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Mission Satement

The mission of
Freedom Resource
Center for
Independent Living
Isto work toward
equality and
inclusion for people
with disabilities
through programs
of empowerment,
community
education and
systems change.

Vision Satement

Weenvisiona
society where ALL
individualsare
valued, respected
and have an equal
opportunity, access,
responsibility, and
freedom of choice
inall aspectsof life.

Continued on page 3

Fromwherel st

Thefreedomtolive, or die
By Nate Aalgaard, executive director

Therearetwo notable disability-related storiesin the newslately, onereal, one
fictional. They both are€dliciting strong emotionson dl sides, and bothinvolvetheultimate
decison—life, or death. OneisClint Eastwood’ s Oscar-winning movie Million Dollar
Baby, and the other isthelong-running battle over thelife of Terry Schiavo.

| could easily fill thisentire newd etter and then somewith theinformationthat |
foundinjust acouple hoursof research onthelnternet regarding thissubject. But | just
want to get alittlefood for thought going here and maybe bring up aperspectivethat often
getsmissed by themainstream media. That isthe perspective of peoplewith disabilities
themsdlves.

Thosewho havewelghed in against thismovierangefrom Rush Limbaughtothe
pro-lifemovement. Thosewhoweighedinfor themovieincludemost dl moviecriticsand
theindustry itself. Free-speech advocates say that Eastwood hastheright to make any
kind of moviehewants. | agree.

Thegroup that isnoticeably absent from thisdiscussionisthedisability movement.
All kindsof groups, from theAmerican Association of Personswith Disahilitiestothe
Association of Programsfor Rura Independent Living and many others, haveweighedin
againgtit. Whilethereareafew inthedisability community who think the subject matter of
thismovieisjust fine, the vast maority of opinion seemsto be opposed to thewhole
notion. Some call ass sted suicide the ultimateform of
discrimingtion.

The case of Terry Schiavo hasbeen muchlonger and
far moreemotional, becauseitisreal. Court battleshave
been waged for yearsbetween her parentsand her husband
for theright to make adecision on whether sheshould
continueto livein her semi-comatose state, or beallowed to
thedienaturdly by removing nutrition. Thisparticular
situation hasprompted |egidation by the Horida L egidature
and Governor and the US Congress. It now appearsthat
the husband haswon and Schiavo will have her nutrition
pulled from her inafew days.

What’sInside....
«What's Wrong
with this picture?
«From where |

sit...

«Transition Corner
sFergus News

L egislative
updates
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What’sWrong
With This
Picture?

What |Swrong
withthispicture? This
. lookslikeanicehome

that isnot completed
yet. Probably, whenitisdone, anicecoupleor family
will moveintoit. Sowhat iswrongwithit?

What iswrong isthat certain peopleand families
will not beabletoliveinthishouse. Thisparticular
group of peoplewill undoubtedly think itislovely and
wouldliketo beableto buy it, but it will not bean
optionfor them.

Thereasonitisnot an optionfor individualsand
familiesinthisgroupisthat it has steps, narrow doors
and small spaces. It probably will have hard-to-turn
door handlesand faucets, and probably thewall sockets
will betoo low and the closet barstoo high. Thishouse
would work for most of the people, but not al the
people.

Peoplewith certain disabilitieswill not beableto
purchase thishome becausethe builder, thearchitect, or
thedevel oper didn’t concernthemselveswith design
elementsthat would alow AL L personstheability tolive
inand enjoy thishome.

If the professional sinvolved in building thishome
had used someor al of the specificationsof Universal
Design (UD) they would have opened up thishometo
many more buyers- and not only personswith
disahilities, but peoplewho have smdll childrenin
strollers, peoplewho hatetrying tofit alarge couch
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through asmall door when they are moving, peoplewho
haveto haul groceries, or any peoplewho likelarger
Spacesto movearound.

The second unfortunate part of the story of this
houseisthat someday someonewithamobility
impairment may livethere. Thenthese accessbility
barrierswill requireremodding, or forceindividuasto
move - maybeto anursing home. Theremodel will be
incredibly expensive, and movingto arestricted living
dtuationmay resultinlossof quality of life, lossof
dignity andlossof hope.

TheNationa Association of HomeBuilders
Remodelers Council hascreated the program Certified
Aging-in-Place Specidist, who aretrained to remodel
for barrier-freeliving environments. So, if you can afford
it, there are peoplewho can redo your current hometo
suit your needs.

It isthe hope of Freedom Resource Center and
Centersfor Independent Living all over thenation that
the buildingindustry will useUniversal Designwhenthey
build homesand savethat remodeling cost.

ThoughtsFrom My World

By Shirley Robideau

Recently, | have had the privilege of
experiencing both sides of Freedom Resource Center’s
Peer Mentor Program. Asamentor, | amfinding it
inspirationa towork with aclient whoisfindinganew
placeintheir lifeasacollege student. Changescan be
difficult towork through and fortunately we do not have
to deal withthemalone. Itisachoiceexperienceto
watch someone’s countenance change asthey overcome
one obstacle after another. Knowing that wecan help
someonefrom our experiencesgivesusfedingsof
satisfaction. Thisclient gave methe couragel needed
to step to the other side of thefence and find hel pwith
challenges| amfacing asalow-vision student.

When | mentioned my struggleasalow-vison
student to Julie, the Peer Mentoring Specidist, she
askedif | would beinterested in having amentor who
had faced similar obstacles. | immediately took
advantage of thisopportunity and whileworkingwithmy
mentor found myself eager tolearn. When| first met
withmy mentor | felt confident that hewassincereinhis
desiresto help mefind solutionsto my visud difficulties.
Hehad first hand knowledge of several resources
availableto help mecontinuein my educationa gods.
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Continued from page 1

| mainly want peopleto think about theseissues
and do someresearch ontheir own. Thisisvery
complicated Stuff, obvioudly greetly affected by aperson’s
own belief system. Here'swherel comedown onit: if
you look at the history of peoplewith disabilitiesitisone
of being devalued. Peoplewith disabilitieshave been
segregated, sterilized, brutalized and murdered.
Sometimesthey have been madetofed inferior for solong
that they believeit. They areapttogoadongwiththeidea
that maybethey would be better off dead. Someof this
kind of treatment isnot too far into the past. Weneedto
dowhatever we can right now and inthefutureto help
peoplewith disabilitiesbecomevalued, important, and
productive people, and provide the best support services
that we can.

| looked up acoupleof studiesthat have been
doneonthesatisfactionlevel that peoplewith significant
disabilitiesfed about their lives. What | saw indicated that
thereisnot asignificant difference between the people
with disabilitiesand without, and any differenceisrelated
to environmental factors, not thedisability itself. Giventhe
past history and portrayalsthat are still prevalent inthe
media, | think that thewholeideaof assisted suicideor
allowing peopleto diewho wethink may havewanted to
because of the severity of their disability isnot agood
thing. Thisisadilemma, though, for those of uswho
believestrongly intheright of everybody to choosetheir
owndestiny.

For moreinformation on the subject, | would
recommend looking for these siteson the Internet:

Not Dead Yet

Roger Ebert.com

Hardball, archivesfrom aninterview with Clint
Eastwood on March 15

Aneditorial by John Hockenberry

In an attempt to reduce the cost
of mailings please send us your
e-mail addresses to
freedom@freedomrc.org.

Or
If you would like to be removed
from our mailing list please call
701-478-0459 or 1-800-450-0459.

Million Dollar Baby and
Values
February, 2005

From Andrew Imparato,

President and CEO

American Association of People with
Disabilities:

“When movie directors like Clint Eastwood
incorporate a gratuitous plot twist that
reinforces the shallow notion that life with
a spinal cord injury is a fate worse than
death—as in ‘Million Dollar Baby'—we
must speak out. When people have their
lives stolen because the only choice the
State Medicaid program is willing to give
them is isolation in a nursing home or
other institution, we must question the
values underlying that program. When our
public policy expects disabled youth to
retire onto Supplemental Security Income
benefits upon turning 18, swearing to the
government that their disability prevents
them from working, we have no choice but
to question the morality of such a system.

“Any policy that deters or prevents full
participation of people with disabilities in
the economic, political, social, and
religious lives of their communities is
inherently suspect. It is my hope that, by
reframing our agenda as a question of
basic values, the disability rights
movement will gain new allies, persuade
more policymakers and voters, and
ultimately reinforce the core tenet of many
faiths and of American culture that all
people are created equal and that every
life has value and dignity. To use Dr.
Martin Luther King, Jr.’s language,
‘Everybody can be great because anybody
canserve.'“

ComeJoin Us!
CraftsGroup
1:00 pm -4:30 pm
Every Thursday

Freedom Resource Center - Fargo
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Inthe Eyesof Youth!

By Bobbi Jo Sailor, IL advocate

The grammar and spelling has been left exactly as the students
submitted it.

Over thepast school year | have been working
with youth from an areahigh school. | asked themthe
question, “What isyour disability and how doesit affect
you?' Theseareafew of theresponses| received:

“I redlly don’t know what my disability isbut |
know if | don’t have help | would probably beaD
student. Soif | could find out what my disability isthen
| could find out how to beat it and prove everyone
wrong inthewholeworld when | wasyounger | always
took the easy way out of everything because | was
different. They dwaystreated melikeafalluresol
think theonly way | can get respect isby pretending that
itisnot there.”

“My disability isinmath therewill sometroubles
inthefutureeventhough | don’'t seemy disability my self
but peoplesay that | haveit, it might affect meit might

“My disahility isreading and spelling. The
challengesthat | seein classiswhenwehavetoread
out loud I might not know what thewordsare sothen ||
feel not bad but | should know what thewords, and
whenwe havetowritel don’t know how to spell some
of thewordsso | haveto use smaller wordsso that |
can spell themright. Thisdoesn't make mefeel any way
becausel justjokearound and laugh at it and other
peoplelaughwithme. My disability might affect me
later but I’ Il be more of ahands on person and won't
need to read that much inwhat | am goingtodo.”

“My disability isreading and it makesit harder
for meto do my homework because of my disability. It
affectsmy school likewith my homework that makes
me not want to go to school. My dad hasthereading
level of a3 grader | seebut | seehisproblemthen|
seeitinmeto but hedropped out | am not going to do
that. | amgoingtowork past that | am dowly getting
better every day. It affectsmeinmyjobif | ana
mechanicsif | haveto read amanual | affect my mathto
and | might beacarpenter.”

“Well what can | say; therearealot of things
that | strugglewith. | haveaproblemwithmath. | am
really bad when it comesto doing math in my head.
When my dad or my family ext, ask meaquestion that

involvesmath, | hesitatefor aminutel think it through
andthen| grabacaculator tohelpmeout. Thatis
really thethingthat | haveaproblemwith. Thewaysl
canfixitisby not giving up or doing it and just keep
trying. | amnot afraid of doing billsor taxes. It'sjust
that | have aproblemwith doing mathin my head.”

“I haveadisahility that | need helpwith, and the
school hasbeen wonderful with helping me. My
disabilitiesinclude math, study skills, transition work,
and socid skills. Right now with my disabilities| have
troublewith remembering thingsfor testsbecause | get
nervouswhenthetest isput infront of me, it'slike
everything | studied goesaway. My toughest classis
mathit just doesn’t click inmy head. Mathredly
frustratesme. | think that in thefuture somethingswill
be hard for me because | amreally bad at math and you
need mathinyour everyday life. 1 don'tliketo havea
disability becausel fed different fromtheother kids. |
don’t likewhen people ask memy classes because 3 of
themareinaSpecia Edroom.”

“I havealot of disabilitiesbut | feel the onethat
causes methemost problemsisthat | have oppositiona
defiant disorder. It getsmeintoalot of troublevery
often. Theeffectisthat | don't like getting told what to
do. But | dolistenwhen peoplesay it nicely. Itisnot as
bad anymorebut | do stop listening occasionally. PSI
don'tdoitintentionally it isabad habit because of the
disorder.”

| have been teaching youth to advocatefor
themselvesand |l etting them know that having adisability
isnothing to beashamed of. Youth today arefaced with
alot of things, for example, just growing up. Sotoo
many youth are put down and ignored becausethey are
“different”, itisour job as parents, teachers, advocates
to help them find their voiceand placeintheworld.
Herearesomeinteresting satistics:.

B 7 percent of boysand 4 percent of girlsages

5to 15 havedisabilities.

B 20 percent of menand 18 percent of

women ages 16 to 64 havedisabilities.

B 43 percent of women and 40 percent of

men 65 or older havedisabilities,
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PROTECTIONANDADVOCACY ¢ Advocacy toidentify and correct deficienciesin
FOR entitiesproviding vocationa rehabilitation,
| t, and oth '
BENEFICIARIESOF SOCIAL ETPICYITE, SNEOMEr SEiess
SECURITY For moreinformation about the Protection and

Article published in theEmployment Quarterly
newsletter through theND Medicaid Infrastructure
Grant Project

TheProtection and Advocacy for Beneficiariesof
Socia Security (PABSS) programisaninitiativefunded
by the Socia Security Administration (SSA) throughthe
“Ticket to Work and Work Incentives Improvement Act”
of 1999. Theintent of thisprogramisto address
employment-rel ated barriersfacing SSI/SSDI
beneficiaries

Tobedigiblefor Individua Representationa
person must bean SSI/SSDI beneficiary whoisreceiving
cash paymentsfromthe SSA, and believetheir legd rights
havebeenviolated. Assistanceisalso availableto
beneficiarieswho arefacing barriersthat may not bea
rightsviolation, still prevent the personfromworking.

Eligibility for informetion, referrd, technica
assstanceor trainingisavailableto any provider of
employment-support services, employer, advocacy
organization, or other individual involvedinabeneficiary’s
returnto work effort.

Theadvocacy prioritiesset forth by the Social
Security Administration include:

¢ Invedtigationand review improper or/inadequate
servicesby service providers, employersor other
entity involved inthe beneficiariesreturn towork
effort.

¢ Informationandreferral to beneficiariesabout
work incentivesand about employment rights,
services, andincentives,

¢ Consultation and legal representationto protect
therightsof beneficiaries;

¢ Asss beneficiariesin disputesbefore SSA
involving work-related program decisonsand
benefits overpaymentsthat areclearly abarrier to
obtaining employment.

¢ Provideinformation and technical assistanceon
work incentivesto governmenta agencies,
employment networksand other serviceand
advocacy organizations.

Advocecy for Beneficiariesof Socia Security contact
the:
Protection and Advocacy Project
400 E. Broadway, Suite 409
Bismarck, ND 58501
www.panda.org
vgross@state.nd.us
701-328-2950
1-800-472-2670
NDTTY Relay 711

Avoiding Social Security Over payments,
How toreturntowork without paying
thousandstothe Social Security
Adminigtration.

By Scott Burlingame, assistant program director

Imaginethis, you are aperson receiving Social Security
Disahility (SSDI). You returntowork, first part time, then full time.
You earn $8 an hour on your full time job. Each pay period you
turn in your pay stubsto the local Social Security office. You
continue to get your full paycheck and your Social Security for a
year, then 2 years. Finally you get aletter from Social Security
stating that you have used up your trial work period; you are
currently earning over Substantial Gainful Activity (SGA), you are
no longer eligiblefor SSDI and you need to repay $15,000 for
overpayment.

And there is really nothing you can do, other than find a
way to pay it back.

Thefact isthis: If you are aperson on SSDI and you
return to work, it isyour responsibility to manage your benefits.
You need to know about such things as SGA, Trial Work periods,
extended periods of eligibility, work subsidies and employment-
related work expenses.

If you don’t understand all of this, it is OK. Social
Security wants you to stay employed, and they don’t want to
deal with you paying back these large payments. The key to your
successful transition to work is effective benefits management.
Theimportant thing isto give usacall at Freedom Resource
Center or to contact the appropriate number below and have a
benefits management plan set up. Do thisif you are thinking
about becoming employed or if you are currently employed and
receiving Social Security Benefits. The Minnesota Work
Incentives Connection Toll-Free: 1-800-976-6728
Or in North Dakota, Rehab ServicesInc. Toll-Free 1-800-258-
8132
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OntheRoad

by Chuck Sebbins, systems change advocate

Wetook awindy trip out to Bismarck March
10" to givetestimony on HB 1012 for raising the
Qualified Service Provider (QSP) rate and add funding
to the Centersfor Independent Living . After seeingthe
semi, that was at |east as high and aslong asthe buswe
wereriding, onit’'ssidejust outsde of Valley City, |
wondered if it wasagood ideato go. But, wemadeit
with timeto spare and loaded up the room with 24 of the
75 peoplethat attended the hearing. We had it arranged
togoonfirst withtestimony. Richard Schneider lead it
off, yesheistheolder brother of al them lawyers.
Speaking through hispathfinder, Richard set the stagefor
what we had to say. Jack was up next, then Geoff,
Donna, and Tami. Gylewasup after Tami, and
proceeded to pull no puncheswhenit cameto the L ong
Term CareAssociation and itsinfluence over the
legidature. | flinched ahit, but it really wasathing of
beauty.

Somewhereduring our testimony thechair,
Senator Fischer, wascalled out, and wewereleft with
SenatorsKrauter, Kilzer, Thane, Mathern, and Bowman.
Although they seemed attentiveand interested in hearing
what we had to say, not being aware of any clairvoyants
intheroom, wereally couldn’t know for surewhat was
ontheir minds. My feeling was, we had support from
Senators Bowman, Krauter, Mathern, and | think Thane,
but again, wewon't realy know till thefat lady sings.

We hopethey weretruly impacted, and
understood what we weretalking about. We also hope
they left with afurther realization of theimportance of
home and community based servicesand what that
meansto those
who spent the
timeand energy
to testify, most of
whom had never
beeninfront of a
legidative
committee
before.

By the
timeyoureadthis
blurb, wemay know for suretheimpact of our efforts.
Where sthose clairvoyantswhen you need them? Al
andal, itwasagas, we' ve GOT to do that again!

President’sBush’sProposed Budget
by Mark Bourdon, program director

There are so many numbers, and they are so big!
How do we know what we need to be concerned about?
Let'sseeif | can help you understand President Bush's
budget proposalsand what impact the projected housing
cutswill haveonthedisability community.

In 2005, North Dakotahousing agencieswill
receive $1,044,208 lessfunding (Minnesota$8,013,748
lessfunding) than it needsto support itsvouchers,
causing an estimated 295 low-incomefamiliesin North
Dakota(Minnesota 1,198) to go without housing
assistance. Under theAdministration’sbudget for 2006,
thefunding gap confronting housing agencieswill dropto
-$536,201 (Minnesota$4,209,282 lessfunding),
allowingitthemtorestoretemporarily 146 (Minnesota—
590) of the vouchersthat were cut inthe 2005. But
estimatesbased on availableinformation fromthe
Administration’sbudget plansthrough 2010 show the
shortfall widening to approximately -$6,484,843
(Minnesota-$50,907,317), eliminating al of the
vouchersrestored in 2006 and cutting the number of
familiesassisted by afurther 1,309 (Minnesota-5,423).

It should be noted that evenin 2004 the demand for
vouchersfar exceedsthe supply: only about onein every
four low-incomefamilieseligiblefor vouchersreceives
any typeof federa housing assistance.

So0in 2005, vouchersin North Dakotaand
Minnesotawill be cut; in 2006 voucherswill berestored
but therewill still be cuts; andin 2010 voucherswill be cut
again. Andthisisjust onearea. Low-incomeenergy
assistance cuts have been proposed, aswell asMedicaid
(Medica Assistance), employment, education, child care,
WIC (Women, Infant, Children nutrition funding), Head
Start, and many other cuts.

Sowhat canyou do? First of al, you need to get
involved. Theeasiest way to dothisisto send aletter to
your congressional representatives, your state
representatives, and your stategovernors. Let them know
what impact cutsin housing assistancewill haveonyou. If
they don’t hear fromyou...well, inall honesty, | don’t
know if youwant to takethat risk. 1f you send aletter
pleaselet Freedom Resource Center know so we can
makefurther decisionsonwhat grassrootseffortsmay be
needed. If you need help, call Freedom Resource Center.
Wewill help youwriteyour letter and organize grassroots
effortsto bring fairness, compassion, integrity and justice
to the budget process.
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ASK BOB...

Dear Bob,

It s;emsasthough every statein Americahasits
ownuniqueway of administering al of itssocia service
programs(socia security, housing, food stamps,
medical insurance, caregiver programs, etc.). | have
heard through the grapevinethat, if anindividua
relocatesto adifferent state, he or shemust bere-
evaluated by Socia Security inthat stateto determineif
benefitswill beapproved. Isthisrumor true?

Also, isthereaweb site or book that givesa
state-by-state comparison of social service programs?
It s;emsasthough each state hasadifferent attitude
toward disability and/or assistance programs. | hope
you can helpmeout. Thereisalot of misinformation
out there. Thanksalot!

Anonymous

Dear Anonymous,

Hopefully we answered some of these questions
inour lastissue. Wewanted to discussthe subjective
sdeof thesequestionsthistime. Eventhoughthese
programsare set upwithrulesand eligibility criteria,
they areadministered by humans. Humansmake
mistakes. Humansget burned-out. Humans make
assumptionsbeforelistening to theentirestory.

Thebest thing that you can doisto educate
yoursdlf about these programs, their rulesand
responsibilities. Be cool and collected when applying
andinterviewing for any type of assistance. Never
assumethat any worker you are assigned to cares about
your Stuation. Maintaintheresponsibility yourself. This
will giveyoumorecontrol.

Wherever aprogram exists, so does an appeal
process. Useit. Some programsaccept avery small
percent of first timeapplications, then they accept more
after one or two appeals. For example, 60% of initial
SSI/SSDI applicationsaredenied, only 4% are
approved after one appeal, and 63% of thosewho
actudly appeal toanAdministrative Law Judgeare
approved!

Now, let’stalk attitudes. Ideally, each person
who appliesfor assistancewould be considered equally.

Unfortunately, that doesn’t happen. Individuasare
discriminated against for avariety of reasons. Thebest
way to prevent thisfrom happening to yourself and
othersisto keep notes. Writedown that nameandtitle
of the person you areworking with. Present yourself in
aprofessional and respectful manner. Usethegrievance
procedureif you fed that you have not beentreated
farly.

If you have any questionsfor Bob, send them to
“Ask Bob”, c/o Freedom Resource Center, 2701 9™
Avenue S, Fargo, ND 58103.

Take alook at our Website at
www.freedomrc.org

Fer gusFallsofficedoublesemployees

& doublesthe office space!
By Keri Stenstrom, IL advocate

Exciting thingsare happening at Freedom
Resource Center’ssatellite officein FergusFalls. Not
only have we been fortunate enough to acquireanew
independent living advocate, but we haveanew place
tocal homeaswell. Wedidn't go very far. We moved
tothe officethat adjoined our old spacethefirst week
inFebruary.

Somethings have stayed the same.
Conveniently our address hasnot changed, my desk is
till messy, and therearestill nowindows. Butif you
cometo visit our new officeyou will noticemany
improvements. First of al, thereismorethantwiceas
much space. Thereisareception and waiting area, two
large officesfor theadvocates, and asmall roomfor
storage. We have new carpet and somelovely new
officefurniture. Youwill aso noticethat thereismore
spacefor displaying resourcematerias. Soif youare
vigting and see something that interestsyou, don'’t
hesitateto check it out!

We hope to schedule an Open House soon,
but until then, wewel comeyou to comeinandvisit any
time. We' d be happy to show you around!

Freedom Resource Center and/or its Board of Directors do not
necessarily endorse or support any of the views expressed
within the personal testimonies within this newsletter, with the
exception of those specifically so attributed.
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Freedom Resource Center for Independent Nonprofit Org.
Living, Inc. U-SF-)ztl)Sage
2701 9th Ave. SW. Permit #1710
Fargo, ND 58103 Fargo, ND 58102

Randy Setson joins Fergus Falls office
My nameisRandy Stetson; | am the new independent living advocatein the
FergusFalsoffice. | graduated fromWestern Washington University 1991
withamajor in Human Devel opment and Counsealing Processes. | also
attended the Seettle University Addiction Studies Program, compl eting that
programin 1992. | worked asaChemical Dependency Professional
(CDP) inWashington for 13 years; at West Sound Treatment Center in
Port Orchard, WA; Serenity Counseling Servicesin Fife, WA, and Inland
Professiond Servicesin Seettle/Bremerton, Washington. | moved herein
2003, and | currently livein the country south of Fergus Fallswith my
partner, and we have two dogs, and several cats. | haveason, 14, and adaughter age 9, who livein Washington. |
liketo spend my sparetimeinthesummer at Ten MileLake, swimming and playing Scrabble. | also enjoy playing
with power-toolsin thewoodshop, and thisyear’s project isrestoring an old grain shed into anew woodshop and
storage space.

I will beinvolved with the nursing homerel ocation project in MN and advocacy.

Mark the Date!
Freedom Resource Center’s
Annual M eeting September 15, 2005.
M ore detailsto come.




