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National Citizens' Coalition for 
NURSING HOME REFORM 
1424 16th Street, NW, Suite 202 
Washington, DC 20036-2211 

Mrs. Merle Davis 
contact: Dorothy Garrison (daughter) 
3313 Autumn Ridge Drive West 
Mobile, AL 36695 
(334) 660-9458 

Elma Holder, Executive Director 

Scott Severns, President 

Phone: 202-332-2275 
FAX: 202-332-2949 

R 
t~;<~~.:~;.:,;;b~t.:<":: · ;, '.: ·· :<L.: . .::~;.;:;. ·: :~ 

t~tit~-~!£ }r,~,~i:. er goal was to. return home after completing 
therapy. rs. av1s was madequately assessed and did not receive the care she needed. Mrs. 
Davis' therapy lasted 10 day 

: : '. ·:· ~:~::·-:;J{r~~~T~~B~f~=~:~-~:· 

. ~~::'_:·.:. Y"f)~iUii~i~~b' 
Mrs. Davis entered a second nursing home, Crowne Nursing Center. Soon after her 

admission, the family learned about the Nursing Home Reform Act. Because she and her family 
were aware of residents' rights, the ombudsman program, and the responsibilities of the nursing 
home, staff were not allowed to drug Mrs. Davis with psychoactive drugs or to re:;train her. 
Moreover, her family got involved with care planning conferences. The nursing home tried to 
discharge Mrs. Davis because she would not consent to use psychoactive drugs and physical 
restraints. 

Mrs. Davis continued to live at Crowne and received more appropriate crure. Her 
condition improved and her ability to perform activities of daily living increased. In June 1995, 
Mrs. Davis left the nursing home and lives with her daughter. Today, she walks with a walker 
and goes on family outings and vacations. 

Larry Daspit 
Helen Daspit (wife) . 
contact: Sue Harang 
5200 Highway 22 
Madisonville, LA 7044 7 
(504) 845-2521 

Mr. Larry Daspit '.~cs)' ::,:and lives in a Louisiana nursing home. 
:;~t~~! .. 

Helen Daspit it willing to tal about ow the Nursing Home Reform Act has helped her fight for 
good care for her husband. We arc expecting more information about Mr Daspit md will 

~002 
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forward is to you when it arrives. There is some indication that Mrs. Daspit may be wiling to 
talk with you directly. 

Edna Snow 
Robert Snow (son) 
contact: Citizen Advocates for Nursing Home Residents 
Butler, WI 53007-0104 
(414) 783-7161 

Edna Snow was living in a Michigan nursing home from 1988-1989 ·. 
She entered a rehabilitative facility and progressed nicely. · ; 

occurrence. 

Chris Wessel 
contact: Dan Wessel (son) 
P.O. Box 1195 
Davis, CA 95617-1195 
(916) 758-3000 

Chris Wessel is a resident of a nursing home in Northern California and his son, Dan, was 
recently prohibited from visiting him in the evening after work because the facility had imposed 
new visiting hour restrictions. California law allows such visiting hours, however, the Nursing 
Home Reform Law states that a nursing home resident has the right and the facility must provide 
immediate access to any resident for a visit by immediate family members. When a complaint 
was filed with the California State Department of Health Services, they replied that there was 
not a violation as the restricted visiting hours met state guidelines. After it was pointed out that 
federal law forbids such visiting restrictions, the state reviewed their position and took a position 
parallel to the federal regulations. 

Lucy Campbell (deceased) 
contact: Chip Shelnutt (son) 
915 Selma Blvd. 
Stanton, VA 24401 
(540) 886-1071 (after 4 p.m.) 

~003 
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Mrs. Lucy Campbell was admitted to Shannandoah Nursing Home in 
Fishersville, VA. A local Medicaid agency worker figured her co-payment \;VfOl}g_ari.Q,, as a 
consequence, the nursing home was paid too much. Medicaid recovered the'':- &)~s) -IC:::, from the 
nursing home. In tum, the nursing home billed Mrs. Campbell for the money~ bu:t'she did not 
have any and already qualified for Medicaid. The nursing home also tried to rec1)ver the money 
from her son, Chip, who had power of attorney. Mrs. Campbell was evicted to a hospital for 
non-payment. The nursing home refused to take her back. The transfer and discharge 
protections of the Nursing Home Refonn Law were successfully used to readmit lher to the 
nursing home. Chip Shelnutt, a teacher, is articulate and willing to talk. 

contact: Corliss Brown (daughter) 
168 E. Johnson Street 
Harrisonburg, VA 22801 
(540) 434-5972 (after 4 p.m.) 

--·-··-_Mrs. -~r,?mi'~•:~g.y_e:~~~lt~'.:;;~%~:.:lil:~~~k~;iJith~it~~J~~;:l-?- Y~~T.~;8Rli:~·~'T' :;~-~~ 
){ _ She was discharged to a hospital. ;. . _ /i: (b)(6}- - •,1,_; :_: >;;£';md 

< -·-· ¥51\MIMci,,. ____ !.~ .. ' -itW. "~- - -- -· 
se to rea it her. The Medicaid appeals office told the nursing home to 
Before the nursing home would take the resident back, the Medicaid 

agency had to tmeaten elimination of Medicaid reimbursements. In the meantime, the hospital 
discharged the resident to another nursing home. As a result,ik:!L 0 ~;gif;i~'.,;: (ti)c~1f:H ,~~;,;;, 

ltJ22~~i"-:Jand her health deteriorated rapidly. Using the transfer and discharge prott'~ct1ons ofthe' 
Nursing Home Reform Law, Mrs. Brown's mother was finally readmitted to the nursing home 
she had lived in for 12 years and remains in a much more stable condition .. 

contact: Ann See 
P.O. Box 551 
Harrisonburg, VA 22801 
(540) 433-1830 

Before the implementation of OBRA, in 1989 a resident was discharged with 5 only days 
notice instead of the required 30 days. An ambulance sent the resident to his hom~. The resident 
did not have the protection of the Nursing Home Reform Law, making it very difficult to stop 
this transfer. 
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' 

Mary Fitzpatrick 
111 Milton Road 
Dickson, Tennesssee 37055 
615-441-2041 

Please see attached information. 

y:\jae\contact. wpd 

~005 
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THE WHITE HOUSE 

WASHINGTON 

December 19, 1995 

MEMORANDUM FOR 

FROM: 

THE PRESIDENT (\ \...,_ b --­
CAROL H. RASCO ~ 

Subject: Medicaid 

I have never sent you a letter I have personally received, but I 
felt this one merited special attention. I felt a real kinship 
with this father as he wrote of his dear son Jay whom you and I '0i0.: . . . . ... ,,""01?0/JF'"... . ··: ... ,_t, 
met last year in the Oval Office on oA';;t:~,,,,,, 1 ;_(~)(~).i)[41;.;;!; ::;il~ His son like 
Hamp depends on Medicaid, and yet many ·people·'d~· 'not see our 
children as medicaid beneficiaries .... and many people do not 
realize our children would not have a very fulfilling life 
without it ... true Hamp would still be alive unlike Jay perhaps, 
but Hamp wouldn't have any insurance nor his group home which in 
some senses would be no life of any quality. 

I have sent Dan Minish an immediate fax reply as I wanted him to 
know how much we appreciate his support and have encouraged him 
to continue to speak out forcefully. 

Thank you. 

cc: Jeremy Ben-Ami 
Patsy Fleming 
Jeff Levi 
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Mrs. Carol Rasco 
Domestic Policy Advisor 

The White House 
Washington, DC 20500 

Dear Mrs. Rasco: 

File Solutions, Inc. 
December 13, 1995 

. ,. ~;. 

ear ago this month my son Jay and I were invited guests at The White House for}J.':;1(b 's ·· 
. s you may remember, Jay,tl$,t~t~,w ' ·' ' ·· ·: ,. 'c.' '.':.·" · ;,:i;,,·~:.:·:· 

: . ~_., :·. . . ~ ..... ,,,,, .. 

~r4~•r ~0~~,*s~~!(~~~~7,;;.;f,,;'.;'hlti'1 ~,;, ;,,~,· 
also talked about this matter, and through your intervention we were able to break through the red 
tape and receive~'°:,· ,. . ,;··,;~{~) .. :;:~.t'''c;within a matter of days. Consequently. Jay's 

~!,,, .. ,~.""·' ,,,~'i'' ys..-. · <'·}· , .. , '~-~J~-c{'·;.,.,."="..!i.U:·-...M· 

insurance coverage did not expire on January-31st and was extended to December 3 lst of this year. 

Since that time, I applied for Medicaid benefits for Jay so that he would have coverage when 
the COBRA benefits expire later this month. During the application process I was told to not be 
optimistic. that since Jay did not require nursing home care it would be doubtful that he would be 
approved. However, in August I was notified that Jay had indeed been approved for Medicaid 
benefits. To say that this was another blessing from God, just as was our totally unexpected visit to 
The White House last year, would be an understatement! When COBRA expires December 31st, 
Jay's approximateiy~f::;,;(~)(~li;per year in medicai treatmenr expenses wili continue to be covered. 
I wanted to take this opportunity to share this information with you. 

Another reason for my writing is to express my concerns with the concerted efforts by the 
Republican controlled Congress to dramatically cut Medicaid funding. After hearing President 
Clinton's words on this year's observance of World AIDS day, it is obvious that our feelings on this 
subject arc very much aligned. If the Republicans are successful in making drastic cuts in Medicaid, 
where will that leave people like my son? With there being no relief in sight in changing the 
insurance Industry's position on "pre-existing conditions" and "lifetime maximums" Jay, and the 
thousands of people like him, are caught very much between the proverbial rock and a hard place. 
Not only does it seem that Congress is intent on ignoring President Clinton's vitally needed health 
insurance reforms, but they are moving headlong into exacerbating the already serious situation with 
their efforts to water down Medicaid. Medicaid was to be a literal lifesaver for the Minish family, 
but now .... 

340 Tom Ree\'e Dr1vr. Carrollton. Georgia 30117 
~I 836-5233 FAX (4'0-4+ 830-1908 

The FUe Solution. and other computer hardware. software and supplies. 
i ....,.r"t ,....,""'\. ... r .. .. ~ A-" n..-- r ,.....A n 



Mrs. Rasco, Jay Minish is just one person among thousands, probably millions, who is 
affected by this situation, but he has a voice on this matter, and so do I. Simply stated, if there is 
anything that we can do, whether it be write, speak out, whatever, please call on us. Not to overstate, 
but this could very well be a life or death situation. 

\:e::~ 
Dan Minish 
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E X E C U T I V E 0 F F I C E 0 F T H E P R E S I D E N T 

TO: 

FROM: 

CC: 
CC: 
CC: 
CC: 

SUBJECT: 

Dan: 

19-Dec-1995 OB:Slam 

FAX (9-1-404-830-1908,Minish,Dan) 

Carol H. Rasco 
Domestic Policy Council 

Jeremy D. Benami FYI 
Patsy Fleming FYI 
Jeffrey Levi FYI 
Julie E. Demeo : for files 

Greetings! 

Thank you for your letter of December 13. Seldom does a letter 
touch me as yours did .... and even more seldom do I use a fax to 
answer a letter but I wanted you to have a response immediately. 

As you spoke of the 
kinship with:_ you .. '., 

e icaid 
patients, and yet there are many families in American like yours 
and mine who experience daily the very positive benefits of this 
program. I hope you will continue to share your feelings far and 
wide .... the Jays and Hamps throughout the country need our voices 
and as many others as possible. 

The President's strong voice is one that is working hard daily for 
our children. I will make certain he sees your letter today. 

I wish for you, Jay and all your family a joyous holiday season 
and a very Happy New Year! I will continue to look forward to 
hearing from you. 
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E X E C U T I V E 0 F F I C E 0 F 

TO: 
TO: 

FROM: 

SUBJECT: 

19-Dec-1995 09:02am 

Diana M. Fortuna 
Deborah L. Fine 

Carol H. Rasco 
Domestic Policy Council 

AIDS patient 

[o~sl 

T H E P R E S I D E N T 

FYI: I will have Julie cc you all on a memo I am sending to POTUS 
with a back up letter and my faxed response to the father in 
Geo:gia whose son Jay joined us ,,~f.~h~~J]::;;~f1\(bi(~>.~:i~~8,~t::~~;;; ,, in the O':'al 
Office last year .... the good news is that Jay has gotten his COBRA 
benefits about which he spoke to POTUS last year and he has been 
approved for Medicaid as of the end of this year. The bad news is 
that of course this father is very worried about the future of 

:~~ic~!d ~~j_~;" we do futur,~t,!)~%~~'~t)i~}10~he on~fri~~-::,~~,,~~'.D 
·l~~,1 
··:i 

Thanks. 
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The Faces of Medicaid* [oaG] 

CLAUDIA AND HARVEY 

A family struggles to pay for nursing home care 

Harvey began exhibiting the symptoms of Alzheimer· s disease in his mid-50s. He losr his job as a 
credit manager, and tried ro find work he could scill handle, working as a janiwr ar Creighton 
Univer:riry for a while. Bw evenrually, Alzheimer's caught up with him, and for the past 7 years, he 
ha.r li'ved in a nursing home. After years working in deparrmeru stores, Claudia had just opened her 
own small women's clothing store. Bui when rhe bills for Harvey's care began 10 come in, she had 
ro give that 1ip. Within rwo years. they used all of their savings co pay over $80, COO in nur:ring 
home bills: and Harvey now q1Jalifies for Medicaid. Most of his social securiry check -- $755 a 
month -- still goes co the nur:ring home. (Medicaid picks up the balance.) Claudia gets $253 from 
Harvey's check, wuier spousal impoverishmen.r rules. She works in a local depamnenI score co gee 
eMugh money to make the house paymencs, pCI'J for insurance, railiries and food. As she says, she 
goes from pay day ro pay day, never knowing for sure whether there will be efllJugh ro mo.Jee ends 
meer. (Claudia is sraning a new job with a new srore rhaJ is jwr opening. /1 means a slight 
increase in her salary, bur she will noc have any more money because the amounr she is allowed ro 
keep from Harvey's check will be reduced -- and that will go to the nursing home.) Harvey's 
nursing home now costs over $3,000 a month. They have no way ta pay that bill withow Medicaid. 

DAVID 

Medicaid allows a young man to work and live independently 

. Da.~·id is a 30 year old man who lives independently and works three days a week at the~;''l<fM~f ' 
'tfl/n.dependenr living Foundation as a Public Information Coordinator. In 1990 when he was a 

co lege student, David had an accident rhar left him a quadriplegic. After a three month hospical 
stay and an.ocher rhree months of rchabiliracion, David wa.s ready to continue wich his life. Medicaid 
home and communiry-based services allows David ro do ju.sr rhaJ. Medicaid paid for the purchase of 
an electric wheelchair which enables David 10 be mobile and iruiepen.deni. Medicaid pays for rhe 
Personal Care Arcendams who assist David in his home daily, PCA services are provided eighr 
hours a day and they help David bathe, dress, transfer, prepare food, do laundry and work on 
range of mocion exercises. David's employer provides healch insurance coverage, bur rhe policy 
does nae include rhe long term services and suppons David needs co live independently and work in 
the community. Medicaid has made iI possible for David ro reru his own place and work several 
days a week ar a job he enjoys. 

BOB AND SHARON 

A family struggles to keep their mother at home 

Bob and Sharon met ac rhe Rochesrer Insn:cure of Technology, married and moved ro -1<iifc~{". in 
1981 when Bob wen.I to work for DuPoni. Sharon was srricken with multiple sclerosis in 1983 :,;vhile 
she was pregnan.r with her second son, Mauhew. Though bedridden for cwo years, Sharon foughl 
back. even re-qualifying for her driver's license. Jn J 988, her condition deteriorated rapidly and she 

• If you want to speak to any of these Merlic.aid CDnsumer.;, call the Long Tern ~re Campaign at (202)434-3744 
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BOB AND SHARON (continued) 

became completely disabled. She cannot cafk and commu.nicares only by signaling "yes• or "no,. 
with her eyes. She ears and rakes medication through a rube in her stomach and is bedridden 24 
hours a dcry. Sharon's rwo sons, Matthew and Mark help their dad care for her. Medicaid home 
care allows her ro live with her family, providing rhe care that allows her ro scay our of a nursing 
home. Bob says •My objective is ro keep my wife andfamily rogerher for as long as possible .... Curs 
in Medicaid would force us ro put her into a nursing home. • 

ELAINE AND S~ ART Central Michigan 

A family spends every~ they have-- Medicaid pr vides a safety net 

Srewan spent 17 years in a "::na1Z!_a~_ practice, then was ordained a Luther, minister and spent rhe 
next 25 years as a pastor. He a~ine raised th ir children and save Yor rheir retiremen.c. Then 
Stewan got Alzheimer's disease. Elaine cared for h at home as Jo as she could, bur she became 
ill and simply couldn't provide all the ca'f?~ neede . Men Ste 'tlrr finally had ta move ro a 
nursing home. Medicare was no help because me ki of car e needed was considered 
·custodial·. ·--Elaine_liquidmed every . ..a.sse.LJ!zey.}l Ii e · urance, savings, JR.As -- and spen.I it o 
pay for his care. Finally, she spent everything e.rce e $17, zc zgan a ows er to keep 
under spousal impoverishment rules. Elaine now e ·h,alf of her remaining income on her share 
of the nursing home bill; Medicaid pays the b ance. This leaves her with abour $1200 a month to 
live on. With nursing home e.i:penses run · g $100 a~day, even if Elaine speru every penny she had 
left. she would not have enough to pav. e bill witho help from Medicaid. Bringing Stewan home 
again is nor an option -- Elaine is · t nor strong eno gh ro provide rhe.,round-rhe-clock arreruion 
and physical care he requires. · ', 

LOUISE AND STEW.'). 

Home and community-bas~ services allows a husband to keep his wife out of a nursing home 

Stewan has been a caregiver for his wife Louise for eighr years. For seven of the pa.Jr eight years, 
Louise has been able to remain ar home with her husband wirh clze help of Medicaid home and 
communiry-based services. When she firsr received services in 1988, she was unable to walk and 
communicacion was difficult -- consisting of an occasional word or senrcnce. Louise needed 
a.ssisrance with all acriviries of daily living and instrumental acriViries of daily living. Today, Louise 
is bedbound. She can no longer speak and mu.st be fed. Though working hard ro pro'r'ide care for 
Louise, Srewan has healch problems of his own, inclu.ding prosrrare cancer an.d an injured back 
which prevenrs him from doing any lifting. Because of these problems, Stewart is unable ro give 
Louise all the care chat she needs. Bw the home and communiry-based services Louise receives has 
allowed her to remain aI home. An aide comes to their home for rwo hours a day, jive days a week 
w gi'tle Louise a barh. feed her and change the bed. Dun'ng these rwo hours a day, Srewan is able 
ro run errands, go co rhe grocery srore, and arreru:J a suppon group. The long cenn care services 
Louise receives ar home costs $9,224 a year. Without these services. Srewan would have no orher 
option than to place Louise in a nursing home. He says ·I feel secure knowing Louise is gerring rhe 
bes1 of care. • Several weeks ago, Stewart spilled hot grease on his righr hand. He did nor request 
additional services because he doesn 'r wam lo use any more Ehan he absolutely needs. 

• If you wa.o1 10 speak la llilY of rhese Medicaicl consumerS, call lbe Loog Tern Care Dlmp:iign al (202)434-3744 

P. 00j 
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MARY 

A woman receives long tenn care at home and doesn't need to be institutionalized 

Mary is living aJ home wirh her husband and i.r able to visit with her grandchildren and friends on a 
regular basis in spire of physical problems which would have otherwise confined her co a n"r.ring 
facility years ago. For four decades Mary has suffered from severe anhritis and several years ago 
her acrivilies were curtailed even funher because she had a srroke. Her health problems also 
include diabetes. edema, and depression. Mary needs assisrance with barhing, transferring, 
mobiliry, meal preparaJion, medicarion man.ageme!ll, and transponaiion. UIZlil recenr!y, her 
husband provided all this care rhar she needs. Three years ago, because he found it difficult 10 keep 
up wirh the physical demands of providing cart as he got older, Mary's husband enlisted the help of 
an in-home aide for 26 hours per moruh. The aide helps with baJhing, medi-caJion 17UlNJgemenr and 
meals. The stare pays $144.56 per month for this home-based long term care. The family's only 
source of income is Social Securiry. Medicaid pays for all of Mary's medications. Wirhow Medicaid 
supplementing her hu.rband's care, Mary would need to be in a nursing home. 

JONATHAN, DEBRA AND DOUG 

Medicaid allows a family to keep their child with special needs at home 

Twelve year old Jonarhan tJJteruis fifth grade in a public school hopes ro join a junior bowling 
league n.exi year, Bw Jonarhan has severe cerebral palsy and developmenral disabilicie.s. JonaJhan 
began receiving Medicaid ar the age of rwo because of his severe disahiliries. He has undergone 
four surgeries and hundreds of medical appoin.tmerus. His disabiliry will require ongoing medical 
treatment and che use of customized durable medical equipment and a.ssistive technology. Medicaid 
p(I'js for his electric wheelchair so he can go to school and get around. Jonathan's family provides 
the care he needs with che help of Medicaid which provides thiny hours a monrh of supporred 
communiry living. These hours help Jon become more independent in che communiry by helping him 
with mobiliry. money management and other skills. "It's far cheaper 10 raise a child with a 
disabiliry in cheir home than if is to institutionalize a child. Plus it jwr is beuer for families and 
beuer for communities, " says his mother Debra. • 11hink my biggesr fear is rhar rhey 'JI cur back on 
services or tighren guidelines on how much rhey 'll pay on a piece of equipme111. • 

DANA 

Medicaid helps a woman care for her sister who has ment.al retardation 

Dana and her sister have lived together for the last 30 years. Dana has panial paralysis on her left 
side and mental retarda.tion; she requires assistance with personal care, housekeeping, laundry, 
shopping, errands, and meal preparaJion. Dana's sisrer, along wi1h her nephew, and in pannership 
with Medicaid, has provided rh01 care for rhe lasr rhirry years, keeping Dana ow of an instilUiion. 
Her sisrer is limited in her ability ro care for Dana due to hea/rh problems of her own. Dana's 
income is abow $275 a monchfrom Social Security, and anorher $145 a momhjrom SS!. Ar rhe 
same 1ime, she pays abour $50 for her medicatioru. Dana, Dana's siscer, and even Dana's nephew 
have all pitched in to cry and make things work. Bui wirhow Medicaid, Dana would be forced iT!lo 
an in.srirurion-- and Dana's sisrer would face che difficulc task of placing her in that inscirwion. 

• If you want to spw to any of these Medicaid consumers, call the Long Teru Care Campaign ar (202)434-3744 
.. • · • ·- .•. :11 -·-··;~ .. ~h'"'"" "'"mne.r.; and adcJre.sses. 

p 004 
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FREDDA 

A blind woman struggles to remain in the community 

Fredda is a 68 year woman who has diabetes. She is legally blind. hypenensive, has chronic hean 
failure and joinr disease- and is firmly determined to mairuain her independence. An educaied 
woman, books have long been an imponanJ pan of her life, and the loss of her ability to read was 
rraunuuic. In response, Fredda soon became connected ro rhe library system's books-on-zape 
program. Bw as much as Fredda values her independence and her ahiliry ro live on her own, she 
could n.or make if wirhour Medicaid. Her income is a mere $500 a 11WT1Jh, and conditions male ir 
impossible ro make it alone. Medicaid helps her pcry for prescriptions and also provides needed 
services. An aide helps her with her barhing. housekeeping, and run.s basic errands for her. Fredda 
lives alone and rhrives on her independence. Medicaid helps make char happen. 

BETIY AND HOW ARD 

Medicaid helps a wife keep her husband at home 

Beery and Howard married 35 years ago. Berey was in rhe WAVES in World War 11, zhen came back 
ro a job in rhe Counry Coun House, from which she is now rerired. Howard staned as a/armer, 
sold cars, and finally worked a.s a guard for a pn\JaJe securiry force. Neirher of rhem ever had high 
ptzying jobs. bui rhey paid off their mongage ana saved whar rhey could for cheir reriremero. Now, 
ac rhe age of 71. Betry provides round-rhe-clock care for Howard, age 79, who ha.s Parkinson's and 
Alzheimer's disease, diaberes. and congesrive hean failure. They live on their combined reriremenr 
income of less rhan $1, C()() a monrh. After spenaing down their savings to spousal impoverishment 
levels. Howard now qualifies for Medicaid waiver services. Thar giYes rhem about $150 wonh of 
help a week -- Howard goes co a day care center for 4 hours two days a week, ana Betty gets help 
with him at home for another 6-8 hours a week. This is the only rime she has for uniruerrupted 
sleep, ro shop for groceries and Howard's diapers and medications. or ro rake care of herself. Betry 
and Howard do nor have children. Their three siblings are all in their 70's and 80'.s and have their 
own healch problems. With help from Medicaid, Berry is managing enough time ro keep herself 
reasonably healthy and to keep Howard 01 home. Without rhese sen'ices, Berry says, both she and 
Howard would quickly end up in a nursing home (with no money ro pay the bill). 

• If you want to speak 10 any of these Medicaid consum~rs, c:lll the Long T llrn C.ue C~mp:iign at (202)434-3744 
-~.I ••.. ~II - ··-· '.J_ l - - - -··-L-- --""' .. ..1.1 ... ..,,.. ... ,.,,. 
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To: BILL LESSARD 
CC: SANDRA WHEELER 

Subject: Time: 2:45 PM 
OFFICE MEMO witnesses for the 

The following individuals have agreed to be 
Administration for "Medicare/Medicaid Cuts 

Date: 12;-1;95 
interviewed by the 
- Real Life Stories" 

o I '·f;;,;::{=; ,,!:A::,::;:;?'. ., --:·,,::.>~,:;,-;,,'.;;;::;>;,;:~i.} C' 

Mr. Johnnie Mo:c:ris 2Yk};,i;;;. 10:;,;r;~P)(6),Ji;;<~JJ~'lna 43 year- old, 
Part A and B and Medicaid, in6~eas~~ costs would be 
difficult), 504/244-3230, 6881 Pare Brittany Blvd., 
Apt. #104, New Orleans, LA 70126 

uses Med:Lcare 
extremely 
Apt. Bldq. H, 

Ms. Emelda Washington (approx. 67 yrs. old, couldn't afford higher 
~art B premiums), 504/488-1560, 9514 Palmetto St., New Orleans, LA 
70118 

[oos] 
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From: JILL POZNICK (12/6/95) 
To: BILL LESSARD 
CC: SANDRA WHEELER 

Subject: Time: 4:42 PM 
Witness request Date: 12/6/95 

I have two awesome witnesses to pass onto the Clinton Administration. 
{Both gave me their approval pass on their names/numbers.) 

l. Gerald Harris (313/292-8714) - M'I".,,. H.:\rr~s is an NC member who 
:tiY,ir,,~ i;.n '..a, stiburb of Detroii::, MI. : ~~!~:L .. :::"~t;·;):.::,.(b}(~)·~0; .•. ;;~;s~., 

~,'.",,.,,,n:e;:-:.\;~(6)·(6f;~,~'ii!4+,,,J.jjt He is super-active on the l'ocal ano"rian.ona'.L 
1Etve'1~:'~ ,He"'··s~"f~e's;;;.as'.,;lthe Chairperson of the Michigan Handicapper, 
Health Care Roundtable and Healthy Michigan 2000. He is also very 
active with ~he Para~yzed Veterans of America. 

2. 
She served 

t"ecent. y 
how she's going 
ver:y anxious to 

Hope this helps! 

Ms. Rose lives in Southern Kentucky. 
Oct:obe.t:.,.~entucl,<y Governor's 
· · · · \~.'(ti)(s)!&, · .. ., · 

(I didn It get ::i.nto tho e d;et'a'i'i's wi 
accepted into the QMB program, but she doesn't know 

to pay for her medication. She is articulat~ and 
tell her story. 

=~==----=~=====--=====--===~===~;~==m=====•==~===~~==-========--~=~==-
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TESTIMONY OF 

ROBERT BYRAM 

6265 Devf'orop Way, Temple Terrace FL 33617 

FOR ·<J' I 3- '1~?-2-"3 JL( 

THE U.S. SENATE SPECIAL COMMITI'EE ON AGING 

OCTOBER, 1995 

CONCERNING 

NURSING HOME LAW AND REGULATION 

I am Robert Byram, Senior Advocate for Nursing Home R1eform · 

and Caregiving of Seniors. I am a member of the National 
Committee to Preserve Social Security and Medicare. A r1?tired 

electrical contractor, I have been a resident of Florida for over 
50 ears. 

I thank you, Chainnan Cohen, for convening this hearing~ on 

the subject of federal law and regulation governing nursJng 

homes. It is a vit.al subject for nearly 2 million nursing home 
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residents and all their families. I very much appreciate the 

opportunity to testify. 

This happens to many people because of the pressures fctr 
early hospital discharge to limit cost to the hospital. This is a 
good example of why all nursing homes must be of 

dependable good quality. 

Standards must be the same across the country so nursling 

homes know what is expected of them and u. s. families and 
their doctors know what to count on. With $ 69.6 billion spent 

on nursing home care in 19931. and more than half of that 

from public (~argely federal) funds, it would be a huge m..istake 

for congress to dismantle the federal nursing home standards. 

They were developed with broad participation of interested 

parties. over many years. They are only now being put fully 

into effect, as of this month. It would be a crime to destroy 

this law. 

t Health c.are Flnanclng Administration. 1994 Health F.xpend!cure SulVey ., 
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States already have the rig:11t to improve on the national 

standards. But you can by no means count on them to de• so, 
or even depend on them for consistent enforcement. I kn1ow 

this from personal experience in Florida. There is a rele11ttless 
effort on the part of the organized nursing home industry to 
weaken or shoot down proposals that would make stron~~er 

state standards. They exert strong influence on state officials. 

They elect their people to state legislatures and make 

substantial co~tributions to election campaigns. They gE~t 

representatives appointed to state regulatory, oversight, and 

advisory panels. Their first priority seems to be business 
success. Their revenue comes from private pockets and public 

funds. 

Families of nursing home residents, on the other hand. are not 
organized. They are spread out across the country; and many 

must plan care for their loved ones in different jurisdicti,ons. 

Fifty-one versions of basic nursing home standards would 

cause confusion and greatly weaken the consumers1 hat1lds in 
the marketplace. This would also create greater risk for 
nursing home residents - some of our most powerless a11td 

vulnerable citizens. 
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Alzheimer's resident who had her mouth taped shut by the 

Assistant Director of Nursing. Administrative matters vrere 
also improper. The nursing home was in violation of the fire 

safety code, with a blocked access and fire lanes full of 1c:ars. 
Inspection reports were not posted for residents and fan1ities 

to see. 
4 
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Standards in law gave me the right· and the obligation- to 

raise concerns about all of these. Despite lax oversight by the 

state, with what appeared to be advance-notice inspectioia.s, it 

was still possible to get some reponse to objections and 

complaints. This was because there are standards In fed1!ral 
law. 

Please explain to the leadership and other members of the 

Senate - this is no time to dismantle the federal nursing home 

law. It is the time to hold steady to the course and assure 

implementation of the law for the sake .. of the frail depertdent 

people in nursing homes and their families,~{~~~"" '" 
··• 7 tJWF'"'· 

.. (b}(~)') across the u. s. A. 
f~, ., : ',- ~i.*.~{f 

Thank you, Senator Cohen and members of the committee for 
this hearing. 

5 
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Scenarios Under Medicaid Cuts 

Medicaid is safety net coverage for millions of the most vulnerable Americans. 
Without Medicaid coverage, poor elderly, persons with disabilities, infants, children 
and mothers would either have to forego essential care or bear the burden of 
prohibitive health care costs. 

Republicans propose to cut Federal Medicaid assistance by $182 billion over seven 
years-that amounts to almost 30% reduction in 2002 alone. Reducing Federal 
contributions to Medicaid passes the Federal share of responsibility onto States to 
either pick up the difference or to make tough decisions on deep cuts in coverage 
eligibility, benefits and provider payments. 

These cuts don't just affect Federal and State budgets. They affect people. In fact, 
cuts will hurt the most vulnerable individuals. Here are some possible scenarios of 
how Medicaid cuts in eligibility, benefits or provider payments would affect 
individuals. 

CUTS COULD RESULT IN COVERAGE REDUCTIONS 

• The coverage safety net will not be there in times of recession. When a 
recession occurs, the number of people without work that would qualify for 
Medicaid rises dramatically. However, without an individual entitlement to 
Medicaid coverage, no additional Federal money will be available to cover 
these individuals in this difficult period. States will be forced to expand their 
spending or leave people without coverage. 

• Poor children covered under expansions may lose their coverage guarantee. 
Current Federal law covers all poor children born after 1983. For these 
children, coverage is at risl<. To adapt to budget caps, States may limit 
children's eligibility to very low income levels or by age. 

lester. · . . l'(b)(6 :' .·~ utters from severe arthritis and 
receives edicare and Disability Insur. ·nee. His family's income is $18, 000, 
just above the poverty level. Three of his lour children are covered by 
Medicaid, one of which has brain injury and receives SS! assistance. His 
third child and wife, Linda, are uninsured. With less Federal assistance, the 
State or.J}~(~J(SJ,;-~·~;~may r1eed to limit coverage only to its poorest residents. 
For lestetand Linda, this could mean their three children receiving Medicaid 
benefits now will lose coverage. (Families USA). 

• Restricting transitional eligibility will discourage welfare recipients from 
seeking work. If Medicaid only can cover the most needy families, parents 
may be less likely to seel< work if they know they will lose health care 
coverage. The same may be true for those persons with disabilities receiving 
SSI benefits. 
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Gary and Shellie · · · l(6). ;:; : .. · · ... '')'j :'have a 9 year old child with 
...... , ......... ··~ - .,, ........ fk"•··· .. 

disabilities- who, at one pomt;''kist Medica1a coverage when Mr. L . )<6)~~\;. 
received a $1/hour raise. [Jimmy, their son, currently receives cove ge···· .. ·'·· · 
under the Katy Beckett waiver program.] As coverage eligibility is restricted, 
more families like the r,,tmi~i, .. , will be at risk of losing coverage. Budget 
cuts could leave families with tough choices between coverage for their 
children and work. (Families USA). 

• Low-income Medicare beneficiaries could lose Medicaid coverage of 
Medicare cost-sharing coverage. Without Medicaid coverage for Medicare 
cost-sharing, poor Medicare beneficiaries will have to pay monthly Part B 
premiums (physician care), deductibles and copayments. Out-of-pocket costs 
for Medicare beneficiaries with one hospitalization are at least $1,808 (not 
including the costs of the services uncovered by Medicare, such as 
prescription drugs, long term care and several other services}. For individuals 
with incomes below poverty, this amount constitutes almost one-fourth of 
their annual income-their entire income for three months. 

• Working families with parents who need nursing home care will face the 
heavy burden of large bills-which cost around $38,000 a year. Because it 
accounts for one-third of Medicaid spending, long term care coverage will 
likely be reduced. States may not be able to continue the "spend down" 
program, which provides coverage for some families with high medical 
expenses. Budget cuts may mean that middle class and near-poor families 
have to pay for nursing 11ome care for aging parents out of their own 
pockets with no assistance from Medicaid . 

. , .n4u 

Moise '>{'.~~has a son who suffered a severe head 
ho.~~ ~"';4 ·'":~~U;'::'•]J;,'~; 

injury and is now In a nursing home. Mr.f,U~)(6)'~~~had to work two jobs and 
spent his savings to pay his son's nursirijjfiome bills, and is currently 
assisted by Medicaid. Without the spend-down program in his State, he 
would not be able to afford the bills. (Families USA). 

CUTS COULD RESULT IN BENEFIT REDUCTIONS 

• Disabled children losing community-based long term care coverage may have 
to leave home for a nursing home for Medicaid coverage. Katy Beckett's 
story convinced the Reagan Administration to allow disabled children to stay 
at home and retain Medicaid coverage through the SSI deeming provisions of 
Katy Beckett waivers. 

Marilyn~~~.''} .·. _.: (b)(6} • , . : , ·" has a child with severe disabilities, who 
receives'Medicaid coverage tor specialized services, such as therapeutic 
services. She said that :=ederal Medicaid cuts would jeopardize her son's 
coverage and devastate her family as well as her son's health and future 
outlook. (Her son qualifies under the Katy Beckett waiver). "There are 

~003 • 
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families like mine that would never give my child away and would go 
bankrupt and live on the streets before I ever considered handing him over to 
strangers ..... We love our special children and we want to take care of them 
in our own homes, nurture and teach them to become productive and happy 
citizens. " {letter to Senator Nunn and Representative Lewis, cc: Families 
USA, April 28, 1995) 

• Persons with disabilities may lose coverage for specialized needs. Limiting 
coverage to a barebones benefit package would exclude special services 
essential to persons witti disabilities, such as rehabilitative services and 
special mental health services for the severely mentally ill. 

V:.:.H~S:~:;t~·~?JiS: :;._: ; .. ~;~ ·-;; :· . :-;r; ~;~r;,;:t::::~ !'' .. \'J.t .. r· '. · ··: "\W-~·,,"·'P··-··:· • • • 
Ashleyr;!;;qj<'.'>; :' ..... b)(sf*''iiiW~:,,,% ":'.':':.·is 10 years old and has Spma Btf1da. 

:w'/%.~l#tf:·h~ .. ~J.f.; .. ' ~-:r.;:r.1<1\t-.:i.': .. '-;, ·.,_,. :£.; ~ '',:@'8~;\;~~ 
Medicaid in her Sfiite "covers)Siir or net care, while her mother, Gaye, tries 
to care for Ashley at home. Ashley received surgery to allow for daily 
catheterization and receives routine specialized Spina Bifida orthopedic, 
neurological and urological services. Gaye feels that a limit on benefits 
would hurt persons with disabilities, like Ashley, first due to limits on 
specialized service coverage. Gaye and Ashley receive $6,288 a year. She 
had to spend down all savings including her daughter's college savings to 
pay medical bills. (Families USA). 

• Losing Early Periodic Screening, Diagnosis and Treatment (EPSDT) benefits 
would leave infants and children vulnerable to preventable diseases and 
without intensive treatment. Uniform national benefits for children's 
preventive care will not be guaranteed under a block grant design. Without 
current Federal assistance levels, States may not be able 'to afford treatment 
for illnesses discovered in this screening. Moreover, eliminating Federal 
standards may jeopardize access and the quality of care for Medicaid 
beneficiaries. 

The EPSDT program has helped the H family i'rti(~i·t~ITiH~} 
immeasurably. When 9-year-old Jennifer's Warrdenberg;s Synd;ome 
{congenital deafness) was discovered through EPSD Tin 1988, she, as well 
as her siblings, began to receive much needed services for multiple medical 
problems, which were previously not identified. For example, Jennifer's club 
foot has been surgically repalre.d and she walks normally. Jennifer's sister 
and brother, Stephanie and Ver!, were mostly deaf. Today, they all have 
hearing aids and now have some speech. It was also discovered that Ver/ 
has Hirschsprung's disease, an abnormality of the large colon. Through 
surgical repair and treatment, Ver/ no longer has to wear a colostomy 
device. r:"'Jr:.:~;,(b)(6)i~~;~Chl/dren 's Hospital, ·""~(hjf~ ;(' .-~'":~: ' .. ; .'.i::~lf ,:;~·.;,.;.,..0.:-:...;':.:: 

[4J004 
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• Without standard protections, cuts may send the spouse of a nursing home 
resident Into poverty. Medicaid rules protect the spouse living in the 
community from poverty, by allowing the community spouses to maintain 
some income while their loved one is in a nursing home. States may choose 
to shift more of the costs of nursing home care from Medicaid to these 
community spouses [In the past, this has been an important Medicaid issue 
for Republicans. Particularly big in New Mexico]. 

Mr. and Mrs. Wilson are both 82 years of age with a net worth, excluding 
home equity, of $60,000 and a monthly income of $1, 150. Under current 
law, if Mr, Wilson were to go into a nursing home, Mrs. Wilson would be 
permitted to keep $30,000 in assets and $1, 150 in monthly income while 
Mr. Wilson applied for Medicaid coverage. These amounts would be 
necessary for her to maintain her home and meet her other basic living 
expenses. Mr. Wilson would have to spend about $28,000 in assets to meet 
the financial eligi'bility criteria for Medicaid. 

If a State chose to eliminate spousal impoverishment protections, l2slllJ.. Mr. 
§l1ff. Mrs. Wilson would Jose their entire life savings within about two years. 
Moreover, current federal law would not count the value of the Wilson's 
home in determining Mr. Wilson's eligibility for Medicaid and would prohibit 
the State from placing a lien on the home while Mrs. Wilson was still living 
there. Under a block grant, it a state chose to eliminate these protections, 
the Wilson family could lose their home. (AARP Case Study, "Unprecedented 
Medicaid Reductions Would Harm the Most Vulnerable-Chlldren, Older and 
Disabled Americans, " May 1995). 

• Limiting prescription drug coverage would leave the poor to face the choice 
between buying food and purchasing needed medicine. States may need to 
limit prescription drug benefits. Elderly are particularly at risk of high out-of­
pocket costs because they are the single largest users of prescribed 
medications, paying 2 1 /2 times the amount incurred by those under age 65. 
Poor Medicare beneficiaries currently receiving Medicaid drug coverage may 
face high out-of-pocket costs as much as $3,500 a year ($292/month). 
They will not receive the rebates and discounted prices but, instead, they 
will have to pay the ever-increasing retail prices-sometimes a ten-fold 
difference from discounted prices. 

PROVIDER PAYMENT REDUCTIONS 

• Cutting already-low provider payments will further jeopardize access. Cutting 
provider payments affects the viability of hospitals and clinics serving 
uninsured and Medicaid beneficiaries. Moreover, such cuts also have harmful 
effects on individuals. Lowering payment rates even further would leave 
some providers unable to care for Medicaid beneficiaries. 

@oos 
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Many more mothers may face access problems like Sherri of:, :r:.\r~{fi)!§l~1: i 
! ' " ,.,,_~Tu{'"; 

(Families USA Foundation, The Human Impact of Health Reform: Clinton v. 
Cooper v. Chafee). In late 1990, although she qualified for Medicaid, she 
had great difficulty finding a provider willing to provide her with prenatal 
care. She was finally able to schedule her first doctor visit in her seventh 
month of pregnancy. Before her appointment to begin prenatal care, Sherri 
went into labor. Her daughter, Cassandra, suffered brain damage and was 
hospitalized for months. Cassandra will need special education and ongoing 
physical therapy. According to one of Cassandra's doctors, Sherri's 
pregnancy was "complicated by a lack of prenatal care." 

[4] 006 
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NOTE TO: 

FROM: 

RE: 

r ~epternber 28, 
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ALLAN RIVLIN /AM'( 13vs" 
REAL LIFE STORIES 

1995 

Office of th• Secretary 

Washington, D.C. 20201 

Here are some real life Medicaid cuts stories that have been 
collected by Families USA. Greg Marchildon of Families USA says 
they have plenty more where these came from. 

My understanding is each of the individuals were aware their 
names were being furnished to the press and agree to answer 
rollow-up questions. Marchildon requests that if we call them 
directly that we mention that their names were provided by 
Families USA. 

~002 
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FAMlltES WHO DEPEND ON MEDICAID'S LIFELINE 
From "Hurting Real People: The Human Impact of Medicaid Cuts" 

Here's a sampllng of stor1es of people on Medh:ald. For more names and 
numbers, call Greg Marchildon, (202)626-0147. 

I 

'~:a~~.JJ <W~ ... 
Angela, 43, was emplc)yed as· a 1oumaUst untffsne suffered from ;i rare spinal cord 
di3order. She ls now quadriplegic. For two years. she lived in a nursing home, but now 
she is. able to get four hours or per~onal care pald by Medicaid per day and live at 
home; Medicaid pays tliis monthly cost of $1032, pays some of her prescriptions and 
pays ;the share of doctor bills not paid by Medicare. Angela receives $990 monthly in 
social secunt;· disability benerrts and pay.s $350 of it as her share of medical easts. She 

I . 

is fortunate to live in HUD assisted housing. Still, when she finishes paying for m&dieal 
supplies not covered by insurance, a high·fiber diet, and other necessary expenses, 
she ends the month with $010 $2. Recantly, she was notified thaf··~rit~6j~will cover six 
pre~Ciiptions per month. Right now, she takes seven. Her monthly prescription bills 
total $185. 

;~iiJ<i;JBob ..... ·.·.. . 4i)<>f·~ .. 
Befpre Medicaid came to their aid, Bob hacfto·'tell his sons ey wo o1 ce able to 
play Little League. "[T'neyl needed the money to help mommy feel better." Their mom, 
Sharon, has progressive Multiple Sclercsls and Is bedridden. She is unable to care for 
herself, mucr. less their t'oNo sons. Bob hsd to enroll the kids ln day care so that he 
could continue working. He tried his best for a year to care fer Sharon himself, but then 
he reali2ed how much he was neglecting hia children. He was also taking away from 
their fUtures. Their college funds were dwindling as were the rest of tha family's funds. 
He asked Medicaid for help. Now Medicaid pays for a nurse's aide, nursing care,_ 
physieal therapy, medical supplies and a hospital bed. This care would cost the~: •· ;-,. 
$3400 a month. Bob has employer health insuranc.a that pays for Sharon's acute care. 
But h~ said that Medicaid has allowed him to keep his family together. Without it, he 
would not be •ble to keep Sharon at home end take care of his boys. 

\·mr ~ , . . . . , . -!J~?~r~1w1ff: , . 
~tl~has high blood pressure,-high.dio es~rol, ulcers, infective cysts and a 

problematic intestine. Sha had surgery on h~ left eye and her colon lest year. The 
hospital bflls helped her qualify for Medicaid under the medically needy program. She 
paid 50 cents fer eech of ei~ht prescriptions. Her Medicaid coverage ended in Marc.~ 
end she must now meet a new spend-down of ovar $1 ,000 to be covered. Meanwhile, 
her drugs cost ever $200 a month. Her monthly income is only about $720. She has 
had te> saYe money by limiting her food and drug purchases. She credits Medicaid for 
ef'lablinQ her to buy more m .. 'tlitious food when she wes CXNered. 
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Inez . • e ani1L~~i~tE~~lfi~~=,,~~1Jre she became ill in 1991 from 
heart disease and high blood pressure. Her medical treatment quickly totalled 
S1SO,Ooo and she had to rely on gettlng Medicaid to pay her bills. Sha had an artery 
transplant and a throat operation last ynr. She had to pay $25 copayments for each of 
thesQ' treatments, which was already a stretch on hm" famDy'• SSOO monthly income.. If 
she had been required to pay more, she W'OUld not nave bean able to get the lifesaving 
treatment she needed. 

;ii!~7f!'j~n~~:J~:~~;'~' -cM " , 
De~ise learned that she was pr~gnan n er an was in a masters program Ill 
!andscape architecture 8t,t¥ .Oanlse was wor1<lng as a floral designer, but aid not 
recaive neatth benaflts arr' ey had a very low income. Their small income qualified 
them !or Medicaid and allowed them to receive the prenatal care necessary to have a 
nealtli hild. Their baby, Katie, is covered by Medicaid until Odcber, when th• 

.. .. must reapply tor coverege. John is now a part.time student and works full time 
in a landscape architecture firm. Denise still works full time as a floral designer. Neither 
or the!r jabs offers health insurance. 

,-.. ·',",:o,-·-;--7,,;Y:~» :'i-:,~- .-:-.: .. ·~~~~<'o/'.-1?: .. ~--:-~;-v< .. -- --~ :--:-:--~ ,- .. ".~fq 

~ren, .Dan and Alison ;.,1,~~~~kij~,~-~~r.it:M~~~~1,~1··~-;fi{~ · ;,,f-.h'. • 
Abson is seven years o funetfons like an 11Htiontn;;;old tnild. hU physical 
and :mental disabilities frcm a rare seizure d"isorder called infanUle spasms. She cannot 
attet:'ld to her personal needs and she cannot speak. She uses a wheelchair to travel 
any dlstance. Alison needs physical, ocaJpationaI, and lpMCh therapy every week. 
Her care would total 530,000 a year in doctor and therapy fees. Medicaid covers~ 
expenses of her specialists and treatm&nts as well as her specialized equipment. Karen 
also gets respite and personal care assistanca through a home and community e_a:ed 
waiver. At first, Danny's company health insurance was paying for part of Alison s care 
and Medicaid was paying the rest Oa.'"lny was eaming $23,000 a year until he was let 
go by the company without any explanation. Danny has foL!nd anothar job and is 
making $19,000 a year, but the compa:iy does not offer health benefits. Medicaid 
cover$ most of Alison's expenses. 
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~t~;.,,;-~;_,/·· 
Emil · b a) ;~'·;;lil1Tij0'f0'·~ 

MS:J:;).t'{~l-~~· , was a h1 ory te ·erana a'C:Cunsalor, but retired without 8 pension. 
She riow receives on!y Social Security and SSI. Her monthly income is $478. Though 
sh~ has been relatively healthy,'.J~~~i-~"pays for two er ~rea prescriptions, yeerly 
checkups and flu shots that Ms.,~~·< could not otherwise afford. A recent biopsy 
showed potentially $~ry results. Ms . . )1JT:'!~is thankful that Medicaid will pay for 
further testing and treatment - '·" · · , 

.-- Bil(:-: sor:ip!,Leopoldini,;~~~~it:th .. ..- .. ~:·A~~;~'.t'" ,~itW , 11 ;~r~·-··; 
Mr.: and ~rs .. ··· -(~}t:i~~Y~-9~9ver $70,00 d_unn~ tlieirwooo reet:s. Mr'.> -(~l:~l ;was a 
ha~ct waiter and rs: ~{ljj(a):;i;'f1wcrked part time II"! school cafeterias. They li\tad modestly, 
and invested in stock$ and land. Sixteen years after her husband's deattl, a series cf 
mini~okes left Mr("1'(~}~'.with dementia and she went to live wUh her son's family. 
Then _she .fell and frach.Jred her hip. She was admitted !o a hospital and then to a 

: nur.sin . home in i 992. Medicare paid for the first two weoks of care. After 1hat. all of 
1l Mr5;- .:,~r;v•. ~life savings want to pay for the nursing home. Now she has $2,500 

rema1rirng. sfie contributes her monthly social 1ecurtty check to the nursing home. 
Withc'ut Medicaid, she would not be able to pay the remaining cost of her nursing home 
care,:Which is over $3,400 e month. 

therine ,, ,,_ , · .':.: · 
Katherine, 42, ls legal y n an md.' Hefi>a nagus ls cloted and she can 
only drink. fluids and small amounts of food. She hasn't ssen a doctor in three months 
because she knows he will tell her she has to have surgery, but she can't afford it. She 
has been trying to gat SocJal Security for two years and she still hasn't been given an 
omclal decision. Medicaid pays for her doctor appointments and medicine. 

~) 
Melvin and Toi "":·~~.,,,._,.,,-" --.·,-"."""·"'-'" 

' ""~(~~~£,,;.~;.,,.:~ [:>[,,:;,~ ~ 
Melvin and Toi have six chi ren, three Ofwnom nav a. They have some health 
insurance through Melvin'& company. the Central,il<~ ransit Authority. However, the 
chikfren's asthma Is considered a pre-existing ccnditicn and care for that ailment is not 
ccv.ered. The children's madical care, ineludlng hospital stays, daily medications and 
treatriien~ costs thousands of dollars eacti year. "Had it not been for Medicaid," Toi 
said, ."the hi;h costs of my children's health care would have bled us dry. Medicaid 
assistance has enabled us to remain financially independent" 
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Yvette:.':*~~:~:;,~·
1

.tAt~{y•·.•· ·r.::.;,;;~J.(~)~9'!:rf,:y.;,::;,;.,>)i:••<~ .'ef. 

After giving birth t6 her-ni'St C:huc('Yvette stoppecf wo · ng tO stay home wtth her baby. 
Shortly after she resigned. she learned that she was pregnant aga!n. Soon after. ner 
husband left her and the baby. For the first time in her life, Yvette began receiving 
welfare. TwcfWeeks after her seccnd chit"d was born. Yvette began interviewing for fuJl­
time jobs. She depended en Medicaid to bridge the gap between homelessness and 
gainful employment. Medicaid paid fer prescription drugs, doctor visits. and emergency 
visits; all critic:aJ service$ since Yvette's younger child sutTers from chronic ear 
infections. Tran~itJonal Medicaid allowed Yvette to c;tch up on back bills and advance 
far enough to obtain a job that offers bene1Jts. 

- '!1\~i;<i·'-~"';,~,,,:,;'J;f~~ ,,,if@.~~~1-~ .. ~ . . 
Lester ought that ever)'one had'irisurance and only liZy people wera unemployed -
untiJ he was laid off and left without insurance. The computer C3binet manufacturing 
company tc Which he had devoted 17 yaars of hiS life, want out of business. Lest« 
was left to provide for his wife arid daughter with no income and no medlcal coverage. 
Six ~onths before the layoff, Lester had been diagnosed with di111betes. His wtfe has 
chronic sinusiti$ that requires almost $200 a month in presaiption drugs. His daughter 
has ·oCc:asional sinusitis. After some time and some guJdarice from tna Philadelphia 
Unemployment Project, Lester got his medical assistance caret Medicaid covered his 
family fer the next 14 months v.ihi!e Lester locked for another job. He fol.B'd ampfoymant 
with.the Paper Manufacturers In Pennsylvania, unb1 that busine$5 had to downsize. 

_ Last.e~was let go once mct'9. J:ie went ta~ on Medicaid for nine months untJI he got a 
newJob. 

~6~~~;~),ii~i1~'!,·;,•< ~)~•'f'-1',!f..9~,;·- . . . .• !li! 
A mosquito bite is ge~erally irritating, ut hardly ever Jif~temng. a fateful 
family vacation to Michigan in 1990, Donna's son. Patrick, ccntrac:ted viraJ encephalitis, 
possibly from a mosquito bite. He was hospitalized for three and a half months and 
suffered fram severe seizures. He eventually had to be placed In a drug-induced coma. 
Until: September of 1991, he was covered under his father's health insurance. Then his 
father's company was bought out. and whan they re-ennstect in the plan, Patrick was 
not covered. Patrick was covered by COBRA for 29 ~s cmid in November 199!, he 
WS$ enrolled in the Medicaid Model Waiver Program. Patrick then enrolled In 
Vanderbilt HMO so that he c:culd receive care from the specialists he needed. But 
Vanderbilt's medical diredor consistently denied the care that the specialists 
requested. As a result of poor attention and lnsuffldent medication, Patrick has been 
out of school for eight months and has ha~ other health and emotional problems. 
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Joyce's daughter, Arny, r.ow 20, suffers from a muttipl• congenital anomaly M'Jleh has 
laft: her severely mentally retarded. She has lost 70 percent cf her hearing, she has a 
sei%ure disorder as well as behavioral problems. Thrcugh the Medlc:al'd Home and 
Comn:iunJty Based Waiver Program, Amy receives case management therapy, day and 
residential habilitation, and medical ewe. Her family gets respite care so they can 
spend time with Amy's sister and do other thing! typical families take for granted. hny 

·--- has' also leamed to be more independent with therapy. 

':"iA~!~~!nnarioi, <•n~~'"'~' ,~,,.,,,, . 
Nathan, age ttiree. and annah. age ve, both receive we1i;;a,11d viSitsi, lmmunfzatlons, 
treatment of ear infections and bronchitis, and prescription medicines through 
Medieaid. Nathan has a speech disorder. The area at his brain whicn controls his 
mouth is not fully diaveloped. Medicaid covers his speech therapy, and, with this help, 
Nathan hu just started to speak. Mr. and Mrs. ){s,~are farmers. They have had 
trouble finding priwte insurance fer thefrfamiJY ·a tefNathan's problem•. They have 
only: been able to purchase limited family CZJverage with a $31000 dedudfble.. Their 
policy would help pay expenses for a serious accld'~ ~r illness, but is not useful for 
routine health care, nor for Nathan's therapy. The,<''t; 6~1ive modestly. Their farm 
income is about $12,000 per year. Because the'·. , ·'>tar;,;:,; Income is dose to the poverty 
line, the childrtn qualify for Medicaid. ·· · · -"''· · 

, 
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':t!i~r~~TI~~ ... -.-'~?Q 
Peggy, 36, got freOJ'l gas poisoning wnilewo ng through a temp agency. She now has 
Respiratory Airway Dystunction Syndrome (RADS) and is totally disabled. Her husband 
we~ for SAM's Club and their health insur.anea company considers Peggy too high of 
a r'ieK. She is insured through her previous company, but only for the next twc years 
and she Is only covered for problems relating to n_er lung injury. They almost lost the 
house paying tor medical bills while trying 1o support tv.io children. St'le is not able to 
worii\ anymore so they are supporting tr.a household on one income. She is on 
Medicaid and Medicare. 

Oo~iS~4filY~¥~~i~g,;.'.•,;i~g.;,~~~;.:;~: ······::~ .. ,;lVi.•·;~i: . 
Doris· is only able to pay for two Of thi oufined1C:ations her doctor prescribed for her. 
She is a low-Income widow and receive~ SSI and Medicaid until she was 62, when she 
started collecting her late husband's social security. She then lost h~r SSI. She does 
qu~ltfy for.the OMB benefits, but that does net cover her drug costs. Right now she can 
only afford to pay for arthritis and high blood pressure medie!tion. She goes without 
the '.a~i-depressants and the stomach medications her do~r prescribed. 

~~~::,.,, c .... 
Mrs; Js 76 years old. Her hus m;-d;·Wi , worKecrnarc 0s1 of his life. After he 
serve "nrs· country in the Navy, he spent 23 years working~~-!-~clenee teacher during 
tl"le day, and at a superm~sk:~tJn the evening. In 1990, Mr.~(il),(6)''-':was diagnosed with 

,·/'7.,·*"·· :;.,j ... ,,! ,. J 

Al~eimer's di7ease. Mrs.~~~1~1~.took ~re of _~er husband ~t home for three y~rs, 
feeding, dressing and bathin.g tum. His condition progressively worsened, until he 
became combative, and Mrsf''' , was forced to place him in a nursing home. The 

. did not have anyMiere· nesr the $48,000 yearly fee for a nursing home. so Mrs. 
, . pplied for Medicaid. Now Medicaid picks up most cf the nursing home's trab, and 

allc'fis Mrs. to keep a portion of her small income to live on. 

~~[''S,:;;,'(b)(6~ 
~~ •. ,,,.,,,;; 
Vicki a.nd See ,,,,,,,,.;;: .. , .... 
Seah, 4, has a-gamma globulin. anemia, an immune ncy.'ln order for Sean to 
llve,' he must get inf'.Jsions of gamT1"12mune Into his bloodstream every three weeks. 
Each Infusion costs about $800. Sean was Insured LTough his father's Blue Cross/Blue 
Shield plan, but when his parents were separating, hls father stopped paying the 
premiums. Vicki works part time as an administrative aisistant at a law firm and as a 
beauty consultant - neither job offers health benefits. The only way Vick! can afford 
Sean's lifesaving treatment is through Medicaid. Sean has been on Medicaid since last 
August 
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o Home Health Aid: Eighty-eight year old lrenei~~! ·- · (~j~,?i\r;~ti.ii;ni""'was able 
to leave a nursing home and return home through participation in the Medicaid 
Nursing Home Waiver program. She recuperated In the nursing home from a broken 

/ hip for two years. Support from home health aides, personal emerge~cy resporu;e, 
durable medical supplies and home modifications are available to her. "I nead my 
home health aide to get along. She does my house wor1<, gets my prescriptions and 
shops for my food. These services are necessary so that I don't have to live !n a 
nursing home." 

VERMONT 

o Older Americans Act Voiunteer Programs: 

Eighty-one year 91d:~erry Kirk of Vernon, Vermont finds, "I need to be involved. 
My job Is not a hobby j.(lr me, something aside from real life. Its in the main stream 
of what's happenin_.g·1oday." __...JerrVs en example of the 72% of older Americans age 
55 and older w~p''choose10 w~: After a business and law career, he engaged in 
many OAA voJont~etl"ilctivitl~ In 1990 the Governor appointed him to serve on the 
three membi;,.Ltfw Level .~dloactive Waste Authority In 1990 and DAD's Advisory 
Board. z_:- / 

/ 
/ 

An eighty-twJf' year old mother great grandmother and dietitian was 
hospitalized as i urabl ntally ill an , for six years, institutionalized as 
inconsolably de 150 electric ock treatments ere given to stop her 
sadness. Instead, she became su· ktal. Av er "'11he locked ward of the 
mental hospital devoted hours ju list · to this ~y. She stopped crying and 
began to help others. After being 1scharged sht worked as a dietician and 
volunteered to help others. -
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