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lysxs and Plannmg for the Futﬁ‘e
by Cathy M. Efird

‘Every person in the world faces a series of pressures and problems

that require his attention and action. These problems affect him at

many different levels.” The majority ‘of thé world’s people are

concerried with matters. that affect only family or friends over a

. short "period of time. Othérs look furtBier ahead iin time or over a

" larger-area—a city or a.nation. Only a vérv few people have a global
- perspective that extends far into the future e .;

) e challenge to acquire-a futurlstlc perspectwe wnth regard to developmental dlsabllltles .
is a pressing need, A five or ten year. planning horlzorfhas utility for existing needs but we must,
in a ssml.llteneous manner, direct a substantlal proportlon of our planning resources to future
" needs. We must become the “very few people" concerned with the future of the developmentally
disabled. This orlentatwn will help.us not only to- focus our energy on SDBCIfIc.:iolthlOnS but also
allow us to, look for long range mterventnons that may result in the preventron of developmental
disabilitie ' _
‘ In order to meet this - challenge, persons ooncerned “with, plannung for developmentally

disabled populations. need to’ become awa’re of the variols ways of- looking at the future and of
" the rnforrnatton avanjaﬁle to help them in this undertakrng This paper reviews the basic sources
-and types of demdgraphic data avallable for future planning and suggests a framework for its -
organzzatlon DeveIOprnental Dusabrhties provudes a good example of the utility of th|s approach

: Looking at the, Future . : : : : - b :
Effor,ts_ explore the future in any field are base.d or;,the analysss of both exnstung events

ations. -Information, or data, regardlng these srtuatrons mav be used in a variety
‘ , ision the future. Most methodologles ly on the prlncrples of continuity and -
) analogy, in whi¢h it is belleved that either the condition established in. “the past will contlnue

' _as the norm for he future or that the patterns of cha‘hge observed in.the past will repeat them-, - .

selves in the futute. Forecasts based- on these prlncrplés ay be undertaken by’ anyg or all, of ihe Lt
followlng approaches: ’K - :

1) Trend fo astmg oF extrapo!atron Earustrng' and/or hrstorlcal trends are analyzed and |
then projected into the future. Assumptwns must be made regarding the future direc-

. tion of the trend: will it increase, decrease,: orl remain stagble? The major limitations ~

.. of -this -apgroach are the- interrelatedness, ‘or tual dependence, of trends and our

' mablllty to \dequately quantify these relatronsh ’

. ) . . e

S‘cenano con§ ruction: Varlous future srtuatlons that might occur or that are preferred
are created. These hypotheses about the future afe based on duﬁenng |nterpretat|ons
,of exrstlng_dat and llmrted only by one sforeSIth T _ : T

:3) Modeis, games, srmu!atrons "These often rntrr tis'“and sophlstrcated methOds pro-

vide the opportunrty to explore interrelationships among factors influencihg the future )

end to" analyze th impact of various attions or-chs




5ble, to use tremendous amounts of irgformatlon is one of the strengths of these ap-
proa.éhes, it is also one of the weaknesses. The technology needed to suppqrt these -
sf/stems is often too cumbersome and expenslve for wndespread use, )
4) Coﬂecrrpn ‘and’ synthesrs of' expert’ opmrorz, LMany techmques (such as Delphl and,
. Nomiral Group) have b_een developed to introduce human intuition into forecasts of -
the®future: Most approaches rely on the development of 'a. consensus: regarding the ‘
future amc‘ing a. group of. pu'bluc opinion leaders! Each person ‘is given the 'opportuhnty -
ta |nterpret exlstlng sltuatlons and construct h|s or her own vnew of the future '

v These appr‘oaches help us fo gain a cIearer perspectwe on’ the future, they all rely on the'
coIlection, analysis, ‘evaluation, 3 presentatlon of data. The:processing of data‘'may take ‘place
. ina hlghly sophisticated manner, such- a modeIing, orina sub]ectwe -and aImost random way, ..
' suchasa buslnessp_erson sthoughts L . .

.‘,

_,Lookmyawe Present ’q T P - : . . L. .

The prerequlsrte for our excumons |nto the. future is adequate |nformat|on or data aboutr -

) where .we are-and where we have been aga populatlon The formalized study. of the data repre-

. senting these events is demography Demographic statlstlcs give us 1nfortﬁatmn reiatlng to the
slze, denslty, dlstrnbutlon, and dynamics of human popu Iations. ’

T In anaiyzung these componepts of: populatlon statistlcs, many dlfferent characteristics may :

- be studned Data describing the 9ge, race, sexX; and morbldltv of an éntire populatlon, or-of pop- .

. _,ulanon subgroups, provides, infprmation on phy.sucai characteristics. The social characteristics of

"a population ‘may. be descrlbe by statistics on- marjtai status, {amlly and® household structure,
" language, place of resldenoe, eligion, and_country of - orlgln Statistics on lncome (for both |ndl- C
viduals :and CDUl'ltrleS),»ll'ld strial activity: and’ occupation reflect the economic charae.tenstlcs .
-~ of a populatron Since pop(ulations are’'not static entities, measures of. their dynamics are also’

studied - and include fertliity, mortallt‘b I'nigratlon, and other statistios, “The' statlstlcs. may ‘be .
- aggregated on any number af levels (clty, oounty, state, or natlon) and adjusted for any. number '
ofvariables(age, race, orsex) o // . : e T A ',;

_ Because demographlc data rep sé/t such a diverse range of characteristlcs, |t is. not’found R
" in.only ong¢ source zin any- onefform Itis poessbie to list, ‘however, the sources, of data by the

’ ‘types of characteristjcs they/descrlbe. The. followlng lists: are not meant’ to be. exhaustwe, but do -

. grepresent the. major

urces of each type of data forthe Unlted States. oy ,
. TS '\' -
Physrca!Charactensrm A o L.
Age; raig, sex, numbers, and ditibag@ i ol
Census of the Population, Cha
. /US Cen§us Populatlon Estsmates and Prolections I

erlsticsof the Population A

#

!
- 1
kY H - {3
4
v

- Speclai pubI |catioﬁs by provnder groups, such as:
Natnonal Assoclatlon for Mental Health )




.

. health. The’ Health Resources ‘Administration within .the: U.S. Department of Health, .Education,
- -and Welfare has recently. qullshed a ‘series, of docUments describing the health status.of minority .-

4 -

S TR I
Meéntal Health lnstltute ' \ '
Natronal Assoclatlon of State Mental Health Program Dlrectors T
' ‘. o. L ,— L Y - N
Economrc Charactensncs, ST e
' Occubanon, income, ahd mdustry , C : ' -
U.S. Census Characteristics of.the Populatlon ,and Remden,tral Flnance Report -
U S Labor Statlstlcs : ' L e . . w

B

-

Soc:a!Charactensr;cs o LR L e

U.S. Cansus of Houslng
" U.8. Census Block-Statistics o
Estlmates of Substandar'd Housmg, u.s. Census e

Popu.'anan Dynamrcs
" Fertility, mortahty, mrgratron étc ' . e
Monthly Vital Statlstlcs Report us. Departrnent of Health Educatlon and
Welfare,'Publlc Health Service » o
Vital Statistics: o the United States, .U.S. Departm nt of Health *Educatnoﬂ -
0o and Welfare, Publlc Health Service , 2 L

B
-

v ".'"""

In add|t|0n tocthese natronal souroes many states issue perlodlc statlstlcs on vavff)us de-

: / o, mographlc subjects. For example, Detar.'ed Mortality Statistics Reports give statewide mfor:‘natlon- .
regarding the cause of death for each age group; Basic Automated Birth Year Books provide use-

"ful information on: maternal and infant charactsrlstlcs,and istical abs\tracts often present state-
* wide -information ranging. from’ the’ number of households without aatomobiles ta pér capita

- income.: The availability of these- documents, or: ones of> similar nature, i qmte varlable across

states. e ora o

Lol

SPBGI3| studles often provlde useful |nformat|0n for plannnng, especnally in the f|eld of',

and low income persons in. the Unlted States.2 Several stateshave completed human rnieeds assesy- -

_* ment reports and many othvers ‘routinély collect and process inforrnation 1o be used for planning. T
" purposes similar;:to the devslopmental disabilities. state plans. Some of et best sources of data are

the:State Health Planning and Development Agencies and the Health Systems Agencies astabllshed

N through the National Health Plannmg and Resources DeVelopment At of 1974, THésé agencies

exist in every ‘state andoften have a substantlal collectlon of data whlch relates to t'he deveIOp- '
mentally dlsabled p‘opulation S .

" : ' o
2 '.3’ . 4.

' Dataerrtanons C e o e

Even though; data is readlly avallable, good data |s oﬂen hard 10" f‘ nd. Most datahave been

_ collected on ‘a random sanple basis and are- subject. ‘to a nuthber of limitations.Bias j in the: survey
" may. have ‘been mtroduced through, the’ .type ‘of questtonnalre used, the technigue of the' inter- .
. wewer, ot the- selectlon of’ the. group to be’ mtervuewed ‘Many of these same ‘¢onditions l d fo'
RO reportlng errors; in. Which r‘espondents under or over'report actual cnrcumstances. Qu sre- - -

.garding’ the validity - -of studles are. always- approprlate Since decisions should not be based or

|nformatlon that does not:represent ‘the actual state of. affalrs, The rellablllty, or reproduclblllty, -

of the data must also be'tested since'being unable to duplicats findirigs would have implications . .-




“for conclusnons’d whn fr0m the data.
f ; . «.ﬁ'

* In addition tc these techmcal conslderatzons re%arding data, wo other I|m|tat|ons are also

. important. Only rarelv is*there an |mmed|ate turn-around between data coIlectnon,*fanalysm and

* presentation. As a result, most rnforrnatlon is old before it is avallable The second limitation
of data for planning \purposes is the level of aggregation. As an e?xample, various types of census ~

information are presented for city blocks and Standard Metropolltan SHtIStLGE' Areas while other

: |nformat|on is presented only for counties. The planner experiences a great deal of d|ff|culty in
attemptlng to comblne and/or compare-these dlsparate groupnngs of mformatnon ' <

-~

These I|m|tat|ons of the data -are not nearly’ as 5|gn|f|cant however, as our limitations in
using the data. How can all_of this data be used and directed’at the study. of a specific problem?
What parts of the data will be most heIpful in understandnng the past and\looklng to the future
for develqpmental dlsabnlltles? To answer these questions, we need to deveIop a framework for
“analyzing deﬁreIOpmental dlsabllltles and then coIIect the data |dent|f|ed as appr0pr|ate through

‘ thefrarnework . e, T
The Canadian Hea!rh Fre!d Concep;,,,

..~ All health problems in¢liding developmerital di sabllutnes, are created through the mteractlon
of a complex set of detenmnants whith may cause probIems directly, contribute 1o the existence .
of. problems, or- felate slgnmcantly to the occurrence of prdblems These deterrhinants can. be

; grOUped;wlthln four f|eIds as de‘flned by the Canadlan Mlnlstrv of Health and Welfare. B

: ."“ i Human Bro!ogy including all phvsmal and mental aspects_

- of health developed within the individual as a result of his

. Or" her basic biology".dand 6rgan|c makeup. This |ncIudes
“genétic inheritagce, processes of maturation, dnd rntemal .
' systems of the body.- L

. Environment: mcIudrng physrcal and other factors reIated
"10 .health which-are external to the body and over which
" the individual has little control. This'includes foods, drugs,
cosmetics, water quality, noise poIIutlon, sewage dtsposal' .
. and the socual enwronment )

~ , ’ .

e -arrangarment, nature, and relationships of people ang medi- -
" - cal -resources. |t encompasses all providers, |nst| utlons, _
. and semces of a n;nedlcal nature. ’ B

Hea!rh ‘care -orgam'zarion including the'quantity, ?’uallty,

erestyle mvolvmg the aggregatlon of dec |oﬁs by |ndwr-
' duals which affect their health and oyer which they have
. substantial control. Personal . decisigns and habits ‘which
- have deleterious effects on j\ealth constltute self-lmposeq _

., . rlsks.3 : : e

‘l"he conceptuallzatlon of a problem area in, this way gwes us an opportunity to nOLOan

better ‘understand’ the problem and its relatlonshlp to other factors But to. also identify ‘those *
factors that . contrnbute 10 the future IeveI of a problem. . In thls waéy, more accurate: estlmates' -




. of the incidence 'bf' specific problems can be made since we can begin t0 identify the impact of
- other situations on the problem area. It is als6 possible to idehtify basic causes of problems that
might, themselves, be attacked with intervention strategies designed for the present or the future.

"As an example, we can examine infant ‘l"l"nortality'as a problem area using this concept. The
question t0 be asked is: What causes or contributes to the existence of infant mortality as a pro-
' blem? Answers to the question are found in all four fields described dbove and may be obtained
by polling experts in the field of infant health. Biological determinants include the age of the
mother, congenital malformations, and medical complications of pregnancy. Environmenta$
factors such as poor housing, low socio-econdmic status, and a lack of family support systems
contribute to infant mortality. The availability of pregnancy testing services and the lack of
prenatal care services are important health care organization factors influencing pregnancy out- ,
. comes. Lifestyle determinants of infant morjality mclude the nutrmonal habits of the rnother* ‘
-and substance abuse by either parent. '

Y

. Wﬂh this list of de_terrninants, a wide range of interventions can be undertaken ranging
from immediate efforts 10 reduce substance abuse among pregnant women t0 long-range efforts
aimed at lmproy_lng the overall socio-economic status 'of potentlal parents. This |nf0rrnat|on can
also be used to forecast.the number of infant deaths that rnight be expected glven changes in

"'"bther conditions. If we find that-more teenagers are having children and that these children are
‘more likely to experience early mortality, we can more accurately, estimate the total number
of infant deaths than by merely extrapolating the existing infant mortality rate. If wé find, how-
ever, that the teenage pregnancy rate is décllmng, we can expect the overall rate of infant death
10 decline unless this decrease is offset by an increase in another high risk fact6r, such as low.
socio-économic status. This illustration -shows the utility of the health field concept for both
immediate and long-range planning needs. . R
: y . - - - .

In addmon 10 these msaghts this frarnework gives us the advantage -of organizing our’
thoughts abgut the types of data needed for futdre planning. Rather than reseafching the volu-
minous amount of data related to infant mortality, we havé narrowed the field to-only ten.major
determinants. n this way, the acquisition, ana!ysas, and presentation of data can be Organlzed
and .reduced to a manageable level. We know now what information would be .useful and can
~look at the sources ldentlﬂed earlier to find it. - L . - Lo
N

.
~

-

Applying the Methodofogy o : v :
Quite obviously, this conceptual framework lends itself to speclflc developmental disa ility
probiems and to the challenge of examining the problems frorn a futuristic perspective.{ This
framework allows us to collect relevant data regarding developrnental disabilities and their
- minants and then use the- dafa in vanOus ways to fo?ecast the future. '

To lllustrate this approach for developmental dlsabllltles, consider the problem area of mien- .
tal retardation. The Orientation Notebogk for devalg?mental disabjilities Jists a number of deter-
minants of menta} retardatlon that may be.Orgamz ,ound the health field concept. 3
' ' ' . R

*

Blology C .
maternal age :

) prematunw
low birth weight




L. Env:ronm t

th care. organization :
lack of pren_atal care

maternal dIE‘t

While we currently estlmate that 3% “of the populatlon is affected by mgntal retardatlon,
this rate may change ére.is & ‘substantial change in.one or more of the determinants listed
above. If overall socio-e nomic status improved drastically, a. reducydﬁu:n mental, retardation .
‘would be expected if the rate of occurrence for other determinants remained constant. Anin-
‘crease in mental retardation might result from a change in one of the' Gther characteristics, such,

"+ ag maternal age. We know that. maternal age is increasing in. the United States. This.trend. means
that more older women {over the age of 35)-are having children. Infants born-t6 these women
,run a-greater risk of ha\nng a specific condition, such as Down’s Syndrome, whx ch could result\
in_mental retardation. Until the mother reaches age 33; the incidence of Down'’s Syndrome is”

qoln 600 live births. At age 40, the percentage of live births afflicted with Down ‘s Syndrome rises
one-and at age 45, the. peroen)gge is four.- Of the children with Down sSyndrome, 90% will be -
o moderately retarded, while 10% will be mildly or severely retarded. A significant change in the, B

" _number of older women having children -after the age of 35 would resultln the Increased |nc|dence
: of mental retardatlon inthe popuiatlon

. An example of. the varlatlon in these rates: |s constructed below for a hypothetlcal state
The ava;lable data,show that 5% of all-live birthsi in the US. in. 1975 dccurred t6 women over the

:. age of 35 and that-this percentage had increased by 10% since 1970 Prelﬂmnary data{or 1980
C show thé percentage remalnlng at 5%

In Central State our hypothetlcal state the’ percent of aII live b|rths to women over tbe
age of 35 was 3.6 in 1975 and accounted for 2 ,911 births. This percentage had remained. relatwely

constant over the last ten years. We can now hypothesize various possrb'jli'les for Central State
' regardlng the o¢ rence of. b|rths to older w0men‘ We can assume

. a} 'that the percentage WIII remaln constant for an mdef:nlte perlod of tlme
.. . - v - L I
b} that Central State W|II follow the pattern establlshed by the Unlted States and experl- -
' ence an mcrease |n b|rths to women over the age of 35 or .

Lo c)' that an ed;;étlonal program for older women in Central 'Stete has been sucoessful‘ Il'l
T '_reducing the number of pregnancles expernenced by this group T :

¥ —_—

The follownng tables |Ilustrate the di fferences |n the numbers of blrths to women over age
35 that would occur gwen the dlffErent hypotheses (M A. refers to maternal age) :

‘_r__ . ! [ ’. . .‘ : . .c_ . _. A

- Drawmg Condus:ons T :
v We.¢dn ndow-begin. to see" how dufferent assumptuons and 1nterpretations.of exlstlng data can
o ?::—Iead 10. dlfferentconclumns. The estlmates of the increase in" the ‘mentally retarded populatlon

- .5 dueto the: hlgher number of 'women. giving birth after age 45, range “from 1. to 36 in the year
1995 Thls range of expeetatlons |s reasonable gwen our understandlng ‘of existlng data '




v

Table A Assume that the percentage of blrths to women-over the age of 35 remains
at3.6: o ;

-

-

\ “Total Number Births to Women. Aged Chlldren with' Down s Syndrome
Year - ofBirths ©~ * 3544 45+ MA 3544 M.A. 45+ '

2708 27 . 27 1.0 '\

2940 29 ' f29 1.1
3222 82 32 1.2 >

. 75,975
182,476
90,402

1980
1990
1995

Table B: Assume that the percentage of births to won'Ien over the age of 35 in- = )
creases as follows: Y ‘ e V. .

: ‘Percentof births (
sYear .o women over age 35 : .
1980 . - 3.8~
© 1990 ' 4.2
1995 42

Births to Women Aged- Children witfi Down’s Syndrome
3544 46+ MA. 3544 M.A. 45+

Total Number’
of Births'

2859 28 - 28 - 11, .
82,475 3420 34 34 1.3
90,402 - 3580 . 36 36 14

. R . £
-~ ' I \

75,975

i

Table C: Assume that the percentage of blrths t0 women over the age of 35 de :
creases as follows:” =~ . )

" Percent of births

Year _to women over age 35 .

1980 -
1990
1995

120

3.2
23

'Blrths to Women Aged Ch\dren with Down’s Syndrome
35-44 "{15"‘ ' ‘M.A. 3544 M.A. 45+

Total Ndmber
of Births . -,

' 76,976 i2407 . 24 24
82,475

L 09

. 90,402

1878 18 18 07

. 1790

17

17

10 -




) We can, however go a ste/ fu er by Iookung ‘at other data to’ evaluate whuch of these
“estimates is most reasonable For examp e, 'consider the following factors )

. ~* More women are entering the labor force with the intehtion of
developing a career . ,
Birth control measures are readily avallable and more effectwe
" than ever. before

L]

The :small family is seen as desirable in American society.

There is a° greater emphasis on the qu_ality of parenting and
the rights of parents in decisions regarding childbirth, -

B Fa

o AII of these trends support assumption (b) in the example The strength of these factors would

seem to outweigh thg possibilities of maintalning the current rate or of d@creesing it through
educatlonal ‘programs. - S

. If the process were repeated usung the other determlnants of mental retardation such as
" low birth weight and maternal diet, .a number of ‘tables could be constructed from, which esti-
mates of the total population cou!d be derived. This approximation would be the result of adding
all of the estimates based on the determinants (even though some of them may have a negative
value). With this approximation of the total mentally retarded population expected in 1995, we
. could more appropriately allocate existing resources both now and later for this segment of the .

- DD population

- -1977 p 2.31

.

_ The same technique care be applied to the other disabilities under the DD umbrella and can
_ provide estimates for human service planners of future possibilities for the DD population.

R
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