Chapter 6

Resources
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“It takes a whole village to raise a child.”







- African Proverb

Finding the Resources You Need/Developing Resources
We can improve family support through the effective use of resources.

There are many resources available for families with a child with a disability.  Finding them, however, can be difficult.  A few suggestions as to how to find resources are:

1. Ask your child’s doctors, therapists, teachers, etc.

2. Call the community referral numbers listed in this manual.

3. Ask everyone you know.  Time and time again, we find our best source of information is other parents.

By contacting all of the above sources of information, you accomplish several things.  First, you may find the resources you are looking for.  Second, you may find someone interested in helping you develop the resource if it doesn’t already exist.  Third, you heighten professional awareness about the need for resources in the community and their need to be informed.

There will be occasions when you can’t find the resource you need.  Either the specific need has not been addressed  (i.e. no Asian parent support group), or the resource isn’t located in your community (i.e. the epilepsy support group holds it’s meetings 15 miles from your home).  You now have the option of developing that resource yourself.  If you went through the three steps listed above, you may now know of several other parents who are interested in the same resource.  You may also have come across a professional who is willing to help you establish the resource.

Contact the local Arc office to see if they are interested in sponsoring your efforts.  Ask existing social service agencies if they would be willing to help in some way.

If the resource is medically-oriented, i.e. a heart defect support group, you may want to start with your local hospital and explore whether they are willing to help.  If the resource you want is community-oriented, i.e., a central area parent support group, you may want to approach the local community center director and ask whether they would be willing to help you get started.

If you have been able to create interest among other parents, you can spread some of the work out so that no one person gets overwhelmed with the responsibility of establishing the resource.  There is strength in numbers – your energy will be greater, and your credibility with those you ask for help will be greater when you have several families asking for the same thing.

Have your local Parent to Parent Coordinator help you.

Call 1-800-821-5927

[image: image2.jpg]Z10"emore mmm

86/8-15.-888-1

993/ ||o1

1J31royd
dIHSY3INLYVd
401vonai
ATIWYA

|nLI}3Y pun
uolnuLiojuj
Mijiqosiq

d7H17901 ININYOM

9007 Toquaidog

B10°DMIID MMM

9655-£S€ (09€)
90586 vm ‘ordwAjo

g oung -3 Aoy unLioW 0092
a4n}s uolburysoy 4o sy ay

L880-E¥E (90T sajiunpiodd( juswiojduy

000£-24S (008)

*S®2INOS3I PUD BDUDJSISSD |DIIUYDS} ‘UoyDWIOU|
$3)1A13§ AjIjIqnsiq A1osuag ajnjg uojbulysop
81T X2 yOOV-£L¥ L (STV)

*SI9Y4D4 104 $321n0saL pup jioddng

YAOMIAN S, JayIn] 2§0}S UOBUIYSOM

££90-88G (€GZ)  104pUIPI0OD ‘supjiag dustiyd
*sdoysyiom pup Bujuipiy sapiaocly

(v1assm) v 103

buiuini] uoiymnp3 [ppadg ajpig uobuIySHM
20£2-295 (008) 9344-||0L
‘uoipwIojul pup A2DJ0APD |pBa]

wiaysAg AIDI0APY pup uoi}ajoid uoibuiysop
§952-¥58 (£52) ppjuoy
JAIVM] P31014 UOISAPU] UBIPI]) Bunox

J0 uolpINP3 3y} 10} UOLIDOSSY Uotbulysnp

Zr10-€25 (902) DJUOD
poddns pup ‘|piiajal ‘uoypwiou|

VM 30 }I0Mi3N -.._onﬂ—_w Ajwing ab1039iq/SiDA

£€9¥ 1596 (£5T)

‘|P4i19494 pup uolLWIOU|

punog }abng yinog jo As|nqd [piqaid) pajiun
§€06-184 (902)

*|D119431 PUD UOKDWIOJU]|

3W0IpuAg saftaino]

L14S-1¥8 (£ST) ‘|D41949] PUD UOKDWIOJU]|
punog 1abng jo uoiynNOSSY bpijig bulds
0S€€-€96 (605) }opU0D
1a1ua) ABojouypa] uoinINpy [pRAdS
££90-886 (£52) el i)

*AoD20APD swaysAs uoypINpa |pads apIMaIDIg

uoI§I|00) p3 [pPadg

z182-€65 (€52) uowung qog
UOJBUIYSDN| JO SOJDIOAPY J1oS

104pUIp100) ‘AIMDT PUUOQ

€T11-85/(008) 15117 9jdoag
§50£-5¥S (902) SO400APY J|8G Aunod Bury

suoinziunbiQ AIDIOAPY-J[as

89€£-2£S (008) 9au4-|101
‘uoipdNp3 |pPadg
BuipioBal |p119401 pPUD $321n0s3I ‘sAOYSHIOAN

(uoryD>np3 UT [DIIA 34D sjuaing) JAVd

61 11-£86 (902) 1VL1IdSOH S:NIJATIHD
TTSS-2v9 (09¢€) RITTELF]
2£90-088 (09€) simal
010Z-98¢ (L¥S) 1PN

10qIDH sApio)
WIPHIYO M /ZHIMOD

7188-££S (09¢€)
v6v5-52Zv (09€)

L16¥-65£(09¢€) DIUDWDYS /40|

NOI93¥d 1SIMHLNOS
950Z-55Z (09€) WODIDYAA
65vZ-85T (Szv) ysiwoyoug
04£52-91¥ (09¢€) HBoxg
9922-596 (€52) ao1a14
LEE9-V9€E (90T) Bury
85€5-6£9 (09¢€) pupjs|

NOI93¥ L1SIMHLION
9z11-zse (09€) uojsiny)
0erS-9zv (09¢€) uospyy
€4ve-£L€ (09€) uosiayar/dospy
Zrel-L1y (09€) wo||o>

NOI93¥ VINSNIN3d
8£7€-£2S (605)
ulosy/plains /piquinjo) /oD BIIPA
1890-689 (605) 21210 puad/A11a1/susAd4g
92£9-8Z¢€ (605) upwYAA /ujoour /aupsodg
£515-9v6 (608) uipjup.y/uojuag

NOI93Y 15V3
00Ze-¥£S (605) WO A
24217626 (6085) SDIHIY
9618-928 (605) uoBoupyO
6085-59£ (605) SWopY/jupio)

2806-098 (605) so|Bnog/upjayd
NOI93Y VLN
£T65-128 (008) 2214-101

‘|p4la4a1 pup uoypuwiIoyul ‘poddns [puolowy

sSwniboig §ioddng juaing-0j-Juaing




[image: image3.jpg]sqooD[ LISf
AjunoD) pwpjp A
||]oMar upsng
AJunoD) WodipypA
asnoyaloyy adup
Ajuno)) sunyodg
Pool4 1107
Apuno?) ysiwoyoug
usappDnig puDIg
Ajuno) soi91g
olpnwpZ DjNDY
Auno?) sima
upyy ASupN
salunoD) uosiayyar/dosiy
uosdwoy] 937-}240610W
Aunod Bury
|[@MPIDD) DIDWD|
Ayuno)) sp|Bnoq ubjeyd
HSH PR
Apuno) 3o
193404 |upf
Auno) wo|p|D
uasydjopy uoinyg
£515-9¥6 (605) uipjup.y/uojuag
*A2020APD 2ARD|sIB3] ‘UoKPINPS ‘UoDWIOHU|

§290-996 (605)
0£10-51£ (09€)
92£9-8Z¢ (605)
65vT-8ST (ST¥)
£0£0-v9S (€5T)
2£90-088 (09€)
0222-69£ (09€)
12£9-€88 (Szv)
8£9€-€96 (£88)
£€915-€28 (09¢€)

vy 1-£SY (09€)

€3

6520-9v¥ (008) *|D113421 PUD UOHDWIOU]

$103Uu0) AHUNWWO) Y}|pay [pjudly

£v£2-9€S (008) 9314-||0L 32O 34PIS

._O‘_._mww._ mu:_u CO_«UE\_Om_.__
UoI}DNOSSY SaljIjiqnsiq buiuinay
005€-52£ (09€) '|P119434 puD uoyDWLIO U]

wnibo1g uoijuaAIaju| A[Ing 19|ppoL Junjuj
885Z-zz€ (008) |P419421 PUD UOKDULIOJY|
saiqong Ayj|pay sIayjol Ayinay

€££€-€9£ (902) ‘|p419434 puD UoyDWLIO U
wisijny Jo jusawijnaif

3A1P3}7 10§ saljiwng) uojbuiysopy Jo 134
8lyy-6€S (€52)

sauof ukjoipd
ao1aly

uadQ uoyisod
Buy
(1003 dd34)

86/8-v5£ (888)

ovre-899 (09€) Sju00? D[
ysiwoyoug
uspisyiapun A pbuuoqg
upn[ upg/pupis|
UOSUYO[ A4S
HBDG/WodsdYM
z€55-06¥ (09€) s1aypoisaq AHPd
uoisINY] /2141904 YLION /uospyy/sima7]/10qupH sApio
0952-£88 (09€) uospIpLIY uuy of
WADBIYP AN /214190 d YNOS/DIUDWIDYS /Z4|MOD /301D
$8£0-£y¥ (09€) USSUDH SLIS|DA
uospW YyroN /dosiiy /uosiayyer /woj|o|D

999Z-1z2 (09¢€)

6168-9£9 (09€)

UOJBUIYSDM UIBISa
Z5v9-928 (60S)

110 qipg

upBounyQ/upio) /spjBnoq/upjayd
uadQ uoyisog

Daly sauiD-11

86/8-vS/ (888)

86/8-¥5/ (888) uadQ uopisog
paly aunyodg
100z-z€£ (€52) ussuow BIPIN

DWDHID A /HOIDPIIN /SPHMIN /1UDID

UOJBUIYSD | UISjSDg

(40402.1g-0D)) UOSIIIDH DIPAT

(4o402.11g-0D) supjpy upsng
86/8-75/ (888) (196pupWY J23l014) 4ol ong
86/8-vS/ (888) (2313-101) 221130 24piS
*204s 9y} snoyBnouyy Buluipiy PUD |D1IS4S4 ‘UoDWIOU|

1€£2-08£ (902)
v0SZ£-L¥9 (STP)

Paloig diysiauging 10§oonp3 Ajiuing
6Zre-666 (008)

23.4-|j0)

*3WOIPUAS [oyodly |P4a4 Buipinbai
poddns pup |p1iajs ‘UolDUWLIO)
ajnjiysu] 9)inosay Ajluing Sy3
*[2149421 pUD UOKDWIOJU|

uojburysnpy Jo sadIop Ajiwng

7528-998 (09€)

605€-252 (008) 881y-||0L

‘|D112431 PUD UOHDWIOU|

UoJBUIYSOA| JO UOIIDNOSSY Asda|idy

8045-8£9 (008) 8313|101
*3D1A19S 22.Ip puD ‘uoypuiiojul ‘Buluina |

UoJBUIYSD)| JO AJa10g S|Dag 19}sn3

96¥Z-£ZS (90T) jopyuoD)
‘|D118431 puUD uolDWIOU|

_u:-_cw .—w_-:n_ wo 0—:?.—..:>m umoq

€Lvv-v€9 (008) 23uj-||0L
*|D113431 pUD UOHDWIOU|

|PUN0) Sal[IqusIq [DuawdojaAaq

v6¥9-96C (902) opjuo)
$3)1AJag UOI}ISUDI] ui abuny) 10} 19}ua)

2212229 (902) oD

‘|D419491 PUD UOHDWIOU|
ToDY) {SOMYLION QAVHD
2a14-||10]

‘|D419431 PUD UOKDWLIOJU]|

8E¥S-€ZS (008)

U0BUIYSD) JO UOIDDOSSY Ainluy uibig

L1zzs-7L8 (888) LIS
uoypwio|
}I3l01q buluini] 10jpInpaning sajng

896¥-6.Z (888) opuD
‘joddns pup |piia4a. ‘uoypwIoU|
uojbuIysSDp| J0 AJenog wisiny
££96-70£ (888)

00‘_*1__0._.
.:U‘_‘_Www‘_ puo :O_—OE\_OGC_
Paloig |poaing wsiny

€£6€-088 (888) Apuno? pwpo A
0£10-§ 1£ (09€) Aunod /1Bo3ig /pupis)/wodipym
£515-9v6 (605) sl 1]
92£9-8Z¢ (608) Ayuno> subxodg
65vZ-8ST (STv)
Zrel-L1y (09€)
€4ve-££€ (09€)
$00£-628 (902)
000£-££5 (09¢€)

Ajuno) ysiwoyoug
pjnsuluad didwk|O
uosiayyaf/dosyy
Apuno) Bury
10qUDH sAD1S)

v6vS-sTy (09€) A3||PA ZHIMOD
295 1-¥ST (09€) BRI

siapdpy) 2y |pd07
86/8-v5/ (888) 2344-||0L
9655-£5€ (09¢€) PO 40ig

-211gnd ay} pup siapw Adyjod
JO UOHDINP? ‘|D1IDJSI PUD UOKDULIOJUI ‘ADDIOAPY

3JD}§ UOBUIYSOM §0 1y 3y





Newsletters/Publications

Bridge Ministries for Disability Concerns

7809 159th Pl. N.E.

Redmond,  WA  98052-7301

Childhood Community News – Child Care Resources

2915 East Madison Street, Suite 305

Seattle,  WA  98112

University of Washington Child Development and Mental Retardation Center

WJ-10 

Seattle,  WA  98195

NW Bulletin Family and Child Health Seattle – KCDPH

110 Prefontaine Pl. So., Suite 500

Seattle,  WA  98104

PAVE Pipeline Washington 

PAVE Parent Training Project

6316 So. 12th 

Tacoma,  WA  98465-1900

Building Blocks Express Puget Sound ESD No. 121

400 SW 152nd St.

Burien,  WA  98166-2209

Iceberg (FAS/FAE)

P.O. Box 95597

Seattle,   WA  98145-2597

MUMS – Mother’s United for Moral Support 

c/o Julie Gordon

150 Custer Ct

Greenbay, WI 54301

(414) 336-5338

NICHCY News Digest 

P.O. Box 1492

Washington D.C. 920013

1-800-999-5599

Exceptional Parent

Box 3000, Dept. EP

Denville, NJ  07834

Continuing Nursing Education

09-9674-CAL -  University of Washington
Continuing Nursing Education, SC-72

Seattle,  WA  98195

Mailing Lists/Newsletters/Resources
1. The MESH Manual for Inclusive Schools

Project MESH:  Making Effective Schools Happen for ALL Students

This extremely helpful manual outlines the inclusive change process at two schools in WA State.  It includes useful forms, samples, resources and background.  Available free through:

WA State Office of Superintendent of Public Instruction

Special Education Services

P.O. Box 47200

Olympia,  WA  98504-7200

(306) 753-0317

2. What’s Working in Integrated Education:

This is an excellent newsletter published twice yearly by Minnesota Integrated Education Technical Assistance Project and full of useful strategies and stories.

Institute on Community Integration

University of Minnesota

13 Pattee Hall

150 Pillsbury Drive S.E.

Minneapolis,  MN 55455

3. Inclusion News/Inclusion Press

Bulletin of Centre for Integrated Education and Community

24 Thome Crescent

Toronto,  ONT MGH 255

(416) 658-5363

Request both a copy of Inclusion News (their free newsletter) and a copy of the list of materials they offer for purchase

4. PEAK PARENT CENTER Integration Project

6055 Lehman Drive

Colorado Springs,  CO  80918

(719) 531-9400

They have a great variety of materials including OPENING DOORS: Strategies for Including All Students in Regular Education  Cost $10.00

5. IMPACT

Quarterly publication of the Institute on Community Integration

(as listed in #3 above, except for 6 Pattee Hall)  (612) 624-4848

Specifically Request:  their resource list & free copies of the following two issues

Summer 91:  Feature Issue on Inclusive Education Preschool – 1st Grade

Fall 91:  Inclusive Education K-12

Video List

“Profiles of Patrick” – (Young Man with Down Syndrome); Available: CHMC Resource Room

“Lost Dreams & Growth:  Parent’s Concerns”; Available:  Dr. Ken Moses, Resource Networks, Inc. 930 Maples Ave., Evanston, IL 60202 (708) 864-4522

“My Child Has a Disability:  A Parent’s Perspective” with Carol Buchholz;

Available:  Pacific Lutheran University PLU –TV Admin.  3207, Tacoma,  WA  98447 (206) 535-7262

“Parent to Parent”; Available:  Family Support Network CB#7340
UNC-CH, Chapel Hill, NC 27599-7340

“Special Kids, Special Dads”, Available: West Virginia Advocates for the Developmentally Disabled (1985( TREN Library, Seattle,  WA (206) 364-0300

“Regular Lives”; Available:  TASH (The Association for Persons with Severe Handicaps)  11201 Greenwood North, Seattle,  WA  (206) 361-8870

“Kids Belong Together”; Available:  People First Association of Lethbridge, Alberta.  Inclusion Press, 24 Thome Crescent, Toronto, Ont. Canada  M6H2S5 Tel/Fax (416) 658-5363

“Down Syndrome:  A Parental Perspective”; Available:  Learner Managed Designs, Inc., P.O. Box 3067, Lawrence, KS 66046, (913) 842-9088

“Stress Reduction Techniques for Children and Their Families”; Available:  Learner Managed Designs, Inc., P.O. Box 3067, Lawrence, KS  66046,  (913) 842-9088

“Regular Lives,” PBS; Available:  Leaner Managed Designs, Inc., P.O. Box 3067, Lawrence, KS 66046, (913) 842-9088

Epilepsy – First Aid for Seizures”; Available:  Epilepsy Assoc. of Western WA, 8511 15th Ave. N.E., Seattle,  WA  98115, (206-523-2551

Epilepsia: el Nino y la Familia (Epilepsy:  The Child and the Family)”; Available:  Epilepsy Assoc. of Western WA.  8511 15th Ave. N.E., Seattle,  WA  98115, (206) 523-2551

“Epilepsy and the Family”; Available:  Epilepsy Assoc. of Western WA. 8511 15th Ave. N.E., Seattle,  WA  98115,  (206) 523-2551

Wills and Trusts

A Will is a written legal document that provides for the distribution of property at death.  A Will can also name a guardian for a minor child and designate a Trustee to handle an estate on behalf of minor children or others. Because of this function, every parent should have a Will.  For parents of children or adults with developmental disabilities, the ability to appoint a Trustee and establish a Trust in a Will is especially important.

If an individual dies without a Will, his or her estate will be divided and distributed according to the state’s laws of intestacy.  Under Washington law, if a parent dies, survived only by his or her children, the parent’s estate will be divided equally among his or her children.  For a family with a disabled member, this equal division of property could be a grave mistake.

For individuals with disabilities, the direct inheritance of even a small amount of money may disqualify those individuals for Supplemental Security Income (SSI) or other state of federal financial or service benefits that would otherwise be available to them.  In addition, inheritance of property by disabled individuals incapable of handling money or property may leave those individuals vulnerable to exploitation by others.

To prevent this from happening, parents of handicapped or incapacitated children or adults should have a Will, which includes a Trust for the disabled individual.  The disabled child or adult should receive no direct bequests in the Will, but his or her share should be directed into a carefully drafted Special Needs Trust established in the Will.  Even a well-drafted Trust cannot guarantee that an individual with disabilities will not be disqualified from receipt of government benefits, but it is one of the best ways to prevent disqualification.

A Special Needs Trust in a Will can provide some funds for items not covered by government benefits such as extra clothes, vacations, treats and gifts, but does not pass an ownership interest to the disabled beneficiary.  Legal ownership remains with the Trustee.

Proper language in a Special Needs Trust is especially important and legal counsel should be consulted.  Just as important in a Special Need Trust is the choice of a Trustee.  The Trustee is the individual who will manage the assets of the Trust and decide when and if a distribution should be made for the beneficiary with disabilities.  As the Trust may continue for the entire life of the disabled beneficiary,  the Trustee chosen should be roughly the same age as the beneficiary and an alternative Trustee should be designated, if possible, to provide continuity.  The Trustee should also be familiar with the disabled beneficiary, so he or she will have some idea of the needs of the person.

If a Will with a Special Needs Trust is signed by an individual, it is important to remember to change all bank account, life insurance policy and retirement benefit beneficiary designations as well, to name the Trust as the beneficiary.  Relatives and friends who may consider naming your disabled child or adult in their Wills should be advised that such a bequest, if not done properly, may not be in the best interest of that person and will make your careful estate planning less effective.  Any such bequest should also be made to a Special Needs Trust.

The above is intended to provide general information that may be useful to caregivers and family members of persons with developmental disabilities who are incapacitated.  It is not intended to substitute for specific legal advice in individual cases.
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