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Transition Outreach Training for Adult Living
Health and Medical Issues in Transition Planning

Objective

The purpose of this training is to increase awareness and knowledge of transition-related
medical issues for individuals with chronic health conditions/disabilities. Health care transition
planning will be discussed in the areas of independent living, college and employment.

Key Learning

At the end of the module, participants should be able to:

Recognize laws that provide protection for individuals with disabilities and know
resources to gain further information on their rights.

Gain understanding of disclosure issues
Understand ways to stay healthy

Increase awareness of health care planning issues as a part of the transition plan to
independent living.

Increase awareness of differences between secondary and postsecondary education
systems, along with ways to improve access to increase participation and achievement
among individuals with chronic health conditions/disabilities.

Gain understanding of employment planning issues for people with disabilities,
addressing health care needs and accommodations.

Materials

= Resources/Readings (may also be copied to hand out at the discretion of the trainer)

= Trainer note pages with slides

* Handouts for training participants

o
(0]
o

Slide handout pages for note-taking

Health Care Checklist

Emergency Evacuation Preparedness, Taking Responsibility for your Safety, A Guide for
People with Disabilities and Other Activity Learning Limitations

HRTW Tools and Tips: Public and Private Insurance Plans: Understanding the Options
for YSHCN

Creating Accessible Homes

What to Ask When Visiting the Office of Disabilities

HRTW Tools and Tips: Work and You: Your Special Health Care Needs in the Workplace



Trainer Preparation

1. Review trainer reading
2. Review trainer note pages and handouts
3. Duplicate handouts

Training Guide

1. Introduce the training topic and learning objectives.
2. Present the training with corresponding handouts by following the trainer notes pages.
3. Conclude by disseminating and collecting workshop evaluation forms.

Curriculum Resources
Adolescent Autonomy Checklists. Adolescent Health Transition Project (AHTP) Children with

Special Health Care Needs Program, PO Box 47880, Olympia, WA 98504-7880 Retrieved from
the World Wide Web: http://depts.washington.edu/healthtr/Checklists/intro.htm

Bode, Marilyn, Creating Accessible Homes, Extension Housing Specialist, Department of
Apparel, Textiles, and Interior Design, Kansas State University. Retrieved from the World Wide
Web: http://www.oznet.ksu.edu/library/HOUS2/MF2213.pdf.

Buchanan, Laverne A., (2002). The Disclosure Dilemma for Advocates. HEATH Resource
Center, George Washington University. Retrieved from the World Wide Web:
http://www.heath.gwu.edu/PDFs/Disclosure%20Dilemma.pdf

Census Data for Persons with Disabilities. (2003). American Association of People with
Disabilities, Washington, D.C. Retrieved from the World Wide Web:
http://www.aapd.com/News/disability/2003censusdata.html.

Crockett, E. (2001). T7oto, I Have a Feeling We're Not in School Anymore, University of
Montana-Missoula. Retrieved from the World Wide Web:
http://www.umt.edu/dss/trans/toto-01.html

Directing Care & Asking for Assistance:. Louisiana Statewide Transition Project and Louisiana:
Healthy and Ready to Work Fact Sheet Series. Retrieved from the World Wide Web:
http://www.hdc.lsuhsc.edu/Programs/as/Fact%20Sheets/Directing%20Care%20&%20Asking%
20for%20Assistance.html.

Edelman, A., Schuyler, B., White, P. Maximizing Success for Young Adults with Chronic Health-
Related Illnesses. HEATH Resource Center, George Washington University, Washington, DC.

Gibson, Robert. (December 2003). 7he Consortium Consumer Brief: Promising Practices in
Health Care Transition.: A Research Fact Sheet for Consumers. National Institute on Disability
and Rehabilitation Research of the U.S. Department of Education. Retrieved from the World
Wide Web: http://hctransitions.ichp.edu/pdfs/ConsBrief 1203Final.pdf.



http://depts.washington.edu/healthtr/Checklists/intro.htm
http://www.oznet.ksu.edu/library/HOUS2/MF2213.pdf
http://www.heath.gwu.edu/PDFs/Disclosure%20Dilemma.pdf
http://www.aapd.com/News/disability/2003censusdata.html
http://www.umt.edu/dss/trans/toto-01.html
http://www.hdc.lsuhsc.edu/Programs/as/Fact%20Sheets/STWFSNm.htm
http://www.hdc.lsuhsc.edu/Programs/as/Fact%20Sheets/STWFSNm.htm
http://hctransitions.ichp.edu/pdfs/ConsBrief_1203Final.pdf

Health Care Checklist. University of lllinois at Chicago: Division of Specialized Care for Children,
Springfield, lllinois. Retrieved from the World Wide Web:
http://internet.dscc.uic.edu/forms/psu/4202.pdf.

National Collaborative for Workforce and Disability for Youth. (2004) Disclosure Workbook.
Washington, D.C: U.S. Government Printing Office.

Johnson, M., Duncan, R., Gabriel, A., & Carter, Michael (1999). Home Modlfications and
Products for Safety and Ease of Use. The Center for Universal Design. Retrieved from the World
Wide Web: http://www.design.ncsu.edu/cud/built_env/housing/article_hmod.htm.

Kailes, June I. (2002). Emergency Evacuation Preparedness: Taking Responsibility for Your
Safety: A Guide For People With Disabilities and Other Activity Limitations, Published and
distributed by Center for Disability Issues and the Health Professions, Western University of
Health Sciences, 309 E Second Street, Pomona, CA 91766-1854, Voice: 909) 469-5380, TTY:
(909) 469-5520, Fax: (909) 469-5407, Email: evac@westernu.edu. Retrieved from the World
Wide Web: http://www.cdihp.org/products.html
http://www.cdihp.org/evacuation/emergency_evacuation.pdf.

Moving Towards More Health and Medical Independence. Adolescence. Louisiana Statewide
Transition Project and Louisiana: Healthy and Ready to Work Fact Sheet Series. Retrieved from
the World Wide Web:
http://www.hdc.lsuhsc.edu/Programs/as/Fact%20Sheets/moving%20towards%20more%20inde
pendence%20fact%20sheet.htm.

Peterson, K. (2004). Supporting the Dynamic Development of Youth with Disabilities During
Transition.: A Guide for Families. Louisiana — Healthy and Ready to Work. Retrieved from the
World Wide Web: http://www.ncset.org/publications/default.asp.

Public And Private Insurance Plans. Understanding the Options for Youth with Special Health
Care Needs. Healthy Ready to Work (HRTW) Tools and Tips. Retrieved from the World Wide
Web: http://www.hrtw.org/healthcare/hlth_ins.html.

Secondary School Programming for Students Not Heading to College. Sevier County Board of
Education, Sevierville, TN. Retrieved from the World Wide Web:
http://www.slc.sevier.org/secprog.htm.

The ADA: Your Employment Rights as an Individual With a Disability. U.S. Equal Employment
Opportunity Commission, Washington, D.C. Retrieved from the World Wide Web:
http://www.eeoc.gov/facts/adal8.html.

The New Freedom Initiative’s Online Resource for Persons with Disabilities. Washington, D.C.
Retrieved from the World Wide Web:
http://www.disabilityinfo.gov/digov-public/public/DisplayPage.do%3fparentFolderld=500.

What is School to Work? Lincoln Land School to Work Partnership, Springfield, IL
Retrieved from the World Wide Web: http://www.llcc.cc.il.us/stw/WhatIsSTW.htm.
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http://www.eeoc.gov/facts/ada18.html
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IDEA 2004
Federal Definition of Transition

_|_

a) Transition services means a coordinated set
of activities for a child with a disability that:

1. Is designhed within a results-oriented
process, that is focused on improving the academic
and functional achievement of the child with a
disability to facilitate movement from school to post
school activities, including post-secondary education,
vocational education, integrated employment,
continuing and adult education, adult services,

Independent living or community participation...

(IDEA 2004, 602(34)(A)



Beginning no later than the
first IEP to be In effect when
_|_the childis 16 . . .

m each student must have included in the IEP
appropriate measurable post-secondary goals
based on age appropriate transition
assessments related to:

— training,

— education,

— employment, and, where appropriate
— Independent living skills.

IDEA 2004, 614(1)(VI1)(aa)



Transition Services

Transition-Related Medical Issues

— Addressing health and its impact

m Independent Living
m College

m Work



New Freedom Initiative L.

‘ NMIEW FHEDDOM INITIE&TIVE

[~ Increases access to assistive and universally
designed technologies;

~ Expands educational opportunities;
- Promotes homeownership;

[~ Integrates Americans with disabilities into the
workforce;

- Expands transportation options; and
I Promotes full access to community life.

http://www.0s.dhhs.gov/newfreedom/



http://www.os.dhhs.gov/newfreedom/
http://www.os.dhhs.gov/newfreedom/
http://www.os.dhhs.gov/newfreedom/

Information i1s Power!

An individual can ultimately enjoy greater
control over his/her circumstances when
he/she Is empowered:

- To know their rights under the laws
- To disclose information

- To know ways to stay healthy

- To be part of the community

« To access appropriate education

- To gain employment



Laws

Individuals with
—Pisabilities
Educational Act
(2004) (IDEA)

http://www.federalresourcecenter
.org/frc/idea.htm

Technology-Related
Assistance (100-
407) (103-218)

http://www.resna.org/taproje

ct/library/laws/techact94.htm

Carl D. Perkins
Vocational Act

(101-332)

http://www.ed.gov/offices/OVAE/CTE/I
eqis.html

Rehabilitation Act
(1998)

http://www.rcep?.org/links/rehab
act/Index/index.html

Americans with
Disabilities Act

http://www.usdoj.gov/crt/ada/ada
homl.htm

Workforce Investment
Act (1998)

http://www.isbe.state.il.us/partnerships
/WIA1998.htm

Fair Housing Law

http://www.hud.qgov/offices/fheo/FHLaws

/index.cfm

HIPAA (1996)

http://www.hhs.gov/ocr/hipaa/

Human Rights Act

www.idhrl.com



http://www.hud.gov/offices/fheo/FHLaws/index.cfm
http://www.hud.gov/offices/fheo/FHLaws/index.cfm
http://www.hhs.gov/ocr/hipaa/

Disclosure

_|_

m \Where to disclose?

— A private setting

— A place where only the intended recipient
of the information will be informed



Disclosure

_|_

Why to disclose at work? What to disclose at work?

— Need accommodation — Depends primarily on the
— Legal reasons purpose of the disclosure

— Pending background check

— Safety or other health
related reasons

Who to tell at work?

— Anyone directly providing
_ accommodations
When tO dlSClOSG at WOI'k') — Anyone in a position to

— Confidentiality is assured support the request for

— During application accommodatl.ons _
. : — Anyone who is responsible
— During Interview

for evaluating performance

— Anytime after employment — Anyone responsible for health

— Never and safety



Disclosure

What to disclose in social Why to disclose in social
settings? settings?

" General information about the
disability and the impact on social
life & community

®  \What accommodations have

m To fully participate in what the
community has to offer

m Start new relationships with

worked honesty

= Accent on positive contributions ™ ldentify and receive any necessary
made in the community assistance

Who to tell in social When to disclose in social
settings? settings?

"  Friends, acquaintances, relatives, — Prior to .joining_ .
staff of various businesses, — At the time of joining

" Public transportation and — When involved
parks/recreation staff, events — When meeting new people

coordinator Never



Staying Healthy

‘ m Physical Care

— Taking care of the body

m Mental Care

— Liking oneself, focusing on positive
feelings

m Social Care
— Getting along with others




Health Care Management

+

Medications
Healthy diet
Exercise
Adequate sleep
Personal care
Sexuality
Mental health




Health Care Management

_|_

m Self-advocacy

m Chronic condition/disability
m Symptoms requiring medical attention
m Medical emergencies

m Medical appointments/Medical history

m Medications



Health Care Management

+

m Refills/supplies

m Dally treatments

m General health maintenance (exercise,
good eating habits, hygiene...)

m Transportation to medical office
m Adult care physician



Health Care Coverage

‘Know health care coverage by name
and carry insurance card.

— Parents’ coverage: Check eligibility requirements
before turning 18

— Health insurance through employment
— College student low-cost insurance plan

— Health Benefits for Workers with Disabilities
http://www.hbwdillinois.com/

— Medicaid http://www.dpaillinois.com/medical/




Students With Special

Health Care Needs
Transition to Independent Living

m Independent Living Skills
— Time management
— Energy management
— Handling money
— Stress management and coping skills
— Be an assertive, effective advocate
— Self-care skills for daily living
— Health and wellness care
— Accessing information and resources

Adolescent Autonomy Checklist:
http://depts.washington.edu/healthtr/Checklists/intro.htm



http://depts.washington.edu/healthtr/Checklists/intro.htm

Independent Living

Modifications and Accommodations

Home Modifications for Safety and Ease of Use

http://www.desian.ncsu.edu/cud/built _env/housing/article _hmod.htm

Supports and assistive devices needed to perform
Activities of daily living skills
Home management tasks such as meal preparation,
cleaning, laundry, grocery shopping....

Creating Accessible Homes Checklist
http://www.oznet.ksu.edu/johnson/FACS/Youth Fam Comm/YFCpa3.htm

Looking at activity areas for eating, sleeping, bathing,
lighting, flooring and telephone accessibility



Students With Special

Health Care Needs
+Transition to Postsecondary Education

— Consider schools that have accessible
programs and services

— Learn about each schools’ Office of
Disability Services

— When visiting schools, consider campus
mobility, layout, location of facilities and
distance to and from classes, and parking

http://www.umt.edu/dss/trans/toto-01.html



http://www.umt.edu/dss/trans/toto-01.html

Choosing A College
+Locate the Office of Disability Services

m Be able to state the disablility and
Its affects

m Know what accommodations and
technology are needed

m Have documentation identifying the
need for support services

Louisiana: Healthy and Ready to Work, 2001



Choosing A College

L ocate Other Resources
‘ — Find the Student Health Center

m Speak with the Nurse
m Give the Nurse a summary of health needs

— Know the health care coverage by name and carry
the insurance card

— Talk about a plan — discuss risks and benefits
m Primary care physician/specialist
m Discuss times of iliness
m Nearby health care professionals
m Special diets and contacting the director of food services

— Prepare an emergency plan

http://www.umt.edu/dss/trans/toto-01.html



http://www.umt.edu/dss/trans/toto-01.html

Choosing A College
_|_ Set Up Housing Accommodations

m Call the Housing Office or Physical Plant

m Is a single room needed?

m Does it need to be on the first floor?
m Does it need air-conditioning?

m Create an evacuation plan.

http://www.umt.edu/dss/trans/toto-01.html



http://www.umt.edu/dss/trans/toto-01.html

Choosing A College
Live Strong: Stay Healthy

Get a Pre-College Exercise
PhySICaI — Keep up with daily
routines to the extent
of abilities
— Immunizations,

TB test, Meningitis, — Improve endurance

MMR, DT, Hepatitis, and stamina

Influenza

Louisiana: Healthy and Ready To Work, 2001




Choosing A College

Enhance Success

|

m Select classes at
the best time of
day for stamina

m Arrive at class on
time
— Realize it may

take longer to get
there

— Take all materials
needed

m Hire a Personal
Assistant, If needed

m Sit in the part of
the room that fits
health and learning
needs

m Use assistive
technology, If
needed

Louisiana: Healthy and Ready To Work, 2001
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Employment Issues
2003 U.S. Census Report

N

N

N

Disability

No
disability

B employed

Percentage



Students With Special

Health Care Needs

Transition from School to Work
Explore interests

Get job experiences early

Perform volunteer work for
valuable experience

Learn about employment
related services

— Division of Rehabilitation

— Work incentive programs: PASS,
Ticket to Work

— lllinois Employment Training Centers

www.llcc.cc.il.us/stw/WhatlsSTW.htm



http://www.llcc.cc.il.us/stw/WhatIsSTW.htm

Choosing Employment
Vocational Training Goals

Identify personal = Develop positive self-
abilities rElgs

R m Develop acceptable
Develop individual areas standards of dress and
of interest appearance

Learn to compensate for | ® Develop an awareness of
personal limitations social interactions

m Understand others
Learn to control

emotional responses s Adjust behavior to setting

Develop occupational m Secure Employment
awareness




Choosing Employment

Reasonable Accommodations

Technology
Software
Personal attendant

Accommodations not so
high tech, like handles,
space, time increments

Restructuring jobs

Modifying workstation
Modifying restroom
Modifying equipment

Allowing interpreters and
readers

TTY, Bralille

Time off for treatment of
a disability




Health Care Needs
INn the Workplace

+

Work environment
Medical appointments
Health routines
Emergency plan

Accommodations &
supports

Healthy & Ready to Work

http://hrtw.org/tools/documents/work and you.doc



http://hrtw.org/tools/documents/work_and_you.doc

Choosing Employment
Resources

+

m A Guide to Disability Rights L aws

U.W. Dept. of Justice Rights Division

Contact: (800)669-3362 or (800)800-3302 TTY
WWW.E€e0C.qoV

m Job Accommodation Network

Contact: 1-800-526-7234 TTY/Voice

http://www.jan.wvu.edu/



http://www.jan.wvu.edu/

Choosing Employment
+ Resources

U.S. Dept of Education ADA Help Line
Contact: 1-800-949-4232

m U.S. Dept of Education, Office of Civil
Rights

http://www.ed.dov/about/offices/list/ocr/index.html

m Division of Rehabilitation Services
http://www.dhs.state.il.us/ors/



http://www.dhs.state.il.us/ors/

Choosing Employment
+ Resources

lllinois Employment & Training Centers

http://www.ides.state.il.us/ietc/map.asp

A Guide for People with Disabilities
Seeking Employment

http://www.usdoj.gov/crt/ada/workta.htm

Division of Specialized Care for Children
(DSCC) Web Resources (Under Links)

http://www.uic.edu/hsc/dscc




Health impacts all areas of life!




loqgeT jo swpedaq 's™n

SABJ 01 00

@AA \

G007 Toquiaydog pasIAdy

*901JJO S, JQUOISSIUWOD)

douRINSU IS INOK JORIUOD “I0) "AOF SYY SWII MMM

Je $OIAIOS UewNY pue yi[esH jo jusunedaq ayp jo

SOJIAIQS PIBOIPIJA PUB AIBDIPIIA J0J SINUID) Y] JISIA ‘OS[Y
() ag 4akopduiry
ANOK £q papraodd sifouag Yipaf] 224112y Y1 uv))
SUDYLOM PAIDIOISI(T LOf SADMSUY

pUD SUONSING) 28012400 24D)) YIPIE PUD UOISUIJ
VAGOD 42puy) sifouag yypag o1 apng s,220)dwirg uy
Anpigoiiog 28v.1240) ywaf]

"BSI/A03 [OP" MMM

1JB JOUI)U] QYY) UO WAY) MATA IO ‘S2INYJ0Iq SUIMO[[OF

oy Jo sa1dod 10§ 7LTE-Frb-998-1 T8 921-[[0} Y SFH (18D

tadoul Jno Nwtw\ ar

*AW0)00)SeW B YIIM UOTIOAUUOD

Ul UONONNSUOIAT ISBAIq 1090 oym sjuaned Iaoued Isealq

Joy suonoajoxd 1oy — Jay SJUGIY Ja3UY pue U)[eay S uauIOp
‘uerd yireay

dnoi3 e £q paI9yo SIouQq [BIISINS PUB [BOIPI JOF SHLUI]
Ie[[op 9SOy} UeY) JOMO[ OU 2q SITJoUaq YI[eay [BIUSW UO S|
Te[Jop SUIAJI Jo [enuue Jey) saxmbay — 3y fjlied U123y [EIA[
YHIqpIIyo

Surmorjoy Aeis jo syiSugy [e3dsoy 10j 95LISA00 WnWIUIW

U0 sa[nt S3pIaold — |3y U0I28l0dd UifesH ,SJaulofy pue SuJonmay ai)
“S[enpIAIpUI J[QISI[ UIeldd J0J sarorjod [enprarpur Jo

Q0UBNSST Sed)ueIenS pue ‘@3LINA0D AI8d )[Eay UT UOT)BUTWLIOSIP
syqryoxd ‘suonTpuod [esrpeur Sunsrxaard oAy oym Ssar[TUIR]
II9Y) PUB SUBOLIOWY SUDJIOM JO SUOI[[IU JOJ SUordojoid
sopnyour — |9y AIgejun0day pue Kijigeldod aauednsu) yyeay L
‘soouejsur dnyroads

ur soyer dnoi3 je a3e10A00 ued yireay dnoi3 jo uonenuUNUOD
Aresodwo) aseyoind 03 1y oYy uaIp[Iyo juspuadap pue
‘sasnods ‘seamal ‘saako[dwe JouIo] urelrsd SurAld suorsiaoid
surejuod — |3y UDJeI{1auoaay Jakpng Sngiuwg pajepijosuod ay)
‘suefd zroy) woiy sjyeuq 393 03 sjuedronred

J10J ssa001d speadde pue 9oueAQLIS © pUB ‘UOnBWLIOFUL

0) sy3ur sopraoid ‘srokojdurd 10309s-jearid £q paiosuods suerd
JIJouURq IYJO pue ‘Y[eay ‘uolsuad ur pI[[oIud S[eNPIAIPUL JOJ
suonoajoxd s1ofyO — Jay K)1N3ag auoau| Juawad)ay aakojdw3 ay|
..me& Uuvd SMp] 28Y |,

‘noA 10f 13332q
NA0M SILfoUdq Y)Y ANOL
ayput djay uvod sdy (1 asayJ

‘noA avau 221ffo Puo13a.

D Y01 0) TLCEPPF-998-1 IV ul]
djoy aa.1f-1103 s, £oua3n a2y IO
() ‘DSQI/103°10OP" MMM D 271 GIA
S VS 238 ‘Spfauaq anof 122p0.4d
Y} SMD] Y} UO UOPDULIOful
210Ul AOy] *SUONIPUOD [DIIPIUL
P122ds SULIPA0D SMD] 2.4DI YIDIY
$2254240 YSgH ‘Sqol a3uvyd .10
3012409 350] NOK UIYM SJLfouaq
Yvay 03 Y311 unok 3u1drajord
SiMm] a1f10ads a.v a.42Yy) ‘UoyIppy
ujy “spfouaq 1of sunnyd aypul

0} Moy pup ‘spfouaq 40f Lfiypnb
0} Moy ‘sy1om uvyd yymay

AnoL Moy ynogn uoyvuLLoful

0] SIY3LL I1SDq ANOK UA2403 K1Y ]
‘sunpd ypway pasnq-1a40jdud
SULIIA0D SMD] JLfdoUdq YIIDIY
Juvprodudl [D4249S SAISTUTUUPD
(VSgH) uoyvysuunupy

A1noag spfouag aakojdurry

S, 10qu] Jo pudunnavda(y 2y |



‘uny joojuby/rownsuoo/A03 biye-mmm v areD)
yresy Aiend) Sursooy)) 0) 9pIno INox Jjnsuoy) 2)qissod
L242UYM Samsvaut K11ypnb 2s2y1 40f YOOT "SAANSLIW
QouruLIofIad [eOTUI[D 9PN[OUT US)JO PUE ‘SPIEPUR]S [RUOHRU
oW SUONBZIUBSIO PAYIPAIOOL MOY| UO UOTBULIOJUL
op1aoxd spodar uoneypaIddy “SSAU[[I S)ear) pue
syuaAaid uoneziuesio a1ed YIeay e [[oM MOY—SAINSBAW
Soueuriojrad [eoturo pue—soueysur Joj ‘uefd zoyy
Ul SI0)O0P Y} YIIM Je SISWNSUOD PAsHes moy—s3urer
JOWINSuod urejuod Aew suodar Ajfene) "ued nok IoAduaym
spoday uoneparddy pue spoday Ayend) o1 s3ury
asn pue 10J 3007 “gAgaad oA S}ijauay Ly[eay au) pue
9de9 13[eay ) jo Ayenh 3u) anoddw) o} Sda)s 3ye) Ued nop

(°s1 1901102 0] MOY U0 UODULIOfuL 10f ]2uDd
Yo0q 228) ‘Tuw)duiod ok o3 asuodsal v uIWIqo 0} 2jqoun
24D N0 fi 2oUDISISSD 2I1A43S LIUIOISND A0f VS 19DIUOD)
SUID]O J1fouaq ynm swajqodd Surpuvy 1of ajqisuodsal
§1.0YM 2unuI21ap 01 (1S Anok puv a3vyond sifouaq
yiay 4ok 322y *dduapuodsariod jo sardod pue spIodax
doay] 'suorsioap s uefd oy Jo speadde oyewr 03 19yM pue
sooueAdS sofpuey uefd moA moy puesiopup) “pajug[
$1 WIe|2 S}1jauan y)eay dnok ji [eadde ue gjij 0} Moy mou)

wpadoad snap uondiidsaid
2UDIIPAUL MU 1) PUD 23DA2A0D 2ouDINSUL dDSIPI] pup
2UPPAPY 40 2]q131]2 240 NOK Ji ;o Surpuif a1y ‘S2010yd
JunpLodil 4210 2§D UDI NOK PuPY Ul UOYDULIOfu
S1YJ YIIA "PRYBUTWI[Q 9q IO A3UBYD UBd A Yorym
JIopun SAJURISWUNIIID A} JO DAL [[IM NOK SIJoudq
) INOQE SIJINOS SAY) FUOWE UONLUWLIOFUT SUNDIFUOD
ou ST 19} 2InS MBI “(dS INOA Jooud pue ‘IojensurIpe
ued oy ‘uorun InoA ‘9d1jJo $30IN0saI uewny s, JoLordwe
INOA (IIM J[SUOY) “STEIA JUSWAINAI INOA JuLnp
asnods 1noA pue nok 0] puaxa ‘Aue JI ‘sjijouaq yieay
YeyM 0o puly ‘arnox nok a1ojod “Juguadad Joj Ug|d

‘(jound yoDq
225) KIMIqeII0d 93eIOA0D) YI[BoH 0) SIYSTY INOX pras

‘240w 1o purf 9 “Spud 93e10A00 uaym ue[d p[o Jnok woiy
93e19A00 9[qeIIpaId Joud oA FuNuAWNOOP ILIYNIAD
B QAI902I P[NOYS NOX |, 9FBIIA0D J[qelpald,, Joud pey
noA awm Jo YSuQ] oyl Aq paonpar oq 0) porad winwirxew
siy) sannbar os[e v JIH “(S99[[0Iu? e[ 10§ SYIUOW g)
SypuoW 7| JO WNWIXEW © 0} SUOISN[OX UONIPUOD SUmSIXd
-oxd syrury Ajrerousd vvATH “UDJIPU0I [B1paL & SARY
noA Ji Ajdeqnayed ‘sqof Guikueya ade nof  djay os[e ued Yydi

‘(Jound yopq 225)
V90D I9puy) sijouag Yifedy 03 opmo) s,d0Kojdwyg
uy o &doo v Suas q s1onf 2y 120 2wy payoyv
Y] UIYIIM puodsal nok auns aypuL puv 22110U 2412324 J,UOP
nod fi 4osuods uvyd anok yjm dn mojjof 03 24ns ag -a0nou
s.uerd oy Jo sAep ()9 UIPIM TONIR VIFOD Ty} e
0} sfenplralpur 9[qi31e axnbax suerd 3so1A *s1y3L 0K Jo
noAk Amou 0} ueyd oA saxnbar pue s1oyI0M 2I0W IO ()7
P s1ekopdws 3sowr 0 sardde gD "uonemis ok
uo Surpuadap syuow ¢ 0} § WoIJ AFuel ued AFLISA0))
*SJUQAQ JOUJO UTL)IDD JO OUALINID0 uodn IO “padIoAIp 10T
‘s1oKordwa aFueyd ‘qol 104 aso[ noA J1 uerd s 1okojdwo
INOA Iopun 938I9A09 YI[eay papualxa aseydind 03 9[qI3I[e
9q Aewr uIP[IYd Juapuadap pue ‘@snods paIoA0d oA
NOA—VIFOD St UMOUY I1011q—30Y UOHRI[IOU0IY
108png snqruuiQ) pAepIiosuo)) s 19pup) g3l
U)eay Jnof J3ajje Ued SJuaa aji| Jaulo pue sqof Gujkuelfy

‘(1ound 3o1q 225) AN[IqeRII0] 938IA0D) P[ESH

0 SIYSRY INOX ppay "d3eIdA0d wnwirxewr oy suerd yjoq

SuneuIpIo0d I9PISU0d ‘d8eded sjyouaq YP[eaY B SI9JO

os[e JoAojdwa s asnods InoA J :0jou [eroads y "paIajjo

st uefd ouo ueyy a1ow J1 ‘suefd yoyms Io S)Ijouaq A3ueyo

ued NOA MOy NOA [[9) pinoys Jokordwd ok £q papraoid

UOIBULIOJUI 9} ‘SIUQAS SUISUBRYD-SJI] INOYIM UIAT

(VVAIH) WY ANIqeiunosdy pue A)Iqeiiod aouemsuy

yI[esH ay3 jo suorsiroid 1opun porad juowfjosu

[eroads e 103 9[qIS1[e 9q Aewr uIp[IYo Judpuadap

pue ‘asnods oA ‘nojx ‘s}Joudq ypreay oA a3ueyd

0} paau e [euSIs Aeul Je]) SJUIAD 1] aIe asnods e Jo
yieap ayy Jo ‘uondope 1o YuIq PIIYD ‘QIIOAIP ‘DFBLIRIA

83l Sme)s fjwej dnof e aG2JaA0d 11jaua Jnok $SASSY

Spfouaq yiway
03 Sunwjas 1a0)duia 1ok wolf 2ouapuodsariod 10 sowau
Y Suop ‘SpuaunIop pup sainy204q uvyd yjpay 1ay0
11V puv dds 2y 2aps "ued sjjoudq yieay & AJeuruio) Jo
93ueyd ued 19L0[dwo INOA YoIym Jopun SOUB)SWNIIN Y}
pue ‘Aed-00 & armbar [[1m $901A10S JBYM ‘Sjuspuadap Jo
95819400 2} JNOQE UONBULIOJUT UTRIUOD PINOYS J] "SIJOUq
ey ok $109101d jey) mef [e1opa) oyl ‘(VSIIH) 1V
AJ1INO9S QWOJU] JUSWIAINSY d9K0[dwy oy Jopun sjy3LL
[839] InOA pue $)1Joudq JnoA saurpno | ‘Adod e opraoid
pinoys Joyensiutwpe uefd yieay Mox ypjjeiLojul
J0 }[2am & Sapinodd (0d8) uondiJasap uefd fugwwns S uejd dnox

‘uy Joojub/rownsuoo/A03 biye-mmm

18 @M ay1 uo a1e)) yesy Lpend) Sursooy)) 03

apmo mox uoyvoqnd sad1a1ag

upwngy pup yjpag Jo juauanda( S Yy Jnsuoy)

Kppnb 2.umsvaur upd NOKL MOy JNO put] *SAIOYD AIed

yIeay Inok aredwoo nok djoy 03 mou Y311 asn ued noA

UONJBULIOJUI ST 919y} ‘A[91euniio,] -a1ed Ayfenb jsay3iy

) 9A13 s1op1aoid 1oyyo pue ‘speindsoy ‘siojoop ‘sued

ey [[e 0N ‘oA 03 9[qerreae suondo 1o suepd ared

yI[eay 2y) Suowe JUIPIOIP ul aIed yireay jo Kjpenb oy
JIOPISUOD P[NOYS NOX "PAINSEAW 9q UBD JT JNq ‘SIALIBA
SOOIAIRS AIed YI[edY Jo Afenb oy, fijjeny Joj 4007

‘Spfouaq ypway Kpnb ysny s1pos Anog “15aq 2q SKDAJD
Jou Kot 3sadvay?) “Sifouaq 2)qissod 15aq ayJ u1 JnsaL JjIn
suaquiaws Kunf mok fo asoyy pup spaau 4nok SuryoImp
*Q0BJ Aewl NOA sasuadxa Jax00d-Jo-1no ayy ouruielep dioy
ued suonsanb 953y} 0) SIOMSUY (SI[qUINPIP I} ATy
(21D [BIUSP IO UOISIA ‘A1 AQeq-[[om ‘Q1ed 2AnuaAId
12400 paxopjo suerd oy ocT “9|e|IeAR S}1jauaq ay) Guimaiaay

'2q [J1M SUOISI22P AP YIDY ANOK
421129 2y ‘2avy nok uonvuLiofur aiow 2y ‘suerd d[qe[reae
Ay PIM saouarajald pue spasu anok yojew nok djoy
0} uonewLIoyuI 9p1Aoid ued uorun MoK Io ‘I0)ensuIpe
ueyd yireay y ‘9010 901nosar uewny s JoAojdw
Inox ‘uefd yoea Jno yoayd uay ‘s1opo 1oLordwe

INOK SaUo YoIyM N0 purq “suefd Jjouaq ey

Jo sadKy juerogip Kuewr axe 1ou 1, “Jigloii) 848 SUod0 dnog



GW HEATH Resource Center

The Disclosure Dilemma For Advocates

By Laverne A. Buchanan, Ed.D.

Should you? Shouldn’t you? When? To whom?
Such questions frequently arise for parents,
counselors, and teachers whenever the topic of
disclosure of a disability arises. Many disabilities,
such as certain learning, cognitive, and perceptual
disabilities, are not readily apparent. Students and
employees with hidden disabilities may be
understandably reluctant to disclose information
about the presence and nature of a disability for
fear of discrimination and negative perceptions.

Many factors can influence the ultimate decision
of whether or not disclosure is the best course of
action in a given circumstance. Young adults
engaged in the transition to postsecondary
education and employment will benefit from
counsel and guidance about how to make sound
judgments regarding disclosure.

Counselors, advocates, and family members
should reinforce any advice regarding disclosure
with instruction about effective self-determination
and self-advocacy, concepts with which students
in transition should be familiar. Ultimately,
students and employees with disabilities who can
articulate their particular needs and objectives,
and who have been coached on the selective
sharing of personal information, enjoy greater
control over their circumstances.

Questions About Disclosure

There are many points of view about whether or
not it is necessary or beneficial to disclose
information about a disability, and, as noted
above, many valid concerns about when, how and
to whom such information should be shared. The
following questions will guide students and
advocates to a clear understanding about this
difficult issue.

Why to Disclose?

There may be any number of reasons that an
individual is confronted with a decision about
disclosure:

* An accommodation is needed

= Legal reasons

= Background check is pending

= Safety or other health related reasons

When the disclosure question arises, individuals
with disabilities need to address their own feelings
about sharing personal information related to the
disability.

When to Disclose?

The choice of when to disclose depends on the
type of information being shared. Generally,
disclosure occurs:

*  When the individual is assured of the
confidentiality of the information being
shared, and never before.

* During initial contact, such as a job
application.

* When an interview is scheduled.

* During an interview.

* Following a job interview or acceptance
into a program.

* Any time after employment or program
has started.

= Never.

Students and employees may choose never to
disclose if no accommodations are needed and
their disabilities create no safety issues for
themselves or classmates and coworkers.

The George Washington University
HEATH Resource Center
2121 K Street, N.W. Suite 220 « Washington, DC 20037
Voice/TTY: 202-973-0904 o 1-800-544-3284 (toll-free) e Fax: 202-973-0908
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What to Disclose?

Once the decision to disclose is made, one must
still consider how much is too little, too much, or
just enough personal information to share in light
of the desired objective. Always be focused on the
purpose of disclosing. When providing
information about a disability, it is best to:

= Be honest, straight forward, factual, and
positive.

= Relate disclosure comments to the
immediate situation.

=  Know your accommodations needs, and
be prepared to offer suggestions regarding
such things as costs, suppliers of needed
devices, and knowledge of maintaining a
piece of assistive equipment.

= Be prepared to provide appropriate
documentation of the disability.

Who to Tell?

Not every person that students or employees with
disabilities encounter throughout the day needs to
know about the disability. Generally, those who
might need to know about the disability are:

* Anyone directly involved in providing
accommodations.

* Anyone who is positioned to support the
request for accommodations.

* Anyone who is responsible for evaluating
the student or employee’s performance.

* Anyone responsible for the health and
safety of other students or employees.

How to Disclose?

How, or in what form, information about a
disability is best shared depends, in part, on when
the individual chooses to disclose, and how much
information they intend to share. Generally, the
disclosure may be:

= Verbal: e.g., a perspective job applicant
requests an accommodation in order to
complete the application and interview
process.

=  Written: e.g., in response to an acceptance
letter, a student notifies a college about the
disability and need for accommodations.

= Third party: e.g., an advocate, such as a
job coach, requests assistance on behalf of
an employee with a disability.

Where to Disclose?

Students, employees, and advocate should take
great care in choosing a setting in which to
disclose. Without question, any information of a
personal nature should be provided:

* In a private setting.

* In aplace where only the intended
recipient of the information will be
informed.

Instructive advocacy leads to effective self-
advocacy. Openly discuss prospective students’
and employees’ questions and concerns about
disclosure. Actively engaging their input in the
process will prepare them to handle similar future
challenges independently. Taking the time to sort
through these questions will also convey a sense
of empowerment, and an understanding that, like
any other students or employees, they too are
entitled to privacy and dignity.

Disclosure Do’s and Don’ts for Advocates

The following is a list of Disclosure Do’s and
Don’ts for Advocates:

DO:
e Link discussion of disclosure to self-
determination and self-advocacy.

e Engage the youth/young adult in a
discussion regarding thoughts and
feelings on disclosing personal
information.

e Determine the reason for needing to
disclose.



Weigh benefits and risks of disclosure
or not disclosing.

Plan and, if necessary, practice with
the youth how to disclose personal
information.

Determine who needs to have this
personal information and why; limit
information sharing to essential
persons.

Assure the youth that both written and
verbal information will be maintained
in a confidential manner.

Get the permission of the youth and
parents/guardians to share personal
information.

Relate disclosure comments to current
situation.

Be aware of accommodation needs; be
prepared to provide appropriate
documentation.

Discuss private information in a
private setting.

DON’T:

Share personal information about the
youth/young adult without his/her
consent and involvement, or the
consent of parents/guardians.

Discuss personal information regarding
the youth/young adults with persons
who are not involved in their service
delivery.

Ask personal or specific questions in a
group or public settings.

Leave written information in an area
that may be read by others not
involved in the delivery of services to
the youth.

¢ Use confidential information for any
reason(s) other than the purpose for
which it was collected, disclosed and
indicated to youth and
parents/guardians.

LaVerne A. Buchanan is a senior consultant with
TransCen Inc., where she consults and provides
training to state and local school systems, adult
service providers, employers, youth/young adults
and their families regarding best practices for
school-to-work and transition activities and
services.
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Health and Ready to Work (HRTW) National Resource Center
Health Insurance Policy/Advocacy Centers

Policy/Advocacy Centers

AIMMM - Advancing Independence: Modernizing Medicare and Medicaid

www.aimmm.org/

AIMMM's full name and mission are one and the same—Advancing Independence: Modernizing
Medicare and Medicaid. AIMMMM is a policy forum that identifies and advances responsible reforms in
Medicare and Medicaid needed to increase the health, independence, and self-sufficiency of persons
with disabilities. It brings people with disabilities, families, Federal and State officials, the media and
others around a common table to identify effective ways to advance needed change in policy and real
people's lives. Toward this end, AIMMMM is committed to working to identify, better understand and
highlight effective reforms and best practices. We created AIMMM after serving as advisors to the U.S.
Secretary for Health and Human Services and the Health Care Financing Administrator. We did this
because we are convinced by our disabilities and our experiences at HHS that you cannot advance the
independence of people with disabilities without working to significantly modernize both programs.

CENTER FOR MEDICARE ADVOCACY

www.medicareadvocacy.org/default.htm

The Center for Medicare Advocacy, Inc., founded in 1986, is a private, non-profit organization which
provides education, advocacy, and legal assistance to help elders and people with disabilities obtain
necessary healthcare. We focus on the needs of Medicare beneficiaries, people with chronic conditions,
and those in need of long-term care. The organization is involved in writing, analytical research, and
litigation activities of importance to Medicare beneficiaries nationwide.

The Center is staffed by attorneys, paralegals, nurses, information management experts, and technical
assistants. Our national office is in Connecticut, the Data Unit is in Maine, and the Healthcare Rights
Project is in Washington, DC.

The Center represents thousands of individuals in appeals of Medicare denials. The work of the Center
also includes responding to over 6,000 calls annually on a toll free telephone line in Connecticut,
producing educational and self-help materials, and pursuing Medicare coverage for dually eligible
beneficiaries (individuals who are eligible for both Medicare and Medicaid).

CENTER FOR MEDICARE ADVOCACY

Finding Reliable Health-Care Information on the Internet
www.medicareed.org/Resources.cfm?RT=CMEPub&Detail=83

The number of Web sites offering health and health-care information has grown dramatically over the
past several years. However, it can be difficult to tell whether or not the information that you find is
reliable and accurate. In this brief we describe the nature of this issue and offer some practical tips for
judging reliability when searching for information on the Internet.

NHLEP — NATIONAL HEALTH LAW PROGRAM

Health Care ""Coach™

www.healthcarecoach.org

Getting the health care you and your family needs isn't always easy in a system that's constantly
changing. HealthCareCoach.com is packed with facts and do-it-yourself tips on everything from health
insurance to patient care - to help you help yourself. For over three decades, our independent, non-
profit group of health law specialists has given consumers the information they need to get the best
out of the system. The site has three sections: 1) Your Insurance-provides tips on getting and
understanding insurance and protecting your coverage; 2) Your Health-explains how to get your health
plan to cover your health condition, how to find a doctor or hospital, and how to understand medical
terminology; and 3) Your Action Center-explains your rights as a health care consumer and how to
communicate your concerns to health policymakers.
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