepl 	Medicaid payment as payment in full. , 


I 


With ,egard io "''''''ged care, States have generally been perntitted under waivers to limit the 
Dumbl~r ofmanaged care plans from which a beneficiary may choose to DO fewer than two, but 
must permit beneficiaries to change their managed care organization. With certain exceptions 
(mvolnng "carve out" arrangements for dental care or mental health care services), plans must 
guarantee beneficiaries the right to choose. health professional from within the mansged care 
network.' 

As wi:h Medicare, Medicaid managed care plans generally are not required to authorize direct 
acces:: to sp~alists for enrollees with complex or serious medical conditions, nor to allow 
women to choose any type of provider for routine and preventive women's health care services. 
Similzrly, Medicaid plans do not currently provide persons with chronic or disabling conditions 
contir,ued access to providers who have been terminated from the plan for other than cause, as 
reconmended by the Commission. While plans are free to provide such choices, they are Dot 

required to do so. 	 ' 
I, 

':1 

11 Tbe Commiaion'l monmrnmdltiOnJ rtptdins nctwort .dequacy Ipply IOmcwhat differently in the 

Mcdie& d proaram, bcc.1.'* States may contract with I managed care plan fOt: only. lUb-scl ofMedicaid benefits, and make 

othCf arrqcmcnb (inrJuding foc-(or-tlCtVX:c) (or the ranainina 1CI'Viocs, 1 
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Indian lfeQ1,h 'service. Within the IHS oystem, eligible Indian people are free to choo.e the 
elinic at which they receiv....... as well as the provider within'a specific fitciIlty. Through the 
Contr1C: Health Services (CHS) program, the IHS bas the ability to COllInI<:t with ooo-IHS 
provide" for specific ...... that ...... ot otherwise be obtAined. HiSl<>ricaIly, however, the blghly 
constrai,ed annual appropriation for these aervices imposes • discipline on the selection ofcases 
(priority to P"'""rvatioo oflife and limb) and cooltacled providers that, lIS a practical lOaner, 
c:onstitulel a limitation no the nature and _t ofbeooliciary,choice otherwise available. . , 

CUr....rI and Planned Urc of Administrative Anthoriti ... 
I , 

Medicare. With implementation of the BBA, Medicare will offer more choices to beneficiAries 
by lIllO'Oing now types ofhealth plans to participate in the pro8ram and by mending availability 
ofMedicare+Choice plans to Dew geographic areas, pattieuiarly nod........ed rural and uroan 
areas. Medicare+Choice will also expand upon current MediCare ataodards requiring availability 
and aro.mbility of covered aervices. ' • , '. . • • • , , 1: 

Using its current authorities, HCFA can address only one ofthe areas in which Medicare plans 
may nOI be in compliance with the Commission', recommendations. HCFA could issue a 
regulsthn (or other policy guidance) requiring plans to d......top treatment plans that a"thoriac an 
adequate number ofdirect access visits to specialists for patiehts with complex and aeriou., . 
medical conditions. HCFA bas identified this issue as. potential area for Presidential,ction. 
Such ar. expansion could permit greater flexibility in respo... to an individual patient's needs 
while n,wning the cOordination that is the hallmark ofwell-managed ....... 

I '.
1 

Medicaid. Witb some limited exceptions, the BBA codifies the existing waiver program 
requir.,nents and f,erntits Stat.. to limit beneficiary choice to no fewer thao two managed oare 
organiiations. Each managed care organization will be requifed to provide assurances to the 
State alld HHS that the range of..rvices and a"""" it otrers are appropriate for their anticipated 
Medicaid enrollment and that it will maintain • sufficient number, mix, and googiaphic 
distribution ofprO''';ders. This will bring Medicaid into compliance with the Commission's 
recomclendation coneerni.n8 provi(."..~_ri< adequacy. 

~.. '.. " . '" .. 
As witll Madicare, under current authority, Medicaid tan only address the Commission's 
recomllendation concerning direct access to specialists for those with aerious or complex 
conditb... HCFA could achieve compliance with this recommendation through regulation or 
other policy directive. and bas identified this as a potential area ror Presidential action. 

Sutuhl)' Impediments to I'lIU Compliance-

MediC<fTe. Current law and regulations allow managed care plans discretion to choose the type 
ofpractitioner who will provide a particular service, including women's health care aervices. For 
example. under current law. a plan may designate. p(imary ...... physician instead of" 
gynecc,logist to provide routine pelvic and breast = A statutory change would be needed if 

I 
i' 

http:coneerni.n8
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, 


Medic"", were to specify (or allow beneficiaries to specilY) the type ofj>ractitioner a plan must 

use to provide women's health services, as the Commission recommends. 


I 

Similarly, a .t.tutory change would be needed to eompeIa plan to psy for the services ofa 
physician it Ilad dropped from its panel In the case of a tmDmatioD of a contract, by • plan or by 
HCF), resuI~ in involuntary disenrollment ofMedicare beneficiaries, a atatutory change . 
would be needed (0) to e:nsure continued aceess 10 specific providers during • transition period, 
and (b) to "",,",,fish how, and by vdoom, such providers are to be paid during the transition period, 

Y"",":I, the BBA psrtially eddreased the diffieuliy in obtaining or RStoring Medigap coverage 

that ."me beneficiaries have experiOll<:ed when they return to ft>e..for-service from managed care, 

by reo;)Iiring guaranteed issue under certain ciram>StaDces. ~ atatutory change would be needed, 


. howe',er. to provide Medigap protection for beneficiaries leaving managed care under all . . ,
arcw:lS'tances, 

Medicaid (hider MediCaid, FedomJ legislation would be n,eeded to require all plans to permit 
WOOl'''' to select a partieular type ofprovider fur routine and preventive women', health care 
services. Many State Mediwd progllllllS ameolly provide this option under waivers or are 
requiJ ed by Stat<! law to provide such ...... to gynecologists in a managed care setting, but there 
is 00 :Federal,authority for imposing this requirement on all ~tatas and plan 

, . 
Federa11egislation would also be nocessary to require StateS to provide coverage for transitional 
care \lnder Medi<:aid. 

3. A..... to Emergency Services 

"ColiSU"""m IUTile the right ttJ IJCCfSS 4!mugenq heDhh can sovices when and where the need 
W"" Heaith plans should provilk PI1J>mm1 when a co__p,esents to lUI ~ltIU/fency 

dep"'1ment with acu~ symptoms 01 mffldmt ~udillg S/!ll/!1't pai~ch that a 
.~~""'lI1ll1J1pt!1'So,," could ,""owly ""I'D:! the absence 01mdicRllJ1tentio1l to ,esult In, ... 
'pta.ci."lI that consumer's /wlIdI. ilOeritJusjwpart/y, serious imp~ to botHlylu""lion!!,"",'" 
'W,'U dyslullCtion 01 any bodily OI1filll 0'part .. 

En"lI of Current HBS CompUanu ..ith the Bill of Righta. 

MediCllTt andMedicaid, The Medicare and Mediwd progllllllS lire in I\ill compliance with this 
Rlgh':, In fact, aspccIS orthe cmr",t HCFA requirements Were incorporated into the 
Comalission's recommandatiollS. The Emergency Medical Treatment and Labor Act mandates 
that Idl psr$OllS - not just Medicare and Mediwd beneficiaries - bave accesS to emergency 
""";::os at any Medicare-participating hospit>! that offers such services. As recommended by tbe 
Commission. Medicare and Medicaid go further and require payment for such services. 

," 
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With 10000d to payment for emergency """'""" under Modicare ROd Modicaid, fee-for-service 
beneli::iaries may obtain emergency """'""" from any qualified provider, Under Medicare end 
Medicaid managed eue, plans .... flnancially responsible fei emergency services provided to , , ' 

their .oroUees both by in-network ROd out-of-networX providers, ROd .... prohibited from 
requii.og prior authorization ror etneIl!ency services. Such """'""" .... defined accordi.og to a 
"prud.mt laypersc'n' standard, which stipulates that the nROd for emergency services should be 
deternlined from • reasonable patient's perspt>etive.

II' , 

lndiar.i Hoalth &n.>ice. Where emergency aituations arise that require service in non-IHS . 
, fBciliti,es, the Contra.ot Health System (CHS) applies. standard consistent with that described in 

the Bi~ ofRights, 
It' 

Cum .. t and Planned U.e ofAdmininl"lltive Authorities. ,, 
Medi''ar. atidMedicaid. The BBA codifies the 'prudent layPerson' standard for both Medicare 

. ROd Medicaid. It also requires Medicare+Cboice ROd Medicaid managed oare plans to provide 
inforn..tion to enrollees shout emergency coverage The.implementing regulations for the BBA, 
to be 'mblished this summer, will reliect this policy. The BBA also authorized the Department to 
develop guldelines to insure edequate .oordinatioo ofpost-stabillzation care for both Medicare 
and "':edicaid managed care; theSe guidelines will also be included in the larger BBA 
impleinentation f.,gulation to be issued this summer, .. 

'. ' I 

Beca,;se the Medicaid provisions ofBBA have an earlier effective date (October I, 1991). we ate 
exami;';"g the possibility ofsendi.og letters ti> all State Medicaid directors to ,ensure that they are 
.war~, that plans .are financially responsible for emergency care ROd to remind them that enrollees 
shoulll be infortn,:d about their rights to emergency services. A similar letter could be sent to all 
Medi'ar. manag."j care plans when the underlying regulations are published. This is an area 
wber' Presidentil~ action could Wrther the Program's consUmer protection efforts, , ' 

" 

Statutory fu.pediment5 to FoD Compliant.. I 

Medi:_ ."laModiwiti. Both Medicare ~'~~icaid are 'in compliance with this Right. 
( , I 

'.I; I 

4. :, "art/tip.tlon in Treatment lleeIsion•. , 
'. , 

, ~Q>",,,,,,,,,* Iuzve tIu: figM tuu:I MllpDnsibWty '"foUy ptUtU;ipalll iIIllil ikclsion.s relizJed to 
tit.,;, halth''''''''' lA_ wIIo are ..die "'follyplfi:ti.cipate ill trutltU!nt d.cision.s have 
tit. firM wbe ""P""'enIdbyp""'IfIS, gurdians, family 1IImIbtn, 0' oth., C01lStr'Wllor.t. " . , 

;1 

;1 

I 
•il 

Ii 
II 
.'
I, 

http:sendi.og
http:Contra.ot
http:accordi.og
http:requii.og
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Ext... of CU......t HBS Compli""",, ..ith th. Bill ofRighU. 

Medirartl.,,1 Medicaid. The Commission stales that I"'lii should have sufficient information 
to decide among treatmem options, coDSistent wi1h !he infoimed collSClll process. lind that 
provid... should be able to advOC4ll> for !heir patients wilhOut COIlSIraint or fear ofreprisal. 
Medic_ and Medicaid havelOll8 been committed to ensuring thai beneficiaries are aeIive 
participants in decisions about their tare lind are genCl1ll1y in compliance wi1h Ibis Rigbt. For 
-.nj.le, both Medicare and Medicaid require discussion ofand respect for advaoce direelives, 
widell .,.., iniended to involve the beneficiary in a discuss.'oD ofrelevant tteatment options, 
including !he opportunity to tefiae treatment a1togethar.· ; . 

Reee!,1 eelions by RCF A have stteogthened and ~ proteelions appficable to the right of 
beneSciaries,to roc:eive UDimpeded information. 

• 	 ' Prohibition of "Gag Clauses,· ,1n'1996, HCFAissued guidonceto all Meditaremanaged 
tare plans and State Medicaid Directors to clarifY thai managed tare plans are explicitly 
prohibited from restricting physician-patient commulucation about medically necessary 
tteatmenl options, a preelice often referred to as a "gag clause". This policy i. intended to 
prohibit plans from paoaljriag or seeking retribution against health care professionals 
who pro,ide information to or who edve<:ale on behaIJ" oftheir patients. 

• 	 ',Information About Financial Incentives, In 1996, HCFA issued reguiations intended to 
prevent Medicare and Medicaid managed care plans from using financial Bffllngement.-­
ei!her direct or indirect-that induce provider, to limit necessary services. Under both 
Medicare and Medicaid, managed care plans must disolo•• information about these 
8lTaDgements to beneficiaries upon request. 

Indio" H<Il1th Service. Informed consent is a fundamental component of the IHS risk 
management protocol as wen as an accreditation requirement; !he IHS is in compliance with the 
Righ': as it applies to its settings. Wnb regard to culIural competence, thelHS incorporate. 
tradit10Q~'~ !::"'"ders and treatments. 

Cun.."l""d Planned Us. orAdministrative Authorities. 

Mtd.care andMedicaid, There is potential to improve HCFA'. efforts 10 support Ibe ability of 
patients to participtUe meoniDgfully ill their treatment decisions. For OlWIlPle, cultural 
co!l!jHl!ence is nol explicitly addressed ill Medicare or Medicaid statute or reguiation (although 
80m" providers bav. adopted policies on their own or in response to State policies. in order to 
respond 10 the need' oflbeir enrollees). HCFA could develop regulations requiring that 
cult>; rally competent treatment information be made available to Medicare and Medicaid 
beneficiaries. This is an additional area where P .... idential.otioD could further Ibe Program', 
consumer protection efforts. 
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HCFA. will also issue regulatiOll$!bis summer to re1IecI the BBA provisian codil'jing the existUig 
"anti-fag rule" polici.. far Modicar. and Medicaid. Finally,;HCFA addresses many althe issu.. 
encompassed' by this Right in its propoaed Quality lmpr~ SyMn for Menased Care 
(QISMC), which will integrate the quality and CO!lB\llllOf protection standarda for Medicare end 
Mediclid Managed c::are plans. 

Statutory Impediments to FuD Compliaou. 

Medic".. andMtdiC4id. No further IWUtoty authority is required. 

is. Respect and Nondiscrimination 

·Co",umu.s me the right U> txltlSUIeate, rt:IIpeciful tIlI"t from all memb.,. 01 the hullh core 
:Uu/ustry at all tim" and under all """"",.ra",,,,.. An enviro""""nt ol.....tJial ruptct is 
uswia1 U> moimom " quality I:<Dlth -.~ • 

·Comumen mzut not h.lfiscrimin.oJdagainst in tlledeIivoy olb.<Dlth cor. ,ervic.. 

cotlSistmt with t1:. benefits covt:red in their policy Dased on race, ethnicity, IUlIicnal origin, 

religiG n, s"'" age, mental or pftymaI disability, .-oJorienllItWn, gMtJtic /nfoT'llllZlkln, or 

&ouru 0'/paynumt, 


, 

·Com;'"..,.,. wh. /JI't eligibl'lor cow:rag. tuufu tile ID'm.i tmd corufitiqtlS 01" h<Dlth pI,," 0' 
prop"m or tIS required by lJzw mzut not h. discriminated agaitlSt in IrltJ1"Iwing tmd <Mollment 
prllCti",.. based on ,act, flIhnicity, IUlIicnalorigin, religion, """ age, mental orphysiGal 
disabl!jty, >=OJ orientation, genetic inlotm4lion, or .ou=olpltY-». 

, I 

Extent or CU..... nt HBS Complianu with the Bill .fRights.. ,,, 
Medicare andMediC4id, The Social Security Act "'IWres Medicare and Medicaid managed care 
plans "0 enroU all eligible beneficiaries (until they reach capacity). end also requires providers in 
thes.'nenaged care oetworks to provide..rnccs to aU bene5~o::_aUed in the plan (again, 
until they reach capacity). Tbus, Medi_e and Modicaid llllinaged care enroU... are protected to 
the full ment oCthe Commission', Rcoommendations. Bec8uae each State cIetennin.. who is 
eligibl, 10 • .roU in its Medicaid managed care program, there is some room for Swes to 
differ,mi.t. among Medicaid beneficiaries with reapect to eligibility for scM..., 

U.d.'fee.(or•..rn.., Medicare and Medicaid protections ~ tUscrimination "'" largely. 
, funct;',. ,,(Federa1 anti-di.crimination rules that apply to ...tipients offederal funds. These rules 

addre::. some, hut nol all, categories of protection and providers recommended by the 
Co~,ission, As a result. th.... Programs are in parlial, hut not complete, compliance with the 
Comnlission's recommendations.. 
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Indian Haallh &rvico, As. Feden! provider ofservices, ~ IRS in its own facilities, is bound 
by the Civil Rigbtll Act, Ibe Americans with Disabilities Act. 'and other rules concerning noo­
dis<:rin lination. IDdian tribes, arc bound by the IDdian Civil Rigb1s Act of 1968, 

, 	 I 

Culftotaud Planned U •• ofAdministndve Aulborili..:,, 

Methc.n tmdMetheaid W. are explorin& ways to more clearly articulAte Ibe protections 
inhe,e"l in Ibose programs,

• 
, 	 , 

Statutory Imp~imenl5 to FoB Cumplian~ 
i 

Methr;,7Te tmdMethcaid Existiag Civil Rigbts aulborities do nol provide Ibe complete set of 
prolec:ions reco!lllllellded by the Commission. ' 

6, 
~, 
Confidentiality or Health inrormation ... 

·Co""u""""/t"",, the right to c.ommJIn./catt with health cart providers in confuknet tlIIa Ie 
IrllVl! tIe een,lUknJU:Jity oftheir lndJvIduaIly idmtijiDble health care injormJJtion pre~eJ. 
Cons."""" tUso have the right to """""" tmd eopy their OWl! nwlkall'Uorils and r"luest 
o"'....&tunts to their rtcords. n 

Exten I of Corrent HHS Compliance with lb. Bill or Rights. 

Medic"" tmd M,dicaid, The privacY prOlections applicable to beneficiaries in the.. programs 
do no1 fully c:ompJy Ibe with Commission's roc:ommendations A patchworlt ofprotections 
coven llllIIly ofthe record, held by HCFA (and its contractors) and by State Medicaid agencies, 
but tht:.. protections do nol cover Ibe records held by many categories ofproviders and, 
signifi-:antly, do nol protect verl>ol COll!tn!mications between: beneficiaries and their providers, 

Specifically: 

• 	 For the Medicare Progr.m. the PdvacY Act (and implementiag regulations) protects 
c:.ertIIin information obtained by HHS and its contractors (carriors, intermediaries, and 
managed care organizations wiIh risk contracts) in the c:oorse ofadministering the 
Medicare program' The Social Security Act (and implementiag regulations) protects 
some edditional information beld by e<>ntractors and certain providors from inappropriate 
disclosures. 
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• 	 'Tbe Privaey Act protects Medicaid records held by HHS, but oot record. held by the State 
Medie81d Agencies. The Social Seeurity Act requires States to provide safeguards which 
ratrlci the disclosure ofinfonnation .'''lO"ming Medicaid applicants and m;ipients to 
pulpo,\", direetly eonnect<d with the administration ofthe State plan. 

Thus, t,lgctbe.r, these Federal laws IlIld regulations protect ce:tain written records beld by IlIl array 
ofeotites uom diBc!osure outside th. Programs, but do not protect all fomu; ofwritten' 
info_lion IIOr do they prot.ect ve<baI communications betwten l;Ilfollee and provider. Protection 
ofSUch'f')!Dml.nicatiOllS between patients and their providers is • matter ofState law. Many 
States' privacf laws do not provide the protections recommended by the Commission. 

I 	 . 
In addhion, these I'ederal laws do not apply to all Medicare and Medicaid providers. For 
exampl., the laws do oat apply to information obtaJoed by mos! pbysicians and other individual 
provid"., oor to Medicaid m.nag.,l'care plans. ,Protection ofbeneficiaty information obtaJoed by 
these p -oVidel. is "matter of State law. . ." 	 , 

Indian H"'lt~ Senile., The oonfidentiallty of all patient record. in Federal rus facilities are 
protected by the Privacy Act, Uader the Indian SeJf-Detemiination Act, records maintained by 
lribes en, not,lbut the rus generally insures their confidentiality through their contraets with the 

tribes, 	.~ 
I 

Currellt and 'Pl."ned Us. ofAdministrative Autborities. 
i, 
, 	 I 

Gen."d (including Medicare andMedicaid). The Health insurance Portability and 
AC<OUJ1W>ilitY Act (HlPAA) requires the Secretary ofHealth IlIld Human Services to toke certaio 
actions'to help proteot the confidentiallty ofmedical records for all consumers (oot just Medicare 
and Mlodicaidjbeneficiarie.): 

'I 	 I 
• 	 'Last September, the S~ ""bmitted • report to the Congress, recommending 

" etandard. for federal legislation to proteCt all individually identifial-!-,"eajth information 
,held by all payer. and provider. (not just in the Medicare and Med1....i.i programs). 
. I 

• 	 , HIPAA fI.",ires HHS to promulgare etandard. for aspecified set of electronic health care 
:IraIlSlictions (again, applicable across all health care transactions. not just Medi""" and 
: Medi';';d trs.nsactions). including standards to protect the security oflbose transactions, 
.HHS is preparing. Notice ofProp""ed Rulemeking to establish these etandards and plans 
''10 ~lisb it this spring. 
'I 	 : , 	 , 

• ' ',If Congress fails to enacl privacy legislation by August 26, 1999. HHS is required to 
"promulgate privacy regulations governing the e1eclronic health care transactions fisted in 
lbeHlPAA, 

~! 	 I 

It 
I. 
II 

ii
II 



, 
Ii 

, 
Page 11 • The President 

StatulO." Impediments 10 Full COmplia..... 

c;.neJv1 fln<!luding M.dican andMedicaid), There is no Federal .wutoty authority Ihat provides 
ClODlP rchonsivo and systematic protection ofthe right ofcoDfidcnlW communications between 
paUelU and individual providers. Existing State and Federal authorities do nol provide the 
proIC:lioo rCocommanded by the Commission. (For """"'1'10, HHS authority under the HIPAA to 
pronrJlsate privacy rcguIelions is limited to certain specified electronie transactions.) Tho 
ina....mgly internalo nature ofhcallh infOflllAtion mak... it impossible for even the best State 
laws 10 provide the protections """,,,",,,,,,ded by the CommiS$ion. New legislation is required to 
emui.1hat all consumers are IISSIllCd appropriate privacy inlheir medical commUnieaiiOIlS. 

The !:ecrctary's Privacy R.eoommendllions, ifenacted, woUld bring all beneficiary information 
obtained by Medicare and Medicaid providers and plans (and by all other providm and plans), 
and by the Medicare and Medicaid progmms and contractors, under the protection recommended 
by th", Commission'. recommendations, . . r .")", 

7. Complaints and Appeals 

•All ,;qnsumen haw \he right to." foir twl qp.;"ntproc_lor re.wlvlng dijJ",eru:es with /heir 
health plf11l$, health can provlden, tm4 rhe institutions /hat -Ihtm, w/uding " rigorous 
I)'st<,ft ofintemal revi"", tm4 an imlepeNlent 1)"_ oftlJdD'naI review•• 

Elt."t or Current HDS Compliance with the Bill of Rights. 

MedJcare. The Medicare program is in compliance with the Commission's recommendations. 

Uod« f .... for·service, a heneficiOlY """ iii. an initial appeal 10 the Medicare camer or fiscal 
intennndiO!Y that processed his e1aim, with further review availablelhrough bearings before an 
Administrative I",w Judge, the Department Appeals Board, and ultimately, Foderal District Court 
(all ubject to ""tta,in amount.in·disp"'!!:.~hc..bolds). 

Uodtw managed care, a beneficiO!Y """ similarly file a initial appeal with the plan. Ifthe plan'. 
detelmioation i. Dot wholly favorable to the beneliciOlY, the beneficiOlY'. appeal is automatically 
forwarded for external review to HCFA's contractor,the Center for Health Dispute Resolution. 
For Medicare beneficiaries who r""';n dissatisfied, further external review is available before an 
Administrative Law Judge, the Department Appeals Board, and ultimately, Federal District Court 
(also subject to certain dollar-v8lue thresholds). 

! 

Last year, HCfA established an expedited process for resolving both internal and external reviews 
ofchi.,. arising out ofmanaged care. Instead ofcurrent timefrarnes. which by regulation can 
take up to 60 days at each level, under expedited revieW, such questions as the illuninent 
cancellation oflt treatment or the,.,ed to quiCkly see a specialist must be resolved .. medically 
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opprol,riaIe or witbin 72 houra for initial review. or witbin 10 days for merna! review. This 
process permits iDdividuais to receive a quick answer to questio... about getting needed care. 
Futlhtrmore,'Peer Review Organi"'tions. responsible for overseeing quality of care, can also 
interYt... quickly in the """"\ ofimminent diJcharge from. ho"l'itaI or IltII'Sing home,, . 

• 
MedicrzilJ. Medicaid is in compliAnce wilb tIlis Right, although cum:nt program requirements lack 
the sp,!cllicity found in parts of the Commission's ~on. Medicaid managed care 
organizations are required to establish an interna! process that affords prompt resolution of . 
complaints and appeals and assures participation by individuals with the authority to require 
corrective action. Federal law requires an e>ctemal review, in the form ofa "State fair bearing 
prooe;.... which i; generaliy conducted by an indopendem unit in the Medicaid agency. 

I' I 
India" Health Service. The Co_ Hcaith Service (CHS) is opcralCd by the lliS through semi­
autoD~mou'localueas. Ifan iDdividuai dispules either the pI<> or post-service decision of the 
loeal'::HS Baud. the individual can appeal 10 the Area Direc;tor (1I>Ierna! review) and. ifstill 
adversely affected, to the bead orlliS (merna! review). There is no appeal beyond tIlisleveL 
For a!1 disputes involving tribal bealth operatio .... appeal is through tribaliy-<letermined 
mechUrisms. culmioAting with ultimate review by the Chief.. 

Current and Planned Us••rAdmiDirtrative Authorities. . . . 
r ' 

Medi~e. Tbe Balaneed Budget Act iDcludes a DUlllber ofprovisions reIaled to complsiots and 
apJle'lls that'will be applicable to Mediwe4<:hoice plans. and we lite in the process of 
implementing th,,1ll. Tbese provisions will strengthen Medicare's existing protections for 
maruged care enroll..s, 

. MedCllid. The BBA requires that Medicaid health plans establish grievance proeedures. In 
impi'=ting regulations. we plan to "I'eci1Y requirem",ts that would iru:lude the Commission 
roco;nmendations, such as timely written notification ofa decision to deny coverage or payment 
for services, 

.,..... 
. 

Statutory Impediments to FuU COmplia.... 
, 

M""lCllTe, ,No further authority is required. 

Mec,Cllid INo further authority is required 

B. Consumer Responsibilities 

uln Q It~alth Ctlf't system that proUtcts consumes' rights, it is rtll!onable to expect and 
~ncOlU'tlg~ consumus to assume rus(mab/~ responsibilities, Greater individu.al involv~lntl'll by 
CO","1fIUS in their cnre iller ...... theliki!lihood of""hieving the but oulcomes QJld helps 

http:individu.al
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ItJIpp:7I1 ,,("ali{» /mprt11'CrWlt, ant-t:OnscJmu ~ .. 
, 

Th, Co....."'!,"" BID 0/Rights ondRuponsibililiu aniail.,es along and diverse list ofCO.....".r 
resptonsibilities, IIndersoorit\g!he imponancc ofactive and involved health care consumers, The 
DepI.rtmenI is involved in many projecu intanded 10 empower and inform health oare consumers, 
In th,...uon that foDows, we deseribe many ofth..e efforts, as wen as other important activitie. 
ofthe Departmeot, 

lL.. Other HHS Efforts in Improve Consumer Protectjon 

The Consumer Bill ofRights and Responsibilities is reI.....t to en of !he Depa.rtment'. health 
care progralns, These programs are diverse in pIIlJlOSC, focus, and scope. Some programs fund 

, dire<~ tare fur specific populntions, diRctly and through fIlUts to Sts!es. Other programs support 
_uch into how consum.... use infonnalion to make health oare choices, or develop infonnalion 
to b~p conSumers and their providers make trcatmentcleo:isio... StiU o~ are involved in 
dev,"oping model colrttaet W:iguage for purcIlssen ofmaoaged care, to insure the availability of 
pmeotive 'services or to protect those receiving behavionll health care services. Because ofthe 
dMrsity ofour providers and the services they offer, we are still ..amining the implications the 
Bill ofRights may have for these programs, 

J ha.e establisbed • working group, comprised ofevery HHS component responsible for 
praliding. monitoring. or advancing knowledge about consumer protection, that will repOrt to me 
on .Ill on-going basis about how to oontinue to improve the consumer protectioos afforded by all 
HHS programs. I have asked this wolking group to look not only at the protections recommended 
in Ute Bill of Rights. bu. also at other ways we C&!I impr.... e consumer protection in HHS activities 
and programs. Jhave also asked 011 programs that fund health services to individuals to begin 
dis<:ws;oos with their fIlUl... about bow they can apply !he Bill ofRights in their programs, 

Th" community health centers and other health-service related organizations thai are funded 
through the Health Resoure<:s and Services lL-:."Jisttatio. (HRSA) are an important <><ample of 
the choIl.,jge that the Bill ofRights po_to DOn-traditiOnal health servie<:s arrangements. The . 
HRSA-funded organizations range from community and migrant health centers to projects that 
IlUlport services for specific populations, such as mo~ and children, migrant workers. and 
POISOns living with AIDS or HlV. 

The Coosolidated Health Centers (community and migrant health centers, Health Services for 
Resident'ofPublic Housing Programs. and Health Care for the Homele.. Programs) provide the 
"",S! coniprebeosive range ofhealth care services ofthe HRSA-funded entities, While ovcr half 
of the Consolidated Health Cent.... contract with managed care plans or with their State Me<licaid 
ag"'ey for managed care enroU.... lIIlUIy other HRSA-funded entities have only recendy begun 
relationships with mlIllaged care organizations. Well before the Bill of Rights, HRSA had begun 
10 identifY ways to meld the protections and practices appropriate to a provider oflast resort with 

I' 
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the ""IuiremenU of public and private purcbasers. Consequently,th. Consolidaled Heallb 
Center. are alnady in compliance with many Bill ofRighI> oIemenlB through their own staffing 
protocoh, COllfid,ntiality and palienl grievance procedures and quality measures. 

HHS b: also eagaged in a number ormeareb, development and outreach lU:livities, partic:uJarly in 
the orelll ofeonsumer information oaeds and health promotion, 1hat will rwt in improved 
c:onsur>et protections for HHS beneficiaries as weillll the population at Iorge. These programs . 
offer &l oppofll!nity to move beyond compliance with the Bill orRights, and to fOllUS on 
prnmo:ion and improvemenl ofth.,.. basic consumer protections. For c:w:nple. the Agency for 
Health Core Policy and Research, the National histitutes ofHealth, the Centers for Disease 
Contrd and the Office orDis.... Prevention and Health PrnmnIion ore all eagaged in em:nsive 
meardl and development ofinformation and decision tools to assist consumers with their health 
..,.., cI,oices.. Furthennore, the Administration on Aging, HCFA and the SubSWIce Abuse and 
Mental Health Services Administration fund ombudsman and consumer assistance programs for 
tIleir Ijteeific ""-"ations.... ' .'.' ,. .... '.. ' . ..r .....}'....... , ,. , 


I am attaching. list 1hat bighlightB. number ofthe HHS activities thet address particular asp= 
of the I~ill ofRighIB. As you can see from !his list, the Department will continue to be active in 
impleoteOting the Bill ofRightB both in HHS programs and in the nation at Iorge. 

A criti,;a! player in achieving true consumer protection is an informed and empowered consumer 
- we believe thet our programs must provide consumers with both process protections and with 
informltion adequate for informed decision·making We enthusiastieally support the protections 
identified in the Bdl of RighI> and look forward to baginning a dialogue with you, the public and 
the Coogre" concerning how to address those areas where we currently find statutory 
impedimenlB to achievement ofthese RiS/ll_ _.... , 

,: 
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THE SECRETAR v OF HEAl. TH ANO HUMA~ SERVICES 
wAS..IN(lTOtlo,O.(.:, JeH>: 

MEMORANDUM FOB IRE PRESIDEl'lT , 

FltOM: 	 DONNA E. SHALALA~ 7"~ 
SECRETARY, DEPARTMENT OF HEALTH 

AND HUMAN SERVICES 


SUBJECT: 	 ADVANCES IN PREVENTION OF MOTHER-I()'INFANT 
TRA."'SMISSION OF mv 

DATE: 	 FEBRUARY 18,1998 

I want to provide you with important new information about the ability ofdeveloping countries to decrease 
mv tranSmission from mothers to their infants. The CDC released this infonnation in a press conference 
today in Atlanta. 

TIe CDC, worldng with the governments of Thailand and Cote d'lvoire, staned clinical trials in 199610 
idtmtify an effective therapeutic intervention that decreased HJV transmlssion wm mother to child ruh1 that 
Wf:.S realistically affordable in the developing world. The trials are now complete and oonclude that a 
sjptificantly shorter course of treatment is effective. This short course~ four weeks oforal AZT. win be 
aflordable in most of the developing world. (In comparison the standard of care in the U.S. requires several 
mcJ.nths of treatment for the mother and. the infant ruh1 an intravenous dose.) As a result, the mals are being 
stt pped and the new shortened oral course ofAZT is being offered to all participants. 

. ,
These trials are ofgreat significance to children throughout the developing and developed world. For the first 
time we Can offer a therapeutic intetvention that may effectively diminish the chances of the baby becoming 
inJected from a HIV"'POsitive mother, The new therapy has profound implications in the developing world 
where over 1,000 HIV~positive babies are born each day. We now bave the Q).1P2llJmitt to prevent hundreds of 
lbi,usands ofHIV infettiQns in newborn infants worldwide. 

AE you may know, questions have been raised concerning these clinical trials. lfthe two studies had not been 
unlertllken by the CDC, NIH and the World Heallll Organization (WHO). we would not have identified an 
eflective mode ofpreventive therapy that could be implemented in the developing world. 

HHS bas already begun discussions int.emationaUy and domesticaUy to develop strategies to incorporate these 
findings into existing standards of practice. The discussion has included planning for an inlerrultionaJ meeting 
wi til HHS, the State Departmen4 UNAIDS, WHO and senior public health officials in the developed and 
dereloping wwld. , . 
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Short-Course Reg.u.en at AZT Proven BJ:.J:.ect:ive .in 
Reduc.ing Per.inetal HIV Transmission: otters Hope for Reduc.ing 

:: : . HClther-t:o-child HIV Transmission .in Develop.ing World 

In,an announcement that has important ,implicatio~s for many
developing nations, the centers for Disease Control and Prevention 
(CDC) stated today that a short course of AZT given late in 
preqnaney and during delivery reduced the rate Qf HIV transmission 
to infantG of infected mothers by half and is safe for use in the 
dsvelopinll world, The Ministry of Public Health of Thailand (MOPH),
wbo conduoted the study in collaboration with CDC, announced the 
results earlier today in Thailand. 

Tbe findings, from a preliminary analysis of data from the 
CCC/MOPH collaborative study, offer real hope to many developing

'nations that previously bad no realistic therapy options to prevent 
HIV-in~ected pregnant women from transmittinq infection to their 
babies;,. 

"We are very fortUnate in the U.S. and Europe to have been in a 
pc,sition to offer preventive therapy to HIV-infected pregnant women 
fc·r several years t and thousands of infections in infants have been 
pxevented as a direct result, said HHS Secretary Donna E. Shalala, 
.. ,,':ow we 8'!:'e a step closer to seeing the kind of progress that we ~ va 
'~:~e at home extended to the developing world." 

Prior to these findings, the only AZT regimen prOVen effective 
f'.r perinatal HIV prevention was essentially out of reacb for the 
cc.untr,ies 1n which over 90 percent of HIV infections occur ~ 

The AZT regimen used in the U.S. is costly and requires several 
months of treatment for the mother and the infant and an intravenous 
dose that is not feasible in many developing countries, In order 
for policy makers in developing nations to provide HIV-infected 
wc).tnen a preventive therapy, they urgently needed conclusive 
sl::ientific evidence that there is a practical treatment re9illlen that 
ill safe anCi more effective than what they have been able to 
p::,ovide Which, tragically for most, has been no preventive therapy 
a';' all. 

- More ­
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_By using a llluch shorter course durinq pregnancy I an ora1 ,dose 
ra'ther than an intravenous dose during delivery, and no infant 
dose, we evaluated II reqimen that could be realistically implemented
in developing nations,· said Dr. Helene Gayle, Director of CDC's 
NaUonal C:enter for HIV, STD, lind TB Prevention. "Now that the 
re~imen has been proven safe and effective in Thailand, these 
thdinqs offer bope of extending perinatal prevention to HIV­

'infected , women throughout the developing world." 

The Thailand study vas one of two CDC collaborative perinatal
HIV prevention studies. The CDC studies, conducted with the 
Ministries of Health in Bangkok, Thailand and Abidjan, cate 
dtlvoire, were part of an international collaborative research 
effort coordinated by the Joint United Nations Proqramme on HIV/AIDS 
(U~AIDS) I~ help identify practical solutions for the developing 
world. 

The Thailand study, which beqan enrollment in 1996, provides
the first conclusive scientific data on the preventive effectiveness 
of a short-course regimen of AZT. 

I 
Although final data are not yet in, CDC has now received 

conclusive interim data from Thailand. Enrollment into the study 
has been t::ompleted and over 90 percent of the data have now been 
reviewed by CDC and the independent Data Safety and Monitorinq Board 
(DSMB) overseeing the research. Because this regimen has proven
beth safe and effective, the placebo-control component of CDC's 
Abidjan s'tudy is no longer necessary. Therefore, CDC and its 
cc,llaborators have begun oftering all preqnant women enrollea in tile 
Abidjan study the short-course AZT regimen. Research collaborators 
w<'rldwide are currently being notified of the findings. In a joint 
st,atement released today by ~AIDS, the National Institutes of 
H<,alth; (NIH) , and the French National Agency for AIDS Research 
(l.NRS)', it was announced that an international meeting will be soon 

1><, held to discuss the far-reaching scientific lind policy
inlplications of these findings. 

"AS the international health community now faces the challenqes
01: making this prevention opportunity a reality for HIV-infected 
W(llDen worldwide, the really hard work begins," said Dr. Xevin 
D4:Cock, Director of the Division of HIV,·Prevention, NCHSTP. "The 
r.~arkable news is that we beiin with the first conclusive evidence 
that simpler, practical therapies can make a difference." 

CDC stressed that these studies were not designed to address 

p .. rinatal prevention needs in the U.S. and other industrialized 

nations. Because HIV-infected pregnant women in the u.s. already

have access to the more effective lonqer treatment regimen,

rncommendat1ons tor perinatal HIV prevention in the u.s. will not 

change. 

N<:>te: HHS press releases are available on the World Wide Web at: 

http://,,,,,,.hhs.gov. 


http:http://,,,,,,.hhs.gov
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S'1'A'l'BIIElIT BY DONlllA II. allALALA 
I ' Secretary cf Health and Human ae:r:v1oes 

lI.egarding 1'1"d1"g8 of Thallanll Study Of "Short Course" AZT 

·Since the AIDS epidemic was first identified 17 years ago, 
som.. 380,,000 Americans have lost their lives to this disease. In 
the same period, we estimate that worldwide AIDS deaths have been 
11.,' million. 

, ftZn,reoent years, we have had some hopeful developments in the 
United states and other industrialized nations. New treatments, as 
well as prevention efforts, have brought about reductions in the 
numter of AIDS deaths in America. But in the developing world, 
there has been little to report except growing numbers of infected 
persons and growing numbers of deaths, including the spread of 
infection from pregnant women to their infants~ Treatments that 
have been proven most effective in the industrialized nations have 
generally been unaffordable and impractical for countries of the 
deveLoping world. 

"Today's news from Thailand is one of the first hopeful signs
for "ountering HIV and AIDS in the developing nations of the world. 
WhilH we are still far from control or cure of this disease, it now 
appeurs w,e may have a preventive therapy which is affordable and 
feasj,ble in less developed nations, and which can significantly 
reduCl" the transmission of HIV from mother to infant. For tens of 
thous:ands' of women in developing nations who are pregnant and 
infee:ted with HIV. this is a vitally important development. 

·KOw~ with the leadership of UNAIDS and the cooperation of the 
leading industrial nations, We must mOVe to translate these findings
into effective public policy and health care practice." 
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TH£S€CRUARV OF tot£AJ..TH AND HUMAN SERVICES 

FEB I 0 1998 

MEMORANDUM FOR THE FRESIDENT 

Following your May 16, 1997, formal apology for the Tuskegee' 

Syphilis Study, you outlined activities for the Department of 

Health and Human Services to ta~e to restore trust by ensuring

and demonstrating our commitment to the highest ethical 

principles in all of the Department's activities, especially in 

,the conduct of research involving human participants. 


In response to your directive, I formed a steering committee 
"comprising the Centers for Disease Control and Prevention (CDC), 
'the National Institutes of Health (NIH), the Health Resources and 
Services Administration {HRSA), the Food and Drug Administration 
(FDA), the Indian Health Service (IHS), and the Substance Abuse 
and Mental Health Services Administration (SAMHSA) to carry out 
the follow-up activities. Subsequently, the Agency for Health 
Care Policy and Research (AHCPR) was added to the steering 
comreittee. I also asked CDC to assume lead responsibility for 
developing strategies to improve the collaboration and 
participation of communities t especially minoritieB~ in research 

'conducted by the Department of Health and Human Services. The 
atta'ched progress report was prepared by CDC in collaboration 
with NIH, HRSA, FDA, SAMHSA, and IRS. 

In addition to this report on community participation, the 

Department has made substantial progress on other follow-up 

activit.iee, Briefly: 


• 	 In September 1997, CDC awarded a planning grant to Tuskegee 

University to pursue the establishment of a Center for 

Bioethics in Research and Health Care. 


• 	 Fellowships in bioethics training will be offered through two 

programs. On November 7, 1997, announcements were published 

in the NIH Guide for Grants and Contracts soliciting: 

I 

_i Applications for grants to develop. conduct, and evaluate 
short-term courses on ethical issues in research involving 
human participants 

- Applications from health professionals interested in 

training in research ethics. 


• 	 The agencies are exploring the development of a guidebook that 
will direct researchers to available bioethics education 
resources. 



• 

, 
, 

Page 2 - The President 

I appreciate your continued support of the Nation's efforts to 
improve the health status of all Americans. 

II 
Donna E. Shal.alai' 
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llIllLDmG COMMUNIIV fARl1iERSHIPS IN RESEABCH 

!," I 
EXECUTIVE SUMMARY 

, 
Tills report is in response to the President's request to the Secrel1lrJl of Health and Human 

S"rvices (HI-IS) to identitY strategies to improve the participation ofcommunities, especially 

minority' communities, in research and to build trust between researchers and communities. It 
Jllovides aliamework through which Federal health agencies can establish an ethical basis for 
C(pmmw¥ty~based research. cnJwice scientific and public credibility, and provide mechanisms to 
h"p build public trust in health research, 

Minori~ and poor communities lag behind the overall U.S. population on virtW.Jly an health 

.Iatus indicators, underscoring the need for continued focus on health research to identilY 

~lutio~ to improve bealt)1 status ~ these ~mmunities. Through conunitfn;~nt to,,8; participatory 
li!:proac!i, communities and researchers bave'the opportmtily to build trust through true 

p"rtnershlp. By working in partnership, communities, researchers, and funding agencies can 

further rriaximize the benefits ofresearch by translating research findings into comprehensive 
,
health programs. 

, 
Basic issues of involving the community in research must be acknowledged and addressed. 
In :iusion is the core issue for bui1ding community partnerships in research. and it requires 
"grassroots" involvement, Researchers must reach out broadly so that aU pertinent experience is 
"'presen!l'd, By bringing together the knowledge and experience ofcommunities and 
I~""archers, excellence in science is eo!Umced. True collaboration and partn.r.;rup entails sharing 

,·risks and responsibilities as well as resources and rewards. Commitment ofadequate time and 
",,;ources is essential""building a research relationship generally take. from two to five years, and 
",,;ources must be available to support the activities and infrastructure necessary to build and 
su;tain such partnerships. Building an effective partner.;hip requires acknowledgment of the 
impacts 6fhistory, culture, and society on many of our most challenging health issues, 

TrllSl must be built on the actions ofresea.robers, not just faith in the benefits ofresearch, and 
de~ision-~ power must be shared throughout the research process. History demonstrates 
th"t people bave been hanned wben medieal and public health research is planned and conducted 
without Consideration'of the human context of such work or regard for hwnan rights. Individuals 
wilO participate in such research are directly affected in a variety of adverse ways; however, as 
memberS' of a demographic or geographic grouP. the individuals' entire group or ucommunity" is 
also indifectly affected and unintended, negative outcomes are oflen the result. Therefore, ethics 
must be addre,ssed at the community level .. well .. at the individual level. Policies must be 
de ,eloped tha,t facilitate particil"'lo'Y research through appropriate funding mechanisms. 
EOucation and training mechanisms must be developed to provide both communities and 
....ea.robers with the necessary skills for a balanced partnership. ACcountability and oversight 
m,,;hanjsms are necessary to ensure that mutual commitments are kept and that a system for 
""'Tective action is implemented when errors in judgment or overt abuse, occur. , 



2 IlUlLDING COMMUNITY PARTNERSHIPS IN RESEARCH , 
Ii 
, 

I 

l1_c goal ofHHS is to promo~ awareness ofand appropriate community participation in health 
retearcb, Dialogue must continue among HHS agencies, researchers. and communities to 
pnvide ongoing development and guidance for building meaningful health research partnerships 
with commWlities. HHS will undertake the following action steps to attain this goal: 

• 	 Establishment of a federally mandated Task F....e on Participatory Research. The Task 
Force will be composed of representatives from diverse communities, research institutions,. 
and HHS agencies. 

- The Task Fo,"" will conduct "'Sional hearings to gain grassroots community input on 
mechanisms and actions needed!. build partnerships in research. 
, 

The: Task Force will develop guidance on participatory research based on these hearings 
and other appropriate processes. 

, 
- The Task Force win develop 8 plan to increase community participation in government· 

funded research. 

• ,Devel.opment and implementation of an HHS·wide evaluation plan to assess the impact 
'or current health researcb processes. procedures, and funding mechanisms on 
community participation in health. research and implementation of changes as needed 
to facilitate the use of participatory researeb models. , 

,, 

, 
, " 



·. 


Jl UlLDING COMMUNITY PARTNERSHIPS IN RESEARCH 

INTRODUCTION 


Although most nescarch over the years has been conducted ethically and yielded great benefits to 
many individuals, history demonstrates that people have been harmed when medical and public 
h<:aIth researeh is planned and conducted without consideration of the human context of its work 
or regard for human rights. As a result, I ..... and regulations have been passed to protect people 
who partieipote in research. However, there has heeo little or no eonsideration of the role of 
""mmunities in influencing and guiding research that involves and affects ils members. 
Illclusion of corrununities has great potential for roducing the likelihood ofharm and. for 
engendering trust in =eareh. 

,". -­
~:cent events have set the stage for an open dialogue among government.. commwtities. and 
researchers that considers the inclusion ofconununities in the planning. conduct, and application 
ofhealth research. Most notable among these events was the Presidential apology for the 
w:ongfuJ conduct ofthe government-sponsored Tuskegee Study of Untreated Syphilis in the 
N,sro Male. On May 16, 1997. President Clinton apologized to the Study's survivors and 
fa!llilies, the Aftican~American community, and to the American people as a whole, stating. 
"What was done cannot be Wldone, But we can end the silence, We can stop turning OUI heads 
away. We can look at you in the eye and finally say on behalf of the American people, what the 
U;1ited States government did was sharn¥Ul, and I am sorry. The American people are sorry-­
for the loss. for the years ofhurt." The President further stated that the stndy at Tuskegee served 

•. to sow diS1nL~ of our medical institutions, especially where ==h is involved, and that this 
diilrUSt impedes efforts to conduct promising researeh and to provide the best health care for all 
Americans. 

nus repor1 is in response to the President's request to the Secretary of the Department of Health 
and Hwnan Services (HHS) to identify strategies to improve the participstion ofeommunities, 
especially minority communities. in health ==h. and to build trust between researchers and 
communities. 

Much .fthe input for this report was provided by community, researeher, and Federal agency 
participants at an interagency workshop on Enhancing Community Participation to Restore Trust 
ar.d impro,", Science in Heo/lh Research held at the Centers for Disease Control and Prevention 
(CDC) in Atlanta, Georgi .. on October 16-17, 1997. A list of participants is inclnded at the end 
of this report. Insights and lessons learned were also gamerod from an inhouse symposium held 
at CDC in May 1997 on Community Partners for Prevention Research: ImplicatioNS for the 
Science and Practice ofPublic Health. Literature reviews, agency reporlS$ and compilations of 
p,.,viously implemented strategies to enhance partnership were also consulted in th. development 
of this report. 
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BUILDING COMMUNITY PARTNERSHIPS IN RESEARCH 

:1 


:i BACKGROUND 

" 

Hea1th!research is a set of investigative activities undertaken to improve the health of all people 
lind communities by seeking to understand the causes 'of disease, illness, and death and the 
·:it<:umstances that promote well-being. Some aspects of health research can be conducted in 
Jaboratories or with computers; however. the laboratory specimens and data must be collected 
:from people. Health researth is, therefore, a fundamentally social activity, dependent on 
jX)lIaboratlvc humari interaction. To achieve our goal of improved health, we must value and 
.:ultivate the fundamental skills necessary for collabomuon. 

i 
Health research is also a privileged and empowered activity in that the researchers have special 
'iCCCSS to resources and sensitive information about people and, through the analysis and 
t>resen~on of research findings, are .ble t~ influence the way people think. and have 
'lOnsidemble influence on decisions regarding the allocation of resources. With the privileg. and 
I>ower given• to researchers comes the potential for abuse, Guarding against such abuse is the 
I""""rui] and professional responsibility of<:'lory n:searther and the collective n:sponsibility of 
t:very iDstitution that sponsors research, History has shown that we as 8: Nation must establish 
tUld enforee protections against abuse perpetrated in the name ofresearch. We must commit to 
hasie nioral values such as n:spect for all persons, the preservation of their dignity, and the 
upholding of social justice in order to avoid harm. 

i 
While it is no! possible to document all ~ that have OCCUlTed in research in this report, it is 
ttonetheless important to describe some of the hanns and their social, rustorlcal. and cultural 
"t:ontextS. The recommendations and strategies described later in this report have been developed 
il response to the complexities of the real world that give rise to hann . . 
The Tuikegee Syphilis Study 

, . 
In 1932, the Public Health Service, working with the Tuskegee Institute and other agencies,. 
tegan .: study in Macon County, Alabama, ealled the Tuskegee Study ofUntreated Syphilis in the 
Negro Male. The study involved 600 black men-399 with syphilis and 201 who did not have the 
eisease.! Rc"earchers told the men they were being treated for "bad blood," o local tetn'! used to 
iescribe several ailments, ulcluding syphilis, anemia, and fatigue. In truth, they did not receive 
~,e proper treatment needed to cure their illness. Although originally projected to last six 
.'onths! the study .ctually went on for 40 years. In July 1972, a front-page New York Times story 
about the Tuskegee Study caused •. public outcry that led the Assistant Secn:tary for Health and 
~ cientific Affairs 10 appoint an Ad Hoc Advisory Panel to review the Study. The panel found 
ilAt the subjects had agreed freely to participate in the Study based on various incentives, but 
~lerC was no evidence that the _hers had informed them of the Study's purpose. In fact, the 
.,en had been misled and had not been given the necessary infonn.tion about the study or the 
opportunity to provide informed consent. , 

" 

" 
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b 	the summer of 1973~ a class action lawsuit ended in a settlement that awarded more than 
59 million to !he study participants and their families, As part of the settlement. the 
U.s. government promised to give free medical and burial services to all living participants. The 
Tuskegee Hc:aJth Benefit Program was established to provide these services. II also gave health 
.:rvices for wives, widows, and children who had been infected because "fthe study, The 
een_ for Disease Control and Prevention (CDC) was given responsibility for the program, 
v<here it re.maiDs today within the National Center for my. STD, and TB Prevention. 

(~her £mmples ofResearch Abuse Tiull Hove Led /0 Distrust in Resea:ch 
I . 

• 	 The bistory ofresean:h among American Indians and Alaska Natives has often been one of 
~gard for tribal sovereignty and basic human ril!l!ts. From 1987 to the present, 
app<:olcimately 3,OOO.articles have be.en published in which American Indians or Alaska 
Natives were cited as research participants. Some American Indians and Alaska Natives have 
suggested that this volume of research indieatc:s that their communities are used to evaluate 
therapies and preventive strategies that are intended to benefit other, particularly majority. 
communities. They believe that there has been little or no concern for how or when the 
results would directly benefit American Indian and Alaska Native populations, or how 
ongoing research could be used to improve the health of their communities. To address these 
concerns, many tribes have taken steps to ensure that all research is now undertaken with 
explicit <:oneem for and involvement of their people. Model agreements between tribes and 
resean:hers have been developed by !,be Navajo Nation, the American Indian Law Center, and 

.. oIhers. 

• 	 Some populations have suffered hann as a result ofgeographieaJ location. The U.S. 
government actively developed and tested nuclear weapcns for approlcimately 50 years. As a 
result ofclassified intentional releases such as the 1949 "green run" rei.... oCredioactiv. 

1 	 iodine from the Hanford Nuclear Facility in eastern Washington State, many communities 
believe they unknowingly were part ofe<periments conducted by the government that may 
have adversely affected their health [Jensen 1996]. Hundreds ofsuch releases took place in 
secret and remained _ for decades. Also, from 1944 to 1974, the U.S. government 
sponsored classified human subjects resean:h that was !he focus of investigation by a 1994 
Presidential Advisory Committee on Hwnan Radiation Experiments, The Committee found 

I· significant lapses in ethieaJ conduct. Many ofthe communities affected by the operations of 
the U.S. nuclear weapons complex are poor and require a specific environmental justice 
aeti~ty to address their needs and concerns [Environmental Health Perspectives 1995]. 

1 

• 	 Similarly, the U.S. nuclear weapons testing program at the Nevada Test Site and in the 
Republic of the Marshall Islands is being investigated to determine the possible influence of 
weapons testing on !he health of the U.S. population and Marshall Islanders. Between 1946 
and 19$6, 67 atmospheric and abovo-ground nueleartests were conducted in the MBIShalI 
Islands, equivalent to the power and mdi.tion of7,ooo Hiroshima atomic bombs, During the 
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hydrogen bomb detonation in 1954 (Castle BRAYO test), ",diation feU directly on 
. I!' 	 253 Mafshalllsianders. The now unclassified documents about the BRAYO test show that 

the Chief of Mission knew that wind changes would result in fallout over this population. In 
add~tion. other Marshalllsianders were moved back into radioactively contaminated areas, 
then were relocated months to years later after it was found out that these areas were still 
contami:natcd, At no time was there any community participation in the process. or informed 
eonsent, and the Marshall Islanders were told that this was for the "good ofmankind." The 
truth was hidden from the public and the Mafshall Islanders for many years in classified 
documents. The Marshallese people continue to suffer from the effe.clS of the testing and 
have groat misttust of the U.S, govemme~l 

• 	 Research conducted 8t Willowbrook State Hospital in Siaten Island. New York, for over 
IS years highlights the vulnerability ofinstitutionalized populations and their families. In 
this1instance, mentally retarded children weTe deliberately infected with hepatitis A and B 
viruses so that researchers could assess the natural history of the disease and its response to 
treatmet1t. Parents were induced to consent to the research because bospital admittance for 
their child was at le;ast implicitly contingent upon enrollment in the study at a time when 
hospital bed space was limited. 

• 	 In the mainland Unlted States, the illegality of abortion in many States posed. challenge for 
human trials of the prototype contraceptive pill in the 196Os, Large trials were needed to find 
the optimal estrogen.~to-progesteron~ ratio and to evaluate potential side effects. Researchers 

····believed that they needed to be able to provide women participating in the trials with the 
~ . 

option for abortion if the pill failed to prevent pregnancy. To simplify follow·up, tney also 
wanted !llarge field population that was geographically contained and relatively stable. 

11 	 Abortion was legal in Puerto Rico at this time, and residents of a housing project in the San 
Juan metropolitan area were targeted for recruitment. Most of the women had low incomes 
and several clhildren. They were approached by researchers who offered them'the 
contraceptive pill os an option for having fewer children while continuing to have sexual 
relations. Other U.S. locales where abortion was legal were not targeted, and the burden of 

II 	 unttiward side effects ofthe medications was ex.perienced by mainly one group, Because this 
reseArch targeted one socially disadvantaged group, it violated the principle of social justice 
and:was unethical. 

In addi¥on to these specific exarnplCfs ofwrqngs by researchers, the simple conduct of research 
(n certain health issues can result in negative stereatyping and stigmatization. Many health 
conditions are burdened with stigma, such as HIY, sexually transmitted diseases, luherculosis, 
nental illness, substance abuse, and violent injury. lodividuals with these conditions can suffer 
severe Consequences including social a.voidance. economic boycott. discrimination in housing or 
I",vision ofother goods and services, and violent "bashing" from others. When research is 
conducted or research findings an: reported in • way that is disrespectful or insensitive, the result 
i. further negative ster;:otyping and stigmatizAtion of the affected individnals and the 
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e<:mmuruties in which they live. Minority communities are understandably concerned about 'the 

potential for hannfullabeling and discrimination that may arise from rese.arch on stigmatizing 

diseases. 


A New Beginning 

Vlben ~ causes harm, that r=an::h contributes to, rather than lessens, the stresses endured 
by communities, The harm endures through years of emotionally and often financially laxing 
attempts to effect redress. Communitie. who have been harmed by research believe that trust 
must be built, not ",built. Establishing a foundation for trust mjui .... commitment and right 
",tion. The actions ofresearchers today must be cle.arly distinct from lhose that led to lhe 
wrongs ofyesterday, This report provides individuals, institutions, and Federal health agencies 
er~aged 'in _h with. framework for eStablishing an ethinal basi, on which to build trust 
",,d partDerships with communities. 

PARTICIPATORY HEALTH RESEARCH 

Difining "Community" 

V.bile an Wlderstanding of!he conoepr of"conununity" is integral to community participatory 
research; there is no consensus on a defuption.ofucommUnity" or its operationalization within 
h,alth research, At its simplest. a conununity is a "group ofindividuius with • common interest 
",;d who identify themselves as a group' (Labonte 1997), While many people tend to think that. 
C(,mmunity mjuires geographic proximity-that is, people living and working in the same place-­
many modern commwlit1es are based primarily on shared interests or characteristics such as 

. ctdture;etImlcity, oooupation. or a sense ofpurpose or vision (Hatch et ai, 1993, Royal Society 
R,:port, Jewkes and MW'OOtt 1996, Labonte 1997, Minkler and Wallenrtein 1997). 

C>mmunities are dynamic and emergent, wilh fluid, flexible boundaries (Walter 1997; CDC 
1997), and are often chanlcterlZed by diversity. The multiple oonstituencies and interests within 
• ,;ommunity must be acknowledged and appropriate strategies and processes developed for full 
pIJlnership (Minkler and Wallerstein 1997). For these reasons, no single definition of 
C(,mmunity will be adequate to meet the needs ofevery situation, 

From a participatory research perspective, "'community'" .bould ultimately 

be defllled in terms or tho•• who.e p.rticlpation is n....sary ror the 


, Implementation of th........rch.ad wbos. weU-being b likely to h< affected 
, 
~Y III. conduct or III.....earch, 

, 

1 
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il I ' 
:rhe Importance ofHealth Research , , 

ldinority and poor communities lag behind the overall U.s. population on most health status 
i,ndicators. The extent of this disparity and the consequent waste of human Jives and productivity 
has bed. extensively chronicled, An estimated 60,000 excess deaths occur among African 
Americlms, Hispanics, Asian and Pacific Islonde"" and American Indians annually, (Excess 
deaths are defined lIS deaths that would not occur ifmortality rates for minorities were the same 
JS for nPnminorities.) More than 80 percent ofthese excess deaths occur in six categories­
(ancer, heart disease and stroke, bomicide and unintentional injuries, infant mortality, diabetes, 
_,nd ~ abuse (primarily alcobol abuse)-all ofwhich have contributing facto", that can be 
(Ontrolled or prevented. 

1 
J.mcan' Americans experience some of the greatest disparities in health in the United States, At 
Hrth, African Americans have consistently lower life expectancies: in 1993 their life expectancy 
was 69.2 compared to 76,2 years for whites and 75 years for Hispanics, Similarly, African· 
Arnericim babies are almost two and one-halftimes more Ukely than white babies to die in the 

, , 

first year oflife, In 1993, the African American infant mortality rate was 16,8 per 1,000, while 
br whites it was 6,8 per 1,000, Elevaled infant mortality rates have also been reported for 
American Indians and Puerto Ricans. ' , , 

, 
To improvelhe health status oflhe U.S, population as. whole, disparities in 

:i" ~e health status of our subpop,ulations m~st be addressed. 

, I 
The Participatory Researc~ Model 

I, I 
CommUnity participatory research is not a methodology but rather an approach that combines 
S'fstenuitic investigation, learning. and action (George et aI. 1996), Researche", and community 
membets each bring unique and important contributions to the research process, Researchers 
bring skills in research design and methods and knowledge ofhealth. Community members 
bOng knowl«lge about the community's cuJturet social nonns, and networks. In the 
participOtoI)' approach, the community collaborates in the conduct ofallllSpecls of the research 
process as an active, influential partner, Through such participation, conununity members and 
~,searchers work together to develop a set ofpriorities and identify research questions that can 
"satisfy the needs of both" (Hatch et ai, 1993). 

, 1 

;: maj.,,! benefit ofcommunity participatory research is the sustain.bility of subsequent 
interv..,tions or prev..,tion programs (Altman 1996). Population·hased prevention research is 
ao ideal:typ<, ofresearch for community participation, The impertance of community-based 
progranls for improving health i. outlined in Healthy People ]O(}(): community-hased programs 
a~~gly comprehensive, UIking • positive approach to health and well·being through 
planned, CO<),rdinated, ongoing efforts. By working in partnership, communities, researehe"" and 

" 
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funding ~gencies can maximize the benefits of research by translating research findings into 
""mprebensive programs for improving health,, 

I 

Purticipitory research requires sufficient time for paMe.. to become acquainted and build trust. 
H,wever, as noted by the Royal Society of Canada, there may be times when "problems cry out 
for more urgent solutions and expedient ways of gathering knowledge and laking action" (p, 58), 
k,d, thele may be types of resean:h (e,g,. multisite clinieal trials) that are not easily adapted to a 
p'rticipatory approach, . 

Resea:rtbers sbould strive to work witbin a participatory model to the exteot 
possib1~ always rememberiDg that any research study must include the 

" quanti"" of r""peel, honesly, .nd iDtegrily, Participatory research should b. 
the "gold sblnd.rd" toward "hieh an federally funded research ••pires. 

HHS will conduct a department-wide evaluation of the impact ofCWTent bealth research 
Pf,)Usses, procedures, and funding mechanisms on community participation in health research 
and implement changes 'as need.ed to facilitate the use of participatory researeh models, 

BkSIC ISSUES IN COMMUNITY l'kRTICIPkTION 

In,;/usioN' 

. Inl:lusion is the core issue for building community partnerships in research. Who should be 
included? How and when are they included? Do the decision·make.. include the people who are 
afl<cted by the consequence. of the decisions, and bow much weight do they carry when 
de,isio" are being made? Who will be beld responsible for the conscquences of decision.? 

The research process is currently dominated by Connally educated people who bring extensive 
inlotmation and expertise to the research situation, but who are often personally detached from 
tIu,t situation. Traditionally, these research.", or others who are articulate in the language of 
science have articulated theconcems of the research participants and consumers. But their 
voices often do not soW1d the same as or resonate with the voices of the people "in the trenches." 
As one cOmmunity representative phrased it. "inclusion means that however 'broken' my 
Iar,guage may sound to you, permit me to speak it as I see it; then we will work together to put 
tht: ideas together:' Even those whO doubt the most or have their own agendas must be heard, 
W., must reach out broadly so thet all experience is represented, 

.Indusion'means establishing deliberate and explicit mechanisms for enabling voice and vote in 
w:h step'of the research )lIOOOSs by researoh participants, beneficiaries, and other affected 

pties. Inclusion means "grassroots" involvement to the extent possible. ofthe people most 

afle.ted, either directly or indirectly. It means making the effort to include individuals and
, . 

http:sblnd.rd
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'lariOOS local organizations (like block clubs and local school councils) whose organizing 
fn<:thods include ooor·to-<!oor contact, involvement "fpeople beyond their own membership. 
provisions for "bottom up" planning and decjsion~making. and creation of indigenous leadership. 
PersonS at the grassroots level, in this context, are peOple who do not work for organizations that 
c:onduct feS¢arCh and whose views are nol influenced by research~oriented emp1oymenl. 
, 


, , 


Obtaining grassroots input is an ongoing process tbat requires constant 
attention to the issue of'inclusion and aD understanding or the complexities of 
• participatory .ommunity partnership. 

Excellence in ScIence 

The goal of inclusion should be to improve science by expanding effective research 
nethodoIogy. not replacing it or creating alternatives, Scientific rigor must be preserved while 
ilcorporating the skills. talents. knowledge. and strengths of the participants and beneficiaries of 
tle research. Excellent science benefits everyone, 

, 
Scientific rigor is defined as "the scrupulously precise and scientifical1y exact application of 
.:search methods for gathering data and ofanalytic techniques used to treat and analyze the data" 
(Ratcliffe and Gonzalez-del-Vale 1988). Scientists are trained to strictly adhere to prescribed 
methods for data collection and analysis so as not to introduce bias into a study. Community 
involvement benefits scientific decision~making by requiring researchers to make their methods 
and assumptions expiicii and understandable by all. Scientific credibility is strengthened when 

" 	,,:searchers are challenged to interpret study results in ways that reflect the realities exPerienced 
by those living in the community. Ethical research is enhanced when data collection methods are 
n:spectful ofstudy participants. 

Concerns tbat community involvement may interfere with tbe strict 
requirements of accurate measurement and with tbe process of t'ondudiug 
objective reseanh are outweigbed by tbe potential for improved and more 
~ffective researcb desigD and maximally beneficial results for the community. 

Collaboration and Pa;tner;hip 
• 

Collaboration is not a consultative process where opinions are sought from one grouP. but 
d:cisions are made by another; nods it negotiation where parties with unequal resources USe 
",in~lose sb:1l.tegies to protect their interests. True collaboration entails sharing risks, 
n$pOosibHities. resources, and rewards and includes shared and balanced investment, 
"",pnnsibiliry • liability. goals, expectations. and benefits. Collaboration requires partnerships 
among Poli~..... fund ..... ~ers. evaluators. communities. families. and individuals. 

, ' 
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Collaboration is sbared decision-making where aU those .ffeded participate 
In making decisions, and all parties are willing to contribute their resources 
t. benefit Ibe partnership. 

C,mmitmenl ofAdeqUiJle Time and Resources 

TItere is often tension between inclusion and efficiency-the more people involved in the research 
ptoeess, the more complex it becomes and the longer it takes. Researchers and community 
members who have conducted participatory research unifotmly describe the need for a 
ccmmitment of adequale lime to the partieipatory process, Building a research relationship with, 
a .:ommunity can take from two to five years. Attempts to speed up the process are likely to 
bacldire, adding to the historical accumulation ofdistrust and creating an even more challenging 
situation.for the next researcher seeking to ",,"duct research with the community, . 

nle resomces for partnership must ~ adequate to support the activities and infrastructure 
ne;:essarY to build and sustain the relationship, Researchers, and those funding them, must be 
$eilSitivelto the actual costs ofpartlcipation and the ability ofcommunities to share those costs, 
Scme coinmunities, espeeially highly educaled middle and upper class oommunities, can draw 
on significan~ weU-established, diverse resources that can facilitate their involvement in the 
rei"""oh process or can help them mobili2e and take effective action if they believe that they are 
being harmed. Conversely, in communides where basic resourees are laeking, infrastructure is 
inudequate, information is unavailable or unreliable, and day-to-day survival consumes the 

, "Iuluted resow'Ces that people }\ave, community members must balance the demands of a research 
pa:mership against all the other demands in their lives. Poor communities are the most 
vulnenlbl. to exploitation by researchers, and thus stand to bene5t the most from inclusion as 
eq'Ja1 partners in the research process. But. community cannot be an equal partner if it is 
de;;>endent on the researcher for the resources needed to act as a partner. 

Resources must be available to the eommunity to build its capacity for 
partnerahips with re5earcbers. 

Hiuory. Culture, and Socieiy 

There are many dimensions to understanding communities that need to be understood-·and 
""peeted-by researchers, many ofwhom are unaware that their own cultural assumptions shape 
th, ir interprolation ofthe responses and behavior ofothers. The particulars of history, especially 
perpetration of institutionalized racism, internalized oppression. legacies ofslavery, and vioIated 
trelly rights, have led many communities to establish ground rules ror interaction with outsiders; 
!hal too often "'" misU!lde<1ltood or disregarded in the course ofresearch. Economic factors and 
Ih<ir imp8et on health disparities within their communities should be evaluated. The spiritual 
1111<1 religious beliefs ofa community are in1imately ",Iated to health, bealing. and well-being, and 
should be. appropriately respected and addressed. Finally, respect for and willingness to discuss 

., 

!. 
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II~e emotional content ofissues related 10 health and research within communities is crucially 

wportant, but is often a very difficult subject for researchers trained to value intellectual 

'8ttributions over emotional ones . 


. A IrasP of bistory. culture, and soeiety is critical to solving many of Gur 
most challenging healtb issues. To practice effective inclusion, researchers 

: need to uodentand the affected tommunities. Understanding develops 

'1 " 	 Gradually through "ngoing I.tenoetion with ••mmunlty members, .rten 

ltiulting in Ihe ltihaping .r..,.mpti... held by the r••••rch.... aDd the 

community members. With understanding, the researwer gains better 

. insight Into both the cans.. "fhealth problems and their potential resolution, 
ud community members are more likely to incorporate the research 
fIlIdings to Impro.ve their health .tatus, . 

Trust 
I 

·To build trust, commWlities need to experience direct benefit from their relationships with 
l'tSearchers and to know that individuals and institutions are held accountable for their actions. 
'rhese aspects are often complicaled by legal and ethical issues such as confidentiality, 
'IOntractual relationships, and proprietaJy interests. However complex. they need to be spelled 
Hut so that communities are assu.red that they have full access to information and that the 
lesearch serves them. . 

, ,. ' 

~un disclosure througbout the researcb process is essential and includes 
many aspects such as fiD:8Bcial status. informed consent, BDd changes in 
plans, 

Power' 

There are many forms 'of power, but the critical one for research is decisionMmaking power. In 
tle rese8.rch process~ researchers tend to have consi4erably more decision-making power than 
6e people participating in the study. This is especially true for research conducted in poor 
c'omm~ties or with vulnerable populations such as the homeless, institutionalized persons, and 
) outh. Because they themselves are answerable to powerful institutions, researchers are not 
olWays fully aware of or sensitive to the diserepaneies in power that commWlities clearly 
~erceive, It Is usually the ..searchOr, and not the commWlity, who decides that • particular study 
will be done. secures and controls the funds for studi.., and controls the data thai can describe 
~Ie community's problems-and strengths-and apply study results to the solutions to the 
eommWlity', health problems. And it is the re"""",her, not the community, who detenninos how 
ti",......,.,.. will be done, how the data will be analyzed, oed how tho results will be 
disseminated. Often, the one decision left to commWlity members is whether to participate as 
subjects during the process ofinformed consent. 

http:Impro.ve
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~ it. prerequisite for building trust is Il more equitable distribution of 
decision-making powerwitb a eommitment of resources to build capacity in 
~mnluttities. 

Elhics 

A number of mecballlsms are cumntly in pl• .", t. promote the highest ethical standards in
..,,,,,,,,,1>. The Office for Protection from Research Risks (OPRR). National [nstitutes ofHealth, 
pr·:wides oversight, advice. and clarification of rules on involving peOple in federally·funded 
""""""b. OPRR certifies Institutional Review Boards ORBs) that are required by law comprise 
m"mbers from a variety ofdisciplines and include representatives from the community. 
IRBs review researoh plans to decide whether the proposed studies can be ethically conducted 
.with hUlllllllS:·!n October 1995,' National Bioethics Advisory Commission (NBAC) was also 
ci.",ted to ';'view current regulations, policies, and procedures to help en,ure that all possible 
sa:;eguards aN in place to protect volunteers in research. 

Dt:spite these efforts, concerns arc still raised about the adequacy of existing mechanisms to 
ensure the ethical conduct ofresearch. The adequacy ofcommunity involvement on IRB, needs 
to be evaluated. There is debate over the appropriate balance of universal versus culturallv . 	 , 
sp",ific guidelines. especially with regard to the weight given to individual autonomy. Informed 
consent at both the individual and community levels should be addressed in detail.. 	 , 

The possibility that research can do sodal harm in a community through 
ltigmatization or diminishment of resources needs to be expUdUy conside,red 
and guidelines developed on bow t. apply the coneept of 'do no barm' at a 
community or .oei.talleve\. 

Pdicy 

Tc· arrive at legitimate, community·based solutions to local public health problems. we need to 
do more than improve the dialogue among communities, academia. and local. State. and Federal 
health agOnel.., Dialogue sets the stage for relevant public health research. but ultimately. 
re:;earcb is shaped and implemented through funding mechanisms. The majority of public health 
re:eareh funding comes from Federal inatltutions and private foundations through shorHerm 
commitnlents (generally five year> or less) that focus on. particular disease or condition. Rarely 
an: policYmal:ers and funders willing to provide resources to sustain the structures and 
relationships among communities. health agencies. and academia that IdentiJy and make possible 
relevant public health research, 

'! 	 S".tainabillty is n......ry Ifsuccessful research is to b. Inlnstatad inlo 
programs of lasting benefit to communities. 

I 
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Educalion and Training 

\'lith their years of specialized education and training. researchers tend to either take for granted 
th~ theY have the necessary expertise to conduct research in diverse community settings, or they 
tum to their professional colleagues for guidance: Yet few wUversities require or provide fonnal 
ec':ucation in ~cs. culturaJ competency. coUaboration, or communication skills beyond those 
n,eded within the confInes of. particular academic discipline. It is lISSumed that the nobler 
intentions of the researcher will compensate for any deficiencies in these other skins. This 
cnphasis on scientifIc over social skills and ethieal discipline i. often combined with. shallow 
re...ro for the importance of local history and culture and a devaluing of community-based 
kIlowledge and expertise. Whether intended or no!, the end result is stereotypical ....searcher 
ar:ogan",," that andemilne. the truSt of community members. It also robs the researcher of 
valuable'information that could lead to important insights. 

Sunilarly, in order to function as true partners in research, communities need education and 
trIIining on pertinent health issues, research processes, and research options for identifying and 
relOlving particular problems. Individuals want full disclosure of information related to health 
issues and research in their commUnities expressed in language that they can understand. and 
th"y want sufficient time and opportunity to review and understand complex information, They, 
do not want information to be presented in a manner that implies that it has been selectively 
edited for a less intelligent (lIS opposed to a less educated) audience. 

Through education targeted to the community, we can confront the issue of 
••ientifie Iileracy (or mit.racy) In the United States and ensure that more or 

" 	 our citizens are educated about tbe fundamentals of research and are able to 

benefit more fully from such sellvlty. In addition, through edueatlon 

targeted to researcbers. we un improve the competence of re5f!archers to 


, work with communities effectively by understanding community cultures, 
bistory, and needs. 

AC1:ounlability and OverSight 

Many of (he issues that underlie public distrust of t'esearch are issues of 
accountability. Researche ... sh.uld be held aeeountable wben charged witb 
tb.....p.nsibUity of .onducting ethic.1 ......rch. Tbis m ..ns: (I) follOWing 
..devant regulations and law. toneeming researcb, (2) being knOWledgeable 

j. aDd culturally competent about tbe community, (3) having the interpersonal
.kills nee....ry to work with Ibe community, aDd (4) practicing proven 
pamcipatory res ..rch techniques. 

R.,~ often seek help from local stakeholders such lIS leaders and respected organizations 
to E:ain access to communities, especially minority communities. where distrust of research is 
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I, 
wry high, If such assistance is given, community stakeholders become accountable for the 
ai:tions ofthc researchers. If the researchers lack sensitivity, make a mis~e, or cause harm. the 
community leaders lose credibility within their comJ'l'~.unities and may lose their effectiveness, 
either temporarily or pennanently, thereby creating a gap that may not easily be filled, The 
researchers may be oblivious to these consequences as they endeavor to meet their own data 
cdlcelio. goals, Efforts should be made to protect the privacy of individuals especially of 
Vlanerable populations and the confidentiality of infonnation they provide, Accountability and 
o,'ersight are needed to protect local stakeholders and their communities from the negative 
in~pacts ofinsensitivity and exploitation, tIS well as to reward researchers who invest the time and 
re,lOurces necessary to build sensitive, equitable relationships. ' 

M ",hanisms are needed that hold researcherS and their institutions accountable when 
co:nmunities are adVerSely affected by research. These mechanisms may include public forums 
for the discussion and mutual resolution ofunforesoen outcomes and human error. compensation 
nu\ChaniSms for avoidable costs incurred by communities, and criminal penalties for intentional. 
setious h8rm to the community. 

ACfION STEPS 

Th, goal of HHS is to promote awareness ofand appropriate community participation in health 
res~h, ~Dia1ogue mus~ continue among IiHS agen~ies. researchers, and communities to ' 
provide ongoing development and guidance for building meaningful health research partnerships 
'wit~ corn1nunities, HHS will undertake the following action steps to attain this goal: 

I, 	 Establishment of. federally mandated Task Foree on Participatory Research, The Task 
Force will be composed of representatives from diVerSe communities, research institutions, 
and HHS agencies, 

, 

a, 	 The Task Force will condUCl regional bearings to gain grassroots community input on 
mechanisms and actions needed to build partnerShips in research. 

b, 	 The Task Force will develop guidance on participatory researeh based on these hearings 
and other appropriate processes, 

C. 	 Task Force will develop a p18n to increase community participation in government· 
funded research, 

,• 


I,
I 


I 
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In formulating the plan, the following issues will be considered: 

(l) The need to develop model programs thatnot only include health ,esearch goals, but 
also community capacity·building goals for conducting specific research activities 
such as community training on literacy skills. organizational development, and 
conununity mobilization skills and researches capacity building goals such as cultural 
competence, social skills, and communication skills, 

(2) The need for basic researeh On. range of models for effective collaboration between 
research.,. and conununities, on factors that promote and deter effective 
collaboration, and on how people decide to be research participants. 

, 
! (3) The need for social and historical analyses to document episodes of research injustice , 
, in a way that will inform monitoring groups and research sponsors of factors that 

" indicate a high potential for exploitation, injustice, and harm in research and the 
impact of policies that contribute to participatory research in reducing injustice. 

"2. 	 Examination of HIlS procedures and funding mechanisms to determine whetber 
obstacles exist to community participation in health researcb and implementation of 
changes 85 needed to facilitate the lise of participatory researeh lllodels. Strategies to 
echanee eommunity participation in the research process must be implemented within larger 
societal and institutional frameworks'that are supportive ofparticipatory research, Current 
pr8c.tices in research funding, dissemination of study fmdings, and scientific career 
ad~ancement are basad largely on nonparticipatory research models, Federal support for 
~ciJ)atory research is the single most effective mechanism for change. 

" 

Several key issues that will be included in the evaluation are: 

a. 	 Ih= lendl Qftime allowed in mots and CQoperatiye a,green)gUs to facilitate COmmunIty 
involvement, Currently, funding (project) periods for community research are limited to 
1hree to five years; however, the process ofeven building. research relationship with a 

, community so that research can proceed can take up to live years, Funding agencies need 
to ensure that there is a logical coordination of fUnding and research start-up time, with 
provision ofadequate funds prior to the initiation ofactual research to support 
eonununity and researcher efforts to build a trusting relationship, In addition, better intra­
and interagency coordination are needed in funding and conducting research in order to 
avoid overlapping or competing research in communities and to support comp1ementary 
research based on community-defined priorities, 

b. lhc diyersity of cmiieation review committees, Federal review committees need to 
. include reviewers who can effectively evaluate the participatory aspects ofresearch 
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proposals, and represent diver.;ity through the inclusion ofindividuals who can speak '0 
the historical, social, and cultural sublletie. that aIlect the conduct of health research, 

c. 	 The need for education and training OPlWrttulhies for researcbers and communilY 
~ Researchers could work with communities more effectively if they had 
knowledge in ethics, cultural competency, and participatory research techniques, 
Likewise, community members could be more effective with knowledge of research 
processes. Funding and technical support ShoUld be available for career development of , 
students, especially minority students, in community participatory research, and for the 
development and implementation of training programs for community-based public 
hCalth pitrnprofessiontds. Communities shnuld share appropriately in the infrastructure 
cOsts ofconducting rescarc;h, and funding sbauld be available for communities to explore 
the use of their own cultural traditions as a basiS for answering questions and finding 
solutions, 

d. 	 AwllIntabiUty througb the l!S~ of Federal fClWlatjon.. Meaningful collaboration among 
commWlities. researchers. and HHS agencies should be defined and evaluated on the 
basis ofactions such as the use of respectful and equalizing language; clear statements on 
th~ participatory roles ofcommunities, researchers, and agencies; and data sharing plans 
that outline technical requirements, confidentiality protections, and publication 
constraints, 

. e. 	 ACcess 10 information. EffCt;tive~Partnersbjp requires that community members have 
acCess to infonnation on research, including basic requirements for the ethical conduct of 
reSearch, explanations of research tenninology I factors to consider when weighing the 
riSks and benefits of study participation, evaluating the credential. of the research team, 
desoriptions of funding sources, and the options available if problems or concerns about 
the reso-.arch arise. In addition, currently funded collaborative models should be 
documented and mechanisms developed to disseminate information on them to 
communities, funders, researchers, and policymakers to share lessons learned. 

I 
I 
I 

'I I 
\ 

I 
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, Enbanclng Community Participation to Restore Trust and Improve Scieflce In Health Research 
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Senior Research Associate 

The Rollins Sohool of Public Health of 


Emory Universlty
.. ' 

Institute for Minority Research 
Alianta. Georgia 

Peter J. Buxtun 

San Francisco. Cslifornia 


Jeffray B. Caballero. M.P.H. 
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Counselor. Lalllo High School 
Mitchellville, Maryland 

Roger Gollub. M.D. 
Area EpidemiologisllDepuly Chief Medical Officer 

1, Albuquerque Area Indian Health Service 
Albuquerque, New Mexico 

'Mene A, Granderson, M.P,H. 
Director of Operations 
Office' of Ruml Health Policy 

. Heatth Resources and Services Administration . .. 

Rockville. Maryland 

Rie8rdo Guzman 
(' 	 exeCutive Director 

Corrimunfly Health and Social Services (CHASS) 
Detroit. Michigan 

Rebecca Hart 
CSTE. Epidemiologist 
NatiOnal Center for Environmental Health 
CDC 
AlJanta. Georgia 

Burt Hawkins 
Project DIrector, Youth and FamilieS Project 
Lal,.IT'el Consulting Group 

, laurel, Maryland 

Guiflermo Herrera 
Medloal Epidemiologist 
COC/NCHSTP 
AIIanta, Georg~ 

" 

• 
1\ 



I 
Ii 
~a A. Honand. M.Ed, 
Executive Director 
Tuskegee Area Health Education Center 
Central Aj,abama Veterans Health Cere System 
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Resource Consultant 
Austin. Texas , 
Linda James Myers, Ph.D. 
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Associate Director, NlH COmmunity AdviSOry eoa~ 


The NIght MInistry 

Chicago, llfinols 


Leon M. Wesl 

Director . 


. National AntJ..DrogN"tolence and Hate Crime Program 

The Congress of National Btack Churches. Inc, 


" Washington, D.C. 
, 


I" 
" 


I' " 

~I 
,, 

..I 
• 

<0'I = 
, 

,I 
\i 

:1 

http:Oi~ed.Or


• 

\ 


•
, 


•• , " 
, 

• 
'I, 

Dledge BYU"g' eMu Kang 
San Fraocisco, Califomla 

Kathy Marth 
OOcalur, Georgia, ,;: 
Greg Millett 
Biimlngham, Alallama 

ctaUdette Romiou$ 

Avondale Estates, Georgia 


,, 

II 

i 

" I 

I 1 


, 
!

f 1 
i 

)" 



•
'D£PAaTMENTOf HEALTH & HUMAN SERVICES 

Wnhirl\lIOfl,O.C. 20201 

FEB 10 1998 


MEMORANDUM FOR ANNE MCGUIRE,,, 
rAttached is a memorandum for the President from Secretary Shalala 
transrn'itting a Report on Building Community Partnerships in 
Research: Recommendations and Strategies. The Report was 
prepared in response to the President's directive following his' 
,formal apology last year to the Burvivors and their families of 
the Tuskegee Syphilis Study. 

" ' 

William V. Corr 

Attachmer:.t 
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THE SEC:R£r,<lAV OF I1EAt,.lH AND HUMAN st~V!C£!) 

WAv.'NGTOf'j. 0 t;, 14tCH 

JAN 27 1998 
MEMORANDUM FOR THE PRESIDENT 

The purpose ofthis memo is to outline the information we have so far on the impacts of 
chllnges in welfare programs. The infomllltion is still quite preliminary, but some conclusions 
are emerging. These include: , 

o 	 The total number of welfare recipients has fallen below !O million for the first 
time since 1971. Caseiauds beve fallen by more than ,0 Percent smce their peak 
in 1994. 

o 	 Many more recipients are now working. and the proportion of former recipients at 
. work af1er leaving,welfare appears to, ~ somew.hat higher than in the past. . \ 

o 	 States are making very serious efforts to move recipients into work, both by 
mandating work programs and s.anc~ioning those who do not comply. and by 
increasing the benefits of working through simpler and higher earnings disregards 
and on-going supports such as child care. 

0- As we found with AFOC waivers, States are adopting common approaches 6ut 
with many variations in s~ciftcs. Several large States are devolving key policy 
decisions to the county level, 

There has been no "race to the bottom" in State welfare benefits~ States are 
i' spending more per recipient than in 1994 across T ANF and related programs, and, 	 "1 

I' 	 State maximum benefit levels are generally unchanged. 
" . 

" So far there is little evidence of extreme hardship among those who leave welfare 
I as a result of sanctions. although many do experience fairly large declines in ,, I 	 income. Overall, however; halfor more of former recipients appear to increase 

their incomes after Jeaving welfare.I 
I, o Even when recipients move to work and improve their incomes, they are still., likely,to have to~ incomes below the poverty line. 

"" This memo looks fITSt at what the States are doing. in terms of both spending choices and 
broader policy choices. 1t then twns to impacts on recipients, assessing both results from 
e ...aluations of State waivers similar to current State policies and the very early resul~ from State 
S'Jrveys ofr,~cipients and formerreeipients_ Finally, the implications of these findings for 
Federat and State policy choices are briefly discussed. 

http:I1EAt,.lH


'" 

.' .' 

~\e Responses to Welfare Reform 

Welfare caseloads have declined dnunatically since their peak at 14.4 million recipients 

in :~arch 1994. Overall, 1he number ofpeople receiving aid bad declined by more than 30 

pe1cent 10 9.8 million recipients by September 1997 (the most recent monthly report available), 

This decline bas continued at an even more rapid pace since the enactment ofwellilre reform in 

August 1996, In the first year of welfare reform alone, almost 2 million recipients left the rolls. 

As Chart I (attached) shows, these declines are spread across almost all ofthe States. 


" 
:_~ r~ ~: 

Ch!!llge~ in Slale S!ll'll~ing on Welfare Programs. There bas been no "race to 1he 
be'wm" in SllIte welfare speoding. Because there"are now fewer recipients, total State spending 
on welfare programs has declined since 1994. On average, bowever, SllItes are spending 
somewhat more per recipient than they did in 1994-reported State speodlng on welfare and 
relited programs is abeut 18 percent below 1he level seen in 1994, while easeloads have declined 
by more than 30 percent. This increased Spending ruis not affected direct payments 10 recipients, 
i~ich remain very close to 1hit~vels seen il'l><lth !994"!1d 1~·{about}370.per family per 
mt,nth on average.) In all, four States have increaSed maximum benefill.vels Since the 
enactment ofTANF> while five States have decreased maxitru.im benefits for at least_ some 
calegories ofrecipients. 

'I States are reporting that they are meeting their Maintenance of Effort (MOE) 
requirements under welfare reform. They are required to spend 80 percent of previous (generally 
1914) leJels, or 75 percent if they meet the minimum participation requirements, and 20 States 
report exceeding that goal, some by considernble amounts (see Chart 2), Further, reported . 
5pI!nding may understate acrual amounts spent. since there are no incentives for States to report 
ad1itjonal spending once their MOE requirements have been met. There is little in these data to 
su:ssest decHnes in spending level£.-rather, States appear to be using at least some of their ovm 
money to provide services such as child care and jo.~ trainlng and placement and to increase work 
in,~entives, : 

!Jwlging State Policies. A focus on work is a major theme in State welfare policies, 

although there is considerable variation in plan specifics and in iroplementation across States. 

l1:e following key points emerge from an overview ofState policies: 


. 
1. States are focusing on epcouraging and requiring work 

o 	 40 States have enacted policies to make work pay. generalJy by increasing the 
amount of earningsdisregiirded in calculating welfare benefits. (See Chart 3.) 
Connecticut, for exampJe~ now disregards aU earnings up to the poverty level. 
Most States have also simplified the treatment ofeamings compared to 1he AFDC 

, treatment; with the result that recipients can see more clearly how even a low­
I' wage job will make them better off. 

,I. 
" 
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0 44 States have raised the level ofresources and/or the maximum value of a
I 	 vehicle allowe<! to welfare recipients. (See Chart 4.) This win make it easier for 

recipients to get to work and to accumulate savings !hat might lead to self­
sufficiency . 

" 	 Almost all of the States have move<! to "Work First" models in their welfare 
programs, requiring recipients to move quickly into available jobs. Virtually 
every State has instituted "social conlnlets" or other personal responsibility 
agreements in which recipients commit to specific steps toward self-sufficiency. 
States are enforcing these contracts, sanctioning people who fail to sign or live up 
to their agreements. 

2. ,Family violence issues and choices about exemptions for parents gfvery young 
children are being addressed by the States. 

o 	 24 jurisdictions have elected to screen for~ provide appropriate services~ and waive 
requirements where needed to ensure the safety ofvictims of domestic violence 
through the Family Violence Option (See Chart 5.) Additional States, including 
California, are expected to implement this option in the coming months. 

, 
o! As indicate<! in Chart 6, most Slates have chosen to exempt parents of infantsl under one year of age from work requirements. 16 States have chosen shorter 

: exemptions (the law allo\VS States to require parents with children over 12 weeks 
to work.) 

3. :Stat~ policies regarding time limits are varied and complex. 
I 

II o 	I Chart 7 shows that elever. States have chosen "intermittent" time limits that limit 
'I. the total months of recipiency allowed within a longer time period (for example, . 

Virginia limits TANF receipt to 24 months in any 60 month period). Nine States 
have chosen lifetime limits of less than five years. Both of these types oftime 
limits often allow exceptions or exemptions. 27 States have chosen the Federal 
limit of 60 months. Four States have chosen other options involving supplements II, from State welfare programs for those reaching the Federal time limits. 

:." 	 1 

Evaluation and survey data find that recipients are often unclear about the01 
specifics oftime limits (and other refonn policies) !hat apply to them, although 
they do know that the nature of welfare has changed. 

o 	 Few recipients have reached State time limits so far. 

-3­
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I. 4. ~. plans vm:y csm:;iderably in their specilics and in their timing. ,• 

o 	 A rew States are making choices that appear to have little to do with work, such as 
COWlting the SSI income ofdisabled children and adults in computing TANF 
henefits without laking into account the added costs of disability. 

" 	 The amount oftime.~t elapses between the determination ofpolicy choices and 
their actual implenientetion ,varies greatly IlC1'OSS States, usually based on wbether, 
when IUld how exteriSively they undertook reforms through wolve",. Many States 
have not completed tIle,process,;ofimplementing prOposed policy changes, 

• 	 5. 'Finally, Caljforni.. New York and several other stAtes are devolving key decis;ODsto . 
counties. 

. ­':'.'_.. ,,~i" ~,~"'_ _ ,~-'I.. • 

o 	 Other States in'the proe..s of devolving inClude Maryland, Ohio, Florida, 
Colorado aild North Carolina:~", ,', ,;-;.~; ::, ",& :,' 'I . ,

" i'.~ Ff.-. ',?:'if7"~'':;~#:~"v; .~~ .':.-.;:~:.;." -'if. '. 

· o These States are devolving decisions about work activities, post.employment !I 
supports and, in some"cases.sanctions; Colorado and North Carolina are also 
passing on decisions ab'out other factors including eligibility. Benefit levels will 

i 
1 still he determined at the State level, although in some cases the State will , mandate only a floor which the counties can choose to exceed. 

· ,
Imtl~ of Welfare Reform on Recipients 

Moving recipients and potential recipients into work has been the focus of most State 
po~jcies, and there is some preliminary evidence that employment levels are rising as caseJoads 
decline. Evidence on the impacts ofother aspects of the changes on recipients and would~be 
recipients is somewhat .w.ore ~ed. Are they indeed better off in economic terms? What has 
happened 10 those who haven't gotten jobs? It is still very early to answer those questions, but 
we have some preliminary data that give a few indications, 

Our preliminary data generally relate to the situations found in specific states. Thus, this 
report draws upon preliminary program evaluation reports ofwaiver~based policies from 
Mitmgan,'low.a., Minnesota. Delaware, and Florida, and on surveys of welfare recipients and 
people whri have left welfare rolls in Massachusetts, Iowa, Wisconsin; lIidiana, Maryland, South 
Catalina and Tennessee. The early stories emerging from these srudies appear to be fairly 
consistent 'across those states. Although we are beginning to have some evaluation evidence on 
the impacts-of poli;y-dlaig"~s~-~pposed to the :Strong economy, it is very difficult to sort out the 
relative importance ofpoHcy and economic factors at the National leveL 

Sanctions" States are generaHy working harder to enforce mandatory work requirements, 
and sanctions rose by about 30 percent nationally between 1994 and the end of 1996, Anecdotal 
evi(,!ence implies that these rates are still increasing. In the studies of specific State~J sanction 
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ra,es ofas high as 50 percent are seen, with rates in the 25 percent to 30 percent range not 
unusual. :Sanctions may result in either a complete or partial los. of benefits, Across State. we 
/ir,d that iIle majority of sanctions occur because recipients fail to sbow up for initial 
appointments. Far fewer families have been sanctioned for refusal to comply with work 
as ,ignments. Sancticmed families may include many who are already working or who have good 
joh opportunities; in IOWa, for example, families that did not comply with the State's Family 
10'/_1 Plan tended to he more job-ready than the average. 

': EIDpi<mnent. Perhapsp~y'o;ic;i~ of stricter work policies as well as the robust 
"i:momy~ more recipients and former recipients are now employed. Evaluations of specific State 
1""grams show policy-related increases in ,employment in the range of g percent to 15 percentage 

, points. Survcys of people who have left wolfare imply that 50 percent to 60 percent are working 
inihe period following welfare recipieocy (with the remainder not employed), This is 
comparable to or slightly higher than the 45 percent to 50 percent of welfare exiters who worked 
after leaVing AFDe. Some of thiswcrease'jri work may result from the stieng economy as well 
as' from policy changes. .'_~. '.' :.. ~ _'_'",'" "' •• ,,., ..... cr. • ... ~~ 

_ ''I' I . .,." '. -r' '" ,~ ... " - ..... _.; ~ 
" 'to•.: .,.;.';;;::r.:' :..vv';:-::::;r:~·~-ctr ~ ..1tt~" ·l':."?=fy '. ..IIi 

1n£ll!!l<:S. While there do not appear to be dramatic changes so far in the average incomes 
of welfare recipients and those leaving the welfare rolls, these averages hide a grea' deal of 
variation. Among those leavrng the program, incomes in the follow up period are very mixed. 
G(,nerally, about half 'Of fonner recipients saw increases in their incomes,. while half experienced 
declines. There is some evidence that those who leave the program voluntarily are more Hkely to 
ha ve increased incomes; although in both South Carolina and Iowa about 40 percent of those 
who left because of sanctions also expe~enced income increases, 

There is little evidence at this point ofextreme hardship even among families losing 
benefits altogether as a result ofsanctions or time limits, However. events such as homelessness 
or entry ofchHdren into foster care are sometimes hard to observe in evaluations and foHow up 
studies. which are us~ny una~le to trace_some proportion of fonner recipients. In the short run, 
many families experiencinglaige'income]osses appear to rely'on help from friends and extended 
family, It sh()u1d be noted also that even families whose incomes rise as. result of higher 
earnings andlor ehanges in State policies typieally still do not have above-poverty level incomes 
wlnle on TANF or in the period immediately after leaving the program. 

9ther Benefits. Families wbo leave T ANF are often eligible to continue receiving 

benefits from other social support programs such as the Food Stamp Program, Medicaid, 
, 
Supplemental Security Income (SSI) and housing programs. However, relatively low take-up 
ra.es for some of these: benefits suggest that many former recipients may be unaware of their 
ccntinued eligibiliti-for other-progTams suc"h as Medicrud) or that administrative barriers may be 
preventing some eligible families from particiPating in these programs. In both South Carolina 
811 d Indiana, for examplet about half of the adults who were no longer receiving cash assistance 
,"",ned that they did not have any health insurance. 
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fQJil;)' Imnlie"tions and Next Steps: Sutlporting Low-Income Workers 

if These early results suggest that real progress is being made iii focusing recipients on work 
ani! in moving them into employment. This is a significant and critical step on the path to 
ref,bing welfare. I believe that fur1her steps need to be UIken to consolidate and build on this 

" accomplishment. In partieular, we'Deed to """"'" that low-income werking families, whether 

the'y are former welfare recipients or not. can continue to work and to earn enough to raise their 

fan~lies, weathering unemployment "",d.,!>ther temporary setl>a.eks without relying on long-term 

we,fare receipt. In pursuing this goal, we would be building on the Administration's many 


, acHevements for working families, including expansion ofthe EITe, increasing the minimum 
wa~e, ex~ding hcalth care coverage for children, enacting parental leave, and the introduction 
ofllus year'slJalhbreaking child care initiative, And we would also be building on the 
widespre~d and increasing interest of the States, which are starting to grapple with the question 
ofwhat hl,ppens after welfare parents take their first jobs. 

I • 

I! 	 BOUI , ""earchers and practitioners are telling us thatwhan such parents move 
~. 

to work,'· : 	 .....~, ' 

mcst are likely to need continuing support in order to keep',their jobs, support their families. 

improve their incomes over time, and avoid going back onto the welfare rolls. These supports 

car, take many forms, from the EITe or increased Comings disregards to services such as child 
,
eM:, health care, transportation and mentoring. Currently, States have resources available to 
th~m thr';ugh the T Al'\F block grant and their Maintenance ofEffort fimds, as well as through 
oder Stat~ reSOUfces that have been freed up as a result ofdeclining caselo.d,. We can make 
pr<gress ~n this agenda by challenging States to make key investments~ showcasing effective 
pr>Ctices lind encouraging State inoovation as well as by shaping a National agenda to help low­
wage workers and their families, , 

!( Alsuccessful strategy to support low-income workers and their families would involve , 
se,'eral components at both the State ana Nation.llevels, These could include: 

.-	 , 
Raising the incomes of tow.wage workers, Most welfare recipients moving into their 1. 'I 
first jobs continue to .earn. below-poverty level incomes, The major 1993 expansion of I , the ElTe does. great deal for these families, and it must be protected. In eddition, wer 	could challenge States to expand State EITC's and to increase earnings disregards and 
otper programs for low-wage workers. For example, Wisconsin bas used T ANF MOE 
fimds to expand both its ElTe and bousing subsidies for low-income owoers and renters. 
At the National level, policies such as'a further increase in 'the minimum wage or taxII 
incentives for employers to promote jobs and higher wages for low-skilled workers could 
,be explored. . 

f 
2.+ Providing other job suworts. We must ensure that other critical job supports, such as 

. health care, child care, rransportstion, and mentaring, .re available for working families 
who need them. The Administration's new child care initiative is ofcourse critical to thisI., 
strategy, and the newly enacted Child Health Insurance Program should go. long way 

" toward ensuring health care coverage for the children of1ow~wage workers,. We need to 
i 	 ' 
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c6ntinue outreach efforts to make sure that low-income working families are aware of 
their potential eligibility for Medicaid. The Vice President's work on mentoring provides 
a ~aluable example, and States must be encouraged to continue to invest in these,,., 	 programs and other supports. 

II 
3.. Ensuring that IQw~wage workers imorove skills and earnings O:\'er time. Many States are 

beginning to grapple with the best way to promote growth in skills and earnings over time 
for former welfare recipient£. Over the longer term, such growth will be necessary to 
meet both the needs of families and theneeds of the economy as a whole. We should be 
challenging States to put togClher creative strategies and showcasing those that do. The.e 

,. 	 strategies can involve linkage]; amon8~iNOrkfmce 'development, higher education, and 
welfare systems, as well as work with specific private employers, At the National level, 
strategies to increase educational opportunities for low-incOme families are a key to 

. increasing skills and ~g~over time. 
'. 

4. 	 Maintaining the safety Derf6fW~rk·¢is.-:ifa tempOrary setback is not to result in a return 
to welfare dependency,the sofetynet'r.\f 10wi~e~WOil<eis miiStbe maintained. At the '-
Nati'Oria! level, erum~co;ndbe ;.;".r;; the Une;;;pioyme~t !nsuiitlce program to 
increase the probability that l~w~wage workers will earn coverage, as is now being 
discussed within the Administration. At the Stllte,evel;'We-,hotild showcase States that 
are implementing post-employment serVices and oiher strategies to address the fact that . 
low~income workers are likely to experience cOnsiderable job turnover and some periods' 
of unemployment We should challenge States to invest in approaches that combine 
reliable sbort-term assistance with rapid re-employment help. 

In summary. we must build upon and continue our efforts on behalf oflow income 
wo::kers, j look forward to further discussions with you regarding these important issues. Please 
let ::ne know if you would like a briefing Or further information . 

._..._._. 
,'~ ...::--..;;;;:' ., .~-'-,=,:","=--

~ 

Donna E. Shalala 

Attachlnents ' 
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-~:~Chart 1: RECIPIENT COUNTDOWN 2.4 MilLION 
~ SINCE ENACTMENT OF NEW WELFARE LAW
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TANFPROGRAM 

Chart 2: EXPENDITURE OF STATE FUNDS IN FY 1997 AS % OF MOE 
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Chart 8:- Age of Youngest Chiid -~"'­
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