
April 29, 1994

Dear Disability Rights Advocate:

These are exciting days. We are writing to you about what maybe a pivotal chapter in
our efforts to obtain family support for families of children with disabilities. And we are
writing to tell you how you can help turn this dream into a reality.

For the past year, families of children with disabilities from all over the country, together
with the Consortium for Citizens with Disabilities, have worked to develop
recommendations for federal legislation on family support for children with disabilities.
The U.S. Senate Subcommittee on Disability Policy, which is part of the full Senate
Committee on Labor and Human Resources, this spring plans to introduce federal
legislation that advocates for family-centered and family-directed systems of support. Zf
ultimatelyadoptedandsignedinto law,thisbill wouldsenda clearmessagein Federal
law thutfamilies are theprimaryresourcecaringfor childrenwithdisabilities.

As you may know, reaching this point with any government body is an extensive process
that involves many complex discussions and negotiations. And successful passage of this
bill will require not only further discussions and negotiations, but the commitment of
individuals and families like yours who are willing to make your voices heard.

The packet you have in your hands contains information and tools you may use to support
your cause. It is designed to simplify the process of contacting your elected officials to
express your support for this legislation. The packet also is designed to help you contact
members of the news media to encourage them to write about the problems created by the
present system, problems that this legislation can help solve.

Let us be clear — this will be a long process, very likely several months in length.
Success will neither come easily, nor quickly. But if we cast our efforts together and
make our voices and wishes heard by those we have elected to represent us, then we are
hopeful that we will succeed in our quest.

The attached sheet describes the materials in this packet and includes some
recommendations on how you may proceed. If you have any questions, you may call
either of us, or the public relations team working with Colleen Wieck in Minnesota.

We wish you the very best in your efforts and encourage you to seize this truly exciting
moment in our history together.

Sincerely Yours, .

Mr. AlIan I. Bergman Ms. Fran Smith
Director of State-Federal Relations Consultant
United Cerebral Palsy Associations 2574 Sheldon Drive
1522 “K” Street NW, Suite 1112 Richmond, CA 94803
Washington, D.C. 20005 Phone: (510) 222-2999
Phone: 1-800-872-5827



Family Support Legislation
Packet Contents

Your voice can play a crucial role in the passage of this legislation. To support “The
Families of Children With Disabilities Support Act,” we are recommending that you
consider taking any one or all of the following actions:

Contact your Senator by phone or mail to express support for this legislation.
Since the legislation has not yet been introduced in the House, we are limiting our
action to only the Senate at this time.

Call your Senator’s office and ask for a copy of the Bill. This will help them tally
interest in this issue.

Contact members of the Senate Labor and Human Resources Committee to thank
them for taking on this challenge and introducing this legislation.

Contact members of the national news media to encourage them to write about the
need for this legislation.

Encourtwe other families and individuals Youknow to take these same steps by
circulating these materials to them. -

To assistyou in this efJort,hereare thematerialsweareprovidingtoyou:

“The FamilySupportAct: Realities,Principlesand Focus”— thisis a three-
page summary of the focus and provisions of the bill. You may use it for
background, or make copies for the news media and your partners.

“TheCasefor FamilySupport”— This one-page fact sheet contains important
statistics that can help present the need for this legislation.

“SavingFamilies,SavingMoney”— This one-page fact sheet demonstrates
how the state of Minnesota increased its services to children with disabilities by
adopting a family support focus.

Sampleletterand phonescriptsfor contacting your elected officials on this
issue,

Backgroundinformationand guidelineson how to phone, write and work with
your Senator and other elected officials.

Guidelineson howto approachthe newsmedia,along with addresses and
phone numbers of key national news media likely to have an interest in this issue.

If you have any questions or need assistance, don’t hesitate to call any of the individuals
and phone numbers listed in this material.



Family Support Legislation
Key Messages

When speaking to elected officials, media representatives, support groups or others
interested in this issue, it is important to focus your discussion on what you would
consider to be your main points or “key messages” that you would want someone to most
remember. It is most effective when each key message or main point is stated
individually and then backed up either with statistical information or real-life examples
that demonstrate why that statement is important.

Hereare threekey messagesyou may wantto considerusingasyou beginformingyour
ideason whatyou mightsay in supportof thislegislation.A you contemplatethese,
considerhowyou wouldsupporteachwithstatisticalinformationor real-lt~eexamples.

O Thereis a needforstatewide,comprehensive,coordinated,interagency
systemsof familysupportthatare family-centered,familydirectedandeasily
accessible.

(For an example of supportive information, see for instance “The Case for Family
Suppoxt”information sheet.)

Q Establishinga family-centered,familydirectedsystemof familysupportsuch
as describedin “TheFamiliesof ChildrenwithDisabilitiesSupportAct”
wouldresultin a moreeftlcientandcost-effectivesystem.

(For an example of supportive information, see for instance the “Valuing
Families, Saving Money” information sheet.)

Q Childrenand familieswoulddirectlybenefitfroma family-centered,family
directedsystemof familysupport— familieswouldbe strengthened,
communitieswouldbeenriched,andultimately,a greaternumberof people
in needwouldbeserved.

(For an example of supportive information, see for instance the “Valuing
Families, Saving Money” information sheet.)



The Family Support Act:
Realities, Principles & Focus

The Families Of Children With Disabilities Support Act advocates for family-
centered and family-directed systems of support that meet the real needs of families caring
for children with disabilities. Following are some of the societal realities, policy principles
and areas of focus that have guided the development of this bill:

T R I

Q Childrenbenefitfrom enduring family relationships in a nurturing home
environment.

Cl Highfinancialoutlaysand significant physical and emotional challenges limit
the ability of many families to meet the special needs of their children.

Cl Financialdisincentivesarecumently forcing some families to make unwanted
out-of-home placement of their son or daughter.

Cl Supportingfamiliesto care for their children with disabilities at home is both
efficient and cost-effective.

Q There is a need in most states for statewide, comprehensive, coordinated,
interagency systems of family support that is family-centered, family directed and
easily accessible. These systems should avoid duplication, use existing resources
more efficiently and prevent gaps in service.

T P r● .

Familiesshould be supportedin determining their own needs and in making
decisions concerning necessary, desirable and appropriate services. They should
play decision-making roles in developing policies and programs that affect their lives.

Familysupportsmust focus on the needs of the entire family. Family needs
change over time, and family support must be flexible.

Supportsmust be sensitive to the unique needs, strengths and cultural values
of the family.

Family support must be proactiveand not solely in response to crisis.

Families should be supported in their choice for integration and
inclusion of their children within the community. Family support should promote
the use of existing social networks, strengthen natural sources of support and help
build connections to existing community resources.

- more -



The Case For Family Support

The U.S. system of services for people with disabilities is often described as a patchwork
quilt. Unfortunately, that quilt is ridden with holes and provides little shelter for families
struggling to care for a child with a disability.

The current focus on achieving independencefor people with disabilities neglects members
of their household. The people who share a household with (and care for) a person with a
disability carry a difficult burden, one which strains both their pocketbook and their spirit.

Q More than $17 billion a year is spent on disability services, benefits andprograrns.
This money maintains a system that is frought with overlapping segments,
conflicting eligibility criteria, and inconsistent regulations.

(Source:Braddock,D., el. al.,InstituteonDisabilityandHummDevelopment,
UniversityofIllinoisat Chicago,1994)

Q The money spent on disability services by government agencies is highly
weighted toward costly out-of-home care and tends to encourage
dependence, rather than independence, by not helping people obtain the skills and
resources they need for life in the community.

Only one cent of every dollar allocated by the U.S. government to
help individuals with disabilities goes to help families support their
child at home. The other 99 cents are spent on out-of-home care.

(Source:Knoll,J., et. al.,Htman ServicesResearchInstitute,1990)

Q There is a national trend toward de-institutionalization,but the allocation of support
is lagging behind. In 1977, 91,000 individuals under age 21 with mental
retardation lived in public or private institutions. That number fell to 60,000 in
1982, and to about 48,500 in 1987. Despite this significant shift, family
support services have reflected a relatively small corresponding
increase.

(Source:BirenbaumandCohen,AmericanAssociationonMentalRetardation,1993)

Q Substantial cost savings can result from redirecting resources to family-based care.
Typical family-based support programs average between $7.00 and
$15.00 per child, per day. Conversely, out-of-home placement costs can
approach $250 per child, per day, and rarely are below $100.

(Source:MinnesotaDisabilityLawCenter,UnitedCerebralPalsyAssociations,1993)

For morei~orrnation,contactGregSmith,Cone& McVoyPublicRelations,at (612)
851-2555,orBrianKane,Cone& McVoyPublicRelations,at (612)851-2644.



Valuing Families, Saving Money:
A Minnesota Model

The state of Minnesota began a significantredirection of resources for disability-related
services in the 1980’s. The state systematically defined public policy with a value
declaration that all children, regardless of severity of disability, have a right to grow up in a
family home and that families should be supported rather than supplanted in their primary
caregiving responsibility for children with developmental disabilities.

The Minnesota experience from 1980-90demonstrates how increasing family support gives
relief to both families and government budgets.

0 In 1980, Minnesota spent $20.4 million on services for children with
developmental disabilities.

Out of that $20.4 million, 830 children received services out of the home,
separated from their families. Only 50 children benefittedfrom family-
directed subsidies.

Cl In 1990, following a decade-long redirection of resources, Minnesota spent
$24.3 million (a 20 percent increase) on residential services for children with
developmentaldisabilities.

$10.8 million was spent to provide services for 219 children in facilities away from
home.

$13.4 million was spent for 1,827 Minnesota children to receive
family support services in the home.

THEBOTTOMLINE: Over a decade, the number of children receiving state support in
Minnesota increased by 240 percent, while spending increased in that lo-year period by
only 20 percent.

If Minnesota had not enacted this change of focus, it would have had to allocate more than
$44 million to serve the same number of children (830) who in 1980received out-of-home
services for just over $20 million.

Most importantly, this redirection of resources has allowed the state of Minnesota to
drastically expand the number of people receiving support (to 2,046), serving both the
individuals with disabilities and their caregiving families.

The Minnesota experience offers evidence that sound social policy and sound economic
policy can add up to a win-win for everyone involved.

(Source:MinnesotaDisabilityLawCenler,UnitedCerebralPalsyAssociations,1993)

Formoreinformation,contactGregSm”th,Cone& McVoyPublicRelations,at (612)
851-2555,or BrianKane,Cone& McVoyPublicRelations,at (612)851-2644.
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Be fair and be informative.

Be understanding of thepressuresbeingappliedto electedofficialsbyotherswhose
viewsaredifferentfromyours.

Be friendlyandmaintaincontact;don’twaituntila crisisto seekthemout.

Be reasoned andreasonablein presentingyourarguments.

Becharitable (up to a point) about delays in their response or action.

Be constructive and cooperative. Try to present alternatives.

Be realistic and persistent, but recognize that politics is the art of compromise.

Be practical and offer soundarguments.

Be a goodopponent. Fightthe issue,not the person.

Be informedandloyalto yourposition.

Be trustworthy.

Be calmandevaluative.

Be generousin givingcreditwherecreditis due.

Bevisionq, realizingyoumaystillwinthewarafterlosinga battle.

Be willingto workat yourargumentsandthroughyourcontacts.
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+ Telephonenumbers(inWashington,D.C.)for U.S.Senatorson the Senate
SU&ommitte onDisabilityPolicyandon theSemteCommitteeon LaborandHuman
Resourcesareincludedin thispacket.

+ Identifyyourselfto thepersonwhoanswersthephone. Be sureto saythatyou area
a constituentin yoursenator’sstate. If the senatoris unavailable,askfor hisor her
aideon DisabilityPolicyissues.

+ If youarenota constituent,butarecallinga Senatorwhois a memberof a key
committee,youcanappealto the Senator’sroleas a statespersonandexplainthatyou
are urginghimor her tovoteon behalfof~ families.

4 Tell the Senator the issue or bill numberyou’recallingabout. Giveyourpositionand
the reasonfor your position.

● Brieflyexplainthelikelyimpactofa billon yourfamilyandon the senator’s
constituentsin general.

+ If the senatoris unavailable,givetheaideor staffmemberyourmessage.
Congressionalstaffareverygoodat relayingmessages.

+ Bepolite. Keeppartypoliticsoutoftlm discussion.

4 Say“thankyou”for the senator’sconsiderationof yourviews.

‘



Sample Phone Scripts

Hello,my nameis . I ama parentcaringfor a childwitha

disability,andI’dlikeSenator/Representative to knowthatI

supportTheFamiliesOf ChildnmWithDisabilitiesSupportActcurrentlyunderconsideration
in Congress.Familiessuchas minearecurrentlyfacedwithinadequatesystemsof support
thatrarelymeetourindividualneedsandoftencontributeto thebreakdownof families.The
FamiliesOfChildrenWithDisabilitiesSupportActis an importantfmt stepin ensuringthat
my familyandfamilieslikeminecanobtainthesupportweneedin ordertoprovideforour
childrenandkeepour familyintact. Thankyouforyourconsideration.

Hello,my nameis andI’mcallingto urgeSenator/Representative
to supportlegislationthatworksto establishbettersystemsof

supportfm familiescaringforchildrenwithdisabilities.TheFamiliesOf ChildrenWith
DisabilitiesSupportActdoesjust that. As a parentof a childwitha disability,I havelearned
firsthandaboutthe limitationsandinadequaciesinherentuncurrentsystems. I wantsupport
thatallowsmeto bothdetemine myf~ly’s needsandcontributeto decisionsconcerning
desirable,necessaryandappropriateservices.Senator/Representative

canhelpmyfamilyandthousandsof otherfamilieslikeminegainsupportsthatare
sensitiveto our individualneeds. Thankyou.

Hello,my nameis . It’stimeto giveindividualstatesthe guidance
tore-shape systemsof supportfor familiescaringforchildrenwithdisabilities.Curnmtly,too
manyresourcesare beingmisdirectedandtoomanyfamiliesaresuffering’becauseof it. The
FamiliesOf ChildrenWithDisabilitiesSupportActwillhelpsetstateson a morefiscally
sensibleandsociallyresponsiblepath. We needa seriousredirectionof philosophyand
resources. Senator/Representative

.
canhelpmakethisa realityby

supportingTheFamilies Of ChildrenWithDisabilitiesSupportAct. Thankyou.
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Electedofficialscareaboutwhatyousay. A logical,courteous,personalIettercarriesweight: ‘
it canchangea senator’smind,particularlywhenthe senatoris waveringon an issue.

Itis importantthatyourmessage& writtenas effectivelyaspossible.Hereama few
pointers:

Be sureto saythatyouarea constituentin the senator’sstate.

Limitthe letterto onesubject.

Be as briefaspossible(nomorethanonepieceof paper),butdon-’tsacrifice
clearnessandcompleteness.

Stateyourpurposeat theoutsetandusetheremainderof the lettertoexpandyour
views.

Lettersabouta particularbill shouldincludeits name,billnumber(ifyouknowit)
andsubje2tmatter,becausetheremaybeseveralbillsconcerningthe sametopic. If
yoursenatoror representativeis an authorof thebill,acknowledgethat.

Explainin yourownwordshowyoufeelaboutthe needfor (in thiscase)The
FamiliesWithDisabilitiesSuppcntAct.

IssuesyouwriteaboutmaybeemOtion-laden;befactualratherthanemotional.

I.@slators wantto lmowhowvotesactuallyaffectconstituents.GiveFactsand
illustrations.

Don’tassumethata Iegislatorisas well-informedasyouaboutapmblem. Explain
the situation,whatyouthinkandwhy.

A polite,positive-soundingletteris morelikelyto impressthanone thatis negative,
rudeor threatening.

Beceitainthatyournameandaddkessareon theletter.

Senda noteof appreciationif yourlegislatorsupportsyourissue.

To obtainthefilenumberor a wpy of the“TheFamilies of Children with Disabilities
SupportAct;’ call yourSenator’sofficeandaskfor the senatenumberof the Billand
a copy,if youdesireone.

Finally,alwayscloseby askingfor a writtenresponse.



Sample Letter To Senator/Representative

DA’IE

TheHonorableEdwardM. Kennedy
SD-428DirksenSenateOfficeBuilding
Washington,D.C. 20510-6300

Dear Senator Kennedy:

I am writingto urgeyouto support“TheFamilies Of ChildrenWithDisabilitiesSupport
Act,”whichwillprovideincentivesto statesto developandenhancestatewidesystemsof
supportfor familiescaringforchildrenwithdisabilities.I urgeyouto lendyoursupportto
thisbill.

My familyhas a personalstakein thisissue. (Briqj7ydescribeyourfm”ly’sexperience;
for example,oursonJ&ughterwasborwwith( ), wh”chhasI@ himJher
(describecoti”twn). Inseekingtoprovidefor hislheren~ea%we haveencountered
numerousobstacles,suchas ( ). Wewantto
carefor ourclu”kiinourhomeandkeep @4rfm”~in~ct,butarepreventedfromdoingso
by a systemthatis dificuh toaccessandwhichpktcesince~”vesonout-of-homecare.)

Parents like me/us acrossthecountryfacesimilarobstaclesas we striveto keepour
familiesfunctionalandintact Yoursupportof’’TheFamiliesOf ChildrenW D
SuppcntAct”willprovidethousandsof familieslikeminewithartopportunityto shapeour
owndestinyandexperiencetheffeedomthatmanyotherAmericanshavecometo t for
granted. .
I willlookforwardto receivinga letterfkomyouthatindicatesyourintentionmgading
“TheFamiliesOf ChildrenWithDisabilitiesSupportAct.” ,

Thankyou for yourconsideration.

Sincerely,

Y N
YourAddress
YourPhoneNumber(optional)



Senate Committee on Labor and Human Resources
SD-428DirksenSenateOfficeBuilding

Washington,D.C. 20510-6300
PH: 202/224-5375

SenatorEdwardM. Kennedy,D-Mass.
committecChairmm
SR-315RussellSenateOf&Building
Washington,DC 205N)-21O1
PH: 202/224-4543
FM: 202/zM-2417
TDD: 202’224-1819

SenatorJeff Bingaman, D-N;M.
SH-110 Hart Senate Office Buikiirw
Washington,DC 20510-3102 “
PH: 202/224-5521
PH: 202/224-17g2

SenatorChristopherJ. Dodd,D-Corm.
SR-444RussellSenateOflke Building
Washington,DC 20510-0702
PH: 202224-2823

S eTomHad@ D-Iowa
SH-531HartSenateGfliceWilding
Washington,DC 20S10-1502
PH: 202/224-3254
TDD: 202/224-4633

SenatorHowardM.Metzenbaum,D-Ohio
SR-140RussellSenateOffii Building
Washington,DC 20510-3502
pH: 202/224-2315

SenatorBarbaraA. Mikulski,D-Md.
SH-709HartSenateOfficeBuilding
Washington,DC 20510-2003
PH: 202/224-4654
FAX: 202MM858
TDD: 202/224-5223

SenatorNancyLandonKassebaunLR-Kan.
RankingMinorityMember
SR-302RussellSenateOfficeBuilding
Washington,DC 20510-1602
PH: 202/224-4774
TDD: 202/224-1165

SenatorDan Coats,R-Ind.
SR-404RussellSenateOfficeBuilding
Washington,DC 20510-1403
PH: 202/224-5623
TDD: 202/224-9449

SenatorDaveDurenberger,R-Minn.
SR-154RussellSenateOfficeBuilding
Washington,DC 20510-2301
PH: 202/224-3244
mD: 202/224-9522

SenatorJudd Gregg,R-N.H.
SR-393RussellSenateOfficeBuilding
Washington,DC 20510-2904
PH: 202/224-3324
FAX: 202/224-4952

SenatorOrrinG.Hatch,R-Utah
SR-135-RussellSenateOfficeBuilding
Washington,DC 20510-4402
PH: 202/224-5251
FAX: 202/224-6331
TDD: 202j224-2849

SepatorJamesM. Jeffods, R-Vt.
SH-513HartSenate0fi5ceBuilding
Washington,DC 20510-4503
PH: 202/224-5141



Senate Committee on Labor and Human
SD-428 Dirksen Senate Office Building

Washington, D.C. 20510-6300
PH: 202/224-5375

P 2

Resources

Malorltv
. . Members Minor tv

. i Members

SenatorClaibomePen, D-R.L Senator Strom Thurmond, R-S.C.
SR-335 Russell Senate Office Building SR-217 Russell Senate Office Building
Washington, DC 20510-3901 Washington, DC 20510-4001
PH: 202/224-4642 PH: 202/224-5972
TDD: 202/224-6564 FAX: 202/224-1300

Senator Paul Simon, D-111.
SD-462 Dirksen Senate Office Building
Washington, DC 20510-1302
PH: 202/224-2152
TDD: 202/224-8180

Senator Paul David Wellstone, D-Minn.
SH-717 Hart Senate Office Building
Washington, DC 20510-2303
PH: 202/224-5641
TDD: 202/224-4754

Hanis Wofford, D-Penn.
SD-521 Dirksen Senate Office Building
Washington, DC 20510-3803
PH: 202/224-6324
TDD: 202/224-1063
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Contacting The News Media
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Media To Contact
Page Two

Othermediarepresentativesto contactregardingTheFamiliesof CIWdrenWithDisabilities
SupportAct:

Paul Haskins
National Assignment Editor
New York Times
229West 43rd Street
New York, NY 10036-3959
PH: (212) 556-1234
Fax: (212) 556-4603

Barbara Vobejda
Washington Post
115015thStreet,NW
Washington,D.C. 20071-0002
PH: (202) 334-7430
Fax: (202) 334-1008

Marcia Van Dyke, Family Producer
CBS This Morning
CBS News
524West 57thStreet
Suite 44
New York, NY 10019
PH: (212) 975-4739

Antoinette Machiavema, Producer
Today
NBC News
30 Rockefeller Plaza
Suite 304
New York, NY 10112
PH: (212) 664-4571

Victoria Duncan, Producer
Today
NBC News
30 Rockefeller Plaza
Suite 304
New York, NY 10112
PH: (212) 664-4571

Giselle Femandez, Correspondent
CBS Evening News
524West 57 Street
Studio 47
New York, NY 10019
PH: (212) 975-3691
Fax: (212) 457-4385

Janice Horwitz
Time Magazine
Time & Life Building
Rockefeller Center
New York, NY 10020
PH: (212) 522-3840
Fax: (212) 522-0323

Randy Barone, Special Projects Producer
Good Morning America
ABC News
147 Columbus Avenue
New York, NY 10023
PH: (212) 456-5900

Laun Beecher, Segment Producer
Good Morning America
ABC News
147 Columbus Avenue
New York, NY 10023
PH: (212) 456-5900

Julia Hartenstein
“AmericanAgenda” Producer
World News Tonight
ABC News
77 West 66th Street
New York, NY 10023
PH: (212) 456-4040

Kathy Moore, Producer
CBS Evening News
524West 57thStreet
Studio 47
New York, NY 10019
PH: (212) 975-3691
Fax: (212) 457-4385

Cheryl Gould
NBC Nightly News
30RockefellerPlaza
NewYork,NY 10112-0002
PH: (212) 664-4971

Formoreinformationon workingwiththenewsmedia,contacteitherGregSmithorBrian
Kaneof Cone& h4cVoyPublicRelationsin Minnesotaat 612-851-2555or 612-851-2644.


