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INTRODUCTION

v

OnJanuary27,1992,
DeputyCommissioner,GeorgeSteiner,DHS

appointedastudygroupto
“reviewthecurrentstructureunderwhich

developmentaldisabilitiesservicesareprovided
andtoreviewcosts.”

v
ThisgroupmetfromFebruary

toAugust,1992.

v
Atthefirstmeeting,

thestudygroupdecidedtoseekinput
fromMinnesotansthroughaseries

oftownmeetings.

v
Thisreportsummarizesthethemes
discussedatthesetownmeetings
andatoll-free,call-inday.

Thereportconcludeswithrecommendations
fromthestudygroup.



Hereisthegoodnews:
Programs such as personal care assistance (PCA), semi-
independent livingservices (SILS), family support, early
intervention, waivers, supported employment, and others were
described as:

Miracles...SuperioEffectiveive...Visionary!

These are good ideas that need to
get back on track.

● The waiver has been lost to a “lottery for slots, conversions,
diversions, backfilling,and being held hostage.”

● Residential gridlock occurs when movement is based on death
or placement from a regional treatment center.

● Focus on the customer by answering phone calls and letters.
Use common sense and respect. Demonstrate cooperation.
Provide correct information.

● Licensing must assess quality of life not foster paperwork or
regulation and negative approaches.

● Case management doesn’t work if caseloads are too high.
Training does not occur, turnover is high, and it ends up being
all paper pushing.

These systemic issues are broader than
developmental disabilities.

● Personnel issues such as low pay, high turnover, and poor
training undercut quality and stability in community settings.

● Waiting lists do exist.

● The future of regional treatment centers continue to affect all
policy decisions.

● Individualization is lost.
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WeHaveDoneMuch
Intwocommunities,forexample,weheardthatthe
challengeofthelastdecadehasbeenmet.

In spite of all this and otherproblems, we have a good
delivery system that should be thepride of our nation.
We do a betterjob of providing community services
and supported employment training to persons with
developmental disabilitiesthan anywhere else on the
planet and that is statisticallyproven. We have emptied
our regional treatment centers,and we have transformed
our services to meet the needs. We have met the
challengewell.

You can bitch and complain, but progress has been made.
ICF-MR and RTC use is down. SILS, Waive~SLAS,
and Family Support have increased. In St. Louis County,
140people live in waiveredservices which is great.
Everyone has had to change. Let5 work togetherbecause
there will never be enough money. Keep thefocus on
peoplek lives. We arefortunate to be in Minnesota
and the United States.

3



Supporttofamilies

Ourfamily has receivedfamily support since the late
1970s. Thank you butplease expand to otherfamilies.

Home-based servicesare essential. TEFRA works.
I’m tired of advocatingfor aprogram thatk criticaland
cost-eelective. DHS refines to say how much money is
saved and how much money is collectedin fees.

The most important and essentialservice our family
receivesis home health care. It is the best, we couldn’t
live without it. It keeps us sane. We can be employed.
We have opportunities. Howeve~ health aides arepoorly
trained. Turnover is staggering.

The Childrenk Home Care Option and Waiverare
miracles. Children with disabilitiesare now eligiblefor
Medicaid becauseparents’ income is deemed. As a result,
no childfrom Olmsted County isplaced out of the home.
We don’t even think about placement of children.
The pressure is ofl.

Earlychildhoodandpubliceducation

The early interventionprocess works to help coordinate
providers (education, human services,and health). At
kindergarten or age 7, the coordination ends. Itshould
continue.

My son is inpublic school. He hasj-1.dlinclusion and not
mainstreaming. I want this to continue. No group
home. Iwant him to have a life.
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There are miracles due to the activitiesof
government and advocates. A Newsweek article
describes thefirst day of school for a young boy

with cerebralpalsy. He was riding the regularbus with
neighborhood kids to go to a neighborhood school.
It may be a routine beginriingfor most children, but it
was a miraclefor thisfamily. Governnzentspending does
make a difference.

My two children have FragileX. Early childhood staff
wereplentiful and caring. But what a difference between
early childhood and education!

Our special ed coop funded a transitionfacilitator with
the county. This person writes the ISPS, coordinates
assessments,and conducts a Personal Futures Planning
process. It is apositive program.

Communityprograms

Since 1985, the waiver has significantly affected the lives
ofpeople with disabilities. The problem is we have a
lotteryfor the slots available.

The waiver is a superiorprogram; but with no rate
increase,it is an injustice. We need inflation increases
for every community program. We havepeople on the
waiver who would cost $300per day in a regional
treatment center (RTC), but now we’respending
$165per day on the waiver with no increase.

The community programs have given my daughter
more skills than we ever thought possible.

5



The vision for thepast 30 yearshasalloweda
blossoming of the community. Butasimporttmt

and as valued this viswn 5, we are stranglkd becauseof a
lackof money

Minnesotahasniceihwson thebooks,butthere%no
enforcemen~ I’m leftwon&ringwhythingsaren’t
happeningfor mysow whyI’mfrustratedandangry.

!hpportedemplqment
Peopleareoutworkingwhohaveneverworkedbefore.
Wehave20newworksit@,andthepeoplkareg&#idly
employed

Suppo~d employmentisawst-efJii”vG viid!dkoption
Employmentrestoresdignilyandwmmauuty- partii!i-
patiim Howevm,nostut.efiuuhareavaikdkfor
suppomdemploymentWemustshifithefimds.

Supportedemploymenthasgivenmysonselfconj%kmcq
assertiveness,anddignity.Supportedempl@menlhas
dimemorefor himthan2Syeumwithhisf&y-

Wehavehadasuccessthatl’diikemsham T?wRTC
dischqgedawomanwhowmtbu “Yiou’.mwomake
it“ “Shehasno wnceptof workor moneyshewill
ingewtkmumey.”Fiienwnlks-, Anamed$lm
amod Shehasagood* aboulmoney.Shedbm
needOIU?-kk9-OIU?amiWmcq andhers@eciidN&
_g~J$eing@ Howum wetargetttogreatmt
~?

B

\
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mAndMuchRemainstobeDone
FemaboutIosingtheRTCasanoption

One letterwritersent a copy of a lettersent eightyears
ago that had identicalconcerns. Her daughter wasplaced
22 years ago in an RTC. “Closurewould be a disaste~..
Community facilities arepoorer quality...Don’t sacrifice
my daughter and all the benejh... As aparent, I am
capable to be thejudge of what is best. The staflprovide
expertiseand loving care.How will monitoring [in the
community] occur?”

Another lettermade thefollowing points about RTCS:
People with the most severe disabilitiesarepawns and
numbers in apolitical game... They need a largefacility
withprofessional, experienced,dedicatedstaff which is
notpossible in a group home... Don’t move more people
out of regional treatment centersuntil the community is
readyfor them... Those who want to close theprograms
have no one at the regional treatment centersor have
never visited...Instead of moving professionals from the
regional treatment centers to the community, it makes
more sense to move people with mental retardationback
to the regional treatment centers.

LackofoptionstotheRTC
We need a regional treatment center to help our son.
We can’tdo it alone. We had no choice. [The RTC]
provided everyone with a home. In 1962,our daughter
was severely brain damaged. She is 38years old and has
seizures. [Our county] may have wonderfulprograms,
but[our daughter] doesn’tfit in. [The RTC] saved our
lives. They were wonderful. They protected her with no
judgments made againsther. They discovered her
artistictalents. They have wonderfulpersonnel.
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We’renot horrified by the RTC. It is Godk gift.
It is dramatically diflerent from 30 years ago.

Open other options before you close[this RTC]. We’d be
happy to have our daughter in the community, but no
one will take he~

I have spent time at every RTC. Theparadox is that
I wouldn’t want to live there, but the staff have impressed
me. They are caring, competent, and professional.
Lots of bad incidents have hit thepress.

Why isn’t therefollow-up from the RTC to the
community? Too many people are coming back to the
RTC “messedup.” Residents are sent to strangeplaces
with strangepeople; it’snot their choice;they lose weight.

FearsabouttheRTCS

I’m veryfrightened aboutfire safety at the RTC. There
are lots of residentsand only one stafl. I’ve been every-
where to expressmy concern including the Governorh
Oflice, but no one does anything. There is no backup
system. Twopeople are necessaryto move my son.
If therek afire, he may not escapesafely.

RTCstaffare working double shifts. Thatk dangerous

My son needsl:l assistance. In caseoffire at night, my
son will not get out.

The Regional Treatment Center is Grand CentralStation.
There are no stable relationships.

We observed the RTC. There was no interaction between
the staff and residents. One of the residentswent into the
community once every other month. Since he left
the RTC, he has been out once or twicea week.
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Obstaclestochange

Money doesn’tfollow people from the RTCS.

We need to be more aggressivein closure of RTCs.
People with disabilitiesshould live in the community and
not the RTCS. We need to do whatk good forpeople.
RTCS aren’tgoodforpeople. Given our financial
picture, we are spending too much money on RTCS.

Thenewvision

My vision is my son will be in our home, not in their
RTC; included in our school, not theirspecial education
program; included in our day care,not their special
day care.

Oneparent called whose daughter isfour years old and
mentally disabled. The daughter lives in a nursing home.
They have a special unit in pediatric carefor individuals
with special needs. The consultant with the Department of
Human Services (DHS) has taken the view that children
with developmental disabilitiesshould not be in nursing
homes. When the consultant toured thefacilities, she
described theproblem as their not having active treat-
ment. The parent stated that ICFS-MR had been toured,
but do not offer or provide the needed services.It seems
to be DHShpolicy that there be no future admissions and
the good program that now exists maybe terminated.

Another family member describedher difi”cultiesin
getting her brother into a nursing home. She has a
brother who lived in a group home for20 years. When
his health deteriorated,thefamily worked with the
social worker and the directorof the group home.
They found a nursing home which had an opening
and was willing to take the brothe~ BUT...
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The state denied him placement in the nursing
home becauseof the OBRA law. DHS did not feel

that his medical needs weresuch that he beplaced in a
nursing home, plus he needed continued active treatment,
aspart of the law. To add to this dilemma, thefamily
searchedhigh and low for anotherfacility, and there was
none. For seven months the search continued. In the
meantime, my brother wasput in the hospital for a
dislocated kneecap and at thatpoint, of course, we
absolutely had to find anotherplace to live that wasfully
accessible.

For seven months we have had to fret and worry when he
could have been in the nursing home. Just last Friday,
we were told that thefacility in Willmar would now be
permanent. We went through a board of appeals meeting
to overturn the decision of denial of admission to the
nursing home. We weredenied. Ifeel that if my brother
was not mentally handicapped, he would have been,
without a doubt, a candidatefor a nursing home.
The OBRA law is discriminating against people with
mental handicaps... There must be something wrong with
the law, when thefamily and thepeople who have taken
careof my brotherfor over 24 years make a decision that
can be denied by individuals in a state department who
have never seen my brothe~

I also wanted to be my brotherh legalguardian because
he hm always been a ward of the state. DAM denied my
taking over as guardian. They said that they were doing
this in the best interestof my brother and this wasfor his
own safety. I said this wasfor his own safety from his
family? This was an insult. Legal guardianship is
going to be taken careof by our social worke~

‘\
I
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In 1988, we wanted to place our daughter on a
waiting listfor the waive~ No list existed. In 1990,

the casemanager had a caseloadof100. On April 16,
1991,a waiver is available. On August 20, 1992,still no
placement. Constant delays. The group home is causing
regression. She has been inappropriatelyplaced for
two years.

Elementary teachersact like, “Why areyou here?”
To get our son in kindergarten, we had to go to five
diflerentpeople and Legal Advocacy.

Special education teachersdon’t even blujf They say
they’retoo busy and overwhelmed. Teachersare doing
two to threepersonb work.

Transitionoccurs at age 171/2 years. Thatb too late.

The schools and adult servicesmust come closer together.
The curriculum should be changed.

Too many people leavehigh school and hit the wall.
They’releft doing nothing.
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For many,continuity between school and adult
servicesis a majorissue.

One callerwas theparent of a daughter with a develop-
mental disability who has been in an adult program for
two years. The parents looked for transitionalprograms
following high school graduation, and did not feel there
weresufficient choices. There was nothing available to
teach their daughter the basicskills she needs to learn.
Everything in adult programs isfocused on job orienta-
tion, which they do not feel is appropriatefor their
daughtez Another problem is, unlike the school situation
where the staff/student ratio was 1:1, the best ratio in
the community is 1:4.

What good is that if it means aperson spends three
quarters of every hour waitingfor services?You need to
remember in planning programs to take into account the
individual needs of each person. State guidelines are
necessary,but should not be inflexible.

During public school years, emphasis isplaced on self-
help and social skills. My sister knew how to eatproperly
and display manners. Now that she lives in a group
home, she doesn’thave manners. According to the group
home staff she is an adult and can do what she wants.
This lack of continuity may set her up for life-long
exclusion. Adult providers don’t seem to be getting
proper information or training.
My recommendationsarc
a) requireatleastonecoordinatoratallprogramstobe

certifiedinspecialeducation.
b) paystafisalariesofadultservicesequivalenttoschoolsalaries.
c) stateagenciesmustpulltogetheracommonphilosophy

for all providers.
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d) encouragecross-trainingtofosteracommonphilosophy
e) fundingmustsupportfamiliesandclients.



Qualitysupportsin the community,for adultswith
developmentaldisabilities,were often described
as a promiseunmet.

Supported employment is one of the best, most
productive parts of the servicesystem, but it is most
in jeopardy.

Minnesota is headed back to segregation.We can’t
continue day programs when we have cutbacks.

Programs are mandated, but no funds areprovided.

We are institutionalizing community services.
Improvements in people’s lives come from flexibility.

Minnesota still leads the nation, but we are not
advancing. We’rehide-bound, and DHS is becoming
muscle bound withflexing its regulatorymuscles and
parenting attitudes toward theprovide~ We must
go ahead and not go behind.
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When you speak to people with disabilitiesthey say,
“giveus a job and a home of our own. ” It is a
simple request, but extremely complicated to get.

We must listen to thepeople.

There should be opportunities for people with
developmental disabilitiesto directly controlprograms
andprovide services. The people have the right to
determine theprogram and how to receiveit.

Provide more opportunities for people to have Personal
Futures Planning.

Programs need to be individually centered.Funds should
follow theperson.

The system fears individualization because then thereh
no need for a system.

DHS should encouragepeople with developmental
disabilitiesto make choicesfor themselves.

Thegapbetweenrealityandprinciplewaspointed
outtimeandtimeagain.

Care isn’twhatpeople deserve. Residents have to deal
with 20 new staff every couple of months. Nothing
changes when ratesarefrozen.

We’repushing round pegs into square holes. Individuali-
zation doesn’texist. Policy and funding do not translate
into individualization. Weforget that this is a person.

We say individualized plan, but we don’tfund it.
We devalue life, and people deservebetter.

In developing individual plans, there are too many
details, we are too rigid;there is no flexibility.

14
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MoneyGoestoPrograms,NotPeople
Thesystemisdrivenbyfundingstreams,not
individualneeds.

Where [the type of service] theperson is located in the
system determines money more than thepersonb needs.
Letk address individual needs, not geographic location.

The amount of money you receivedepends on whereyou
live. Seven people may have identicalneeds, but the
money dijfers based on whereyou live: RTC, SOCS,
ICF-MR, waive~ SILS, foster care,and family in order of
highestfunding to lowest or no funding. It’s inequitable,
and therek no justice.

Our agency opened three ICFS and two waivered
services. The individuals aren’tdifferent, but the
per diems are very different. .

One person can have two to threefunding streams with
his/her own eligibility criteria,regulations,and staff
to monitor and manage the services.
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Peopleareheldhostagebecauseofthefunding
streamtheyarein.

My son is held hostage by the waiver rates. Our family
wants a waive~ but therek no money. Hek been a captive
of the system for five years.

If you don’t careabout thefamily membeq then move
theperson to the RTC and then move theperson out on
an enhanced waive~

I want to move out, but I can’tbecause the RTC must
place someone in my facility. I like Luverne. Idon’t
want to go back to Hennepin County. The system doesn’t
allow movement.

My son is 14 years old and lives in Windom. There are
26 beds in four units. My son can’tmove becausehis
“openbed” can only befilled by a child from a regional
treatment cente~ There are no children left in the
regional treatment centersso he can’tmove. Itls timefor
parents and advocates to startprograms and have social
servicessupport them rather than the other way around.

Peoplehaveagoodideaofwhatisneeded.

Make accessto serviceseasier. Link eligibility to pots of

money. Money must follow theperson.

Even though individual needs are simila~ thefunding
doesn’tmatch correspondingly. More money goes to
certainprograms.

We need to blend money to provide flexibility yet have
safeguards to ensurefunds aren’tmisused.

People with developmental disabilitiesand their
families should control thefunds.
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CaseManagement
Casemanagersareoverworked.

Casemanagers are overloaded. One casemanager didn’t
complete routinepaperwork becauseher caseloadwas 87
people. As a result, my family member didn’t move.

Too much paperwork, too many monitoring
requirements,and too time consuming. The ratios
should be 25-30, but today, the ratios are 55-65+.

My sonb casemanager has a ratio of 222 casesto one
casemanager.

The caseloadsare too huge. We never see the case
manager. How can they writeprograms?

The ratios in [my] county need to be reduced by half

Theservicetheyprovideisnotalwayshelpful.

Casemanagers are unqual~ied and unlicensedsocial
workers who have no background and no experience.

It%tougher to deal with the casemanagers (who are
supposed to help you) than the children who have
problems.

Casemanagers are improperly trained. At the ISP
meeting, we decide on a program, but the case
manager writes up a totally different plan.

Casemanagement servicesbilled under the waiver total
$65perhou~ Those funds come outofthe
allocationfor my daughter’scare. Under an open
market, someone could provide casemanagement
forhalfthat amount. Whathappened to theparent-
driven system?
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I As a casemanager I am not going to move a
resident receivinghundreds of dollars of services

daily in a RTC to a placement that costs one-quarterof
that amount. I will not set up a service that won’t work.
We need to decide thefuture of RTCs.

Somefamilieshaveexperiencewithanalternative.

Parents as CaseManagers training taught us thatpeople
have the right to be integratedin their own communities.

More training is necessaryfor Parents as CaseManagers
to assist counties.

Casemanagers do not know thepeople. We need clients
to make their own decisions or assure enough case
managers have low ratios.

Families who have taken trainingsuch as the Parents as
Case Managers training are betteradvocates. We get our
services when we know how to assertourselves. Parents
need to be treated with respect.

Parents as CaseManagers [in our county] will not work
because the county is unwilling and unable to give
away power.
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IndividualsHaveNoChoicesor
VeryLimitedOnes

Fundingandtherules(ortheirinterpretation)
holdpeopleback.

We’vebeen told to have visions and dreams. But our
son has no choices. He faces slots and funding issues.
He lives in apackage deal—if he leaves,he moves with
everyone else (sixpeople in a group home). He has no
choice of roommates, no technicalcollegecourse work
during the day, and no job in the community (only
extended employment).

If federal funds are usedfor residentialfacilities,
admission cannot be denied. Locally, a director of &
nursing home hasput a ban on people with disabilities.
People with disabilitieshave the right to be there.
Our daughter needs 24hours of support. Support saves
money in the end.

My daughter had a 65Y0produ~tivity level. After one
year in a sheltered workshop, her productivity level is
26%. Minnesota pays $600 a month so she can earn
$6 a day. Theprovider told me she needs to be at85%
productivity level before she can be consideredfor
supported employment. How can she be self-stiffic~ent?
(It was noted later in the meeting that not allprograms
have productivity standardsfor supported employment.)

Why can’twe change the number of beds in a residential
facility without closing it? DHSsays wecannot decertify
one or two beds, we have to decertify all the beds.
People are changing becauseof aging or behavioral
problems. Leth look at individual needs, not
numbers.
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Familiesare told about all their choices, but then
we (casemanagers) have to say, “Don’tpick it

becauseyou won’tget it. Maybe in ten years.”

Inmanyareasoflife,familieswantthesupports
thattheythinkarebest.

We don’t want a Nursing Home for our son. That would
be afull cycle of going back to an institution.

We need individualization. Why is everyone required to
sit in a DAC or a nursing home or an ICF-MR?

The pendulum has swung from no in-home support to
total in-home support. Thirteenyears ago, our son
receivedno supports until he left home, then he was
eligiblefor everything.

It is abnormal to have strangersin your home 24 hours a
day especiallynurses. A family can have25 diflerent
nurses in their home.

Ith a “travestyand destructive”not to meet family needs
in the home or out of the home. We need out-of-home
respite.

My26-year-oldsonwithautismstaysathome. Thereare
no programs, no services,only the RTC. Minnesota
believes in a small group home and day program for
everyone, but this approach doesn’t work for everyone.
People with autism can be taxpayers if they learnskills.

Supported employment isn’tfor everyone. Don’tforget
physical, social, and recreationalneeds. There isn’t
enough money for supported employment, but we
get citationsanyway.

1
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Individualsandfamilieswantcontrolandthe
meanstoexercisecontrol.Theyhaveideason
howtogetcontrol.

All citizens with disabilitiesneed to have choices of where
they want to receiveservicesand what to receive. Choice
must rest with the consumer. We need morej!exibility.

We need more flexibility and more individualization.
We need vouchers so money canfollow people.

We should look at the waiversfor people who are elderly.
Ith notperfect, but money is based on needs. We can
save money if people are allowed to pick and choose.

One choice means no option. We need to givepeople
real choicesand options.

Since 1973, the valueshave changed. We’vemovedfrom
RTCS to community programs. Good business decisions
mean shopping around. We spend a lot of money, but we
aren’tgetting the best outcomes. Transfermoney to the
best services.

My wife and I canfind betterservices than what the
system offers us. Give us the money, and we’llfind the
sta$ Families know best, but the system thinks the
system knows best.

Put money and control in the hands of thepeople.

Families are cost-effective.
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We must address thepay scalesand turnover
If things don’t go wellfor my son, it is usually
because therek a training lag.

We areplagued by low pay and high turnover.
Individuals with disabilitieshave to constantly get used to
new stafland can’tmove ahead with such instability in
direct carestaff.

There is constant turnover of staff My son is blind and
has had 8 one-to-one staff in the lastyea~

I’ve worked with 5 providers and 36personal care
assistants. We have been sexually assaulted,physically
abused, neglected,and experienced theft. Attendants
have shown up high on crack cocaine. There are no
regulations. My son will need surgery becausean
attendant caused a subdural hematoma. Surgery may
result in brain damage. It was criminal sexual
misconduct inflicted on a mino~ Get it together I’m
tired of bureaucraticbullshit. Everyone suffers. When
I complain, the county said, “I’mtoo dificult to please.”

The staff are asking, “Whateverhappened to the concept
of home?” Residents want “time”with staf~ but the stafl
are too busy providing active treatment.

Licensing staff tearapart direct carestaff. We’rerequired
to bepositive about people with disabilities,but licensing
is negative about staff.

We had36 health aides in 18 months. We’vehad nine
new aides in the last two months. We’vehadfour
agenciesin threeyears. The providers have poor
communication and lack training.
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Staffarepaidpoorlyandturnoverishigh.

In 1989, the Department of Employee Relations
concluded that communi~ employees earn 40°Aless
than RTC employees, and the turnover rate is 60Y0.

The communi~ staff earn 40percent less than thepublic
secto~ Therefore, the staff take second and thirdjobs.
Thereb no careerpath when you can’tsurvive. The issue
is wage equity.

The state wants high quality servicesbut will not pay for
it. Sta#can earn as much money at McDonaldk

A person with afour-year degreeearns$12,500to
$14,000annually.

Community programs can’tfind good staff, and they
can’tpay. We interview applicants;and when they hear
thepay they say, “Ican’taflord to take thejob. ”

A beginning staffperson in a regional treatment center is
earning$21,000to $26,000annually. I’ve worked 14 years
in the community and still don’t earn this range.

Staff turnover is deplorable. People deserve better care.

Our agency has 93entry levelpositions and 81 of the
93positions have new employees with less than one year
experience. Turnover is directly related to wages.
Turnover should be lower given the high
unemployment rate on the Range.
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Theoverridingmoodofthetown
meetingswas:

The system is not userfriendly. Instead of enabling
people to do things consistent with the vision, gover~ment
has createda tangleof red tape and bureaucraticdis-
ablers. The vision of quality has been replacedby an
obsession withpaper compliance.

Thefocus should be, but is not, on quality. The red tape
requiresmore resourcesand staff timefor paper work,
rather than people work.

The Department of Human Services is not exercising
leadership.It is “actinglike God...on apower trip...non-
communicative... confused... and untruthful. ”

There is a crying needfor team work and cooperation
among and within government departments at all levels.

Generally,thesystemiscomplicatedwitha
preoccupationforredtapeinsteadofquality.

The system is very complicated. Someparts have good
intent but no follow through. The entiresystem is not
userfriendly. Weneed to operate on common sense.

The Department of Human Services (DHS) says they are
client-oriented,but they aren’t.

The rules and regulationsmust be userfriendly and based
on thepersonb day-to-day activities. In my 16years of
experience, this is the worst I have everseen.

A4illionsof dollars are spent on paperwork and process.
Monitoring focuses on papeq not people. Paper is
not equal to good lives.

24
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Don’t rewriteregulations. Getservices aimed at
individual needs. Get money to thepeople. Too

much orientation to paperwork.

The rules and regulations that should enhance quality
inhibit it.

The system isn’tuserj7iendly. The system has nothing to
do with needs Medicaid is degrading,humiliating, and
exhausting. Children should be treateddifferently.

Specifically,thereislittleinthesystemgearedtoquality,
andmuchthatstandsinthewayofquality.

The rules and regulations that should enhance quality
inhibit it.

Paperwork has exploded. In 1964, we had60 clientsand
an administrativestaff of 2.5 Full Time Equivalents
(FTE). In1992, wehave60clients and8.OFTE
administrativestaff. The difference ispaperwork and
regulations (reviews,meetings, vulnerable adults,
affirmative action, criminal background, medications,
Rule 40, needk certification,licensure, CAR~ etc).

I appliedfor Medicaidfor my 13-year-oldson. Eligibility
is based on my sonk income. His income is zero. We
had to fill out an 18-pagebooklet that asked questions
about family income which were irrelevant. Iasked why
did I have to fill out 18pages when his income was zero?
They said, “Wehave no otherforms so thath why we
gave this to you. ” I just receiveda three-pageform
(for recertification)asking what-khis income..
It’sstill zero.
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Minnesota requires both Utilization Review and
Quality Assurance and Review. Thefederal

government does not require those reviews. One agency
estimated $13,000annual savings by eliminating these
two requirements. (The state would save a similar
amount.) “Minnesotaspends money foolishly.”

Residentialfacilities spend two weeks doing paperwork
for Quality Assurance and Review (QAR).
No programming occurs during that interval.

One data sheetfor one resident contains 1,633data
elements. We don’t know if thisform will satisfy the
requirements of the Department of Human Servicesnor
the Minnesota Department of Health. We use one sheet
per residentand have direct carestaflearning $5per hour
completing theforms. After threeyears of effort and 30
stafl, we still don’t have any baselinedatafor eight
residents.

Licensing staff used to spend most of their time looking
at individuals and providing feedback. Today, they look
at paper and produce citations and timelines.

The current annual licensingsystem ispaper-oriented and
cursory while at the same time focusing on technicalities
and trivialities. With the addition of many new licensed
programs (primarily waiveredserviceresidences),the
licensers arespread so thin that they typically run five
months behind schedule. When they are available, their
review is a checklistformality conducted in an
adversarialmanner
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Licensure is a totalpaper process. Our Vulnerable
Adult policy is very long and legalistic. Every yeaq
for thepast six years, the DHS employee looks at

thepolicy and says, “Rewordhow to turn oflthe main
water valve. He hasn’t read our rewritesbut makes us
change it annually.” That citation doesn’tchange quality.

Half of our time is spent onpaperwork, notpeople. No
one sees thejob I’ve done becauselicensingdoesn’tcare.
We aren’ttrusted by DHS.

Rule 53 isproblematic. Reimbursement lags22 months.

Rule 186 is a temporaryfix. Payment is not timely.

OSHA has j~t releaseda letterthat states all staff must
receivehepatitti B vaccinations. The cost rangesfrom
$100 to $300perperson. Even if we complied, we would.
not recoup our costs until 18 to 21 months latez

We can eitherhelp people or please government.

Medicalassistancebillingandpriorauthorizationareof
concemtomany.Theprocessishurtingpeople.

If aform is rejectedor suspended, then thereare
problems with cashflow. Rejection occursfor minor
problems, for instance, two letterstouch each other
Phones are answered only threehours per week. It took
over one year to get two billingspaid for expensesfrom
April 1991.

A callerexpressedconcern over the number of hours
allottedper year by Medical Assistance for physical
therapy.Physical therapy gets 30 hours per yea~ but
occupational and speech therapy get 50 hours per
year “This is real inequity. People require more
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than 30 hours. They need at least50 hours. When
additional hours are required through aprior
authorization process, there are many problems...

The waitingperiod to hear about approval or rejection
is usually six to eight weeks... Rejectionsforprior ~
authorizations are running about 70Y0.Only 30Y0
are approved.

An occupational therapkt called to say therehas been a
marked decreasein clients’abilitiessince Medical
Assistance has put so many restrictionson occupational
therapy services.Becauseprior authorizations will no
longer allow sensory integration, there is a decreasein
clients’ability.Speech therapistsand job couwelors are
also noticing that clientsare beingfirther handicapped
by this circumstance.

Anumberofsuggestionsweremadetochange
thesystem.

I think it is very important thatpeople who are making
the laws should make it a point of going to thefacilities
and spend four toflve hours working with thepeople.
Then they would get a better idea of what is going on.

We applaud any efforts to streamline regulations. There
are too many repetitiverules. Licensers have large
caseloads. Licensing should occur biannually.

Licensing should occur once every two years rather than
annually. Licensing doesn’tdo anything to help people.

We need a single licensingagency to reduce multiple
quality assurance,SL~ ICF-MR, and DHSprogram
rules.

Decreasepaper compliance.
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Clearplanning is required to make sense of
rules, regulations,and reimbursement. Conjlicts

exist between the federal and stategovernments.
We must work out the conflicts in regulations.

We believe that the entiresystem would be well served by
increasinglicensingguidelines, and the timelines within
the licensingrule itsel~ to at least two years. This!would
double the amount of time that the licensers have to
conduct reviews, and we would also have more rdalistic
time tablesfor review of policies and the implementation
of changes. We would also like licensing to receive
some customer relations training and to reversetheir long
standing policy of neverproviding positive feedbpck to
programs. They told us they aren’tallowed. Come up
with alternativeways of measuring quality.

Why can’twe have oneform (referringto individual
plans) that everyone uses?

Providers must have freedom within the regulatory
system. We need to develop services;providers
don’t have the opportunity because we’rechasing the
rule. Either make it work or eliminate the rule. We need
to go for standards.

Let’s look at national accreditationrather than licensing.
Itk time to stop discussing it and get serious.

To avoid paperwork, we need to sendpeople with
disabilitiesto regularschools and regularjobs.

We’vetraipsed through two decadesof regulation,now
itb time to get to quality.

We need to treatpeople with dignity and respect.
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Heavy=HandednessIsNotWhat
LeadershipIsAllAbout

The Department of Human Services (DHS) doesn’t
know how to communicate.

DHS hasn’t been able to figure out negotiated rates.

DHS gets an F on truthfulness.

I talked with federal oflicials who tell me that Minnesota
is underspending the waiveq and Minnesota says
everyone is getting served. The Minnesota waiverplan
saysfamilies get a choice, but thath not what actually
happens to families. Minnesota can apply for a targeted
waiver but refuses to do so.

Thereti too much infighting. One division doesn’t know
the other. Everyone at the Department of Human
Serviceshas voice mail. No one returns calls. If they do,
they don’t have an answer or can’tanswer the question.
Itb a bureaucracy.

We need to have more cooperation between divisions.
Currently,divisions act like they are independent
countries.

I’m very concerned with the Department of Human
Servicesadministrativepowers becoming untouchable.

The Developmental Disabilities Division is reactionary
and oriented to cost-containment.

DHS should take careof thepeople and stop acting
like God.
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ThereisaNeedforTeamWorkandCooperation
WMinandAmongGovernmentDepartments

DHS and Health must move from a regulatory model to
training and technicalassistance. Letb provide training
through the technicalcollegesystem.

We are alla team, but we don’t act like one team.
We need training, technicalassistance,and advice.

Why are three diflerent organizations asking the same
employer to hirepeople with disabilities?DHS and the
Department of Jobs and Training (DJT) should
cooperate, but DHS licensing told us, “Itb illegalto
cooperate.” Why the duplication?

The Department of Human Servicesand the Department
of Health must work together

EL. 99-457,Part H, is being implemented in Minnesota.
We need thefull cooperation of education, health, and
human services. Ifith done well,families will benefit
from coordinated services;be capableand well-informed.

Transitiondoesn’t work in this state. DHS and Rehab
don’t talk to each other In other states, the IEPsupports
the TransitionPlan, not the reverse. No one knows
numbers. No one begins efforts at age 14. In other states,
therek a melding of servicesfrom schools to adult
services. Here, it is start and stop.

When I worked in education, none of the teachersknew
about casemanagement and group homes; and they
didn’t care. We must have better coordination between
schools and counties.

Education and Human Servicesmust work together
to reduce bureaucracy.
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IhoSystems

Th~state is running two systems: (a) its own with very
high costs and salaries;and (b) community with low
costs, but all thepeople. Funds should follow theperson.

There’sinequality between the state and community
programs. There-kno money for waivers,PCAS, and
day training.

Halfthe funds go to ICFS-MR and RTCs. That is the
biggestobscenity in the system.

Everyone is committed to community, but thefunds are
tied to the RTCS. Itk easierto getfunds if theperson is
institutionalized.

Both the Legislative Audit Commission and the
Ombudsman documented all theproblems of the system.
Minnesota ranks in the top five of spending and the
bottom jive in money that reachesthepeople. While state
rate increasesequal 15percent, community rate increases
only 3 to 5percentper year The gap is growing wide~
The taxpayer is robbed.

There is inequity in the system. DHS must look at how
thefunah are being spent. There is a misallocation of
financial resources. In 1990, over$580 million were
spent on servicesand 40Y0wasspent on 5,618people
living in ICF-MR servicesor 8% of thepeople with
developmental disabilities. This conclusion isnot
good j%calnor socialpolicy.
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Thefreezing of cost of living increasesin the Day
Trainingand Habilitationprogram rates is also of
great concern. We arefaced with increasingly

difficult persons to serve, and also are beingpushed in
much more costlyprogram directions. The program
directions of community integrationand supported
employment are directions we have strivedfor and now
have state support for but now thefinancial backing is
pulled. We have, for many years, made do with the same
money base;but with no cost of living increase,
we cannot maintain let alone grow.

Somesuggestedwaysoutofthisdilemma,and
consequencesifawayisnotfound:

Transferfunds from regional treatment centersto SILS,
family support, personal care, respitecare,crisis
intervention, day training, employment, and waivered
services.

Community programs are economical and provide
quality.

Community programs are experiencingrising costs at all
levels, but theper diems arefrozen. Therefore, as a result,
expect to see lay offs, largerratios, clientsfalling through
cracks, and fewer employment opportunities.

I resent it when we [community services]aren’tpaid
enough. Minnesota wastes20Y0of its money shuffling
papers. SOCS cost $400,RTCS cost $280, and the
community can’tget $100per day. The state is the
problem. Begin with DHS and clean house. I resent
them. They live off of us — I really am angry at the
bureaucracy,but no one will help.
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GeographicalDifferences–
CountytoCounty,RuralvsUrban

There is incredible inconsistency between and among
counties.

Where you live is the handicap rather than thepersonb
disability.

We asked our county about the TitleXIX waiveq and we
were told it doesn’texist. It did exist, but we had to
pursue it through Legal Advocacy.

DHS tellsyou about services that counties don’t. DHS
says, “Money is no problem,” but good luck when you
try to get it. Why do we have to call the state to get
counties to do theirjobs?

Our son is at home with nothing to do. We movedfrom
[to a different part of the state],and we thought we
moved into a different state or into a different country.
We have the “bestrun around” system on the Range.
There are more programs everywhereelse in Minnesota.

It is more difficult for people with severe disabilitiesto
live in rural areas. Health careprofessionals aren’t
servingpeople on Medical Assistance. Some individuals
with disabilitieshave severe behaviorproblems which
manifest themselves during office visits. Such behavior
can limit accessto communi~ healthprograms.

Why does my daughter have to go to a program
70miles away?

Why can’tsupported employment be setup
throughout Minnesota?
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One person attended a Parents as CaseManagers
conference. A lawyer who spoke said that “my
child has the right to a home; the right to stable,

human relationships;and the right to be integrated.
I’m so impressed.” Yet, she lives 60miles away. [My]
County spends money for a new airport but no money
for human services.

Individual needs can’tbe met in some communities when
physical therapy isn’tavailable.

Why do Murray County residents who need occupational
therapy and physical therapy evaluation have to go to
St. Paul? People are exhausted after this all-day trip.
We need to move money and services to rural areas.

Why do young adults have to move from rural areas to
the big city to get services? Itk more cost-effectiveto stay
in home communities.

Adult foster care is a viable alternative,but why is there
no money? Thefoster careratehasn’tchanged in five
years in our county; but 25 miles away it is totally
diflerent. Thereb no consistency among counties.

We don’t have affordable housing in rural areasthat can
be adapted and licensed under foster care. A lack of safe
housing hinders our ability to move residents. Ifa client
plans to move, then the rent goes up because it%“public
money” and itk ‘Cthosepeople.” We don’t have funds to
repair dumps.

I want to move to Fairmont. h4yparents bought the
house,but thereare no SIL servicesso I can’tmove.
I used to work on color tilesand ceramics,now
I work ati14amaRosak Ineed all the money
I can get.
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Day programs have come offfunding that was
inadequate... This funding system waspoor and
had widespread disparity around the state and even

between neighboring counties. The onlypattern that
seemed to appear was that ruralprograms that had
difficulty attractingexperienced staff and that had higher
transportation burdens were receivingsignificantly less
funding than programs in the metro area.

Now it has gotten worse. For the last two years, day
programs have receivedless than the rate of inflation and
for the next two years, we are scheduled to receiveno
increasesin spite of the realityof inflation. With our costs
rising ..., we have no choice but to freeze wagesand
reduce staff levels...Reduced staff levels will translateinto
worse client careand in all likelihood, institutional
criminal neglect.

AGreaterCommitmenttoOut=of=Home
PlacementsthanFamilies

The state makes itprohibitive for thefamily to stay
together. Financially,we can’traisechildren on $200per
month. It is impossible. Families treatchildren with love,
respect,kindness, and fairness. But the state spends all of
its money on out-of-home placements.

The only way for a family to get help is to push the child
out of the house. The state canprevent out-of-home
placements at $30 a day rather than spending $215 a day
for placement.

Our son is 25 years old and has Down Syndrome. There
is no family support program to help him. We don’t want
an out-of-home placement.

Preferenceis given to regional treatment center
residents. Families who kept their children do not
receivehelp.
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Communityprogramsareexperiencingrisingcosts,and
theirfundingisfkozen.Thefundingcrisisishittingall
typesofservicesinthecommunity,

Funding has beenfrozen, but our costs continue to go up.

We want the best quality, but wefind at the lowest levels.

Regional treatment centerresidentscontinue to move to
community programs, but thefunds do not follow. These
individuals have more complex needs.

The biggestdifficulty is we can’tget money for servicesor
we can’tjlt the definition laid out by the bureaucracy. We
must have more “goaheads”and “lessred tape.”

We are working at $62per day, and have no funds to
refurbish ourplace. The furniture is wearingout and the
clientsare wrecking it. It is really upsetting after visiting a
$250,000state operated community servicehome. Ifelt
like crying... It is really disheartening to be required to
provide the same quality serviceson a low per diem. It is
hard to hire qualified staff at what we can afford to pay
and then train them... We are licensedfor 15 beds, but
have had only 10 clientsforfive years. We arepenalized
monetarily because we are not operating at capacity.

Thereisgridlockinthesystem,Waitinglistsarelong.
Peoplecannotmoveoutofinappropriatesettings.

Minnesota needs to redirectfunding for residential
services. ICF-MR servicesarefilled. Waiverdiversions
are impossible to get. “Youngpeople graduatefrom high
school and sit home. ” People are ready to leave the
Regional Treatment Centers.
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There is a waiting listfor the waiver

Ith been our choice to have our son live with us
for24 years. But now, we’dlike a group homeplace-
ment. The waiting list is ten years. Itb discriminatory
how parents who kept their children don’t get services.
Regional treatment center residents leave and go into
town houses. My son will live in a dump.

In orderfor aperson to move into the system, someone
must die.

The process is a nightmare trying to understand
diversions, conversions, and back filling.

No placements can occur in any residentialfacilities.
Backfills are required. (A backfill means if a person is
placed, the “slot”must befilled by someone from a
Regional Treatment Center)

Why is thereso littlefor my homebound 30 year old son?
He is on a listfor a SILprogram. We are entitled to this
program. We are senior citizens who have had minimum
help for 30 years. We don’t live in town. We have to take
him everywhere...

There are no group homes for married couples. There is
a SILS available, but if candidates don’t measure up
to SILS requirements, they will not be accepted.

m
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And,themostconsistentlymentionedprogramthatis
unavailableisrespite,

The biggestconcernfor young families is the lack of
respitecare. There is no break. Therek no time alone, no
help to getaway, and no support group.

The TEFRA program is wonderful for our daughter who
is severely,multiply disabled. We have in-home LPN
services,but thereh no out-of-home respite. Because of
our daughterh disability,we need a hospital setting
becauseproblems come up quickly.

DHS approved but hasn’t releasedthe respitefunds.
The handling of grants and contracts is totally insane.
Why does it take so long to get money thath due to us?

DHS releasedguidelinesfor respite carethat were the
opposite of input received in advisory meetings.

We don’t have respitecare. We need more cooperative
babysitting services. We do need training.

Thereb no place to go when thefamily has an emergency.
No funds for respite.

Respite needs to be provided on aproactive basis.
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Anumberofpeoplewhocalledthetollfreenumber
commentedonthelackofresponsebygenericservices.

I thhk that Legal Aid has too much of an impact on what
happens when they representone person and rarely take
any additional clients...I know other advocacy groups
have had to pickup people who have fallen into the
cracks and have been denied servicesby Legal Aid.

A callerhas had clients who have experiencedsexual and
physical abuse of clients in community group homes and
other community facilities. When the callerphoned crisis
lines, the crisisstaff said they do not have training to deal
with clients who are mentally ill or developmentally
disabled. The callerhas also contacted the American
CancerSociety about a clientk mastectomy. The Cancer
Society said the same as the crisiscente~

Some group homes will not allow abusive behavior to be
reported to outside agencies. They consider it to be
normal behavioq therefore, do not call a crisiscente~

Thereisaclearneedtoplanforanagingpopulationwith
developmentaldisabilities,buttoalsoensurethattheyare
supportedwithrespectanddignity,andinwaysconsistent
withtheirindividualneeds.Ineachtownmeetingconcerns
aroundagingandretirementwereexpressed.

Weneedretirementstandards—aperson should choose
between training to move forward vs. simply living.
Some people have been trying to learn to brush their teeth
for decades. Oneperson rebelledand was able to leave
the system to live in a high rise by himself The man said,
“I’venever been happie~ I can go to garagesales
and chase women. ”

I
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You cannot retirefrom being retarded. Under the
guise of retirement,DHS wanted to have people

stay home so they could save money. Good senior
programming is a good idea, but sitting in the back room
of afoster home or group home isn’t. Age alone isn’ta
criterionfor retirement.Retirement doesn’tmean
stopping servicesbecausepeople will require more care,
not less care.

Our county is being told that, “Peoplein their 60s who
have lived in nursing homes for years need to move out in
order to have programming after their day program. ”
DHS talks about individualization but then directsall the
trafjlc.

Why can’telderlypeople with disabilitiesenter a nursing
home ifthatb what they need? Is there a double standard
when the generalpopulation can enter a nursing home?

We must have a retirementpolicy. Why do people still go
to work when they’repast retirementage?

Retirement isproper when it is individualized. We need
to respectchoices. Base retirementon choices,not
funding.

There is a big group coming... People with Down
Syndrome are most likely to have Alzheimerh. An area
of greatneedisagingservices(programmingand
treatment).
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Peoplewithdevelopmentaldisabilitieswhoaredeaf,
andpeoplewithepilepsywereoftenidentifiedas
groupswhoseneedsarenotbeingmet.

People with developmental disabilitieswho are deaf should
not be isolated in group homes. We need to havefire alarm
lights, training,andprofessionals who are deaf Should
there be specialgroup homes for people with
developmental disabilitieswho are deaf?

There is no foster carefor people who are deaf and have
other disabilities. We need deaf families who can be
providers.

There is a lack of communication skills within residential
and day program. Staff aren’ttrained. No one knows sign
language.

We need trainingfor all staff in allprograms to be sensitive
to people who are deaf We need to have deafprofessionals
who work in community programs.

Epilepsy is an invisible disability. Schools aren’t
responding nor providing appropriate services.

Health and life insurance are not available.

We need more programs for Native Americans, the rate of
seizures is highe~

DRS believesepilepsy is not a severe enough disabilityfor
services. Counties will notprovide casemanagement if a
person has epilepsy. What constitutes developmental
disabilitiesis the learning environment.

It is very difficult to get special education services, testing
isn’treliablebecauseof thefrequency, timing, and nature of
seizures. Subtle seizures causememory, learning,and
retentionproblems.
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10INDMDUALANDFAMILYWJPPORT
In Minnesota, individualswith disabilitiesand familieswith sons and daughters with
disabilitiesdo not receive the support, assistance, and servicesnecessary for a
quality life. Individualsand familiesexperience lack of information, waiting lists
(real and imaginary), lack of services,and inappropriate services. Where you live in
Minnesota has been described as a bigger handicap than the diagnosed disability.

Discussion:

These findingsare based on many national and state reports on family support:

1.

2.

3.

4.

5.

6.

7.

Familiesare the greatest natural resource available to their children
and are the major providers of support, care, training, and meeting
other needs of their children who require long-term care because of
a developmental disabilityand are livingat home.

Regardless of the severity of their disabilities,children need families
and enduring relationshipswith caring people in a nurturing home
environment. As with all children, children with developmental
disabilitiesneed familiesand family relationships in order to develop
to their fullestpotential.

It is in the best interest of the state to preserve, strengthen, and
maintain the family unit.

It is more cost-effectiveto provide servicesto children and adults
with developmental disabilitieslivingwith their familiesthan to
provide out-of-home placements. Failure to provide the necessary
supports to familieswith children requiring long-term care results in
admissionof children with disabilitiesto institutions,nursing homes,
or foster care settings.

Children and adults with developmental disabilitieshave personal
needs and preferences to live, to learn and grow, and to have en-
during relationships. People with developmental disabilitieshave
abilities,competencies, and dreams; they should be supported and
encouraged to pursue their personal desires.

In recognizingthe vital need for family supports, Mimesota
established a pilot family support servicesprogram in 1975.
The program has expanded since then.

There remains a meat number of familiesin Minnesota who are not
yet receivingfamily support services,or who are presently receiving
servicesbut are underserved.
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8.

9.

Family supports should be responsive to the needs of families,rather
than fitting families into existingprograms. Refinement of existing
familysupports and the design of new servicesshould increase oppor-
tunities for familiesto exercise control over the servicesand supports
they received by emphasizingconsumer empowerment and choice.

Family support projects in Minnesota which empower
familiesby encouraging them to arrange and pay for needed services,
supports, and goods have been successfulin meeting familyneeds in
an individualizedand cost-effectivemanner.

Recommendations:

1.

2.

3.

4.

Place the individualwith a disabilityand the family first in all disability
policydecisions.

Designate the individualwith a disabilityand the familyas the
customers. Ask the customer, respond to the customer, and base
decisionson the customer’sspecifications.

Reallocate resources toward individual and family support.
(See other recommendations regarding the waiver.)

Create supports and servicesthat are individuallyand family centered.
The family should identify needed supports and how those supports willbe
provided. The support must be reliable, ongoing,readily available, and
change as needed.
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2 INCREASEFUNDINGLEVELSFORCOMMUNITY
PROGRAMSTOMAINTAINQUALITYPROGRAMS

Discussion:

A national study published in 1992by Braddock and Mitchellproduced
several findings:

WAGES

● Direct care wages have consistentlybeen reported to be considerably
lower than many other occupations. There is evidence that many
direct care workers are earning a wage below the national poverty level.

. Wages for direct care workers in public institutions are generally
40-60percent higher than wages for direct care workers in private
community facilities.

. Factors contributing to the low wage level for most direct care
workers include the historicalwage differential between men and
women, a wage bias against caregivingoccupations, and limited
funding available to many private community organizations.

TURNOVER

. Direct care turnover has had a significantnegative impact on
residential facilitiesin terms of both cost and quality of care.

. Although wages were consistentlyidentified as an important
correlate of turnover, there is general agreement that other fdctors also
have an influence: benefits, facilitysize, facilityage, per diem,
client disability,staffing ratio, unemployment, and urban location.

c In 1989,the Minnesota Department of Employee Relations con-
ducted a study of day and residential facilities. The average wage
forpublicworkers($10.36)was 63.1percent higher than forprivate
workers ($6.36). The average annual rate of turnover was
13.9percent in public institutions and 47.4percent in community
facilities. Average pay, health benefits, ICF-MR certflcation, and
facilitylocation were found to be correlated with turnover rates.

In addition to these issues, several state studies have documented problems with
training provided to direct care staff. There is no career ladder in Minnesota.
Changes in competencies are not reflected in salary increases. Training does not
address fundamentals of how to teach people with disabilities. Training often
consistsof workshops offered in metropolitan areas. There are no incentives for
either providers or employees to participate in training.
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Recommendations:

1. The recruitment, selection, training, and retention of direct care
staff must be addressed at all levels. Funding must reduce the
gap between state emplpyees and community staff salaries.

2. Training must address and promote human dignity,self-
determination, and independence of people with developmental
disabilities.Training should promote state of the art, be
delivered locally,in a cost-effectivemanner, and be linked
with technical assistance,follow-up,incentives, and consequences.

3.RENEGOTIATEWAIVERS
Recommendations:

Assemble a team of knowledgeable persons within state government and outside
consultants to analyze the structure of existingplans and waiver agreements with
the federal government and to determine what changes maybe required to
accomplishfuture policy objectives. Initiate negotiations with HCFA and other
federal agencies as soon as possible for the purpose of amending the state Medicaid
plans and waiver agreements to allowthe state to accomplishthe following:

1.

2.

3.

4.

5.

6.
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Integrate sources of program and service funding to be allocated to
individualconsumers and allowthem to pay for whatever individ-
ualized servicesthey might need rather than allocating funds to
programs and trying to fit individualsinto programs, as is now the
case.

Enable SILS programs to be covered as “waivered services”
thereby eliminating the financial disincentivefor counties to place
people with developmental disabilitiesinto SILS program and/or
the incentive to place people in more restrictive and expensive
residential programs.

Enable Medicaid funds to be used for ancillarycommunity support
services (for example, temporary crisis intervention services) that
would permit a greater number of persons with developmental
disabilitiesto receive residential services in less restrictive community
settings.

Make sufficientwaivered service placements available for all
persons with developmental disabilitiesfor whom such placements are
the most appropriate residential setting.

Permit pooling or aggregation of funds from different sources
to provide service coordinators or case managers with more
flexibilityto tailor servicesto individualizedneeds.

Eliminate the incentive for counties to choose inappropriate
servicesbased on cost.



4 ARRAYOFSERVICES
Discussion:

The recent independent assessment that was made of Minnesota’sMedicaid Home
and Community Based ServicesWaiver Program suggeststhat moving actual or
potential ICF-MR residents (includingRTC residents) into home and community-
based residential programs can result in savingsas high as 50 percent, with no
diminution in the quality of care and services. But the assessment also points out
that even with the changes brought about through that program, Minnesota still
remains heavily reliant on more expensive ICF-MR residential settings in
comparison with other states. Thus, it appears that many of the persons with
developmental disabilitiesstill residing in ICFS-MRcould be served in less
restrictive community settings if certain kinds of community support programs were
more readily available. This situation needs to be addressed as soon as possible.

Recommendations:

The followingsteps are recommended:

1. summarize current assessment info&ation for the 5,000persons
with developmental disabilitiesin ICF-MR services (or a statis-
ticallysignificantsample of them) to determine how many people,
with appropriate community support, could be relocated to
waivered service,SILS or other less restrictive community-based
programs.

2. Develop a specific,time-phased plan for transition of persons
(identified in step 1) to less restrictive settings.

3. Make long-term projections for the continuing need for ICF-MR
services.

4. DHS should assistproviders in designingand offering alternative
servicesto ICFS-MR.
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5.COORDINATION
Discussion:

Currently, the service systemfor persons with developmental disabilitiesinvolvesat
least four levels of government (federal, state, county, and school district). Without
even counting the criminaljustice and corrections systems,programs, and services
for that population faIIwithin the reahn of eight state departments or independent
agencies,namely: the Department of Human Services (virtually all programs and
components); the Department of Education (special education programs,vocational
programs, etc.); the Department of Jobs and Training (SS1eligibilitydetermin-
ations, vocational rehabilitation programs); the Department of Transportation
(special transportation); the Department of Administration (Governor’s Planning
Council on Developmental Disabilities and assistivetechnologyprograms); the
Minnesota Council on Disability (broad mandate to provide advice to the state and
assistanceto consumers with any kind of disability);and the Ombudsman for
Mental Health and Mental Retardation (advocacy,consumer assistance, and system
oversight).

Every state agency involvedwith people with developmental disabilitiestends to
focus only on the programs and serviceswhich fall within its jurisdiction and maybe
obliviousof or reluctant to address problems and issuesthat involveother state
agencies.For example, supported employment, transition from school to adult life,
and training of direct care staff all have interagency implicationsand require
coordination. Although, when an independent agency,the Minnesota Planning
Agency may have had its flaws and limitations, it did serve the purpose of address-
ing some policies,issues, and problems with interagency implications. With its
demise, the state seems to have lost much of its capacity for effective interagency
coordination.

Recommendations:

Restructure the Executive Branch so that:

1. The state is able to develop, implement, and enforce comprehensive
and unified policieson matters relating to persons with developmental
disabilities.

2 Systemicpolicy issues (such as supported employment, transition,
or training) that involvemultiple state agencies are promptly
brought to the attention of the Governor’s Office where they can
be addressed in a unified and comprehensive fashion.

3. Interagency cooperation and coordination on policiesand issues
that cross agency lines can be monitored, facilitated, and, if
necessary, enforced.

4. Disability issuesare linked to the Health and Human ServicesCabinet
Cluster. For example, the Cabinet should be expanded to include the
Department of Jobs and Training and the Department of Administration.

5. These recommendationsare coordinated with the CORE Commission
recommendations related to restructuring the Executive Branch.

6. Within DHS there is internal, centralized coordination of functions
related to developmental disabilitiesin order to be user friendly.
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60INDIVIDUALSERVICECOORDINATION
(ALSOKNOWNASCASEMANAGEMENT)

Recommendations:

Provide individualswith developmental disabilitiesand their family members with a
single,continuous point of contact with the servicessystem (service coordinator)
where all of these individual threads are woven together into a seamlessplan that is
continuouslyresponsive to individualneeds. To accomplishthis, other actions,
includingthe following,need to be taken:

1.

2.

3.

Uni@ ServicesCoordination: Currently, individualswith develop-
mental disabilitiesmay have multiple service coordinators at the
school district, county, and state levels for different purposes and
kinds of services. Tying all of these multiple threads together into
relatively simplepackages for consumers is the responsibilityof
multiple government levels.

Reallocate More Resources into ServiceCoordination: Currently,
the average county case worker is responsible for the service coor-
dination of 50 to 60 people with developmental disabilities. In
specificinstances, the ratio is even worse. We recommend an
average ratio of no more than 30 to 1. If one were contemplating
a more unified systemwhere the case worker was responsible for
pulling numerous threads together, the ratio might have to be even
lower. Unification of service coordination responsibilityfrom
multiple agencies into a singleagency might make resources avail-
able to bring the ratios down. For example, the recent independ-
ent assessmentof Minnesota’sMedicaid Home and Community
Based ServicesWaiver Program suggeststhat usingwaivered
servicesas an alternative to RTC and private ICF-MR placement
yielded an estimated net savingsof $29.3million federal and state
dollars from 1987through 1991. Sinceeffective service coordi-
nation is essential to being able to deliver lower-cost and more
individualizedresidential services,some of the savingscould and
should be redirected into service coordination.

Create a Service Coordination Systemwith Some Quality Assur-
ance Controls: There is currently no effective systemfor assuring
and controlling the quality of service coordination services
provided to individuals.

One way of approaching this problem is through a voucher
systemthat would permit consumers to choose their own
service coordinators. In our economic system,competition
usually tends to drive quality up and costs down. But com-
petition alone may not do the job.

There needs to be some form of continuing and independent
quality assurance review of servicecoordination. One
approach is to empower an appropriate agency to conduct
periodic quality assurance reviewsof a statisticallysignif-
icant sample of service coordinator’s work in each county.
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8,QUALITYASSURANCEFUNCTIONS
Discussion:

There are inherent problems and conflictsof interests associated with having quality
assurance functions (i.e., licensing,survey, complaint investigationand enforcement,
quality assurance review, etc.) housed in the same agency that develops,
administers, and funds the programs and serviceswhose quality is being assessed.
First, there are conflictscaused by pride of ownership-that is, a singledepartment
can be expected to be reluctant to embarrass itself by emphasizingactivitiesthat are
essentiallydesigned to reveal shortcomingsin program development,
implementation, and administration. Second, related to pride of ownership is the
tendency toward collegiality. In other words, it is difficultfor one group of
employees within a department to take actions that reflect adversely on other
employees of the same department. Third, when funding and quality assurance are
housed in the same department and come into conflict, as they naturally can be
expected to do on occasion,resolution of those conflictsfrequently involves
significantpolicychoices. When those choicesare made internally within an agency
and not in a context that is “in plain view,”policy is effectivelybeing made—
frequently without the knowledge of the commissioneror other senior agency staff.

Because of the current fragmentation of quality assurance functions relating to
health and human servicesprograms, redundancies and gaps in service occur.
A prime example is the Vulnerable Adult Act, Minn. Stat. 626.557,under which
local law enforcement, county socialservice agencies, and state licensingagencies
concurrently share responsibilityfor investigatingand taking action on instances of
abuse or neglect of vulnerable adults. Because of the redundancy built into the Act
and because an incident may bring multiple program and professional licensure
agencies into play, it is not uncommon for half a dozen different agencies to conduct
separate vulnerable adult investigationsof a singleincident and arrive at conflicting
conclusionsand results.

Because of continuing changes in the marketplace, many kinds of new and
innovative programs relating to health care and human services require multiple
licensure from multiple agencies. There are quality assurance considerationswhich
all licensed programs share in common, such as fire protection, other life safety
considerations, etc. It would seem that a more effective and less costlyapproach
would be to unify all licensure programs, impose “core” requirements on all of
them, and handle program differences through application of different licensure
modules.

There is also the problem of proliferating health and human servicesprofessional
licensingboards which have proven to have only limited efficacyin developing and
enforcing standards of practice. At last count, there were at least ten independent
state agenciesperforming those functions, each with separate staffs,overhead
expenses and usuallymeager investigatory resources. Although all have de jure
responsibilitiesto conduct vulnerable adult investigationsinvolvingthe professions
they license,none have ever really assumed that responsibility,thereby creating a
de facto gap in the Act’s coverage. Bringing them under a singleumbrella with
program quality assurance functionscould produce a continuity in quality assurance
activitiesthat the state has never been able to achieve. Moreover, there would
almost invariably be savingsassociated with pooled officeoverhead, staff, and
investigatory resources, not to mention savingsassociated with conductingsingle,
rather than multiple, investigations.
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Finally, all of the quality assurance activitiesmentioned above are functionally
similar, if not identical. The only differences relate to the subject matter of
licensure. As things now stand, expertise in subject matter must be duplicated
internally in agencies that have both program and licensingresponsibilities. It is
unlikely that much, if anything,would be lost by duplicating that expertise in two
different state agencies. For example, in connection with current long-term care
programs, the responsibilityfor program and funding resides in DHS while the
responsibilityfor quality assurance resides in MDH, and that divisionof
responsibilityseems to work well and has the added benefit of containing some
checks and balances which do not now exist in many in many programs and services
for people with developmental disabilities.

Consolidate health and human servicesquality assurance functions.

90PLANNINGDATA

Comparing incidence rates available from the Department of Health with the
number of people with developmental disabilitiescurrently being served by school
and social service systems,it appears that there maybe a significantnumber of
people with developmental disabilitieswho are not currently receiving any support
services. We do not know how many of these individualsmay have disabilitiesso
mild that they do not need servicesor how many are simplyunserved or
undersexed. Additionally, the data bases currently being maintained on the
population with developmental disabilitiesby various state agencies and units of
local government are not all compatible, and information cannot be collated and
shared easily. For example, we do not currently have accurate and precise
information on the relative needs and dependencies of children with developmental
disabilitiesin the school system;if we had better information of that kind, it would
be much easier to project future demand for serviceswithin the social service
system.

In connection with a recent study, the Department of Administration’s Management
AnalysisDivision spent thousands of hours manually collating, integrating, and
interpreting data on total public expenditures for people with developmental
disabilitiesfor 1990. It would be extremely helpful to planners and policymakers if
information such as that could be generated by computer rather than by manual
analysisand be available annually.
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Recommendations:

To engage in intelligent planning, the state needs a uniform and relatively accurate
dat~bse of information on the demographics and needs of people with
developmental disabilities,as well as up-to-date data on how public funds are being
used to serve that population. The followingsteps are recommended:

1.

2.

3.

4.

5.

6.

7.

8.

Determine exactlywhat information about the state’s population of
people with developmental disabilitiesis required for all state agencies
to formulate relatively accurate and comprehensive service
plans for the future.

Determine exactlywhat information is currently available from
state agencies, counties, school districts, etc., and the various
formats of that information.

Determine what information gaps currently exist that may impede
the state’s ability to plan for serviceson a statewide basis.

Redesign the data systemsnow being used by state agencies,
counties, and school districts to collect better and more complete
information on the demographics and needs of the state’s population
with developmental disabilitiesso that pertinent data can be
collated and shared for planning purposes.

Require counties to maintain accurate waiting lists of persons
with developmental disabilitieswho have applied for servicesbut
who have not yet been provided with those services. Waiting lists
should indicate why serviceshave not yet been provided.

The demographic and needs information currently available on the
state’spopulation with developmental disabilitiesshould be
supplemented with statistical surveysor sampling designed to provide
the state with information about those persons with developmental
disabilitieswho are not currently receiving servicesso that policy-
makers and planners have a better indication of the potential
future demand for servicesand the kinds of servicesthat maybe
required.

Redesign the data systemsnow being used by state agencies,
counties, and school districts to enable the tracking of all public
expenditures across agency lines on an annual basis to determine with a
reasonabledegreeofspecificitywheremoneyisflowing
and being spent.

Address any data practices issuesthat may arise as a result of
integrating data bases. It would appear that in most cases,only data
in the aggregate are needed for policy formulation and planning
purposes so designinga systemthat only permits sharing data
in the aggregate maybe one approach to minimizingdata practices
issues.
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10,GUARDIANSHIP
Discussion:

There are approximately 5,600Mimesotans, all of whom have developmental disa-
bilities,who are being represented by public guardians as “wards of the state.”
Currently, county social serviceworkers are functioningas public guardians under
the overall direction of a state guardianship office,which is part of the Department
of Human Services.

Among the problems which public guardianship poses for the state, the most serious
is the potential for conflictsof interest within the governmental agenciesthat
provide and supervise guardianship services. Both DHS and counties have
programmatic and funding responsibilitiesand therefore are responsible to the
public for the cost of treatment, care, and services. On the other hand, a public
guardian is not simplya representative of a consumer; in law, the guardian is the
consumer. As long as guardians and program managers.serve the same master and
draw their paychecks from the agencies that plan and fund programs, there is an
inherent conflictof interest and danger that service decisionswillbe dictated more
by the cost of servicesthan by what is in the individualconsumer’sbest interests.

Recommendation:

Transfer the overall responsibilityof the Department of Human Servicesto oversee
public guardianship and the specificresponsibilitiesof counties to act as public
guardians to either a separate and independent state guardianship office or at least
to another state agency where there is relatively little potential for conflictof
interest.
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