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- MEMORANDUM FOR THE PRESIDENT

The Census Bureau released the official 1996 poverty numbers last September. The National
Center for Children in Poverty {(NCCP) reanalyzed the census data focusing on young children -
those under age six. The NCCPF released its repont, “Young Children it 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 of poor children with working
parents increased substantially over the same time period. Several unportanz ﬁnémgs from the

- report are highlighted below, z
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The number of poor children wisder age six declined by almost 14 percent over the past

three vears, from 6.4 million in 1993 to 5.5 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 3 combined family income between 100
percent and 185 percent of the Federal poverty line).

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

The percentage of poor young children with working parents increased between 1993 and
1596. In 1996, more than three-fifths (63 percent) of poor children under age six hived in
farnilies with at least one employed ;}a:ent, an increase of 16 percent over the pasi three
years.

The Eamed Income Tax Credit (EITC) hatf a strong anti-paverty effect. Using an
alternative measure of poverty that mcludes additional sources of income (i.¢., benefits
and taxes), NCCP estimates show that the 1996 poverty rate among young chlidren would
have been 23 percent higher in the abscnceg of the EITC.
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The full report which I am attaching includes greater detail on poverty, near poverty and extreme

poverty armong young children as well as a more comprehensive discussion on alternative
measures of poverty. '
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This publication updates the National Cen-
ter for Chuldren in Poverty's (NGCP) 1956
volume, One in Four; America’s Younpest
Foor. and continues a serigs of reports and
statist'ca’ updates about young child pov-
erty i the United tates. it «ncorporates
inform.ation from the 1897 March Suppie-
ment to the Ceasus Bureau's Current
Poputation Survey (CRS8), whish provides
povety egimates tor 1996 The high-
Hights ot this upgdale include,

« anew prafile of the gxtremely poor. poor,
andlnear poor population of young
chiltfren in the United States using the
lederal government’s oflicial poventy
measure:

+ ihe yse of an giterngtive magsure of
young child poventy 1hat provides new
insits into the mpactof programsang
policies on the scanpmt well-being of
young chidren: gnd

» 3 brief gxamingtion ¢} why the young
child poverty rate {¥CPR) has decreased
singe 1993,

Bothk tae official an0 afternative measures
indicale that despite the recent decline in
the young chitd poverty rate, the US YCPR
ranks among the worst of the Western
inCustalized natinng, Howsver, the alter
native rmeastre revedls that policy can make
asigniicant difference. n particular, the ex-
pansion 0! the Eaened Incoms Tax Cregit
has servea to reducs young child poverty
substantially over the past few vaars.
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Poor Children Under &gg Six: How Many Are
There, Who Are T!wy, and Where Do They Live?
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The poverty rate for yum’tg children and the number of poor young
children have declined yet remain high.

The carly 19908 mfarkcd a staggering increase in the number of poor chil
dren under age six. The number of poor voung children reached six million
for the first time in 1992.z2nd rose 1o almost 6.4.million in 1993 The number
of poor children under age six declined by almost 14 percent over the past
thirer vears. 10 5.5 million iy 19962 figure that is still higher than that in
any yedr berween 19*5 and 19940, (5ee Bgure 1A the sanw time the young
child poverry rate (YCPR)—defined as the percentage of young Children who
live in farnilies with a combined income beiow the federal poversy line™—
decreased from 26 percent (o 23 percent. (Sec Figure 2.

Figore 1: Mumber o poot chitdran onser sgs six, 19751996
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) Over the past two decaces. The YCPR began ut) rise N 1979 and ‘r::'.as;h::-d ﬁdp,‘;i;‘:;;ﬁ )(‘z:;:gitr%:
the young child poverty rate slight decline during the 1980s. the YCPR peuhed 3887 © =1 P-2C0
. 1993 Although the poverty mte for young chitdren has deviined snoe 1994
has intreased dramatically. - AOUER e - - L 1996.the official poserty fate

It is cousiﬂérahiv higher than it remuains the highest among all age groups. 1o [thee " Ah
ty rates of alt other for children under age six was 23 pereent. more than twice us Bigh s thane
the poverty rates fir wdults 18 10 6 s 2urs of age and for the elderdy (hath at about 11 pereenty
ane groups.

oo Figure 20

; Figurs 2: Povrty rates by spe. 18751996
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Dwer 10 mitlion young children By 1996, 43 percemt of all children under age six were living in poverty or
{ive in low-income families, near poverty {ic.. in families with incomes below 185 percent of the pov-

erry hne*). In addition to the 5.5 miilion voung children who lived in poverny
that vear.an additionz! 4.8 million voung children lived in near povern. with
# combined family income between 100 percent and 185 percent of the
federal poverty line, (See Figure 3.3 The total number of young children liv-
ing in low4dncome families continued to surpass the 10 mitlion leve! first
reached in 1992

Figorm 3 Porcoaiags distribution sxd wember of children under age six
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. * Nearly nait of all poor young
- ghildren lve in extreme poverty.
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in 1396, whites were the largest
racial or ethaic group of young
children in poverty,

I

Biack and Mispanic yaung
chilcren are much more Hikely
to be poor than are white young
chilcren and the young child
poverty rate has increased the
fastest among Hispanics.
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In 999G mare than one un {0 voung Cildren s [ percent—sere exdremels

“poor, living in families with a combined familv income below 30 percent of

the federal poverty ioe. OF the 5.5 million poor voung childsen. alovost haty
{47 pereen) lived in extreme poverty. (See Figure 3.)

Of the 5.5 million poor children under age six in 1996, 1.9 million (34 per
centy were pon-Hispunic white, while 3.6 miilion were from minoray
groups- 1.6 million non-Hispanic black (29 percent). 1.7 million Hispanic
31 percentrand 6.3 mallion (5 percenty members of ather rucial or ethnic
groups. (See Figure 4.)

Figurs & Nambsr 20d percestags fistridution of poor children under age siz -
¥y raceisthnicily, 1996
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Poverty rates vary igreatiy for different racial or ethnic groups. In 1990, the
poverry raee for non-Hispanic black children under age six was 44 pergent
for young Hispaniic chiidren it was virtually the samw, at 42 percent. The
poverty rate {or young non-Hispanic white children was 13 percent in 1996,
(See Figure 5.3 Bc't;wcm the fate 19708 (1975-1979) and the curhv 1o mid:
19905 (1992~ !996}{ the YCPR increased most rapidiv—by 54 pertett—among
Hispanics. This comparestoa 30 percent increase in the YOPR umong whites
and 2 15 percent increase among blacks.
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The mafotity of young children
living with unmarried mothers
arg poor.
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About one-third of all poor
young children tive with
married parents.

L

Poverty ratus for young children
are highest in urhan areas but
most poor young children live

in Suburban of rural areas.
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tn 1990, Cchildren under age six living with unmarried momhers ssore ot
five tmes us hkelvio be gx:mz‘ {343 poereent)as were those fising it martied
parents (11 percent The poverty rase of Children borin to teenage mothiers
wis -7 pereent in 1990, in contrast. the poverty rate of Children hoon to
aduli maothers was Tess than half that rate (21 prreenn), (See Table 1.y

In 1996 more than haif of il poor children under age SiX Were Hiving only
with their mathers 130 pereent, 3.0 million), About ene-third of poor chil-
dren lived with marricd parents (34 percent, £9 million), (See Table 1)

Table 1: Number and parcentage of pooy childred, and paverty raies of chiidrea under age siz
by age of mather at birth anc by tamily structure, 1996

Family gtructuse and . 3&3:3&%3{23«5 wBger B8 Sia Poverty nte
maternal Kge at bhth Number % s,
Chtdeen bomn iG (2ENIQE methess $88.74% 1§62 E
Children bermn 10 adull muthers . 4 552 %43 Lk 3 211
Liveng with fwd parents ) 1887775 e 113
Loang with Jather paly . 34053 §2 NE
Laang wills mokiss oy 108282 61 548
LBING with apthp: parant ’ 81913 33 33
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in 19906.the poverny mic imong chitdren under age six living in urhan areas
was 32 pcrccmicampawd‘ 16 16 percent in suburban and 27 percent in rural
areas. Of the 5.3 million voung children in poverry 42 percent lived in urban
areas (2.3 million). 36 percent in suburban areas (2.0 million). and 22 per
centin rural areas (1.2 million), (See Figure 0.)

Figure §: Percentage dmrlbtmm: and vuimber o1 poor children sader age six
by typs of residentinl sres, 1006
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Younj children living in mother-
pnly families are particulatly

yuloerabie to the risk of poverty.

Young c¥s§idren with well-
educated parents are much

less likely to be poor, but bigh
school graduation is not enough
1o insure against poverty.

# +
4 '
{

H

Poor Children Under Age Six:
Why Are ‘I‘h?y Poor?

Several factors help to explain why 5.5 miflion young children ware poor
In 1986. Each variable, taken alone, raises the risk of being poor. The
cumulative eflects of these factors are economically devastating. Some
of the main eiements are:

» Single pa:anihnod

* Low educational attainment

* Part-time or no amployment

s Low wages .

Seventeen percent of children under age six Hiving with unmarried mothers
who were emplaved full time were poor in 1996, In compirbon. 3% percent
of voung children living with unmarried mothers who were emploved pant
time were poir. The poverty rates of children under age six bving «ith un
emploved parents varied little berween those in marcied two-parcan famitiey
{82 percentyand those with unmarried mothers (B} percent) The high rates
of poverry among chifdren in singie-mother families-even in those in which
the mother is employed full time—stem primanily from the lack of 2 second
source of income, (sex Tabie 23 but also from reduced wages. which are asso
ciated with lower educational attainmear {See Table 3.3

" tn contrast, the poverty rate for children under age six in married two-parent

families was quite low—only 6 percent—when at least one parent was em-
ployed full time. The poverty rate rose 10 41 percent among those children
under age six living in marvied two-parent families when at kast one parent
was ermployed part time bat peither was emploved full tinse. (See Table 2.3

Tably 2: Percantage distribotion, ngmber, xnd poverty rates of ail children under age six
by fornity structure snd parents! emplioymwss status, 1908

Famliy shustyre and Ai ehittren andes 55 52 Poverty taie
parantsl smpicyment Hatos Parcentys Narmbar "
s dixtripetises ¢l miliions:

Msrrisd two-parant famiing wo.a 8.5 15§
AS fast orse parem gmployes 1 bme 87.0 143 &4
Al least ong paret emplaysd part fime 1S 19 &7

{neihar smploved Tull time;

Naither emaigyed 15 03 B2G

Motharonty temiiies 100.8 58 548
£repioved tull me . 2.0 3] ‘ 168
Empioyed part time + 385 2.2 85
Ot employed b2 ¥ 19 y B3

The poverty rate nm;ong children under age six whose more educated par-
ent had more than athigh school education was 10 percent. compared with
30 percent among those whose more educated parent graduated from high

school and had no fzmbcr education. The poverty rate was substantially

higher—2 pcrccnt-—amang young childrer: who had no parent(s) with 2
high school d:ploma These statistics indicare that high school graduadon
alone does not msarc an adeguate family income. {See Figure ~.}
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More etlucated parents are
more liLely to be employed
full time and to earn enough
to avoic poverty.
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Figure 7. Paverty rates of children under age six by sducational lovel
of the more educateds parsnt, 1996
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Individuals with higher levels of education generally have more b opportu-
nities, higher wages, and greater job securiry than those sith lower levels of
education. In 1996, among children under age six whose more cducuted
parent had mare than 2 high school education. 84 percent lived in families in
which ar least one parent held a fulltime job.The povertsy rite for this group
was less than 4 percent. Among children under age six whose more cdu-
eated parent was 3 high school graduate and had no further education, 63
percent Hved in families in which at least one parent held 1 full-time job.
The poverty rate for this group was 10 percent. (See Table 35

Armong children uader age six whose parents did not finish high schoolonly
37 percent lived in families where at least one parent was emplored full
time. The poverty rate for this group was 38 percent. (See Table 3.

Yadits 3: Percuntage dmm, nuwsher, sad poverly rates of all children under age six
Iy pacentsi sdotations] level sn¢ wpioyment sistos, 1996

Educations! invet o mors W Pttt A thitdren geder ag6 iz Poverty rate
nd ampioymadt siatus ; Porceniape Kawbar b
) ; gitribytign £n millions)
Les than Bigh schoot 100.8 34 51.8
At lgast one parent eemglayed Wl ticns KERH 1.3 384
At teast one parent employed pan ume 283 10 £38
eaher mmpioyed fulh e}
Nesther empioyed 341 1.2 %]
Migh ohdol graguais snf 0o tglt!%tm wfncation 100.0 6.4 29.5
At isas? nne parent empioved Rt fone 632 41 100
A7 Jeast one parent empioyRg gart fione 53 1.7 56,9
ingither emplioyad full mel
Kgithar employed - E . WE &y 3G
More t4an Migh sehopt ! 0o 113 $.2
AL past ong patens smiploysd ull s §32 $1.2 3%
AT leas! ong parent amplayed part e 12.7 .7 3%t
[Heither employed dull time)
HNedher smployed 15 a5 £%7
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. Qve: three-fitths of poor young In JU06.63 percent-—an incredse from 53 perient in PR3 mol posg Young
children live in families in which childrers bud st least one parent emploved part tme or full lioe 1ee Figure
at least one parent is employed, 8.3 Forey perceng é}f pour chilidren voder ape oy ived in familios reveving
3 ‘ public dmsistance-—~down from 33 percent in 1994, Tw CRIY, percent ol poor
i Young chiklren tived in families relving exciusively on public assisiangg -
down by aver :mci»zhifd tram the kevel {31 percenty in 1993

i ' Figors & Percentage of pooy young childran in tamilies with at feast
: part thnw o tull times v ou® parent smpinyed

Perseatage (*4)

] X 119
b
One parent’s full-time One in six voung children (17 perceny) living with unmarricd mothers who
employment is no guarantee were emploved full tirne were poor in 1996, Among children under age six
agaiast poverty, Hving in married rovo-parent families in swhich the father was empioved full
time and the mother was not empioved. the poverty rate in 1996 was 14
pereent. For children in both Kinds of families. the poverty rate has been
increasing steadily over the past two decades. (Sve Figure 9 )
Figure 8: Bovarly rates of children snder age six with sinpls mother smpioyed tul) time and
In twa-parent families with tather smployed tul? tiie and mother coemployed, 19751996
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Uising the al!ernailfm measure in
1996 cuts the axtrame poverty
rate by over gne-hall, reduces
the poverty rate by one-fifth,
and significantly increases the
near poverty rate.
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Judging the Impact of Programs and Policies:
The Power of Alternative Poverty Measures

In choosing a particular[pm’cm' mesure (o gauge the economic welb-being
of voung children in thc: United States. it is necessacy 1o ask what kinads of
income should be coumcd in derermining who should be considered poor,
The official poverty measure adopred by the federal government and used in
the first part of this {,pdate takes account of ¢ variety of income sources such
as wages and salary, ca%‘nings from selfemplovment, AFDC, Generil Assis
tance. Social Securinvinterest. dividends. and disability. just to mention a fow:

: ;
The official measure however. is deficient in that. in many instances. it does
not reflect sources of § mcomc influenced by changes in policy and programs,
for example. food szzmps and the Earned Income Tax Credit (EITC).

NCCP has conducted apatsscs using an alterpative measure of poverty w
obtain 4 more complete picture of the economic impiact of programs and
policics on low-income families This measure incorporates the same income
sources a5 the Census Bzm:au does. but in addition includes cash equivalents
of the following ™ :zcar—ush benefits:*

+ Food stamps :

+ Housing subsidies:

+ School lunch benefits

Further NCCP:
« includes income derived from the Eamed Income Tax Credit
« subtracts federal, state. and pavroll taxes from income

Y

What do we learn about trends and distributions of voung child povery
fromn the aliernative poverty measure?

As Figure 10 ilustrates, the official and alternative poverty measures paint
somewhat different pic{ms,’!‘hc underiving reason for these differences is
that at very low incumié levels—namely, below 38 peroent of the poverty
threshokl--pearcash bfcncﬁts contribute sigaificantdy to oversll income.
Also,taxes play a mxmm:ﬂ roie Thus, the aiternative measure of poverty vields
significantly fewer extr{:mely poor individuals than does the official mes
sure--a 59 percent decrease in the mate, from 11 percent to 4 percent. In
contrast, for incomes m the near poventy range—that is, berween 100 and
185 percernt of the povcrtv threshold—benefits are relatively few and raxes
predominate The net rt‘s;ult is a substantially greater number among the near
poor population. The alternative near poverty rate, 49 percent.is six percent.
age points higher than dl'lc corresponding official rate When estmating pov-
erty rates, including bcncﬁts and taxes generally diminishes somewhat the
estimated number of poor individuals. For 1996, the aliernative poverty rat¢

was 19 percent, compared with the official rate of 23 percent. However it is
only in recent years that the two series of poverty rates have begun o signifi
cantly diverge (See Figu;rc 10.)

M "ha- SECPREIVE PREEMATE Lhith el I mr LA SAcICERFED WA TIDRSVIRETIE wh 3h Dk SRR SNSRI Juttuttg o mhih

h are mx abe zn Lhae [P Takaroy these Comee s ool S mall werec f puee Troverry esistiates Ths derraos ¢ Moo

Ao RS THE JCCARINE AT BT WP AN PEERAT PRI gt ComE L Do T el ety s amare of e Eha weriafil aguitn s

TR k. TR PEC TR T LR PRACT 0 Pverr B FEORR Ao BEn0T cof Pt SRt Iheonk AL 0 samal 10 L bt Wema e
g PoawTiy A New APk (1 edned o 1 F G ated £ T Matia], S ashiygnon DX Raorsd aeaketn Poce

10000



!
i

8

4
h

B

The Earnad Income Tax Credit
has hecome an increasingly
gtfective tool against poverty.
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Figurs 10: Extreme zzumm poverly, and near poverty rates for a&:im'zz andesr age six

by atficial and slteenative measyres, 19791996
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The divergence iniz't:t:tmt vears between official and aiternative poverty rates
coincides with the expansion of the FITC in 1993 The result of this expuan-
sion s easily seen" in Figure 11, which graphs the shernative measure. both
inclucing and exchuding the effects of the BITC In 1990, the YCPR using the
alterpative voung child poverty measure would have been 23 percent hugher
in the absence of the EITC in 1993 the increase would have been only 8
percent. NCCP's analvsis shows that the EITC has especially beneiiied groups
that have ?nszoncaik had higher poverty rates.such as single-parent famitics.
blacks. and H;spamcs (See Figures 12 and 13.)

Flgmre 111 A W&m of poenety rated for chlidren pndet son six usieg aitemative mesgures
of poverty with snif witheut the FITC, 19751996
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??ze 3%?8:?;32;78 poverty
measure inay lead to different
conclusions regarding the
relative poverty of different
qroups.

On the other hand, evidence
from alternative poverty
measures can buttress findings
implied ty the efticial measure,

“‘%umimg tes 1he officiil l1‘>m-a::'n MCESUTE. O EZreter Pereeitawe of seng il
df!:xz are poar in motheronly families in which the mother s emph ed full
tiiie than is the case in mcrpartm families in which the father iy emploved
fall time and the mather is not emploved. In contrast, hawever, the uliernative
measure indicates that since 1993 the reverse is true This is ishch dJug 10 the
mcm z:xp;zz:smzz of the EITC. (S6¢ Figure 129

Figurs 12; Official snd aternative poverty rates for childran unter age sl
by tamily structars sud parentist smployment status, Y878 1908
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Using the official poverny measure reveals that over the yvears npon-Hispanic
Black young children have had the highest poverty raies, followed by His
panic voung children. and then by non-Hispanic white young children. The
alternative estimates of young child poverty show the same pattern.although
at moderately differentlevels. (S¢e Figure 13.)

Figere 13; Offictal and alterastive povarty rates fos Childran nades age six by race, 18781906
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Parental Employment Patterns
and Young Child Poverty
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Understam:ilirig the Poverty Rate Decline
Between 1993 and 1996

The official poverty rte tor families with young Children devreased by ul
most three perceniage points-from 23.5 to 209 percent from 1993 to 199%
Wy did this d(.‘thit} occur? NCOPS analysis rules out some patential expla
aations. Changes | m farnily structure Cannat explain the decline beeguse ther
wias act iy 2 continued trend towards more single-parent familics swhich.
due to their wmicﬁcy to have lower incomes. a'orked against iIMProvements
in the YCPR. The educations) sttainment levels of parents of voung children
improved marginally between 1993 and 1996, but the impact of s progress
on the YCPR was insubstantial.

Two possible explinations ¢xist for the decline in the officisl poverty rute
bersween 1993 and 1996: (13 a greater proportion of the population was eme
ployed, or (2) there were lower poverty rates among those who were em-
ploved. NCCP explored these owo alterpanives and found that the firse expla-
nation was more powerful, From 1993 10 19906, the proportion of families
with voung children that had no parent employed full time decreused by 14
percent. from 33 percent 10 28 percent,

At the same time.the povertv rate decreased modestly for such families. from
59 percent to 57 percent and the poverty rate increased insignificantly for
families in which parents were emploved full time. (See Table 4.0 NCOP's
decomposition analvsis indicates that B5 percent of the overali decline in
the official poverty e ¢an be attributed 10 improved emplovment rates
rather than lower poverty rates among those emploved.

Tabie & UNicial and siternstive poverly rates by employment ststus among families with
childran suder age six, 1993 and 1996
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Between Junuary 1993 and August 1996, 43 sLites recen ed federal wan ers
allowing them to implement signiticant chunges in state wellire laws, NCCP
found no substantial evidence that these state-initiated welfure reforms con-
tributed to the decline in the voung child poverty rate that occurred during
the 1993~ 1996 cconomic recovery.Gains in emplovment and lower poverty
rates were similar for both families without voung children conly 3 percent
of whom received public assistance in 1996) and families with vouny chil-
dren (who were about four times as likely to receive such assistance ). Conse-
quenth there is little evidence that welfare reform contributed signiticantly
1o lower voung child poverty rates. '

The same pattern holds true for 1983 to 1986+ similar period of substan-
tial economic rEcovcry. ver one unaffected by substantial changes in stute
welfare policies. The contribution of a boust in employment rutes to the
three-point decrease in the official poverty mte is virtually identical 1o the
contribution inferred for the more recent three-veur period. At this date, it
is still teo t:;lrlyF 10 conduct a thorough analvsis of the 1996 federal welture
reform law’s impact on the incidence of voung child poverty.

h

FES: o Irdin SR SN

Viewed through the lens (_)fftr-ﬁcmrnat‘i';'c p()\'crl"y measure, NCCP found a
more substantial drop in poverty among families with voung children. from
2120 165 pcfrccm. than that obtained using the official meusure. The use
of the altcmati:\'c measure reveals significant reductions in poverty among
both families with full-time employed parents—a 30 percent drop from 6.5
percent to 4.6 percent-—and among families without a full-time emploved
parent—a 10 percent decline from 51.7 to §6.9 perceni. {See Table +.)

NCCP's decomposition analysis finds that 40 percent of the overul) decline
in the alternative poverty rate berween 1993 and 1996 cun be attributed to
improvcmenls‘in the full-time emplovment rate. This is in cleur contrast to
the 85 percent figure derived in the analvsis of data based on the official
poverty rate. NCCP's analyses of alternative measures including or excluding
the EITC indicate that the EITC is responsible for much of the decrease in
poverty among both families with full-time and part-time emphkonved parents.

These analyses of the reductions between 1993 and 1996 in the official and
alternative poverty rates offer two different windows into the realities of
voung child poverty.The use of the official rate suggests thut the decline was
due primarily, to changes in the employment structure: the use of the
alternative measure implies that government policies— particularly the EITC—
also played an important role. The alternative poverty measure adopted in
this Update is a first step towards the development and use of a poverty
measure that would be capable of better reflecting the changes in policies
and programs that affect the economic well-being of our nation’s families
and voung children.

Young Children in Poverty: A Statistical Update, March 1998 Edition. Prepared by Jial Li and Neil Bennett.
Copyright © 1998 by the Nationat Center for Children in Povesty (NCCP).

NCCFP was established 1n 1989 at the Schoo! of Public Health, Columbia University, with core support
from the Ford Foundation and the Carnegie Corporation of New York. The Centers mission s 10 :dentity
angd promote strategies that reduce the number of young children living in poverty in the United States.
and that improve the kfe chances of the millions of children unger age Six who 2re growing up poor.
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NOTE TO THURGOOD MARSHALL, JR. .
!
FROM: MARY BETH mxAHUE’T‘\E:)

H

¢ SUBJECT: MEMORANDUM FOR THE PREémENr
| |
Attached is 2 memorandum from Secretary Shalala’to the President which pravidcs highlights
, from the National Center of Children in Poverty’s report “Young Children in Poverty: A

. Statistical Update.” Secretary Shalala has requeszeé that this memorandum be forwarded to the
President.
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FEB 19 1988
MEMORANDUM TO THE PRESIDENT

THROUGH: THE VICE PRESIDENT

Oo Novembar 20, 1957, the Advisory Commission on Consumer Protection and Quality in the
Health Care Industry, which I co-chair with the Secretary of Labor, presanted you with its
Consumer Bill of Rights and Responsibilities. At that time, you directed the Secretaries of

: Deferse, Labor, Health and Human Services, Veterans Affuairs, and the Director of the Office of
Personne! Managemcnt to report (o you by February 19, 1998 on the extent of each agency’s
currest camphance with the Bﬁi of Rights, snd to identify :mpe;izmmw to ﬁz:zhx:r coapliance.

}cpaxtm:ni has made the pursit of full compliance with the Commission's
recorumendations & high priority. This Memorandum explaing not only what we have
sccomplished to date, but also what we have umimy md plan o acoamphsh in ﬁ:e near future,
mdtzeabmsieﬁwesuﬁf&m T

EXECUTIVE SUMMARY

At the outset, I would like to emphasize thet protection of health care consumers - in the
broadest sense - is critical to virmually every activity in which HHS is engaged. The reach of
HHE programs is very broad, affecting specific and often vulnerable populstions, and the nation
as 8 ‘whole. " Through these programs, we establish and ensure that basic standards of quality are
met by drugs and devices, as well as by providers and facilities. We provide grant funding,
directly and through States, to insure that wlnerable populations - children, low-income parents,
people Mﬂz diszbilities, people with mental bealth or substance abuse problems - get access to
needed care from providers who respect their needs. We conduct research to identify ways o
measure and communicate information sbout quality and the availability of consumer choice io
healh care: We work with the entire health care mdustry ;xubhc and private - to et and
achisve goals for prevention and health prorih i

Because profecting consumers is such 2 cnitical elernent of our mission, we have responded 1o
your directive in three ways: ;
;
. First, T commit this Department to implementation of all regulatory changes needed to
bring us ioto full compliance with the Bill of Rxgh‘is (where such changes can be made
under existing statutory suthority).

’ © Second, T have established a working group, comprised of every HHS component
responsible for providing, momtoring, or advancing keowledge about consumer

protection, that will report to me on an on-going basis about how to continue to improve
iht? consumes protections afforded by all HHS programs, 1 have asked this working group
1 f
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Page 2 - The President

In iddwssmglthe i,ﬁrwtzve we focused cur cﬁs&&&é&zx of the

to look not only at the protections recommended in the Bill of Rights, but also at other
WeYys we Chn improve consumer protection in HHS activities and programs.

Third, 1 have asked all programs that fund bealth services to individuals, eitber directly or
through block grants o States, to begin discussions with grantees about how they can
apply the Bill of Rights in their programs. This includes working with both States and
the private insurance industry to set standards for the recently enacted Children's Health
insurance Program.

Bili of Rights on Meﬁic&re

Medicaid and the Indian Health Service, three programs that are either health care systems or
plans i their own right or that contrast with plans for managed care services. Such s broad
approsach reflects the realities of an increasingly complex health care system that is striving to
balance the pursuit of quality with the need to hold down costs. It also reflects the Commission’s

stated intention that the Bill of Rights apply to all mnsumars regardlcss of the type of health
plan in which they are enrolled.

1am pleased to report that these Programs’ current wmpizance with zhe Commuission's
recomnendations is substantial:

"

.....

L

transitional care, and aondiscrimination.

Medicare meets or excesds nearly all of the Commission’s recommendations and has the

' statutory autbority to achieve compliance in all but & few areas. Additional authority is
) needml 1o bring the program into full compliance with alf aspects of the Commission’s

wwmmendauons regarding choice of providers (for cartain enrollees}), confidentiality,

i

Medicaid meets or, with the implementation of the provisions in the Balanced Budget
Act, will soon be in compliance with the Commission’s recommendations in all but a few

arcas. As with Medicare, addnional authority is needed to bring the program into full
compliance with all aspects of the Commission’s recormmendations regarding choice of

,promiars {for certain enroliees), waﬁém&a!zty, maanai care, and nondzsmmma"m

The }.ndm; Health Service is in geoera! compliance with the Commission’s

recommendations for those aspects of its program that are directly under its control. Tam .

initiating a consultation with the tribes in order to further eshance the availability of
protections to all American Indians and Alaskan Natives.

Aﬁ&txonaiiy, we have begun reviewing how HHS programs that deliver health services to
individuals, either directly or through block grant programs, comply with the Commission’s
zm:mmdaﬁoas A brief discussion of these programs, as well as some of the other activities
undeway that will contribute to our understanding about how to protect health care consumers,
is included in Section T1 of this report. Becavse the Children's Health Insurance Program was
enacted anly recently and regulatory development is in the early stages, i Is premature to assess

:
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this pn&m’k compliance with the Bill of Rights. However, the Bill of Rights will inform HHS
activities a8 the Department implements this program. :

i
£
i
H
H

A.  Introduction

The Medicare and Medicaid programs and the Indias Health Service are together responsible for
health services for over 70 million aged, disabled, low-income or Native American people. Each
progrum bas its unique legislative and regulatory infrastructure s well as different programmuatic
reqmr.ments with respect to implamenting the Bill of Rights.

. Medicare is a pational health insurancs program fm’ people 65 years of age and clder,
“certain people with disabilities, and people with kidaey failure. Medicare currently
? ' enrolls about 38 million persons — 33 million ééeﬂy and § million individuals with
3 ﬁmh:lmes

" The Medicare program is entirely federal; where there is not sufficient statutory authority
10 mpicmcm the consumer protections m:ommeaée-zi by the Commission, an Act of
Congress can provids the necessary authority.

. Megiicaizi is 8 Federal-State program for certain low-income vulnerable individuals and
families. Within broad Federal guidelines, the States adninister the Medicaid program.
< Medicaid currently enrolis about 36 million individuals - 18 million children, 7 million
i adults in families with children, § million slderly, and & million individuals with
disabilities.

While Medicaid has historically provided services thmugh fee-for services arrapgements,

in recent years, it has moved quickly into managed carc State Medicaid programs

© provide rmansged care through voluntary :aamgtm,ae systems and mandatory
m%imcm gystems. Many States mrmzﬂy are operating their programs under waivers
from HCFA that permit them to require beneficiaties to enroll iv managed care.
Morsover, the BBA recently added a new State ?iaa Option under which a State can
require certain classes of beneficiaries to enroll in mged care, without obtaining a
waiver. The gvailshility of the protections recommended by the Commission must, in
gome instances, be agsessed on a State by State basis.  In some state Medicaid managed
care purchasing strategies, consumer protections meet and may even exceed those

+ identified by the Commission.

- Unlike Medicare, the suthorities governing consumer protestion in Medicaid are
combination of State and Feders! requirements. Because of the importance of State
t flexibility in administering the Medicaid Program, where proteciions do not exist or are
i

b
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‘a0t mz’i:fazén, Congressionsl action must take into account the different needs and desires
of the State Medicaid programs.

- Indisn Health Service: The Indian Health Service (THS) is the principal federa! agency
charged with delivery of health services to 1.4 million' American Indians and Alsska
Natives. These services are provided in a unique health care system operated in
‘;:mws}np with Indian tribes.

fss s system of fes-for-service pramdcrs, the THS sots standards for the mduct of the
providers and clinics under its control; under hmited carcumstances, the THS will
purchase services from non-THS providers when those services are not otherwise
available. Indians are also eligible for Medicare and Medicaid, which will pay for
covered services provided to eligible individuals in ait THS and tribal facilities that meet
HCFA's standards.!

Significantly, for an increasing portion of its budget, the IHS provides funds directly to
tribes which themselves make decisions about the provision of care and allocation of
resources ~- this may or may oot involve THS facilities. The tribal health care systems are
sutonomous and diverse. Beyond accreditation standards, which inchide geners!
requirements 1o insure patients rights, it is not possible to detal] the extent to which sach
tribe’s practices are in complience with the Bill of Rights,

The partnership between the THS and the tribes is both legal and political, While the
Federal government no longer negotiates treaties with the Indian nations, changes in the
conduct of health care by the tribes require extensive consultation.?

In the unalysis that follows, we begin with the Commission’s staternent of each Right. In
addition to assessiog compliance with each Right as stated, we also evaluste our compliance with
gome of the additional qualifications sod concerns discussed by the Commission, where feasible.
With ruspect 33 Medicare and Medicaid, the following analysis describes planned uses of HHS
administrative 2alaority that will improve ccmphs:m with the Bill of Rights as well as the
statutory obstacles to full compliance. We are in the midst of developing regulations to
implement the Balanced Budget Act of 1997 (BBA), which added or clarified many of the
consurner protection identified in the Bill of Rights. These policies are noted where refevant.

4

T For example, THS and tribal otganizations rely on the Joint Comaiasion for the Avcreditation of Health
OrgaziztSions (JOAHO] and otber socroditing bodies as the yardatick for quality beatth care delivery.  Ascreditetion of facitities

Busx bewess a: eanphasia of the THS for the past 15 10 20 yowrs. Curreatly all THS and tridlly opersted hoapitals are soeredited by
m&wﬁ%&wmmmmwmaumme&mm

3 l Mm&,@a%%m%f%m%ﬂ:mﬁﬁmlm,wmm,ww
govem cate have anique authorities conseening such irsues 1 non-discrimination end conldentiality of patient records & they
apply 1o Dacilitica they operste. Modification of the Ast {or the reiated authoritica} would reguire consutation with te tribes.

X ) |
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Bmw of the importance of tribal autonomy, & dedeiled assessment of THS cmxphanoe with the
Bill of Rights, and of administrative suthorities and statutory cbstacles to compliance, is not
relevant to the [HS. Instead, the following analysis describes in geners] terms the extent to
which THS facilities are in compliance. To address the IHS in its entirety I have, with the

assistance of the JHS, begmwmmmwﬁhtkcmwidwﬁfyhmbmwmm
compliance with the Bill of Rights,

B. Compliance with the Bill of Rights
i. Information Disclosare

“Concumers have the vight 1o receive aecurgte, easily and;zstoad information, and some
regquire assistance in maoking informed kealth care decisions abaﬁzzﬁtft health plans,
professionals, und focilities.”

Exient of Curreat HES Compliance w:th the Bill of Rights,. .

Medicare, Medicare currently does, or with the m:zp§mmuon of the BBA will, provide
enrolizes with substantial information in all of the major categories identified by the
Commnission, aod thus is in substantial complisace with this Right {(although not every
inforniation element 1dentified in the Commission’s extensive discussion is or will be provided).
HCF 4 is in the midst of identifying the kinds of information it has available and the most
effective ways to provide it, and is dedicated to improving the assistance it provides its

benef ciaries. Some of the most aoteworthy examples of current activities include:

» . Al Medicare beneficiaries, whether they are enrolied in fee-for-service or managed care,

' currently receive a copy of the Medicare Handbook from HCFA. The Handbook
;mmdes comprehansive and easy-to-understand information for Medicare enrolless about
the propram, addressing such questions as: covered and excluded services under
Medicare: differences between managed care and fes-for-service under Medicare; and
how 1o pmcaed with eomplaints about Medicare-covered servicss . Npdated regularly, the
next versmn of the Handbook, describing the broader array of heaith plan choices enscted

, in :hc BEA, will be sent to beneficiaries in Fall 1998,

. Medmm publishes & number of issue-specific pampblets, such as "What Medicare
. Beneficiaries Need to Know About Health Maintenance Organizations: Know Your
_ Rights™ (in collaboration with the HHS Office of the Inspector General). Many of these
© publications sre available in non-English langueges and other specialized forms of
mmimunicaéan such as braille and audiotape. "
» . Through its National Marketing Guidelines for Ma:zageﬁ Care (wizscb prescribe how 2
- plan may describe such features as its benefits, cost sharing, and gricvance and appeals
& ;sroccdures} HCFA sets standards for the content of all marketing materinls provided by
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managed care plans to potentisl Medicare enrolices. HCFA also reviews all marketing
materials before plans are allowed to use the material. Hence, it is able to asmure both the
consistency and accuracy of these important communications with beneficiaries.

The Department has also made significant progress toward addressing the Commission's concern
that soune consumers may “require assistance in making informed health care decisions about
their health plans, professionals and facilities.” Statewide Insurance Counseling and Assistance
(ICA) programs, partially funded by HCFA and operated by the Administration on Aging
through the State Agencies on Aging, provide beacficiacies with information sbout Medicare
managed care and the types of health insurance availgble to supplement Medicers, including
Mﬁd:gap and long-term care insurance, Counselors belp answer questions sbout medical bills,
insurance claims, and Medicare beoefit explanation forms. HCFA also operates s toll-free
information line, as well as phone-lines for hearing and speech-impaired individuals.

Medicaid. Medicnid is 8 State-asdministered program, with ultimate responsibility for
sdministration resting in each State. While there is no Federal analog to the Medicare Handbook
for Medicaid, each State is obligated to make its policies sbout its program available to
beneficiaries, including eligibility, covered services, and beneficiary rights and
protections-inchiding the right to s fair hearing,

‘With the rise in the Medicaid managed care programs, States have bees more active in efforts 1o
improve the availability of information about quality and consumer satisfaction. HCFA is
continuing to-work collaboratively with States and the National Governors® Association to
develop Medicaid-relevant consumer information strategies, such as Madicaid HEDIS measures,
2 Med ca.tdwrelevant module of the Consumer Assessments of Health Plans Survey (CAHPS) and
severa’ related efforts to improve communication and comprehension of information among low-
fiterate: and zwn.Eng]mh speaking individuals. HCFA bas disseminated the best practices of
leading staies a5 part of its technical assistance activities, ;
Indiar, Health Service. THS hospitals and clinics pmdc ﬁu::r patients with information about
the facilites c~~~stent with the standards of their accreditation. In addition, the IHS has
undertaken an active campaign to improve Indian peoples’ understanding of the benefits and
pervices it prtmdcs, as well a5 the consumer rights and protections availsbie in both Federal and
tribal facilities. Its brochure, “Customer Satisfaction in the Indian Health Service: Providing the
Best b Health Services to American Indians and Alaska Nanvcs ** has had wide circulation.

t
IHS it engaged in an effort 1o begin to collect patient sausfal:uon and quality of care information,
wiasiz # pians to make available to ity pa:ucms

iﬁ

Cszm:zzi mé ?iaancd Use of Administrative Authoritics)

Medivare. The BBA added 2 sigrificant new arrsy of mméeé zare choices for beneficiaries and
identiied information disclosure requirements appropriate to those choices. Consequently, we

+
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believe that we have the tools to remain in compliance with the Right, even as the program
v:zéugoes substantial change.

HCFA is also engaged in efforts to provide Medicare beneficiaries with comparative information
that vill ultimately include measures of quatity and coasumer satisfaction. ‘
: §
* ' Later this year, HCFA will bnngzhelnmdowtansb&wﬁmmwby insugurating
Medicare Compare, an interactive site (based at httpj!www Medicare. gov) that will offer

beneficiaries market-specific, comparative bealth plan information sbout the managed
care slternatives available in their aregs,

. Later this year, HCFA will begin to report to the public oo the performance of Medicare
managed care organizations based on sudited information, using the Health Plan
 Employer Dats and Information Set (HEDIS 3.0). HEDIS 3.0 is the industry standard, -
. yepresenting the collective efforts of public and private purchasers, heaith plans,
-consumers and researchers to establish s common and meaningful set of measures for -
evaluating managed care plans. l

E N

+ HCELA will soon begin to collect bepeficiary satisfaction information from enrolless in

+ managed care organizations using 2 newly developed independently-administered survey
instrument, the Consumer Assessments of Health Plans Survey (CAHPS). CAHPS is the
product of a major research and development effort under the aegis of the Agency for
Health Care Policy and Rescarch (AHCPR).

Meclicaid. The BBA also provides important tools ¢ bring Medicaid into full compliance with
the (Commission's recommendations concerning information disclosure, For example, the BBA
requires each State to disclose specific categories of information about the managed care plans
available to its Medicaid beneficiaries, including information about quality. States that reguire
individuals to enroll in managed care organizations under & State Plan Option smust also provide
information about benefits and cost sharing. The BBA also raquires managed care entities to

receive pribr approval from the State before releasing marketing materials |

Sutuiory Impedlmcnts to Full Compliance.
M&i:m?e As & result of the BBA, Medicare has the rcgulatory aut,honty it needs o maintain
compliance with the information disclosure Right articulated in the Bill of Rights,

Medicaid As »result of the BBA, Medicaid has the regulatory authority it needs to bring States
int compliance with the information disclosure Right articulated in the Bill of Rights. \
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2. ‘Thaoice of Providers and Plans

“Consumers have the right to a choice of health care providers that is sufficient to ensure
access (o appropriate Kigh-quality bealth care.”

‘Extent of Cur_i-enl. HHS Compliance with the Bill of Rights.

Medicare. Under fee-for-service Medicare, beneficiaries have virtually unimpeded sccess and -
unlimited choice. Most Medicare beneficianies are also free 1o chopsc between fw-fmmw
and any of the managed care plans available in their ares,

Medica{e managed care i5 in full complisnce with the Commission's recommendstions
concerning provider network adequacy, which require that plans be able to provide all covered
services (directly or under arrangsment} without unreasonable delay; indeed, the
recomniendations mirror existing Medicare requirements. Med:care managed care is also in
complisnce mﬁz the Commnission's racommendstion that cunsumers have access 1o sppropriate
high-qu afity providers.

i
Al present, Medicare managed care plans are not wqmrcd to’ auﬁmme direct sccess 1o specialists
for enroliess with complex or serious medical conditions. In adémoa, under current Medicare
law and regulation, plans have the ﬂmbﬁxty to determine which types of providers are
appropriate to render which types of services, as long as the provider is qualifiad by state law.
Thus, some plans may not be in full compliance with the Commission’s recommendation that
womer be able to choose any type of provider for routine and preventive women's health care
services. Similarly, Medicare plans do pot currently provide persons with chronic or disabling
conditidns coptinued access to providers who bave been terminated from the plan for other thao
cause, as recommended by the Commission. Specifically: -

H

> If a beneficiary elects 1o earoll in a tmanaged care plan, his or her choice within the plan is
more constrained than under fee-for-gervice. Under current law and regulation, plans are
permitted 1~ <~cign each patient a "gatekeeper®, who is permitted to controf referrals to
specialists. 1 a plan's gatekeeper referral system impedes access 1o appropriate
care—inciuding timely scoess 10 necessary specialty care-~HCFA may use its oversight
authority to find the plan out of compliance with the ‘statute’s “access and availability™
requirements,

> Plans are free to develop the gatekeeping system they find appropriate for their
populstion, within HCFA's "access and availability” constraints. A munber of Medicare
managed care organizations have begun offering “open access” plans, in which enrollees
- do not have to go through & gatekeeper to obtain specialists services or services of a
particular provider. There is no requirement that plans suthorize direct access to
 specialists for any group of enrollees.
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> Ourrmt law requires that all covered services be provxded by qualified providers, and the
plan has the flexibility to determine which types of prcmders it will offer for particular
services. Plans are not currently required to permit women to identify for themselves the
type of prmndcr they wish to use for routine and preveative services, nor does HCFA
_intervene in plans’ decisions about which provider types to include in their networks.

~ Again, HCFA's “access and availability” reqmrements guarantee that appropriate care is
nvmlable

> Medlcare does not currently have a means to accommodate the transitional care needs of
individuals undergoing a'course of treatment who experience an involuntary change of
' either plan or provider and who wish to remain in managed care.

Unlike mapy in the private sector, Medicare enrollees retain the right to switch plans or disenroll
from rianaged care altogether and return to fee-for-service. Currently, such changes can be made
on & monthly basis, although eventually this will become annual, as a result of changes made by
the BBA. In some cases, bowever, returning to fee-for-service can be accompanied by difficulty
in obtrining or restoring supplemental Medigap insurance; this has been somewhat addressed by
the BE A 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 bave the nght to choose any provider who wall
accep! Medicaid payment as payment in full,

r
With 1egard to managed care, States have generally been permitted under waivers to limit the
number of managed care plans from which a beneficiary may choose to no fewer than two, but
must permit beneficiaries to change their managed care organization. With certain exceptions
(involving “carve out” arrangements for dental care or mental health care services), pians must
guarantee beneficiaries the right to choose a health professional from within the managed care
netwark *

As with Medicare, Medicaid managed care plans generally are not required to authorize direct
accest: to specialists 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.
Similerly, Medicaid plans do not currently provide persons with chronic or disabling conditions
contirued access to providers who have been terminated from the plan for other than cause, as
recommended by the Commission. While plans are free to provide such choices, they are not
requited to do so. :

|
3 The Commistion’s recommendstions regarding network ndequu-y spply somewhat differcntly in the
Medica d program, because States may contract with a ml.nugod care plan for only a sub-s2t of Medicaid benefits, and make
other arrangements (including foe-for-servioe) for the remaining services. !

|
|

I
I
|
{
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Indicn Hcalr}z Service. Within the [HS system, eligible Indian pwpie are fres 10 choose the
clinic at which they receive care as well 25 the provider mthm & specific facility. Through the
Contrac: Bealth Services (CHS) program, the IHS has the abnhty to contract with non-IHS
provide:s for specific care that cannot otherwise be obtained. Historically, however, the highly
constraized annual appropriation for these services imposes a discipline on the selsction of cases
{priority to preservation of life and limb) and contracted providers that, as a practical matter,
constituies s fimitation oo the nature and extent of beneficiary choice otherwise available.
Current and Planned Usc of Administrative Aothorities.

H t !
Medicae. With implementation of the BBA, Medicare will offer more choices to beneficiaries
by allowing new types of health plans to participate in the program and by extending availability
of Medicare+Choice plans to new geographic areas, pammh.r}y underserved rural and urban
areas. Medicare+Choice will also expand upon current M&izwﬁ standards requiring availability
end accz,sszbﬂny of covered services. . e
stng its current suthorities, H€FA can address only ope of the areas in which Medicare plaas
may not be in compliance with the Commission’s recommendstions. HCFA could issue a
regulati an {or other policy guidance) requiring plans to :iwciép treatment plans that authorize an
sdequate number of direct access visits 1o specialists for pataents with complex and serious
medical wndiucns HCFA has identified this issue as 2 potential area for Presidential action.
Such ar. expansion could permit greater flexibility in response io an individual patient’s peeds
while retaining the coordination that is the hallmark of well-managed care.

Medicaid ‘With some [imited exceptions, the BBA codifies tbe existing waiver program
requirements and permits States to limit beneficiary choice to no fewer than two managed care
organizations. Each managed care nrgamzahan will be required to provide assurances to the
State and HHS that the range of services aod access it offers are appropriate for their anticipated
Medicaid enroliment and that it wili maintain a sufficient number, mix, and geographic
distribution of providers. This will bring Medicaid into comphbance with the Compmission’s
recompendation concaming provicy.. - twork adequacy.

As with Medicare, under current authority, Medicsid can only address the Commission's
secomriendation concerning direct access to specialists for those with serious or complex
conditisns. HCFA could achieve compliance with this recommendation through regulation ot
other policy diractive, and has identified this as & potential area for Presidential action,

Statutary Impediments to Full Compliance.

Medicare, Current Iaw and regulations allow managed care plans discretion to choose the type
of practitioner who will provide & particular service, including women's heaith care services. For
example, under current faw, a plan may designate 8 primary care physician instead of a
gynecologist 1o provide routine pelvic and breast exams. A statutory change would be nseded if
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Medicare were to specify (or allow beeficiaries to apecify) the type of practitioner a plan mugt
use to provide women's health services, as the Commission reeonmz}s

Similerly, a mmtory change would be needed to mmpd a p!nn to pay for the services of 2
physician it Bad dropped from its panel. In the case of a termination of & contract, by & plan or by
HCF2, resulting in involuntery dissnroliment of Medicare beneficiaries, s statutory change

would be needed (2) to ensure contioued sccess to specific providers during s transition period,
and &) to mﬁsix bow, aad by whom, sich pmvidm are to be paid during the transition period,

Finally, the 88& partislly sddressed the difficuliy in obmmng or restoring Medigap coverage

. that gome beneficiaries have experienced when they return to fee-for-gervics from managed care,
by recuiring guaranteed issue under certain circumstances. A gtatutory change would be needed,

. howeer, to provide Medigep protection for beneficiaries leaving managed care under af]
urcu.castanccs

Medicaid  Under Medicaid, Federal legislation would be nwdad to require all plans to permit
women 10 select 8 particalar type of prowider for routine and preventive women's health care
services. Many State Medicaid programs currently provide this oplion under walvers or are
m‘;ms ed by State law to pravz§¢ such sccess to gypecologists in & mansged cere setting, but :here
is oo Tederalautbority for imposing this requirement on all Statz:s and plan.

Fﬂderal 1chslatmn would also be necessary to require Stazes to provide coverage for transitional
care 1mdcr Medicaid,

3. A.m{sss to Emergency Services

“Consumers have the right to access emergency health care services when and where the need
arise:. Health plans should provide payment when a consumer presents to an emergency
department with acute symploms of sufficient severifp—including severe pain—such that a
s font layperson® could reasonably expect the absence of medical attention 1o result in
pm ng that consumer’s health in serious jeopardy, serious impairment to bodily functionhy=-
sevious dysfunction of any bodily organ or part.”

Extest of Current HHS Compliance with the Bill of Rights,

Medicare and Medicaid, The Medicare and Medicaid programs are in full compliance with this
Righ:. In fact, aspecis of the current HCFA requirements were incorporated into the
Commission's recommendations. The Emergescy Medical Treament and Labor Act mandates
that ufl persons -- not just Medicare snd Medicaid beneficiaries — have access to emergency
sesvizes ot any Medicare-participating hospital that offers such services. As recommended by the
Commission, Medicare and Medicaid go further and requirs payment for such services,
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With :'Eegard to peyment for emergency services under Medicare apd Medicaid, fee-for-service
benefiziaries may obtain emergency services from any qualified provider. Under Medicare and
Mechcmd managed care, plans are financially responsible for emergency services provided to
their enroilees both by in-network aad out-of-network prmém and are prohibited from
. requirng prior authorization for emergency services. Such services are defined according to s
*prudint layperson” standard, which stipulates that the nead for emergency services should be
dctemnned from a reasonable patient's perspective. ‘

' }mi:an Health Service, Where emergency situstions arise that requue service in pon-IHS
" facilities, the Contract Health &ystcm (CHS) applies a standard consistent with that dzscnhad in
the Bill of Rgghls
¥ |
Curreat zaé Pisnned Use of Administrative Authontles

3
%

Mea'zcm MMedicaid The BBA codifies tbe "prudent isyperson standacd for both Medicare
-and h*aémazé Xt also requires Medicare+Choice &nd Medicaid managed care plans ta provide
information to enrollees about emergency coverage. The implementing regulations for the BBA,
to be nublished this summer, will reflect this policy. The BBA also suthorized the Department 1o
devel¢ 1p guidelines to insure adequate toordination of post-stabilization care for both Medicare
and Medicaid managed care; these guidelioes will also be included in the larger BEA

xmpEea ncntazzon regulation to be issued this summer. L

i
f

Becavse the Medz;:azé provisions of BBA have an earlier effective date (October 1, 1997), we are
exs.m:mng the possibility of sending letters 1o gll State Medicaid directors to ensure that they are
aware ' that plans are financially responsible for emergency care and to remind ihem that enrollees
shnul:! be informed about their rights to emergency services. A similar letter could be sent to gl
Medlc Aare managl,d care plans when the underlying regulations are published. This is an area
whcre Prcsidcnmtl action could further the Program’s consumer protection efforts.

Statutory Impetbments to Full Compliance. ' t '

i [ Ao,

Madf;m and Moedicaid Both Mndxwe anu Medicaid are m compliance with this Right.
Do :

4. | Participation in Treatment Declsions
i :

" “Conisumers have the right and responsibility to fully participate in all decisions related to
their healthicare. Consumers who are unable to fully participate in tresument decisions have
the right o be wm by parents, guardians, family gmmbm or other conservators.”

E H

| |
E | ;
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Extent of Current HHS Compliance with the Bill of Rights.

Medicare and Medicaid. The Commussion states that patients should have sufficient information
to decide among treatment options, consistent with the informed consent process, and that
providers should be able to advocate for their patients without constraint or fear of reprisal.
Medicare and Medicaid have long been committed to ensuring that bepeficiaries are active
participants in decisions about their care and are generally in compliance with this Right. For
example, both Medicare and Medicaid require discussion of and respect for advance directives,
which are intended to involve the beneficiary in a discussion of relevant treatment options,
including zﬁa epportunity (o refuse treatment altogether.: ‘

Recert actions by HCFA have strengthened and extended msmans apphicable 10 the right of
beneficiaries to recetve unimpeded information

-+ Prohibition of “Gag Clauses.” In' !9‘96 HCFA issued guidance to all Medicare managed
care plans and State Medicaid Directors to clarify that managed care plans are explicitly
© prohibited from restricting physician-patient wmmumcatzon sbout medically necessary
treatment options, & practice often referred to as 8 “gag clause”. This policy is intended to
prohibit plans from penalizing or seeking retribution sgainst health care professionals
- who provide information to or who advocate on behalf of their patients.

v Information About Financial Incentives. 1n 1996, HCFA ssued regulations intended to
prevent Medicare and Medicaid managed care plans from using financisl arrangements--
either direct or indirect--that induce providers to limit necessary services. Under both
Medicare and Medicaid, managed care plans must disclose information about these
arrangcments 10 bepeficianes u;mn request,

Iz:difz?z Health Service, Informed consent is 2 fundamental component of the THS risk
mansgement protoco! as well as an accreditation requirement; the THS is in compliance with the
Righ: as it applies to its settings. Wik regard to aultural competence, the THS incorporates
tradition-! Z~vlers and treatments.

Y

Curvent and Planned Use of Administrative Authorities.

Med.care and Medicaid, There is potential to improve HCFA’s efforts to support the ability of
patients to participate meaningfully in their reatment decisions. For example, cultural
competence is not explicitly addressed in Medicare or Medicaid statute or regulation {although .
some: providers bave sdopted policies oo their own or in response to State policies, in order to
respund to the peeds of their enroliees). HCFA could develop regulations requiring that

culty rally competent treatrent information be made available to Medicare and Medicaid
beneficiaries. This is an additional area where Presidential action could further the Program’s
consumer protection efforts.
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HCFA will nlso issue regulations this summer to reflect the BBA provision codifying the existing

“anti-gag rule” policies for Medicare and Medicaid. Finally, ] HCFA addresses many of the issues
encompassed by this Right in its proposed Quality lmprmfm System for Managed Care
(QISMC), which will integrate the quality and consumer protection standards for Medicare and
Mediciid Managed care plans.

Statutory Impediments t¢ Full Compliance.

Medicare and Medicaid. No further statutory suthority is required.

5. Respect and Nondiscrimination

“Consumers kave the right to considerate, respectful care from all members of the health care
‘industry at all imes and under all cireumstances. An environment of mutual respect is
essential to mainiain a quality keslth care system.”

“Consumers must not be discriminated against in the delivery of health care xervices
consistent with the benefits covered in their policy based on race, ethnicity, nationed origin,
religic n, sex, age, mental or physical disability, sexacal amn, genstic information, or
source  of payment.

“Consumers wha are eligible for coverage under the terms and conditions of a health plan or
program or as required by law must not be diseriminared against in marketing and enroliment
practices based on race, ethnicity, national origin, religion, sex, age, mental or physical
disability, sexual orientation, genetic information, or source of payment.”

) [
Exu:ni of Cxirrem HHS Compliance with the Bill of Rights
Med:care a:;:d Medicaid. The Social Security Act requires Medicare and Medicaid managed care
plans 1o enroll al} eligible beneficiaries (until they reach capacity), and also requires providers in
these managed care petworks to provide services to all hmeﬁc:.: ="enrolled in the plan (again,
unti! they reach capacity). Thus, Medicare and Medicaid mmgad care euroliees are protected to
the full extent of the Commission’s Recommendations. Because each State determines who is
cligibls 1o enroll in its Madicaid mansged care program, there is some room for States to
differentiate among Medicaid beneficiaries with respect to eligibility for services.

Gaﬁa'fee~fai'wmm, Medicare and Medicaid protections a.%axns‘t discrimination sre largely a
" function of Federal anti-discrimination rules that apply to recipients of federal funds. These rules
addre:s some, but not all, categories of pmtcczion and providers recommended by the
Commiission. As a result, these Programs are in partial, but not complete, z:ozzz;;izazzcc with the
Comnission's recommendations.
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Indion Xeaf;f: Service, As s Federal provider of services, the [HS in its own facilities, is bound
byww&@wmﬁemmnm&mmm other rules concerning non-
&mmtwa, mmmmmwwmwwmw%s

Curreat and Planued Use of Administrative Authorities.

b
£

Medicare and Medicaid. We are exploring ways to more dcariy articulste the protections
inhereut in ;bcsc prOgrams.

1

Ststaimg is;;peﬂ iments to Full Compliance.

P ;

Medivrre and Medicaid Existing Civil Rights suthorities 6;‘: not provide the complete set of
protecions recommended by the Commission.

6. _ _ Confidentislity of Health Information - | .

“Consumers have the right to communicate with health care providers in confidence and to
have the confidentiality of their individually identifiable health care information protected.
Consumers also have the right (o review and copy their own medical records end request
amenibments to their records.”

Extent of Corrent HES Complisnce with the Bill of Rights.

Medicare and Medicaid. ‘The privacy protections applicable to beneficiaries in these programs
do not fully comply the with Commission's recommendations. A patchwork of protections
covers many of the records held by HCFA (and its contractors) and by State Medicaid agencies,
but these protections do pot cover the records beld by many categories of providers and,
signifizantly, do not protect verbal communications between beneficiaries and their providers.

Specifically: .

. For the Medicare Prograrm, the Privacy Act (and implementing regulations) protects
certain information obtained by HHS and its contractors (carriars, imtermediaries, and
managed care organizations with risk contracts) in the course of administering the
Modicere program, The Social Security Act (and implementing regulations) protects
some additional information held by contractors and certain providers from inappropriate
disclosures.

§

' WMmmmammewmmméMo{m&dey

ﬁmﬁfwbkmfofmucmmmmgwbmﬁm&wmmm@ﬂcmmma&mmﬁ&mmw
m&mhwifwmmmmﬁuﬁxmﬁ?wm wipy, and request anvwendments 1o their own
recards. The Privacy Ast applics only W recotds maintained in & "system of reoceds,” that i, froods that are accessed by
porsons’ Wentifier, !
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> "I'ize ?nvacy Act protects Medicaid records beld by HHS, but not records held by the State
Medawzi Agencies. The Social Security Act mqmm States to provide safeguards which
restrict the disclosure of information concerning Medicaid applicants and recipients to
purposes directly copnected with the sdministration of the State plan.

Thus, together, these Federal laws and regulations protect certain written records held by an array
of entit es from disclosure outside the Programs, but do not protect all forms of written-
mformﬁbn zw: do they protect verbal communications between enrollee and provider, Protection
of such mazzmcamm between patients and their providers is z matier of State law. Many
States’ pﬁvaizy laws do not provide the protections recommended by the Commission.

! .
In addiion, these Federal iarws do not apply to &ll Medicare and Medicaid providers. For
exampls, the lsws do not apply to informstion obiained by most pbysicians and other individual

providers, nor to Medicaid managed care plans. Protection of beneficiary information obtained by
these pwdfcrs is 5 matter of State law. '

Indian Hmfif:’ Service. The confidentiality of all patient records in Federal IHS facilities are
pwzecteé by tize Privacy Act. Under the Indian Self-Determination Act, records maintained by
tribes ere not, ‘but the THS generally insures their confidentiality through their contracts with the
tribes. F’ ;
' !
: Current and Plarned Use of Administrative Authorities,
; !
Generzfi (mcixzdmg Medicare and Medicaid). The Health Insurance Portability and
Accewztahzht‘y Act (HIPAA) reqquires the Secretary of Health and Human Sesvices to take certain
actions to help protect the confidentiality of medical records for all consumers (not just Medicare
and Msa&a&z{i beneficiaties):
. La:s: Slapiemher the Smazy submitted a report to the Congress, recommending
t stamimis for federal iegislation to protect all individually identifiable health information
held by all payers and providers (not just in the Medicare and Mediuaiu programs).
l
» 'HIPAA requires HHS to promulgate standards for a specified set of electronic heslth care
‘fransactions (again, applicable across all health care transactions, not just Medicare and
k‘iacimaxd transactions), including standards to protect the security of those transactions.
-HHS is prepariog a Notice of Proposed Rulemsaking to cstab!zsh these standards and plans
‘tﬁ pubizsh it this spring.

. ,lf Cangfess fails to enact privacy legislation by August 26, 1999, HHS is required to
, promulgate privacy regulations governing the electronic health care transactions listed in
the HIPAA,
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Sutuzery lmpaésments to Full Compliance.

Geneial {including Medicare and Medicaid), ’i‘hsre is no Federal statutory mifzmty that provides
comprehensive and systematic protection of the right of confidential communications between
patierds and individual providers. Existing State and Federal authorities do not provide the
prote:tiot recommended by the Commission, (For example, HHS authority under the HIPAA tc
promalgate privacy regulations is limited to certain specified electronic transactions.) The
incressingly interstate nature of health information makes it impossible for even the best State

laws 16 provide the protections recommended by the Commission. New legislation is required to .
-ensure that sll consumers are assured appropriste privacy in their medicsl communicasions.

The Secretary’s Privacy Recommendations, if enacted, would bring all beneficiary information

obtained by Medicare and Medicaid providers and plans {and by sl other providers and plans),

and by the Medicare and Medicaid programs and contractors, under the protection recommended

by the Commission’s recommendations. '
[T " ¥ * LT

7.  €Complsints and Appeals

“A1l sonsumers have the right to a fair and efficient process for resolving differences with their
kealth pluns, health care providers, and the institutions that serve them, including a rigorous
systein of internal review and an independent system of external review.”

Extent of Current HAS Compliance with the Bill of Rights,
Medicare. The Medicare program is in compliance with the Commission's recommendations.

Under fee-for-service, a beneficiary can file an inital appeal 1o the Medicare carrier or fiscal
intennediary that processed his claim, with further review available through hearings before an
Administrative Law Judge, the Department Appeals Board, and ultimately, Federal District Court
(all sabject to certain amount-in-disput» theesholds).

Under managed care, & bepeficiary cap similarly file a initial appes! with the plan. If the plan’s
determination is not wholly favorabie to the beneficiary, the beneficiery’s appeal is avtomatically
forwarded for external review to HCFA's contractor, the Center for Health Dispute Reschution.
For Medicare beneficiaries who remain dissatisfied, further external review is available before an
Administrative Law Judge, the Department Appeals Board, and ultimately, Federal District Court
(aiso sxzhject to certain doliar-value thresholds).

Last year, HCFA established an expedited process for resolving both internal and external reviews
of ¢lsims arising out of managed care. Instead of current timeframes, which by regulation can
take up to 60 days at each level, under expedited review, such questions as the imminent

canc cllatum of u treatment or the need 1o quickly see a specialist must be resolved as medically
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appropriate or withio 72 bours for initial review, or within 10 days for externa! review. This
process permits individuals to receive a quick answer to questions about getting needed care.
Furthermore, Peer Review Osganizations, responsible for oversesing quality of care, can also
iammquic&y in the event of imminent discharge from & hospital or nursing home.

Med:cmd Mact:cmd is in compliance with this Right, although current program requirements lack
the spacificity found in parts of the Commission’s discussion.  Medicaid managed care
organizations are required to establish an internal process that affords prompt resolution of
complaints and appeals and assures pamapauon by individuals with the authority 1o reguirs
corrective sction. Federal law requires an external review, in the form of a “State fair hearing
process,” wiucia is geoerally conducted by an independent nmt in the Medicaid agency.

{
Indian Hea}tf: Service. The Contract Health Service (CHS) is operated by the IHS through semi-
autonamous local areas. If un individual disputes either the pre- or post-service decision of the
local CHS Board, the individual can appeal to the Area Director (internal review) and, if sill
adversely affected, to the head of THS (external review). There is no appeal beyond this level.
For a!l disputes involving tribal health operations, appeal is through tribally-Jetermined
mechinisms, culminating with ultimate review by the Chief. .

Current arzé Planned Use of Administrutive Authorities.

' Med:t..are The Balanced Budget Act includes a pumber of provisions related to complaints and
appe.ds that'will be applicable to Medicare+Choice plans, and we are in the process of
implementing them., These provisions will strengthen Medicure’s existing protections for
mansged care enrollees.

- Medcaid The BBA requires that Medicaid health plans establish grievance procedures. In
implsmenting regulations, we plan to specify requirsments that would include the Commission
reconmendations, such as timely written notification of a decision 1o deny coverage or payment
for services.

Statutory impedimems to Fuli Compliance. i
Mecicare. No further suthority is required.

Meclicaid. No further suthority is required.

8. C(msumer Responsibilities

“In @ kealth care system that protects consumers Yrights, it is reasonable to expect and
encourage consumers fo assume reasonable responsibilities. Greater individual involvement by
consumers in their care increases the likelihood of achieving the best autcomes and helps
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mpp."bf a quality improvement, cost-conscivits environment.”

The Consumer Bill of Rights and Responsibilities anticulates s long and diverse list of consumer
responsibilities, underscoring the importance of astive and involved health care consumers. The
Depirtment is involved in maoy projects intended (o empower and inform health care consumers.
In ths section that follows, we describe many of these efforts, as well as other important activities
of the Departmem .

The Consumer Bill of Rights and Responsibilities is relevant (o elf of the Department’s health

care progrems. These programs are diverse in purpose, focus, and scope, Some programs fund

- direct care for specific populations, directly and through grants to States. Other programs suppont
reseirch into bow consumers use information 1o make health care choices, or develop information
to halp consumers and their providers make treatment decisions. Still others are involved in
devedoping model contract language for purchasers of masaged care, to insure the availability of
preventive services or to protect those receiving behavioral health care services. Because of the
diversity of our providers and the services they offer, we are still examining the implications the
Rill of Rights may have for these programs.

1 have established a working group, comprised of every HHS compoaent responsible for
providing, monitoring, or advancing knowiedge sbout consamer protection, that will report to me
on un on-going basis about how to contisue to improve the consumer protections afforded by all
HHS programs. | have asked this working group to look not only at the protections resommended
int the Bill of Rights, but also st other ways we can improve consumer protection in HHS activities
aud programs. [ have also asked all programs that fund health services to individuals to begin
discussions with their grantees about how they can apply the Bill of Rights in their progras.

The community health centers and other health-service related organizations that are funded
through 1hc Health Resources and Services AZTinistration (HRSA) sre an impartant example of
the challengc that tbe Bill of Rights poses to non-traditional health services arrangements. The
HRSA-funded organizations range from community and migrant health centers to projects that
gup port sarvices for spacific populations, such as mothers and children, migrant workers, and
persons living with AIDS or HIV. '

The Consolideted Health Centers {community and migrant health centers, Health Services for
Residents of Public Housing Programs, and Health Care for the Homeless Programs) provide the
mst comprebensive range of health care services of the HRSA-funded entities. While over half
of the Consolidsted Health Centers contract with managed care plans or with their State Medicaid
ag ey for managed care enroliees, many other HRSA-funded entities have only recently begun
relationships with managed care organizations. Well before the Bill of Rights, HRSA had begun
to identify ways to meid the protections and practices appropriate 16 2 provider of last resort with
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the requirements of public and private purchasers. Consequently, the Consolidated Health
Centers are already in compliance with many Bill of Rights elements through their own staffing
protocols, confidentinlity and patient grievance procedures and quality measures.

HHS i also engsged in 2 sumber of research, development and outreach activities, particularly in
the areas of consumer information needs snd health promotion, that will result in improved
consurser protections for HHS beneficiaries a5 well as the population af large. These programs
offer a1 opportunity to move beyond camplinnce with the Bill of Rigbts, and to focus on
promolion and improvement of thoss basic consumer protections. For example, the Agency for
Heaith Care Policy and Regearch, the National Iustitutes of Health the Canters for Disease
Contrcl and the Office of Disease Prevention and Health Promotion are all sngaged it extensive
research and dwe!upmem of information and decision tools to assist consumers with their heslth
care choices. ' Furthermore, the Administration on Aging, HCFA and the Substance Abuse and
Mcaza! Health Services Admmtstranon ﬁmd omhudsman a.nd consumer mzsm:ae progmms for
thicir gpecific populstions. : ‘

T o attaching & list that highlights a pumber of the HHS activities that address particular aspects
of the 131l of Rights. As you can see from this list, the Department will continue to be sctive in
implementing the Bill of Rights both in HHS programs and in the nation at large.

A critival player in achicving true consumer protection is an informed and empowered consumer
- we believe that our programs must provide consumers with both process protections and with
information adequate for informed decision-making. We enthusiastically support the protections
identified in the Bill of Rights and look forward to beginning s dialogue with you, the public and
the Congress concerning how to address those areas where we currently find statutory
tmpediments to achievement of these Ri
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THE SECRETAR Y OF MEALTH AND MUMAN SERVICES
& WASHINGTON, 5.4, 20350

FROM: DONNA E. SHALAL:BBM- ?‘M

SECRETARY, DEFARTMENT OF HEALTH

H
: AND HUMAN SERVICES
SUBJECT: ADVANCES IN PREVENTION OF MOTHER-TO-INFANT
-1 TRANSMISSION OF HIV
DATE:  FEBRUARY I8, 1998

1 vrant to provide you with important new information sbout the ability of developing countries to decrease
HIV transmission fom mothers to their infants. The CDC released this information in a press conference
toilay in Atlanta,

The CDC, working with the governments of Thailand and Cote d'lvoire, started clinical trials in 1996 10
identify an effective therapeutic intervention that decreased HIV transmission from mother to ¢hild agd that
wes realistically affordable in the developing world. The trials are now complete and conclode that 2
significantly shorter course of treatment is effective. This short course, four weeks of oral AZT, will be
aflordable in most of the developing world. (In companison the standard of care in the U.S, requircs several
manths of treatment for the mather and the infant gnd an intravenous dose.} As a result, the trials are being
sicpped and the new shorened oral gourse of AZT is being offered {0 21l participants.

. H
These trials are of great significance to children throughout the developing and developed world. For the first
time we can offer 2 therapeutic intervention that may effectively diminish the chances of the baby becoming
infected from 2 HTV-positive mother, The new therapy has pmfound maplacanons m the developmg world
where over 1,000 HIV-pasitive babies are born each day. 0w ha ) _ hundreds

@m&m@mmmmm

As you may know, questions have been raised concerning these clinical trials. If the two studies had not been
uniertaken by the CDC, NIH and the World Health Organization {WHO)}, we would not have identified an
eflective mode of preventive therapy that could be implemented in the developing world.

HHS has already begun discussions internationally and domestically o develop strategies 1o imo:po;atz these
findings into existing standards of practice. The discussion has included planning for an international meeting
with HHS, the State Department, UNAIDS, WHO and senior public health officials in the developed and
developing world.

. z
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| !
] -
¢¢ The First Lady

1
o
' |
; ¢
b

H
r
&

3 foes o @D/ Hetoer



A
4
- * T N
"
ll s m |
¥

1L BEFARTMEINT OF HEALTH AND MUMAN SERVICES

POR IMMEDIATE RELEARSE Contact: CDC, National Center
Wednesday, Feb. 18, 1938 for RIV, SID and TB Prevention
Office of Communication

f(&Dd) 635-8895
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| ' Cpe Office of Communications
! {404) 639-3286

j
; Short-Course Regimen of AZT Proven Etffective Iin

Reducing Perinatal HIV Transmission: Offers Bope for Reducing
i |- Mother-to-Child BIV Transaission in Developing World

In an announcement that has important implications for many
developing natiohs, the Centers for Diseasé Control snd Prevention
{Cne) stated today that a short course of AZT given late in
pregnancy and during delivery veduced the yate of HIV transmission
to infants of infected mothers by half and is safe for use in the
developing world., The Ministry of Public Health of Thalland (MOPH),
who conducted the study in collaboration with €DC, announced the
reaalts earlier today in Thailand.

The tindings, from a preliminary analysis of data from the
LCLC/MOPH collaborative study, offer real hope to many developing
‘nationg that previously had no realistic therapy options to prevent

Hiv-infected pregnant women from transmitting infection to their
kabiasl

“ﬁe are very fortunate in the U.S8. and Europe to have been in a
peaition to offer preventive therapy to HIV-infected pregnant women
fry several years, and thousands of infections in infants have been
prevented as a direct result, said HHS Secretary Donna E. Shalala,
“3aw we are a step closer to seeing the kind of progress that we've

~%e at howe extended to the developing world.® -

_ Prior to these findings, the only AZT ragimﬁn proven effective
for perinatal KIV prevention was essentially out of reach for the
countries in which over 90 percent of HIV infections ocour.

The AZT regimen used in the U.S. is costly and requires several
nonths of treatment for the mother and the infant and an intravenocus
dose that is not feasible in many developing countries. In order
for policy makers in developing nations to provide Hiv-infected
women & preventive therapy, they urgently needed conclusive
scientific evidence that there is a practical treatnment regimen that
is safe and more effective than what they have been able to

pirovide which, tragzaally for most, has been no preventive therapy
aw all.

- Mpore -
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*py using a much shorlar course during pregnancy, an oral dose
rather than an intravenous dose during delivery, and no infant
dose, we evaluated a regimen that could be realistically implemented
in developing nations,™ said Dr. Helene Gayle, Director of CDC's
National Center for HIV, 8§TD, and TB Prevention., "Now that the
rejimen has been proven safe and effective in Thailand, these
findings offexr hope of axtending perinatal prevention to HIivV~
infected women throughout the developing world.®

The Thailand study wag one of two CDC collaborative perinatal
HIV prevention studies. The OLC studies, conducted with the
Ministries of Health in Bangkok, Thailand and Abidjan, Codte
dtivoire, were part of an international collaborative research
effort coordinated by the Joint United Rations Programme on HIV/AIDS
{UNAIDS) to help identify practical solutions for the developing
world.

The Thailand study, which began enrolliment in 1986, provides
the first conclusive scientific data on the preventive effectiveness
of a short-pourse regimen of AZT.

!

Although final data sre not vet in, CDC has now received
conclusive interim data from Thailand. Enrollment into the study
has been completed and over %0 percent of the data have now been
reviewed by CDC and the independent Data Safety and Monitoring Board
{LSHB) overseeing the research. Because thig regimen has proven
beth safe and effective, the placebo-contrel conponent of Ci’s
Aridjan study is no longer necessary. Therefore, CDC and its
ccllaborators have begun offering all pregnant women enrolled in the
Alddjan study the short-course AZT regimen. Research collaborators
worldwide are currently being notified of the findings. In a joint
statement released today by UNAIDS, the Nationz]l Institutes of
Health) (NIH) , and the French National Agency for AIDS Research
{SNQS}, it was announced that an international meeting will be soon
be: held to discuss the far-reaching scientific and policy
implications of these findings.

"As the international health comwmunity now faces the challenges
of making this prevention opportunity a reality for HivV-infectad
women worldwide, the really hard work begins,” said Dr. Kevin
baCock, Director of the Division of HIV . Prevention, NCHSTP., *®The
reparkable news ig that we begin with the first conclusive evidence
that simpley, practical therapies ¢an make & difference.”

CpC stressed that these studies were not designed to address
perinatal prevention needs in the U.5. and other industrialized
nations. Because HIV-infected pregnant women in the U.8. already
have access to the more effective longer treatment regimen,
recommendations for perinatal HIV prevention in the U.S. will not
¢liange.,

FHé

Rote: . HES press releases are available on the World Wide web at:
http { fwww  Bhs . gov,
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. BTATEMENT BY DONKRA B. SHALALA
R ! Becrstary of Healtdh and Euman Bervices
. Regarding Pindings of Thalland stuldy of "Short Course" AZT

*Since the AIDS epidemic was first ldentified 17 years ago,
some 380,000 Americans have lost thelr lives to this disesse. 1In
the same period, we estimate that watldwide AIDS deaths have bean
11.7 million.

< ®In recent vears, we have had some hopeful developments in the
United States and other industrialized nations. KNew treatments, as
well as prevention efforts, have brought about reductions in the
nunker of AIDS deaths in America. But in the developing world,
there has been little to report except qrowxng numbhers 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 awantries of the
developing world.

fToday!s news from Thailand is one of the first hopeful signs
for vcountering HIV and AIDS in the developing nations of the world,
Wnile we are stil]l far from control or cure of this disease, it now
appears we may have a preventive therapy which is affordable and
feasible in lesg developed nations, and which can gignificantly
reduce the transmigseion of HIV from mother to infant. For tens of
thousands of women in developing nations who are pregnant and
infected with HIV, this is a vitally important development.

“Rawi with the leadership of UNAIDS and the ¢ooperation of the

leading industrial nations, we must pove to translate these findings
into effective public policy and health care practice.®
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FHE SECRETARY OF MEALYH AND MIMNAN SERVILES
) PEREIIMG TOM, B.L. F0I01

FEB 10 1988

MEMORANDUM FOR THE PRESIDENT

Following your May 16, 1997, formal apology for the Tuskegee '
Syphilis Study, you outlined activities for the Department of
Health and Human Services to take te restore trust by anaarlng
and dempnestrating our commitment to the highest ethical
principles in all of the Department's activities, eapecially in
the conduct of reseaxrch 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), ths Food and Drug Administration
{FDA}, the Indian Health Service (IHS), and the Substance Abuse
and Mental Health Services Bdminigtration (SAMHBA) to carry out
the follow-up activities. Subsequently, the Agency for Health
Care Policy and Research (AHCPR] was added to the steering
committee. I algo asked (DC to assume lead responsibilivy for
developing strategies to improve the collaboration and
participation of communities, especially minorities, in research
"conducted by the Department of Health and Human Services. The
attached progress report was prepared by CbC in collaboration
‘with NIH, HRSA, FDA, SAMHSA, and IHS.

:In addition to thig report on community participation, the
Department hss made substantial progreass on other follow-up
activities, Briefly:

¢« In September 1897, CDC awarded a planning grant to Tuskegee
University to pursue the establishment of a Center for
Bivethics in Research and Health Care.

« Fellowships in bicethics training will be offered through twe
programs. On November 7, 1987, announcements were published

; in the NIH Guide for Grants and Contracts soliciting:

’ !

" - Applications for grants to develop, conduct, and evaluate
short-term courses on ethical issues in research involving

! human participants

- Applications from health professionalas interested in
training in research ethics.

"« The agencies are exploring the development of a guidebook that
will divect researchers to availsble biocethice education

regourges.
[}
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Page 2 - The President

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

j; | _ e
3 ‘ Donna E. Shalala
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L EXECUTIVE SUMMARY

i
i
i

This report is in response to the President’s request to the Secretary of Health and Human
Services (HHS) to identify strategies 1o improve the participation of communities, especially
minority communities, in research and to build trust between researchers and communities. It
provides s framnework through which Federal health agencies can establish an ethijcal basis for
community-based research, enhance scientific and public credibility, and provide mechanisms to
hedp build public trust in health research. '

0
Minority and poor communities lag behind the overall U.S. population on virtually all health
status indicators, underscoring the need for continued focus on health research to identify
sokztzons to improve health status ip these communities. Through commitment 1o a participatory
a;:pwach, communitics and researchers have the opportunity to build trust thmugh true
pamzcrshxp ﬁy working in partnership, communities, researchers, and funding agencies can
further maxmm the benefits of research by translating research findings into comprehensive
health pragrams

Basic i :ssua:s of invoiving the community in research must be acknowledged and addressed.
In:iusion is the core issue for building community partnerships in research, and it requires
“grassroots” involvement. Rescarchers must reach out broadly so that all pertinent experience is
represented. By bringing together the knowledge and experience of communities and
researchers, excellence in science is énhanced. True colisboration and partnership entails sharing

. --risks and responsibiiities as well as resources and rewards. Commitment of adequate time and

resources is gssential--building a research relationship generally 1akes from two to five years, and
respurces must be available to support the activities and infrastructure negessary 1o build and
sustain such partnerships. Building an effective partnership requires acknowledgment of the
impacts of history, culture, and society on many of our most challenging health issues.

Trust must be built on the actions of researchers, not just faith in the benefits of research, and

de :isiazx-fmaking power must be shared throughout the research process. History demonstrates
that people have been harmed when medical and public heslth research is planned and conducted
without consideration of the human context of such work or regard for human rights. Individuals
who 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 “community” is
also indirectly affected and unintended, negative outcomes are ofien the result. Therefore, ethics
muist be addressed at the community level as well as at the individual level. Policies must be
developed that facilitate participatory research through appropriste funding mechanisms.
Education and training mechanisms must be developed to provide both communities and
researchers with the necessary skills for a balanced partnership. Accountability and oversight
mechanisms are necessary o ensure that mutual commitments are kept and that a system for

corective action is implemented when ervors in judgment or overt abuses oceur.
! .
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The goal of HHS is to promote awareness of and appropriate community participation in health
research. Dialogue must continue among HHS agencies, researchers, and communities to
provide ongoing development and guidance for building meaningful health research partnerships
wzth communities, HHS will undertake the faiiewmg action steps 1o attain this goal:

. Estxhiishweut of a federally mandated Task Force on Participatory Research. The 'fask

Force will be composed of representatives from diverse communities, research institutions, |
and HHS agencies.

- The Task Ferce will conduct regional hearings to gain grassroots community input on
mechanisms and ections needed o build partnerships in research.

- Ti}& Task Force will dc& ciap guidance on parnticipatory mearcix bascd on thcse hearings
' and other appropriate processes.

- The Task Force will develop a plan to increase community participation in government-
funded research.

» . Development and implementation of an HHS-wide evsluation plan to sssess the impact
‘of current health research processes, procedures, snd funding mechanisws on

commenity participation in bealth research and implementation of changes as needed
to facilitate the use of participatory research models,



INTRODUCTION

Although mos! research over the years has been conducted ethically and yielded great benefits to
many individuals, history demonstrates that people have been harmed when medical and pubtic
health research is planned and conducted without consideration of the human context of its work
or regard for human fights. As a result, laws and regulations have been passed to protect people
who participate in research. However, there has been little or no consideration of the role of
comununities in influencing and guiding research that involves and affects its members.
Ioclusion of communities has great potential for reducing the likelihood of harm and for
engendernng trust in rescarch.
1 * Y oo Lo

Ruvent events have set the stage for an open éza&oguc among government, communities, and
researchers that considers the inclusion of communities in the planning, conduct, and application
of heatth research. Most notable among these events was the Presidential apology for the
weongful conduct of the government-sponsored Tuskegee Study of Untreated Syphilis in the
Negro Male. On May 16, 1997, President Clinton apologized to the Study’s survivors and
famities, the African-American community, and to the American people as 2 whole, stating,
*What was done cannot be undone, But we can end the silence. We can stop turning our heads
avay, We can ook at you in the eye and finally say on behalf of the American people, what the
United States government did was shameful, and 1 am sorry. The American people are sorry-

for the loss, for the years of hurt.,” The President further stated that the study at Tuskegee served
' to sow distrust of our medical institutions, especially where research is involved, and that this

distrust mpedts efforts 1o conduct promising research and to provide the best heaiih care for all
Armericans.

Flis report is in response to the President’s request to the Secretary of the Departiment of Health
and Human Services (HHS) to identify strategies to improve the participation of communities,
especially minority communitics, in health research, and to build trust between researchers and
communities.

Much of the input for this report was provided by community, researcher, and Federal agency
perticipants at an interagency workshop on Enhancing Community Participation to Restore Trust
ar.d improve Science in Health Research held at the Centers for Disease Control and Prevention
{CDC) in Atlanta, Georgia, on October 16-17, 1997, A list of participants is included at the end
of this report. Insights and lessons learned were alse garnered from an inhouse symposium held
at CDC in May 1997 on Community Partners for Prevention Research: Implications for the
Science and Practice of Public Health, Literature reviews, agency reports, and compilations of

praviously implemented stratcgzcs to enhance partnership were also wnsulwé in the development
* of thig repc:r!



BACKGROUND

[

Health'research is a set of investigative activities undertaken to improve the health of all people
and communities by seeking 1o understand the causes of dissase, iliness, and death and the
sircumstances that promote well-being, Some aspects of health research can be conducted in
laboratonies or with compuiers; however, the laboratory specimens and data must be collected
from people. Health research is, therefore, a fundamentally social activity, dependent oo
izollaborative human interaction. To achicve our goal of improved health, we must value and
cultivate the fundamental skills necessary for collaboration.
!

Fealth research is also & privileged and empowered activity in that the researchers have special
nocess to resources and sensitive information about people and, through the analysis and
presentation of research findings, are able to influence the way people think and have
mnszderabic influence on decisions rcgar&mg the aliocation of resources. With the privilege and
power given to researchers comes the potential for abuse. Guarding against such sbuse is the
persenal and professional responsibility of every researcher and the collestive responsibility of
every institution that sponsors research. History has shown that we &5 a Nation must establish
und enforce protections against abuse perpetrated in the name of research. We must commit 1o

basic moral values such as respect for all persons, the preservation of their dignity, and the
uphaidipg of social justice in order to avoid harm.

While 1t is not possible to document all harms that have occurred in research in this report, it is
mneﬁz&itss important o describe some of the harms and their social, historical, and cultural

“gontexts. The recommendations and strategies described later in this report have been developed
in response to the complexities of the real world that give rise to harm.

+he Tuskegee Syphilis Study

In 1932, the Public Health Service, working with the Tuskegee Institute and other agencies, .
tegan a study in Macon County, Alabama, called the Tuskegee Study of Untreated Syphilis in the
Negro Male The study involved 600 black men--399 with syphilis and 201 who did not have the
czscasc Researchers told the men they were being tresied for “bad blood,” a local term used to
dcscnbc severa) ailments, mc!udmg syphilis, anemia, and fatigue. In truth, they did not receive
the pmpcr treatment needed to cure their illness. Although originally projected to last six
months] the study actually went on for 40 years, In July 1972, a front-page New York Times story
about the Tuskegee Study caused a public outcry that led the Assistant Secretary for Health and
Scientific Affairs to appoint an Ad Hoc Advisory Panel fo review the Study. The panel found
that the subjects had agreesd freely 1o participate in the Study based on various incentives, but
fliere was no evidence that the researchers had informed them of the Study’s purpose. In fact, the
men had been misied and had not been given the necessary information about the study or the
eppcmm:ty to provide informed consent.

%



[ the summer of 1973, a class action lawsuit endedd in a settlement that awarded more than

$9 mitlion to the study participants and their families. As pant of the setilement, the

LLS. govermnment promised to give free medical and burial services to all living participants. The
Tuskeges Health Benefit Program was established to provide these services. It also gave health
services for wives, widows, and children who had been infected because of the study. The
Ceenters for Disease Control and Prevention (CDC) was given responsibility for the program,
where it pemains today within the National Center for HIV, STD, and TB Prevention.

Chher Examples of Research Abuse That Have Led 1o Distrust in Research

L
The history of reseasch among American Indians and Alaska Natives has often been one of

' dzsregarci for tribal sovereignty and basic human rights. From 1987 to the present,

appmx:mawiy 3,000 articles have been published in which American Indians of Alaska

‘Natives were cited as research parncnpazxzs Some American Indians and Alaska Natives have

suggested that this volume of research indicates 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 Alagka Native populations, or how

' ongoing research could be used to improve the health of their communities. To address these

concems, many tribes have takes steps to ensure that all research is now undertaken with
explicit concem for and involvement of their people. Model agreements between tribes and
researchers have been developed by the Navajo Nation, the Asnerican Indian Law Center, and

Some populations have suffered harm as a result of geographical location. The U.E.
government actively developed and tested nuclear weapons for approximately 50 vears. Asa

- result of classified intentional releases such as the 1949 “green nin® release of radioactive

iodine from the Hanford Nuclear Fagility in eastern Washington State, many comsmunities

* believe they unknowingly were part of experiments conducted by the government that may

have adversely affected their health [Jensen 1996]. Hundreds of such refeases took place in

secret and remained secret for decades. Also, from 1944 to 1974, the U.B, government
. sponsored classified human subjects research that was the focus of investigation by a 1994
. Presidential Advisory Committee on Human Radiation Experiments. The Committee found
- significant lapses in ethical conduct. Many of the communities affected by the operations of
. the U8, nuclear weapons complex are poor and require a specific environmental justice
_ activity to address their needs and concems [Environmental Health Perspectives 1995].

Simiia:ly, 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

weepons testing on the health of the ULS, population and Marshall Islanders. Between 1946
and 1956, 67 atmospheric and above-ground nuclear tests were conductad in the Marshall
Islands, equivalent to the power and radistion of 7,000 Hiroshima atomic bombs. During the

i
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hydrogen bomb detonation in 1954 {Castle BRAVO test), radiation fell directly on

v 253 Marshall Isianders. The now unclassified documents about the BRAVO test show that

the Chief of Mission knew that wind changes would result in fallout over this population. In
addition, other Marshall Islanders were moved back into radioactively contaminated areas,
then were relocated months 1o years later afler it was found out that these areas were stiil
contaminated. At no time was there any community participation in the process, or informed
consent, and the Marshall Islanders were told that this was for the "good of mankind.” The
truth was hidden from the public and the Marshall [slanders for many vears in classified
documents. The Marshallese people continue to suffer from the effects of the festing and
have great mistrust of the U.8. government.

Research conducted at Wiﬁewbrook State Hospital in Staten Island, New York, for over

13 years highlights the vulnerability of institutionalized populations and their families. In
this/instance, mentally retarded children were deliberately infected with hepatitis A and B
viruses so that researchers could assess the natural history of the disease and its response to
treatment. Parents were induced to consent to the research because hospital admittance for
their child was at least implicitly contingent upon enrollment in the study at & time when

"~ hospital bed space was limited.

In the mainland United States, the illegality of abortion in many States posed 2 challenge for

_ human trials of the prototype contraceptive pill in the 1960s. Large trials were needed to find

the optiral estrogen-to-progesterone ratio and o 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, they also
wanied & large Nield population that was geographically contained and relatively stable,
Abortion was legal in Puerto Rico at this time, and residents of a housing project in the San
Juan metropolitan area were targsted for recruitment. Most of the women had low incomes
and several children. They were approached by researchers who offered them'the
contraceptive pill as an option for having fewer children while continuing to have sexual
t!:latwna Other ULS. locales where sbortion was legal were not targeted, and the burden of
uatoward side effects of the medications was experienced by mainly one group. Because this

. research targeted one socially disadvantaged group, it violated the principle of social justice
© and‘was unethical,

In addltmn to these specific examples of wrongs by researchers, the simple conduct of research
¢n certain health issues can result in negative stereotyping and stigmatization. Many health
conditions are burdened with stigma, such as HIV, sexually transmitted diseases, tuberculosis,
raental illness, substance abuse, and violent injury. Individuals with these conditions can suffer
severe consequences including social avoidance, economic boycott, discrimination in housing or
provision of other goods and services, and violent "bashing” from others. When research is
sonducted or rescarch findings are reported in & way that is disrespectful or insensitive, the result
is firther negative stereotyping and stigmatization of the affected individuals and the -
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commuities in which they live. Minority communities are understandably concerned about the
potential for harmful labeling and discrimination that may arise from research on stigmatizing
diseases. .

A New Beginning

When M causes harm, that research contributes to, rather than lessens, the stresses endured
by communities. The harm endures through years of emotionally and often financially taxing
attempts to effect redress. Communities who have been harmed by research belicve that trust
must be built, not rebuilt, Establishing a foundation for trust requires commitment and right
action. The actions of researchers today must be clearly distinet from those that led to the
weongs of yesterday. This report provides individuals, institutions, and Federal health agencies
ergaged in research with s framework for establishing en ethical basis on which to build trust
ar d partnerships with commaunities.

PARTICIPATORY HEALTH RESEARCH

Dzfining "C{ammmi{v "

W hile an understanding of the concept of “community” is integral to community participatory
research; there is no consensus on a definition of “community™ or its operationalization within
health research. At its simplest, a community is a “group of individuals with a commeon interest
" ard who identify themselves as & group™ (Labonte 1997). While many people tend to think that a
community requires geographic proximity--that is, people living and working in the same place--
~ miany modern communities are based primarily on shared interests or characteristics such as
~culture, ‘ethnicity, occupation, or a sense of purpose or vision (Haich ¢t al. 1993, Royal Society
Report, Jewkes and Murcott 1996, Labonte 1997, Minkler and Wallerstein 1997).

Communities are dynamic and emergent, with fluid, flexible boundanies (Walter 1997; CDC
1997), and are ofien characierized by diversity. The multiple constituencies and interests within
a community must be acknowledged and appropriate strategies and processes developed for full
partnership (Minkler and Wallerstein 1997). For these reasons, no single definition of
commaunity vill be adequate to meet the needs of every situation.

From o purticipatory research perspective, “community™ should ultimately
be defined in {erms of those whose participation is necessary for the
. implementation of the research and whose well-being is likely t6 be affected
Ify the conduct of the research.



TNERSHIPS IN RESEARCH 6

"’he irzgportance of Health Research

!v‘Imenty and poor communities lag behind the overall U.S. population on most health status
mdscam The extent of this disparity and the consequent waste of human lives and productivity
has been exiensively chronicled. An estimated 60,000 excess deaths ocour among African
Americans, Hispanics, Asian and Pacific Islanders, and American Indians annually. (Excess
cleaths are defined as deaths that would not oceur if mortality rates for minorities were the same
is for aenmmontles } More than 80 percent of these excess deaths oocur in six categories--
Lancer, &wt disease and stroke, homicide and unintentional injuries, infant mortality, diabetes,
gnd chemical abuse {primarily alcohol sbuse)-all of which have wambutmg factors that can be
controiiad or prevented.

.fxﬁ'lcazz Americans experience some of the greatest disparities in health in the United States. At
birth, African Americans have consistently lower life expectancies: in 1993 their life expectancy
vias 69.2 compared to 76.2 years for whites and 75 years for Hispanics. Similarly, African-
#umerican babies are almost two and one-half times more lkely than white babigs to die in the
first year of life. In 1993, the African American infant mortality rate was 16.8 per 1,000, while
for whxm it was 6.8 per 1,000, Elevated infant montality rates have also been reported for
é;mmm Indians and Puerto Ricans,

b }

t '}‘a improve the health status of the U.S. population as a whole, disparities in

il ﬁm health status of our subpopulations must be addressed.

’ j?%e Pa:{ac:pawfy Research Model

{I«:}mmmw participatory research is not 8 methodology but rather an approach that combines
systematic investigation, learning, and action (George et al. 1996). Researchers and community
niembers each bring unique and important contributions to the research process. Researchers
bring skills in research design and methods and knowledge of heaith. Community members
bring knowledge about the community’s culture, social norms, and networks. In the
participatory approach, the community collaborates in the conduct of all aspects of the research
process as an active, influential partner.  Through such participation, community members and
pisearchers work wgeﬁm to develop a set ofpmnucs and identify research questions that can
“satisfy {thc needs of both™ (Hatch et al. 1593).

i

A majtxr! benefit of comumunity participatory research is the sustainability of subsequent
iiterventions or prevention programs (Altman 1996). Population-based prevention research is
an ideal type of research for community participation. The importance of conununity-based
pmgmms for improving health is outlined in Healthy Feople 2000, community-based programs
are increasingly comprehensive, taking a positive approach to health and well-being through
planned, coordinated, ongoing efforts, By working in partnership, communities, rescarchers, and
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funding iagmcics can maximize the benefits of research by translating research findings into
comprehensive programs for improving health.

|
Participatory research requires sufficient time for partners 1o become acquainted and build trust,
Hoawever, as noted by the Rayal Society of Canada, there may be times when “problems cry out
for more urgent solutions and sxpedient ways of gathering knowledge and taking action™ (p. 58).
Aind, there muy be types of research (e.g., multisite clinical trials) that are not easily adapted to a
perticipatory approach.
g Researchers should strive to work withio a participatory model to the extent
possible, always remembering that any research study must include the
qualities of respect, honesty, and integrity. Participatory research should be
the “gold standard™ toward which all federally funded research aspires.

HIS will conduct a department-wide evaluation of the impact of current health research
pracesses, procedures, and funding mechanisms on community participation in health research
and implement changes as needed to facilitate the use of panticipatory research models.

BASIC ISSUES IN COMMUNITY PARTICIPATION

n :Iucsianj

" Inclusion is the core issue for building community partnerships in research. %0 should be
included? How and when are they included? Do the decision-makers include the people who are
aflected by the consequences of the decisions, and how much weight do they carry when
dezisions arc being made? Who will be held responsible for the consequences of decisions?

The research process is currently dominated by formally educated people who bring extensive
information and expertise to the research situation, but who are often personally detached from
that situation. Traditionally, these researchers or others who are articulate in the language of
science have articulated the concerns of the research participants and consumers. But their
voices often do not sound 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

lar guage may sound to you, permit me to speak it as | see it; then we will work together to put
the idess together.” Even those who doubt the most or have their own agendas must be heard.
W must reach out broadly so that all experience s represented,

‘Inclusion means establishing deliberate and explicit mechanisms for enabling voice and vote in
each step of the ressarch process by research participants, beneficiaries, and other affected
parties, Inclusion means "grassroots™ involvement to the extent possible, of the people most
aifected, f:izhcr directly or indirectly. It means making the effort to include individuals and

-—
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various local organizations {like block clubs and local school councils) whose organizing
zmthods include door-to-door contact, involvement of people beyond their own membership,
prtmswns for "bottom up™ planning and decision-making, and creation of indigenous leadership,
§’¢rso:ss at the grassroots level, in this context, are people who do not work for arganizations that
vonduct research and whose views are not influenced by ressarch-oriented employment.

! Q(}btaining grassroots input is an ongoing process that requires constunt
) attention (o the issue of inclusion and an uaderstauding of the complexities of
: # participatory community partnership. ’

Eixcellence in Sclence

The goal of inclusion should be to improve science by expanding effective research
racthodology, not replacing it or creating alternatives, Scientific rigor must be preserved while
Licorporating the skills, talents, knowledge, and strengths of the participants and beneficiaries of
t1e research. Excellent science benefits everyone,

$ cientific rigor is defined as “the scrupulously precise and scientifically exact application of
risearch methods for gathering data and of analytic techniques used to treat and analyze the data”
{Rateliffe and Gonzalez-del-Vale 1988). Scientists are trained 1o strictly adhere o presoribed
niethods for dats collection and analysis 50 as not to introduce bias into a study. Community
iinvolvement benefits scientific decision-making by requiring researchers to make their methods
“and assumptions explicit and understandable by all. Scientific credibility is sttengthened when

* “vesearchers are challenged 1o interpret study results in ways that reflect the realities experienced
by those living in the community. Ethical rcsearch 15 enhanced when data collection methods are
respectful of study participants.

Concerns that community invelvernent may interfere with the strict
requirements of accurate measurement and with the process of conducting
ebjective research are outweighed by the potentisi for improved and more
effective research desigo and maximally beneficial results for the community.

Collaboration and Pa;{nza:hsp

Collaboration is not a consultative process where opinions are sought from one group, but

dcisions are made by another; nor.is it negotiation where parties with unequal resources use

win-lose strategies to protect their interests. True coliaboration entails sharing risks,
responsibilities, resources, end rewards and includes shared and balanced investment,

" responsibility, liability, goals, expectations, and benefits. Coflaboration requires partnerships

wnong policymakers, funders, researchers, evaluators, communities, families, and individuals.



Cellaboration is shared decision-making where al) those affected participate

in making decisions, and all parties are willing to contribute their resources
to heaefit the partuership,

Commitment of Adeguate Time and Resources

There is often tension between inclusion and sfficiency—the more people involved in the research
process, the more complex it becomes and the longer it takes. Resecarchers and community
mambers who have conducted participatory research uniformly deseribe the need for a

e mtmcnt of adequate tirae to the participatory process, Building a research relationship with
2 community can take from two to five years. Atternpts to speed up the process are jikely fo
backfire, adding to the historical accumulation of distrust and creating an even more challenging
situation for the next researcher seeking to conduct research with the community.

1)
]

The resources for partnership must be adequate o support the activities and infrastructure
necessary to build and sustain the relationship. Researchers, and those funding thern, must be
seisitive to the actual costs of participation and the ability of communities 1o share those costs,
Scme commaunities, especially highly educated middle and upper class communities, can draw
on significant, well-established, diverse resources that can facilitate their involvemen {n the
research process or can help them mobilize and take effective sction if they believe that they are
being harmed. Conversely, in communities where basic resources are lacking, infrastructure is
in ldeqzzaw information is unavailable or unreliable, and day-to-day survival consumes the

. limited résources that peopic have, community members must balance the demands of a research
pa-tnership against all the other demands in their lives. Poor communities are the most
vulnerable to exploitation by researchers, and thus stand to benefit the most from inclusion as
eqial partners in the research process. But a conimunity cannot be an equal partner if it is
desendent on the researcher for the resources needed 1o act as g partner,

Resources must be available fo the community to build its capacity for
partnerships with researchers.

Hixtory, Culture, and Society

There are many dimensions to understanding communities that need to be understood--and
respected—-by researchers, many of whom are unaware that their own cultural assumptions shape
their interpretation of the responses and behavior of others. The particulars of history, especially
pepetration of institutionalized racism, internalized oppression, legacies of slavery, and violated
treaty rights, have led many comimunities to establish ground rules for interaction with outsiders;
that too ofien are misunderstood or disregarded in the course of research. Economic factors and
their impact on health disparities within their communities should be evaluated. The spiritual
anl refigious heliefs of 8 community ars intimately related to health, healing, and well-being, and
should be appropriately respected and addressed. Finally, respect for and willingness to discuss

I
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the emotional contant of issues related to health and research within communities is crucially

unportant, but is often a very difficult subject for researchers trained to value intellectual
‘stiributions over emotional ones.

-A grasp of history, culture, and society is critical to solving many of our
most challenging bealth issues, To practice effective inclusion, researchers
; .aeed to understand the affected communities. Understandiog develops
| gradually through ongoing intersction with community members, often
E resulting in the reshaping of assumptions held by the researchers and the
community members. With understanding, the researcher gains better
'insight inte both the causes of health problems and their potential resolution,
snd community members are more likely o incorporate the research
T findings to improve their health status. *

Trust
z

“To buiid trust, communities need to experience direct benefit from their relationships with
wesearchers and to know that individuals and institutions are held accountable for their actions.
‘These aspects are often complicated by legal and ethical issues such as confidentiality,
contractual relationships, and proprictary interests, However complex, they need to be spelied
out so that communities are assured that ihay have full access (o information and that the
leseamh serves them.

Full disclosure throughout the research process is essential and includes

many aspects such as financial status, informed consent, and changes in
plans.

i
Pawer '

There are many forms of power, but the critical oae for research is decision-making power. In
t’ie rcscaxck process, researchers fend to have considerably more decision-making power than
the people participating in the study. This is especially true for research conducted in poor
comrmunities or with vulnerable populations such as the homeless, institutionalized persons, and
youth. Because they themselves are answerable to powerful institutions, researchers are not
slways fully aware of or sensitive to the discrepancies in power that communities clearly
gerceive. It is usuaily the researcher, and not the community, who decides that a particular study
vill be done, secures and controls the funds for studies, and controls the data that can describe
e community’s problems—and strengths--and apply study results to the sclutions to the
commmunity’s health problems. And it is the researcher, not the community, who determines how
the research will be done, bow the data will be analyzed, and how the results will be
disseminated. Often, the one decision left to community members is whether to participate as
subjects during the process of informed consent.

-
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A prerequisite for building trust is a more equitable distribution of
2 decision-making power with a commitment of resources to build capacity in
1 commiuaities.

i

,&_hics -

A number of mechanisms are currently in place to promote the highest ethical standards in
research. The Office for Protection from Research Risks (OPRR), National Institutes of Health,
pravides oversight, advice, and clarification of rules on involving people in federally-funded
reszarch. OPRR certifies Institutional Review Boards (IRBs) that are required by law comprise
m:smbers from & variety of disciplines and include representatives from the community.

IRBs review research plans to decide whether the proposed studies can be ethically conducted
with humans: ~In October 1995, a National Bioethics Advisory Commission (NBAC) was also

created to review current regulations, policies, and procedures 1o help ensure that all possible
safeguards are in place to protect volunteers in research. :

Diespite these efforts, concerns are still raised about the adequacy of existing mechanisms to
ensurs the ethical conduct of research. The adequacy of community involverent on IRBs needs
to be evaluated . There is debate over the appropriate balance of universal versus culturally
spaific guidelines, especially with regard to the weight given to individual autonomy. Informed
sonsent at both the individual and community levels should be addressed in detail.

The possibility that research ¢an do social harm in 8 community through
stigmatization or diminishment of resources needs to be explicitly considered
and guidelines developed on how to apply the concept of “do no harm® af a
cammnaity or soucictal Ievel.
Felicy
T¢ arrive at legitimatg community-based solutions to local public health problems, we need (o
do more than improve the dialogue among cormmunities, academia, and local, State, and Federal
health agmz;zes Dialogue sets the siage for refevant public health research, but ultimately,
rescarch is shaped and implemented through funding mechanisms. The majority of public health
research funding comes from Federal institutions and private foundations through short-term
commitments (generally five years or less) that focus on 2 particular disease or condition. Rarely
are: policymalers and funders willing to pmvx:iz resources o sustain the structures and

relationships among commaunities, health agencies, and academia that identify and make possible
rejevant public health research.

' Sustainability is necessary if successful research is to be translited info
programs of lasting benefit to communities.
i

;

g it

i.
|
|



BUILDING COM

Education and Training

With t.'tzc:xr years of specialized education and training, researchers tend to either take for granted
that they have the necessary expertise to conduct research in diverse community settings, or they
turn fo their professional colleagues for guidance. Yet few universities require or provide formal
&cucation in ethics, cultural sompetency, collaboration, or communication skills beyond those
noeded within the confines of a particular academic discipline, It is assumed that the nobler
intentions of the researcher will compensate for any deficiencies in these other skills. This
scphasis on scientific over social skills and ethical discipline is often combined with a shallow
rezard for the importance of focal history and culture and & devaluing of community-based
knowledge and expertise. Whether intended or not, the end result is stereotypical “researcher
arogance’* that wdermines the trust of community members. It also robs the researcher of
va&zabiu mfcmaazm that could Icad 10 unpcrtani insights.

Sumlarly, in order to function as true partners in rcscarch, communities need education and
treining on pertinent health issues, research processes, and research options for identifying and
re: aivmg 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
they 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 2 fess intelligent (25 opposed w a §css educawd) audience,

Through edzzcatw;z targeted to tlw commn:&ity, we can confront the issue of
scientific literacy {(or illiteracy) in the United States apd ensure that more of
aur citizens are educated about the fundamentals of research and are able to
benefit more folly from sach activity. In addition, through education
targeic—d to researchers, we can improve the competence of researchers to

‘ work with commuunities effectively by undersianding community cultures,
history, and needs.

Accountability and Oversight

Many of the issues that underlie public distrust of research sre issues of
accountability. Researchers should be beld sccountable when charged with
the responsibility of conducting ethical research. This mesns: (1) following
_ rtlevmt regulations and laws concerning research, (2) being knowledgeable
i and culturally competent sbout the commaunity, (3) baving the interpersonal
_ skills necessary to work with the commaunity, and (4) practicing proven
. participatory research techuiques.

Re: earchers ofien seek help from local stakeholders such as leaders and respected organizations
to sain access to communities, especially minority communities, where distrust of research is
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viry h;gh I such assistance is given, community stakeholders become accounsable for the
actions of the researchers. If the ressarchers fack sensitivity, make a mistake, or cause harm, the
community leaders lose credibility within their communities and may lose their cffacuvencss,
either temporarily or permanently, thereby creating & gap that may not easily be filled. The
reszarchers may be oblivious to these consequences as they endeavor 1o meet their own data
coliection goals, Efforts should be made to protect the privacy of individuals especially of
viulnerable populations and the confidentiality of information they provide. Accountability and
ov mlght are needed to protect loca!l stakeholders and their communities from the negative
impacts of insensitivity and exploitation, as well as to reward rcscarchers who invest the time and
resources naccssary to build sensitive, equitable rc!amnsivps

M:chamsms are needed that hold researchers and their institutions accountable when
communities are adversely affected by resecarch. These mechanisms may include public forums
for the discussion and mutual resolution of unforessen outcomes and human error, compensation

e mhmusms for avoidable costs incurred by communities, and criminal penalties for intentional,
setious harm 1o the community.

ACTION STEPS

The goal of HHS is to promote awareness of and appropriate community participation in health
reszarch,’ 'Diglogue must continug among HHS agencies, researchers, and communities to

provide ong{}wg development and guidance for building meaningful health research partnerships
" with mmmunz ties. HHS will undertake the following action steps to attain this gosal:

1. Establishment of a federally mandated Task Force on Participatory Research, The Task

Force will be composed of representatives from diverse communitics, rescarch institations,
and HHS agencies,

a. The Task Force will conduct regional hearings to gain grassroats community input on
= mechanisms and actions needed to build partnerships in research.

b. The Task Force wxii develop guidance on participatory research based on these heanngs
and other appropriste processes.

. Task Foree will develop a plan to increase community participation in government-
fundcd research.

i+
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In formulating the plan, the following issues will be considered:

(1) The need to develop mode! programs that not only include health reszarch goals, but
) also community capacity-building goals for conducting specific research activities
such as community training on Iteracy skills, organizational development, and
sommunity mobilization skills and rescarches capacity building goals such as cultural
competence, social skills, and communication skills.

{2} The need for basic research on 2 rmnge of models for effective collaboration between
researchers and communities, on factors that promote and deter effective
collaborstion, and on how people decide te 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 ressarch sponsors of factors that

: ~ indicate a high potential for exploitation, injustice, and harm in research and the

impact of policies that contribute 1o participatory research in reducing injustice.

f : .

2. Examinatiou of HHS procedures and funding mechanisms to determine whether

© obstacles exist to community participation in bealth research and implementation of
changes as needed to facilitate the use of participatory research models, Strategies to
enhance community participation in the research process must be implemented within Jarger

. socxctal and institutional frameworks that are supportive of participatory research. Current
prami:as in research funding, dissemination of study findings, and scientific career
advanoemﬁnt amre based largely on nonparticipatory research models, Federal support far
partxmpatory research is the smgic most efft:ctwe mechanism for change.

Sevcral key issues that will be mcludcd in the evaluation are:

mmlmm:m Cummiy, fxmémg (pm_;ect} perwds for cz}mmwuty researc?t are lm’utcd ©
three to five years; however, the process of even building a research relationship with a

. comununity 30 that research can proceed can take up to five years. Funding agencies need
‘1o ensure that there is a logical coordination of funding and research start-up time, with
provision of adequate funds prior 1o the initiation of actual research to support
community 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 complementary
research based on community-defined priorities.

2t jiew comumittess. Federal review committees need 1o
mcludc rcwmrs wha can cﬁ’wtwely evaluate the participatory aspects of research
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proposals, and represent diversity through the inclusion of individuals who can speak 10
the historical, social, and cultural subtleties that affect the conduct of health research.

m&mt&xﬁ. Reswchcrs zx)uld werk w:tiz mmmamncs more cffwtlvciy if thc:y has:l
knowledge in ethics, cultural competency, and participatory research fechriques.
Likewise, conunanity members could be more effective with knowledge of rescarch
processes. Funding and technical support should be svailable for career development of
students, especially minority studeats, in community participatory research, and for the
dcveio;:men% and implementation of training programs for community-based public
izcalth paraprofessionals. Commanities should share approprisiely in the infrastructure
costs of conducting research, and funding should be available for communities to explore

the use of their own cultural traditions as a basis for answering gquestions and finding
solutions.

- Rk ederal regulations. Meaningful collaboration among
commmzzzzes rcscarchcrs, and ?ii*iS agcnczcs shrzuid bc defined and evaluated on the
basis of actions such as the use of respectful snd equalizing lanpuage; clear statements on
the participatory roles of communities, researchers, and agencies; and data sharing plans
that outline technical requirements, confidentiality protections, and publication
constraints.

. mmwm Bf?acﬁvc"paﬁnemhip requires that community members have

access to information on research, including basic requirements for the ethical conduct of
research, explanations of research terminology, factors 1o consider when weighing the
tisks and benefits of study participation, evaluating the credentials of the research team,
descriptions of funding sources, and the options avatlabie if probiems or concerns about
the research arise. In addition, currently funded collaborative models should be
documented and mechanisms developed to disserninate information on them to
coramunities, funders, researchers, and policymakers to share jessons leamed.

JR——— e et i it
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Washington, D.C. 20201

- FEB 10 1998

MEMORANDUM FOR ANNE MUGUIRE
. H

4
H

Attached is a memorandum for the President from Secretary Shalala
trangmitting a Report on Building Community Partnerships in
Regearch: Recommendations and Strategies. The Report was °
prepared in response to the Pregident’s directive following his

formal apology last year to the survivors and their families of
the Tuskeges Syphilis Study. )

t

Willlam V. Corr

Attachment
.
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MEMORANDUM FOR THE PRESIDENT
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P43

THE SECRETARY OF HEALTH AND HUMAN SERVICLS
WALHINGTON. B &, 20201

JAN 27 1998

The purpose of this memo is to outline the information we have so far on the impacts of

changes in welfare programs, The information is still quite preliminary, but some conclusions
are emerging, These include:

0

B UUIPIE . SO

The total number of welfare recipients has fallen below 16 million for the first
time since 1971, Caseioads have fallen by more than 50 percent since their peak

- 1n 1994,

Many more recipients are now working, and the proportion of former recipients at

. work after leaving welfare appears to be somewhat higher than in the past.

States are making very serious efforts to move recipients into work, both by
mandating work programs and sanctioning those who do not cam;:rly, and by
increasing the benefits of working through simpler and higher earnings di sregaz{ig
and on-going supports such as child care.

As we found with AFDC waivers, States are adopting common approaches but
with many variations in specifics. Several large States are devolving key policy
decisions to the county level,

There has beers no “race to the bottom” in Siate welfare benefits; States arg
spending more per recipient than in 1994 across TANF and related programs, and
State maximun benefit levels are generally unchanged.

8o far there is little evidence of extreme hardship among those who leave welfare
as a result of sanctions, although many do experience fairly large declines in
income., Qverall, however, half or more of former recipients appear to increase
thelr incomes after leaving welfare,

Even when recipients move to work and improve their incomes, they are still
likely 1o have total incomes below the poverty line.

This memo Jooks first at what the States are doing, in terms of both spending choices and

broader policy choices. It then tums to impacts on recipients, assessing both results from
evaluations of State waivers similar to current State policies and the very early results from State
sarveys of recipients and former recipients. Finally, the implications of these findings for
Federal and State policy choices are briefly discussed.

dc;Sfm;zbu(é.{i, ASL 1 ACH : 0177
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Welfare caseloads have declined dramatically since their peak at 14.4 million recipients
in March 1994, Overall, the number of people receiving aid had declined by more than 30
percent 10 9.8 million recipients by September 1997 (the most recent monthly report available},
This decline has continued at an even more rapid pace since the enactment of welfare reform in
August 1998, In the first year of welfare reform alone, almost 2 million recipients left the rolls.
As Chart 1 (attached} shows, these decii:ies are spread across almost al] of the States.

’ " e spending o 212 Thcrc has been no “race to the
botom™ in Szate w:ifarc s;x:admg Bccausc thm: arc pow fewer recipients, total State spending
on welfare programs has declined since 1994. Ou average, however, States are spending
soinewhat more per recipient than they did in 1994--reported State spending on welfare and
related programs is about 18 percent below the level seen in 1994, while ceseloads have declined
by more than 30 percent. This increased spending has not affected direct payments 1o recipients,
swtichy remam very close to the fevels seen in'both 1994 and i?% {about $37¢ pet family per
month on average.) In sll, four States have increased maximuIn | benefit levels since the
emictment of TANF, while five Siates have decreased maximum benefits for at least some
categories of recipients. T
t States are reporting that they are meeting their Maintenance of Effort (MQQ}
rcqulremcms under welfare reform. They are required to spend B0 percent of previous {generally
1934 1evcls, or 75 percent if they meet the minimum participation requirements, and 20 States
report exceeding that goal, some by considerable amounts (see Chart 2). Further, reported
spunding may understate actual amounts spent, since there are no incentives for States to report
ad ditional spending once their MOE requirements have been met. There is litile in these data to
suzgest declines in spending levels--rather, States appear to be using at least some of their own
money to provide services such as child care and Job training and placement and to increase work.
incentives. o
Changing State Policies. A focus on work is a major theme in State welfare policies,
although thers is considerable variation in plan specifics and in implemeniation across States.
The following key points emerge from an overview of State policies:

tates are focusing on epcouraging and requiri

0 40 States have enacted policies to make work pay, generally by increasing the
amount of earnings dlmgan:ied in caloplating welfare benefits. (See Chart 3.)
Connecticut, for example, now disregards all earnings up to the poverty level.
Most States have also simplified the freatment of camings compared to the AFDC
treatment, with the result that recipients can see more clearly how even a low-
wage job will make them better off.
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44 States have raised the level of resources and/or the maximum value of a
vehicle allowed to welfare recipients. (See Chart 4.) This will make it easier for

recipients to get to work and to accumulate savings that might lead to self-
sufficiency, :

Almost all of the States have moved 10 “Work First” models in their welfare
programs, requiring recipients to move quickly into available jobs, Virtually
every State has instituted “social contracts” or other personal responsibility
agreements in which recipients commit to specific steps toward scif*mfﬁcicncy
States are enforcing these contracts, saﬁctmmng people who fail to sign or live up
to their agreements.

i being h}r the Swm Vil,S:

o

UV VI

24 jurisdictions have elected to screen for, provide appropriate services, and waive
requirements where nesded o ensure the safety of victims 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.

As indicated in Chart 6, most States have chosen 10 exempt parents of infants
under one year of age from work requirements. 16 States have chosen shorter

exemptions (the law allows States 1o require parents with children over }2 weeks
10 WOTK.)

. State policies regarding time limits are varied and complex.

Chart 7 shows that elever, States have chosen "intermittent” time limits that Hmit
the to1al months of recipiency allowed within a longer ime 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 of time
limits often allow exceptions or exemptions. 27 States have chosen the Federal
limit of 60 months. Four States have chosen other options involving supplements
from State welfare programs for those reaching the Federal time limits.

Evaluation and survey data find that recipients are often unclear about the
specifics of time limits {and other reform policies) that apply to them, although
they do know that the nature of welfare has changed.

Few recipients have reached State time limits so far.



o A few States are making choices that appear to have little to do with work, such as
. counting the 331 income of disabled children and adults in computing TANF
benefits without 1aking into account the added costs of disability,

0 The amount of time that elapses between the determination of policy choices and

-+ their actual implementation varies greatly across States, usually based on whether,
when and how extmmvtiy they undertook reforms through waivers. Many States
have not complated the ;zwcess ‘of implementing proposed policy changes.

gggz: Hes,
o Other Statcs in ti;e pmccss of cievoivmg mclude Maxyiand Ohig, Florida,
" Colorado and North Carolmais wm 28 5 e vy .
.,3:’2 ;\ﬁr . wmx‘rwﬂ e uwa %ﬁ .' ...”;I_,-_i Ce -: e B
'L o These States sre devolvwg decisions about work activities, post-employment

4 ' supports and, in some cases, Sanctions; Colorado and North Carolina are alse

: passing on decisions about other factors including cligibility. Benefit levels will
! © still be determined at the State level, although in some cases the State will

; ,  mandate only a floor which the counties can choose to exceed,

mig_,czg of Welfare Reform on Recipients

Maving recipients and potential recipients into work has been the focus of most State
policies, and there is some preliminary evidence that employment levels are rising as caseloads
deciine. Evidence on the impacts of other aspects of the changes on recipients and would-be
recipients is somewhat more mixed. Are they indeed better off in economic temzs" What bas
happened to these who haven't gotten jobs? Itis still very early to answer those questions, but
we have some preliminary data that give 2 few indications.

CGur preliminary data generally relate to the situations found in specific states. Thus, this
report draws upon preliminary program evaluation reports of waiver-based policies from
Mic iugan, Towa, Minnesotg, Delaware, and Florida, and on surveys of welfare recipients and
people who have left welfare rolls in Massachusetts, fowa, Wisconsin; Iridiana, Maryiand, South
Carslinn and Tennessce. The early siories emerging from these studies appear to be fairly
consistent across those states. Although we are beginning to have some evaluation evidence on
the lmpa{:is of poll(:} chazzges as opposed to the strong economy, it is very difficult 1o sort out the
relative importance of policy and economic factors at the National level.

Sanctions. States are generally working harder 10 enforce mandatory work requirements,
and sanctions rose by about 30 percent nationally between 1954 and the end of 1996, Anecdotal
evidence implies that these rates are still increasing. In the studies of specific States, sanction

I A
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rates of as high as 50 percent are seen, with rates in the 25 percent to 30 percent range not
unusual. ESancti{ms may result in either a complete or partial loss of benefits. Across States we
fird that the majority of sanctions occur because recipients fail to show up for initial
appointments, Far fewer families have been sanctioned for refusal to comply with work
assignments. Sanctioned families may include many who are already working or who have good
job opportunities; in Iowa, for example, families that did not comply with the State’s Family
In, vestment Plan tended to be more Job-ready than the average.
E; E@gjmn_ ?cthaps ;zaﬁ:iy Besause of stricter work policies as well as the robust
ec;;zizz:fmyt more recipients and former recipients are now employed. Evaluations of specific State
programs show policy-related increases in employment in the range of 8 percent t¢ 15 percentage
: pcmi.s Surveys of people wito have left welfare imply that S0 percent to 60 percent are working
in the period following welfare recipiency (with the remainder not employed). This is
comparable to or slightly higher than the 45 percent to 50 percent of welfare exiters who worked
afier leaving AFDC. Some of this | mcz‘ease in work may result from the strong economy as well
ag fram ;xaixcy changes. - G FUET L A
s? ‘:;w 4@,‘*‘*5 \Mw*’“‘*"x oy :}33#;*—:‘; ‘":}“"
Incomes. While there do not appear 10 be drasnatic changes so far in the avcragc inecomes
of welfare recipients and those leaving the welfare rolls, these averages hide a great deal of
variation. Among those leaving the program, incomes in the follow up period are very mixed.
Generally, about half of former recipients saw increases in their incomes, while half experienced
declines. There is some evidence that those who leave the program voluntarily are more likely 1o
have increased incomes, although in both Scuth Carolina and fowa about 40 percent of those
who left because of sanctions also experienced income increases.

There is lintle evidence at this poin{ of extreme hardship even among families losing
benefits altogether as a result of sanctions or time limits, However, events such as homelessness
or entry of children into foster care are sometimes hard to observe in evaluations and follow up
studies, which are usually unable to trace some proportion of former recipients. In the short run,
many families experiencing 2 large income losses appear to rely’ on help from friends and extended
family. It should be noted also that even families whose incomes rise as g result of higher
eamings and/or changes in State policies typicaily still do not have above-poverty level incomes
while on TANF or in the period imumediately after leaving the program.

Qther Benefits. Families who leave TANF ase often eligible to continue receiving
benefits from other social support programs such as the Food Stamp Program, Medicaid,
Svppi&:mmai Security Income {881} and housing programs. However, relatively low take-up
raes for some of these benefits suggest that many former recipients may be unaware of their
continued eligibility for other programs such as Medicaid, or that administrative barriers may be
preventing some eligible families from participating in these programs. In both South Carolina
and Indiana, for example, about half of the adults who were no longer raceiving cash assistance
reported that they did not have any health insurance.

k
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Policy Implications and Next Steps:

s These early results suggest that real progress is being made in focusing recipients on work

andlin maoving them into employment. This is a significant and critical step on the path to
femnmg welfare. 1 believe that further steps need 1o be taken to consolidate and build on this

af:wm;ﬁzsimem In particular, we need 1o ensure that low-income working families, whether
ﬁx:y are formes welfare recipients or not, can continue to work and to sam enough to raise their
faniilies, mmg unemployment and other temporary sethacks without relying on long-term
we:fare receipt. In pursuing this goal, we would be hui‘iéisg on the Administration’s many

’ aci:wvmmis for working families, including expansion of the EITC, increasing the minimum
waze, ﬁ:xpandmg health care coverage for children, epacting parental leave, and the introduction
of this yea: 8 ;mhbmakmg child care initiative.  And we would also be building on the
wzi&s;}mad and increasing interest of the States, which are starting to grapple with the question
of what happcm afier welfare parents take their first jobs.

]f Boﬂl researchers and practitioners are telling us that y when such parents move to work,
most are likely to need continuing support in order to keep’ their }t}bs, support their families,
imyyrove their incomes over time, and avoid going back onto the welfare rolls. These supporis
car take many forms, from the EITC or increased éamings disregards to services such as child
caxe, healr;h care, transportation and mentering. Currently, States have resources available to
them thzough the TANF block grant and their Maintenance of Effort funds, as wel] as through
otfer Staza resources that have been freed up as a result of declining caseloads. 'We can make
pre gz‘ess im this agenda by challenging States to make key investments, showcasing effective
pra ctices ami encouraging State innovation as well as by shaping u National agenda to help low-
wage svz}gieers and their families.

H
&%sa{mssfai strategy to support low-income workers and their families would involve
several components at both the State and National levels. These could include:

1. Raising the incomes of low-wage workers. Most welfare recipients moving into their

+  first jobs continue to gam below-poverty level incomes. The major 1993 expansion of

1, the BEITC does a great deal for these families, and it must be protected. In addition, we

! could challenge States to expand State EITC's and to increase earnings disregards and

| other programs for low-wage workers. For example, Wisconsin has used TANF MOE
funds to expand beth its EITC and housing subsidies for low-income awners and renters.
At the National level, policies such as’a further increase in the minimum wage or tax

¢ incentives for cmpiaycrs to promote jobs and higher wages for iow-skilled workers could
‘be explorad

2. ?mv;dmg other job supports. We must ensure that other eritical job supports, such as
health care, child care, transportation, and mentoring, are available for working families
who need them. The Administration’s new child care initiative is of course critical 1o this
strategy, and the newly enacted Child Health Insurance Program should go a Jong way
toward ensuring health care coverage for the children of low-wage workers.. We need to

| -6-
|
|
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- increasing skills and carnings over time,

continue outreach efforts to make sure that low-income working families are aware of
thezr patential eligibility for Medicaid. The Vice President’s work on mentoring provides
a va}zzabie example, and States must be encouraged 1o continue W invest in these
pmgrams and other supports. .

] ime. Many States are
begmmng to gmpple wnh the best way t pwmoze gww:h in &kziis azzd eamings over lime
for former welfare recipients.. Over the longer term, such growth will be necessary 1o
meet both the needs of families and the needs of the economy as a whole. We should be
challenging States to put zogctizcr creative strategies and showcasing those that do. These
strategies can involve linkages among w&rkfmce 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

intrease the probabzhty that low-wage workers will eamn coverage:, as is now being
discussed within the Administration. At the Stite level, We -shotild showcase States that
are implementing post-employment services and other 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 short-term assistance with rapid re-employment help.

In summary, we must build upen and continue our efforts on behalf of low income

workers. | look forward to further discussions with you regarding these important issues, Please
let me know if you would like z briefing or further information.
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 Chart 1: RECIPIENT COUNT DOWN 2.4 MILLION e
* SINCE ENACTMENT OF NEW WELFARE LAW
{,; ‘ (August 1996-September 1997)
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Increased resource and/or vehicle limit n As under former AFDC program
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