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A fhmilythathasa sonor daughterwithmental
retardationor otherdisabilitiesmayhaveneeds
aboveandbeyondthoseof otherfiunilies.These
needscanoftenbe metby familysupportprograms
andservicesprovidedbystate,local,not-for-profit
orfor-profitagencies.Familysupportsvaryin type
andqualityfromstate-to-stateandevenbetween
andwithinlocalcommunities.

Familysupportis oftendefinedas“whateverit
takes”to increasethefamily’sabilityto carefor
theirchild,improvethequalityoftheftiy’s life
andpreventa sonordaughterwitha disability
fi-omhavingto liveoutsidehisorhernaturalhome.
Someexamplesof familysupportsare:
u Respiteandchildcare
# Changesto thefamily’shomeorcar
MSupportservices(counselingforfamilies,

parent-to-parentsupport,selfhelpgroups,
siblinggroups,etc.)

d In-homeassist.amx(tohelpwiththepersonal
needsof theindividualwitha disability,to assist
withhouseholdchores,etc.)

#Personalfuturesplanningforthewholefamily
d Financialorothertypesof assistancetomeet

needsthatmayarisewhena f%.milymemberhas
a disability

wEducationandtrainingforfamiliestohelpthem
developskillsto meettheneedsof thefamily
memberwitha disability.Thismayinclude
providingthefamilywithdisabilityMormation
and/oradvocacytraining

MInformationforfhmiliesaboutallavailable
resources

WServicecoordination/casemanagement
# Recreation
I/Assistancewithprogramsthatprovideservices
WCrisisintervention

d Specialclothing
wTransportationto andfromservices
tiMedicalanddentalservices
d Testing
# Behaviorintervention
wAnyothersupportneededby thefamily

The goals of goodfhmilysupportshouldbe:
■ To keepfmilies together(byproviding
whateverit takesuntilthepersonwitha disability
desiresto oris ableto liveindependently).
■ Toimprovethecaregivingabilityof familiessnd
to improvetheirabilityto meetthemanyneedsof
theftily memberwitha disability.
■ To respectcultural,economic,socialand
spiritualdifferences.
■ To helpfamiliesfindanduseavailable
supports.

●nd youknowyouarereceivinggood
familysupportswhen...

#youhavetimetoworkifyouwish,spendtime
withotherf-fly membersor takepartin
leisureactivities.

r it is easiercaringforyourfdy memberwitha
disabilityat home.

wyourfamil~semotionalandphysicalwell-being
increases.

Myourfamilyis ableto useits moneyasother
peopledo.

Wyourfiunilyhasbetteraccessto community
servicessuchas doctom,dentistsandrecreation,
andyouaremorevisiblein yourcommunity.



The
Arc FamilySupport Quality Checklist
Havingmanydifferentfiunilysuppor tservicesandprogramsis important.Butit’salsoimportanttohave
goodqualty familysupports.Forthisreason,TheArc,aspartofa projectthroughtheMinnesotaGovernor’s
Plan.ning CouncilonDevelopmentalDisabilities,broughttogetherparents,professionalsandotherexpertson
familysupportto discussanddevelopthequestionsbelowtohelpfamiliesknowif theyarereceivinggood
qualityfdy supports.

Howwillthischecklisthelpyourfdy? Lookatthequestionsbelowandthinkaboutthefmily supports
yourfamilyreceives.Thencheckif yourfamilysupportsAlways, Sometimes orNever meetthesesignsof
goodquality.CheckingAlways to eachquestionshowsa highqualityofservicesandprograms. However,a
lotofNever checksmeansthatyourfamilysupportsneedimprovement.Andevenfhmilysupportsthat
Sometimes meetthesesignsofqualitymayneedto improve.

JoinwithTheArcandotherdisabilitygroupsto advocateforgoodqualityflunilysupports.Sharethis
informationwithotherfamilies,localserviceprovidersandgovernmentofficialsin yourcommunity!

Informationand Plaming ALWAYS SOMETIMES NEVER
■ Doyoufeelinformationis easilyavailablein orderto seeksupport? ❑ 0
■ Is thepaperworkto receivefiznilysupportservicessimpletounderstandandfill ❑

out(e.g.,easyto read,shortapplicationform,etc.)? ❑ 0

■ Isthefhmilyurgedtobepartof theplanningforsupportservices? ❑ ❑ 0
9 Doesthefdy supportserviceoffermanydifferentservices,supportsand

equipmentto assistyourfamilymember? IJ ❑ n

■ Areyougivena choiceofserviceproviders? ❑ 0
■ Is thetiormation youreceivefim supportserviceproviderscurrentandreliable?•l ❑ 0
■ Whena meetingof supportprovidersis necessary,doyouhelpdecidewhowill

attendthemeetingandwhenit willbe held? ❑ ❑ 0

■ Doesthefamilysupportprogramadvertiseits servicesin diiTerentlanguagesand
formats(e.g.,easy-to-readforpeoplewhocannotread,Brailleforpeoplewhoare ❑ ❑ 0
blind,etc)?

Sarvica Availability

■ Can yougetfdy supportswhenneeded(e.g.,canyoumakecontactorreceive
supports24hoursa day)?

9 Canyougetto wherethesupportsareprovidedorcanthesupportservicescome
toyou?

■ Areservicesaccessible(i.e.,arepeoplewithmentalandphysicaldisabilitiesable
togetto andusetheservices)?

■ AregoodquaJityservicesavailableregardlessofwhereyoulive?

■ Doestheprogramobtainhard-to-fid servicesforthef~ily?
9 Doesthefamilysupportserviceencouragetheuseof naturalsupports(i.e.,

neighbors,fi-iends,relatives,communityvolunteem,etc.)?

HCanyougetserviceswhetherornotthef=ily canpayforthem?

■ Doyouqual@ forservicesbasedonyourfamilymember’sdisabilityandnotjust
onyourincome?

■ Canyougetmore-servicesevenif youarealreadyreceivingsomefamilysupports?

❑

❑

El

El

El

❑

❑

El

❑



EIfyouaregettingvouchersorcashpaymentsforservices,doestheprogram
allowyoutobuytheservicehorna providerofyourchoice?

■Doestheprogramgivetheservicesatno orverylowcostandnotrequireyou
tospenda lotof moneyto matchorsharethecostsofservices?

■ Isthefamilysupportserviceavailablewithoutcausingthelossof other
necessaryfamilyresources(e.g.,incomeassistance,healthbenefits,etc.)?

■ Canyougetsupportsthatmeetyourfamil~suniqueneedswhichinclude
cultural,languageandethnicbackground?

■Doesyourfhmilysupportprogramprovideservicesduringa crisis?
■Areyouurgedto contactandmeetwithotherparents(parent-to-parent

networking)?
■ Is advocacyskillstraininggiven(oravailable)fortheentirefamily?

ALWAYS SOMEllMES NEVER

❑ 0

❑ ❑ O

❑ 0

❑ o
❑ 0

❑ 0

13cl
Staffing
■ Istherea singlecontactpersontohelpyouobtainservicesforyourfdy?

■ Arethesupportsprovidedby goodsWwho knowaboutservicesandhowto
workwithpeoplewithdisabilities?

■ Doesyourservicecoordinatoror casemanager:

- acceptandconsideryourideas?
- actsincereandrespectfultowardyou;andnotjudgeyou?
- treatyoulikea partnerinsteadof a “client”?
- payfullattentionduringappointmentsandmeetings?

- showinterestin whatyouthinkandsay?
- respondtoyourconcerns?
. standupforyourfdy andnottheservicesystem?

- arrangeotherserviceswhennecessary?
■ Doproviderscarefidlyandclearlyexplaintheirservices?
■ Whentheserviceproviderscometoyourhome,aretheyinvitedby you?

■ Areproviderssensitiveto andrespectfulof

- yourcultureandlifestyle?

- yourverbalskills?

- yourfamily’sneedsandpreferences?
■ Doproviderskeeptheirpromisesaboutsupportsandservices?

❑

❑

❑

❑

❑

❑

❑

n

❑

❑

❑

El
❑

❑

ProgramValuas
WDoesthesupportprovidershareideasandbeliefiaboutfmilies/fmily supports? ❑ ❑ a
■ Doesyoursupportservicebuildonyourfmily’s strengthsandabilities? ❑ 0
9 Doesthefamilysupportserviceofferservicesthatarenotforcedonyourfmily? ❑ ❑ ID
■ Doesyoursupportgiveyouhopeforthefbtureandraiseyourexpectations? ❑ 0
■ Doyoufeelhelpedby thesupports,nothurtby them? ❑ 0

■ Doesthesupportservicemakethepublicawareof theabilitiesofpeoplewith ❑ 0
disabilities?



~ps for WorkingwithFamilySupporfs

#Be infirmedaboutyour rights.

# Thinkthroughbothwhatyou&and whatyouUC@
beforemeetingwithpotentialserviceproviders.

~ Bepersistentandjirm aboutwhatyou needandwant.

~ Bringakmga fiend whenYoumeetwithfamilysupport
serv~epro;iders. Another-personcanhe~pprovidethe
emotwnalsupportyou mayneed. Youcanalsoenlist
supportfiomfimily membersoryour localchapterof
TheArc.

dAdvocatefor familysupportproviders. Theymayneed
consumerslikeyou topushfor funding,changesin
regulations,etc.

~ L&providersknowwhenthey’vebeenhelpfultoyou.

4 Takenotesduringnwetingsto ensurethereareno
misunderstandingslater.

ti Keeprecords,duplicatecopiesofforms,etc.fim your
familysuppotiservices.

*4*

For more informa tion on family suppo* contact:

Family S3~p&~ Project

NatiopnaJg:;dl u~ters
%4

Arlin&o& Texas 76004
Voice 1-800-433-5255

TDD 1-800-855-1155 (ask operator to call
collect 817-277-0553)

This publication was supported in part by ContractNumber 25200
under provisions of the Developmental Disabilities Act of 1991
(P.L. 101496) fiomthe Minnesota Department of Administration,
Governor’sPlanning Council on Developmental Disabilities. The
views expressed herein do not necessarily reflect the position or
policy of the Governor’s Planning Council on Developmental
Disabilities nor that of the Mimesota Department of
Administration.

FamilySupportForumIJaflici~nts

In August of 1992,The Arc conveneda consensusforumto
develo the informationfor this Family SupportQuality

fChecklst. The group consistedofconeumers,family
membersandprofessionalsincluding

SusanArneaud, Director, Family SupportSubsidy Program,
Michigan Department of Mental Health, Lansing, Michigan

Mary Ellen Burdick, Director, ARC of Allegheny County Esprit
Program,Pittsburgh, Pemsylvania

Carlos Cordova, Paren$ Arlington, Texee

Jim Gardner, Parent and President of The kc, Shreveport,
Louisiana

sally Gardn er, Parent, Shreveport, Louisiana

Ed Guthrie, Executive Director, Orleans County ARC, Albion,
New York

Cindy Hatcher, Parent, Pittsburgh, Pemeylvania

Naomi Karp, consultant, Human SeMces Research Institute,
Boston, Maeeachusetts

Shirley Reynolds, Sibling and board member of the New York
armingCouncil On Developmental Disabilities, Reossealer, New

%k

Fran Smith, Parent, forum facilitator and independent
consultant, Richmond, California

Sue Swenson, Parent, Minneapolis, Minnesota

Joan ‘1’hompson,Parent and President of The Am of Ohio, New
Carlisle, Ohio

Rutherford Tuxmbull,Parent and Co-Dirextor,Beach Center on
Families and Disability, The University of Kansas, Lawrence,Kansas

Colleen Wiec~ Ph.D., Executive Director, Minnesota
Oovernor’sPlanning Council on Developmental Disabilities, St. Paul,
Minnesota

Alan Abesonj Ed.D., Executive Director, The *c, Arlington,
Texas

SharOXIDavis, Ph.D., Director, The k’s Department of
Research and Program SeMces, Arlington, Texaa

Rick Berkobieq Assistant Director, The AM’SDepartment of
Reseamh and Progrsm Services, Arlington, Texas

Debby Ingram, ResearchAssociate,Thekc% Familysupport
Project,Arlington,Texas l/93

FamilySupportProject
The&c --
NationalHeadquarters
P.O.Box 1047
Arlington,Texas 76004

The
Arc


