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Rspresentative Lon Biernat
303 State Office Building
St. Paul, MN 55155

REf: MR/RC Waiver$

Dear Representative Biemat:

It is with great wotry_that I send you a copy of t[9 letter I am sending to the Departrrent of
$*"1Services (DHl) regerdtg the consumer Directed Communiiy Sup,poni Mental
Retardation waiver- I am very fesrful tbat some of the deoisions currenuybingmade atD^HS -T going l9 be uqy hu{tful for my adult son who recently moved Uo*u ifiiu" with meafter 30 years of institutionalizadon. we rrally need your inootnero"ot in this sducal rnatter^

First, let_me reft,esh y.our m:moryabout ufio we are. J'm hoping that you will remember my
lol sd I by our Christmas letter las.t year, snd our neeting witl Vou d*i"g tf,. pu*,
legislative session. Ilg srye you williecalt thst Jeffused [is tecn ,oloey device to speak,
tslling you about his life challenges as an individual with seyerc disabilities wtro had
ellelencgd life"long institutionalization. We also $harcd with you Jeffs system challenges
of being developmenally disablcd and non-verbal from birth.

At th6 tirne, we were so huppy and thankful for thE CDCS Waivcr, and felt a lot of hope for
Jeffs firture- Now howerrer, iess than g months later, we're fearfuiand living wittr
uncertainty in our lives, agaia,

Becsuse of the DFed to create $atervide consistcncy (see memo frpm Senator Ellen Anderson,
ana.9!9OI DHS is preparing awaiver arnendment ire-write), ro esisblishue$, statewideguidelines fot submission to the Federal. Governmerrt. altrrcugh many parts of these
Euidelines seem good and flexible, there ane some significant i-ou"r trilt *a *r*i"g o*
family gx€at concern. Specifically,Iom hearing thatiorrre new,trranoiuiiod"f*
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(that's b"ing created behind closed doorp) oould even take away dollars A,om adults like
m.y son in the long nrn" and I'1n Concerned thAt as a pafent I ant going to be forced to become
whx they call sn "Euployer of,Record" without option-

I{*tt* I'm hearing is tnrc, adulB like my son, with complex disabilities and institutional
history to overcome, are going to be hwt I atn also concerqed that there will be no real
decision meking left at the county level whore we pe,rsonally have built strong grass roqt
relatiouships with people we've grown to trust. Jeffand I h"pp* to live in a ieiy good
county that has helped us a great deal over many yeaxs, and i don't want to see us lose out
now because of the faihrre of other counties o, ioo stringent stats illes.

It is my sincere hoplH, you canrnvolve yourself rig[t away in this issue, as things are
T:Tt$r*4/fast at ?FfS- Many pf us werc very grateful for Scnator Anderson's action onJuty I E"', and 1() $ee Representative Neva Walker and Scnator Becky Lor.uey also in
attendance.

Should you be interesJed in receiving less bia$ed iuformation on my Gonc,crns, I am sure that
Colleen Wieck (651t96.9964), Executive Dire+tor of the Goyernor,s Counoil on
Developmental Disabilities, orAnne Henry (612-334-57g5x254) fnrm the MN Disabiliry
Law Center would be veryhelpful cona*i for you to speak to. And, if rhere is any more
information that you need from me, or anythingthal t cim Ue of help with, please call me ar
612-789-5167.

I thank |ou in advanoe for your time, intsrest and any efforts you can malrc on oru behelf .

$incerely,

rt/uoaA/,{.'*r*}-
Delrorah K Denning A
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RE: MRltCWrivEc 
i
I

t hrw oouoame rb$rt ths CDCS q{rvifig 0$t0n cf the hdI/[,C rffgigtr. I heve tfEA huiog stuy efrEr
stry tom parm all ovsr 6e irm sbou rteron$h *wicce trry nccdrd to c*e fc trcir c,hild's spcciel
noois toing OcnioA by fteh oourry. Ae I urdomrrad lr the fteory of trir opto! it t" Ue flcxibls uri
drivcn by $c epeaifi,c asr& cf ittdittlfuel poart fiiC chitdrtc. Thr b"es of difabilfies h urew of hEsc
c|s83 gedtr io b€ diffiEdt omr! to rhrnage fon cuugivrrc, brn at &c gaoc rirne 4 *try cageg tturru trnru
beel great nccctrcc wi& rnrry of S€rE child$n wtm rhelr osrugirtrs teve bfn girnn the rbillg to
trllor erntlcsr crarivaly to rleer tbeb iddirdrhnl nGpds. 

I
Tta prabtcm ar I soe it is rhet oary ountias are adminfupring thc CDCS optiol io.*titttilly ird
EoEtsry ts dre prinsiplc of con$mff dlrcctiou, th! rh,tubs urC rcgulations. A{ tbc.sffis and eonrB
lcvol" I hrer ruary conglaint! thit p+rmlg rnd other corrslec,tg' vlgrr ars nor il+.olr$ed in dwelopillg
Eridclinc for thepr'ogran 

i ,
I

Prmnm,looasusere cn bsing dcaicd ruuy seryioeB dtrt i€fir n*c*rry aorl hct[firl.tc their childrEn'c
cac. I lnw a nunbr ofrxegplgg of thia. Thc rppedr proeeer ic rror plavidi* $de$rste r.edlpss fot
rlnn. Ae I tndrrgeild iq orutirn beve broed autodry rc rhuy peynm ynr n$cer fi"qolody dcfcr o
oolitity jldgtrcnb, Alruefu ovctturddrd perilts mt bc ocpctod m rnouit corut caao "tni'rd thch
county aad m rgrocics, ind oul edgdnbtrtdol qf thir prbgres $ogld qot b+ &itrl4g ptrrlrrr illo
litigrtioure thelrcrlyrccourca 

; :
l i

W|rllc DHS brs lcqn wg'tting en a ftdael rq+r*neat ts rd&!$ trc issucr Uit prhffr bgvc ilitod, it iE
months eway ftom implemantatim end mnry ftal puenbl inputhas bcn di*nryudcd. Ilstesd of noving
ir wayt lhat aould inetpcate rnse flexibility imo crrlrmcly conplcx siilati$ra de responEc hasbsr
to take an easie, rnorc etric pa$ cf,guidclincs. thoq.dr sirnplCr to implca4sli $r*b gpidrlin66 will not
bc ncarb as of,bctiw in rcliwiog fonilits of iLo rdditional rtan they ofton fetn nil bc eg boaefioiel in
iurpmving tbc ovtnll hcalth and woll'bciss af ftlaillcl rnd 6o irdividuolr stngglhg to prut'ivr rnd to
*T"" ilqbtull Dse$hl. :
Tblco rlc soitc of firp dnrnbg faeu I hwc lcsmd fiom aCvocdrr of dirrblerl .ftii.Olln- I look tonmd
to,l gOo.d dlssussloil st oF upco,mlng me+thg *qil wruld b€ hrpgr to prwid+ mou d*gilr nnd sr$auphs
of horr' disablod children an bcing deni.d tha t eh ftey rucd to tLrive.
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Dear Mr. Maninez:

J"try Mellum told me about the meeting *rat ttre Self Determination Advisory
Committee is having today, regarding issues and concerns that people are
havirg re: the CDCS Waiver Arnendment re-write. I had planned to be there,
but unforhurately an unplanned staffing problem has coms up which does not
allow me to afiend. Following are copies of letters that I just sert to Shirley
Patterson at DHS, and to'my Representative Len Biernat, detailing how very
concemed I am about the following section$ ofthe new DHS draft documenr

l) the "fi"rnding formula"
2) the mandate thatparents become Employers of Recond, and
3) my fear that oru courlty is no longer going to have any discretion to

meet our needs.
thank you for considering my input into whatever action the Advisory
Commiuee decides to take. And please, don't hesitate to call if you need more
information frcm me, or if there is anything else thet you think I can do to be
helptul.
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Hi Colleen:

Here is a copy of the advocacy letters that I was finally able to \ rrite and that
were $ent out today, (I stiil don't know what it should be so emotionally
difficult!. lt will get eaqier, dght?) please let me know if you have any
comments or concem8, or if you thiilk that there are molE people that I should
uq"ite to Thanks! Take cane.


