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PREFACE

The topic of this guide book, consunmer-owned housing, is a relatively new
area of endeavor in human services. Little has been witten about it, and
the information that exists is fragmented. This book attenpts to organize

and summari ze sone of the current infornmation on the topic.

This guide book is directed primarily to parents and has been witten with
their needs and concerns in nmind. Professionals in the fields of law, rea
estate, and human services may also find it useful as an introduction. For
those interested in | earning nore about the concept, this book provides
basic information. For those who have made the decision to make alternative
housi ng arrangenents for their sons and daughters, this book is intended as

a guide to the appropriate resources and sources of additional infornmation.

The information presented has been gathered from parents and professionals
who have been invol ved in devel opi ng these housing options both within and
outside the state. Oher information has been gathered froma group of

vol unteers who are professionally involved in |aw, human service provision,
real estate, case managenent and advocacy. The information is not exhausti -
ve; the reader is encouraged to build his/her own base of information, using

this book as a starting point.
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NEW HOUSI NG OPTI ONS FOR
PEOPLE W TH MENTAL RETARDATI ON OR RELATED CONDI Tl ONS
A GUI DE BOCK

| NTRODUCT! ON

In the past two decades, people with nental retardation or related con-

diti ons have nmade great strides in fuller participation in our society. They
have been making a place for thenselves in the comunity, after being
largely confined to large, isolated institutions. This confinenent resulted
in part fromfunding policies which tied the receipt of services to resi-

dence in an institutional setting

Lately, through the ardent efforts of parents and advocates, changes have
been made in funding policy which allow persons with nental retardation or
related conditions to receive services in the community in smaller, nore
natural settings. The recently inplenented Title XI X Hone and Community
Based Wi ver program now all ows states to purchase community services with a
portion of their Medicaid funds, which fornerly all went to institutional-
based service. |In Mnnesota, the Sem -1 ndependent Living Skills (SILS)
programis directed toward enabling persons with nental retardation and
related conditions to |l eave nore restrictive settings and receive services
in their own apartnments or hones, in famlial homes or in small group set-
tings. Both the waiver and SILS represent attenpts to break the traditiona
bond between services and place of residence which has kept nmany persons
with nmental retardation or related conditions fromliving nore meani ngful

and productive lives in the conmunity.

The evolution of funding policy has greatly broadened the range of housing

options available to people who are nentally retarded or have rel ated con-



ditions. In many places in the nation, "creative" packagi ng of program ser
vi ces and housi ng fundi ng has made the dream of typical conmunity living a
reality. Parents, case nmanagers and ot hers have conbi ned exi sting services
and funding strategies in non-traditional ways to create stable |iving

situations in settings nore closely resenbling those of other people, where
the resident receives an effective conplement of services individualized to

hi s or her needs. .

The potential range of housing ownership options available to persons who
are nentally retarded or have related conditions is as wi de as the range
avail abl e to anyone else. It includes single-famly houses, duplexes, con-
dom ni ums and housi ng cooperatives. |In sonme cases, individuals with nental
retardation live with others with mental retardation; in others, they live
in mxed, integrated households. Sone |ive alone, others receive
supervision fromlicensed foster care providers, nmental retardation pro-

fessionals or other qualified persons.

Sonme advant ages experienced by those who now live in housing arranged for

through these non-traditional arrangenents include

Least-restrictive living environment: Home ownership options
all ow persons with mental retardation and their

par ent s/ guardi an greater choice in selecting the living
arrangenment which is nost appropriate to their needs, yet

| east restrictive to increased self-reliance.

Per manency: The risk of being "placed” by an agency, or

ot herwi se forced to change residences, is reduced. Those who
live in their own homes have greater freedomto choose their
service providers, unlike persons living in residences owned
by service providers.

Integration: Persons with nental retardation and rel ated
conditions who control their own housing have greater choice
in whomthey live with and near

Location: People who purchase their own hones can choose
where they live, and not have their service provider choose
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for them They can live where it is nbst convenient to
their jobs, famlies, friends, services, etc.

° Freedom People who live in honmes they own can nmeke their
own rules. The basic privacy needs shared by all hunman
bei ngs are nore easily nmet in one's own hone.

Norrmal i zati on: Home ownership is a desired objective for
many Anericans. Home ownership for persons with nental
retardation or related conditions extends the principal of
normalization fromthe social environnent to the economc
envi ronnent .

Equity: VWhile sonme argue that real estate has [ost sonme of
its appeal as an investnent in recent years, a careful
purchase and long-termmonitoring can still yield an equity
build up, increasing the owner's financial resources.

Phi | osophy

The consumer-owned housi ng nmovenent in general, and this guidebook in par-
ticular, have at their roots a particul ar philosophy that is shared by many
persons with mental retardation or related conditions, parents, advocates
and professionals. This philosophy has been well-articulated by Syracuse

University's Center on Human Policy in the follow ng excerpt:

VWhen we exani ne what we have learned fromthe field and try to
identify the crucial elements in community services for people
with the nost severe disabilities, the only "nmodel" which nmakes
any sense is one which rejects the |ogic of adopting a nodel.
The only approach that really seems to work is one which truly
focuses on the individual and not on the facility or a
predeterm ned nodel. For want of a better term we are calling
this a nonfacility-based approach to services, sinply because
we consistently found that the best community services are
trying to get out of the real estate business and concentrate
their energies on supporting individuads .

Life in the community for people with disabilities is often
built around pl aces designed especially for them around group
homes and ot her residences, around sheltered workshops and day
activity centers. Throughout this country, we often build the
pl aces, design the prograns, and then try to fit the people
into the services. W then help people to overcone the
barriers inposed by the segregated settings.

At nmore and nore places throughout the country, people are
using a different approach to supporting people with disabi-



lities in the community. This approach is designed around
peopl e, not around buildings or places. In a nonfacility-
based approach, you start first with the person, their
strengths, and their needs. Then you look, with the person
and/or their famly, at where and with whomthey would like to
live. Then you build in the other supports that the person
with a disability and/or their fanmily may need. These include
a job, education, or nedical and behavi oral supports. I|Instead
of fitting people into prograns, the supports are devel oped
around t he needs of the individuals wherever they may live or
wor k. I nstead of designing segregated places and then hel ping
people to integrate into the community, we start with the
person in typical homes and regul ar workplaces and build in
the supports that they need

This type of approach does not assume that one "prepares"” to
live in the community; you start in the conmunity and build in
the supports. One does not get ready for living one's life;
one sinply lives it. As the needs of the person change, the
anount and type of supports they receive change. The person
does not need to nove to a new setting to obtain nore
supports; the supports are added to their hone. A person does
not need to nove to a new place because they learned to do
nore things; the support in their current hone can be
adjusted. In a nonfacility-based approach to services, we
nove our funds from supporting buildings to supporting the
services that people need, wherever they nay need them

O course, people with severe disabilities have sone "special"
needs. For exanple, a family with a child who is |abeled
"medically fragile,"” or an adult who presents a |ot of
chal I engi ng behavi ors, need sonme additional supports. But,
first and forenost, people with disabilities have the sane
needs as ot her people: for a home, for warmrel ati onshi ps
with ot her people, and for a chance to give as well as
receive. Oten, in our attenpts to neet the "special" needs
of people, we have forgotten their basic human needs.

So, the nonfacility-based approach calls for |ooking first at
the basic demands of life in the community, and then adding
in the supports. W need to stop building special places for
people with disabilities, and start instead with famlies and
homes, existing industries and busi nesses, and with the
recreational, educational, and other services we all use.

J. Racino and J. Knoll, "Life in the Conmunity: Developing Non-facility
Based Services," from TASH Newsl etter, Septenber 1986, page 6.




How to Use Thi s Gui de Book

The purpose of this guide book is to outline some of the options avail able
to those interested in designing a less restrictive |living environnment for
someone who has nental retardation or a related condition. The major con-
siderations are outlined, as well as some of the program and fundi ng
options. Exanples of actual cases are presented to illustrate how these

packages can be created.

At the tinme of this witing, the concept of consumer-owned housing is rela-
tively newin the field of nental retardation, and has only recently begun
to be explored and devel oped in the state of Mnnesota. |In other states and
i n Canada, consumrer-owned housing is nore conmon and new ground i s broken
daily. The information contained in this guide book is an overview of the
current know edge avail able, but the reader is encouraged to keep abreast of
new devel opnents. For this reason, and in recognition of the fact that each
person's needs are unique, this guide book has not been designed as a
"cookbook" with explicit nmodels and instructions. Instead, it is hoped that
the reader will be inspired to do sone creative thinking in designing the

nmost effective program for the individual involved.



CREATI NG A PLAN

The success of consuner-owned housing arrangenents rests heavily on good

pl anning. There is no substitute for it. Parents who wish to devel op these
arrangenents should identify and consider all of the options avail abl e,
using this guide book as a start. Further identification of options should
be nade by consulting |ocal experts, officials, and agencies in the areas
concerned. Parents are encouraged to work closely with their case nmmnagers
i n devel opi ng plans. Approval of the county is crucial to receiving many of
the supportive services and prograns necessary for adults with nmental retar-

dation to live in their own hones.

Because the concept is new, parents should not expect everyone whom t hey
consult, including their case manager, to be know edgeabl e, or even suppor-
tive of consumner-owned housing. Parents nust have a clear vision of what
they want and be prepared to educate the experts to help them nake their

vision a reality.

El enrents of an Effective Plan

Ef fective plans for persons with nmental retardation or related conditions to

live successfully in their own hones contain the follow ng el enents:

The plan is built solely around the needs and desires of the

person(s) who will reside in the hone. All supports needed
are provided for, including program services and those rel ated
to the upkeep of a residence. The person who will benefit

fromthe plan is involved in its devel opment to the greatest
extent possible, and his/her choices of |ocation, structure,
housemates (if any) are honored

The plan is based on a realistic assessnment of current and
potential resources available to the person, including incone,
support systens (formal and informal) and program services and
their funding streans.



° The plan has been devel oped with the involvenent of experts in
all of the areas enconpassed by the plan, including nenta
retardation professionals, real estate brokers, |awers,
parents, siblings, other relatives, friends and county case
nanagers.

° The el ements of the plan are coordinated: the programmatic
aspects are integrated and the effects of resources on
programeligibility are taken into account.

° The plan is flexible, to neet the changing needs of the
resident. In addition to service provision and housing
paynents, day-to-day |living expenses and responsibilities are
al so planned for, such as paynment of bills, tax liability,

i nsurance coverage, building upkeep, unexpected |osses, etc.

° The plan has long-termdurability: «crystal balls aren't
avail abl e, but attenpts should be made to foresee the basic
needs of the person for the renminder of his/her life.

° Opportunities for comrunity integration are provi ded
Pl aci ng persons with nmental retardation outside the
institutional walls does not autonatically guarantee
opportunities for contacts w th non-handi capped peers.
In some communities, |arge scal e housi ng devel opnents
desi gned solely for persons with mental retardation
function as ghettos, confining people as effectively as
wal I's. In planning for consumner-owned housing
arrangenments, efforts should be nmade to assure
i ntegration opportunities through such elenments as
| ocation, choice of housemates and nei ghbors and access
to integrated work, recreational and other prograns.

Those who pl an consumer-owned housing arrangenents are likely to find that
one or nore of the conponents necessary to achieve the desired results are
unavail abl e, or do not nmesh with the other conmponents of the plan. It is
in these instances where creativity, ingenuity and persistence are called
for. In many situations, the "systenf isn't ready to accomvpdate the need,
whether it is an affordable nmortgage, an appropriate service program or

ineligibility for a funding stream Achieving systens change i s npst

effectively done through group effort. Parents devel oping plans are



encouraged to formnetworks with parents with simlar interests, and work
wi th established advocacy groups, such as the Association for Retarded
Citizens, in changing the systemto neet the needs of their sons and

daught ers.



MAKI NG HOUSI NG ARRANGEMENTS

As enphasi zed above, the residential and program service needs of persons
with mental retardation or related conditions vary widely. There is no one
approach which could or should be enployed for all individuals. However,
there are sone considerations common to all situations which need to be
addressed in planning strategies. Here are some of the basic con-

siderations, with the nmjor options discussed.

Who should own the hone?

The choice of |egal owner(s) of the dwelling may have considerable inplica-
tions for the person with mental retardation or a related condition's eligi-
bility for needed funding. Careful consideration should be given in

sel ecting the appropriate party to purchase and own the dwelling after

reviewing the eligibility requirenments of the progranms and services which

the resident will use to support hinf herself.
a. Tenant - owned
Advant ages: *Normalized lifestyle *Pride of

ownership *Control over I|iving
envi ronment *Equity
Di sadvant ages: *Possible difficulty in comng up with down-
paymnent .

*Potential for becom ng overwhel ned with respon-
sibilities of hone ownership.

b. Par ent - owned.
Advant ages: *Pronptes parents taking a nore active role in the
care of their son or daughter with nental retar-
dation .

*Parents have greater potential for making a down-
payment .



*The new tax |law may provide tax credits to parents
who invest in real estate to benefit their sons or
daughters with nental retardation

Di sadvantages: *Potential tax liability in the future.
*Less control by the consuner.

*Extra work for the parents.

Trust-owned. (Omership is assigned to a "living trust,"” set up
by the parents.)

Advant ages: *Parents can set aside and protect a portion of
their assets for the benefit of their son or
daught er who has nental retardation or a related
condition, while maintaining their eligibility for
gover nment al prograns.

Di sadvant ages: *Laws affecting trusts nmay change over tine.
*Legal expenses of setting up and nmaintaining the trust.

Cor por ati on-owned (Parents and ot hers, including other parents,
set up a corporation to purchase, own and maintain the housing.)

Advant ages: *Potentially the nost durable instrunent.
*The owners can limt their liability.
Di sadvantages: *Loss of parent control to board of directors.

*Red tape and | egal expenses of setting up the
corporation-Partnershi ps (Parents conbine

resources with other parents to purchase the dwelling.)

Advant ages: *Conbi ned resources yield greater purchasing power.

Di sadvant ages: *Upon the exit of a partner, the renmining part-
ners may be left with a substantially increased
financial burden.

Shared equity (the tenant nakes purchase with another party [e.g.
parent, friend, housemate, investor], and gradually buys out the
ot her party over tine.)

Advant ages: *Conbi ned resources yields greater purchasing power.

*Allows full responsibility of ownership to be
achi eved gradual ly.

Di sadvantages: *Control of property by resident is sonmewhat dinin-
i shed .
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VWi ch type of physical structure of the housing will best neet the
i ndividual's needs?

Consi deration of physical structure is largely a matter of preference and
avail ability of financial resources. For persons who are nentally retarded
t hough, other factors are also inmportant, such as opportunities for integra-
tion with non-handi capped persons, proxinmity to services and accessibility

for those who al so have physical disabilities.

a. Housi ng Cooperatives: A housing cooperative is a group of people orga-
ni zed for the purpose of owning, building, or rehabilitating housing
for its menmbers. The group legally incorporates itself and all pro-
perty is owned by the coop, as provided for in its articles of incor-
poration and byl aws. A nenber (sharehol der) does not own his/her own
dwel l'ing unit; he/she owns a nenbership certificate which entitles
hi mMher to occupy a dwelling unit and to have a vote in the operation
of the corporation. All decisions affecting the coop are made in a

denocratic manner. (For further information, see Appendix A.)

Advant ages: *Opportunity for ownership with little noney down.

*QOpportunities for social interaction and integration
can be provided by reserving one portion of shares to
be sold only to persons with nmental retardation or
rel ated conditions and another portion to be sold only
to non-di sabl ed persons.

*Costs of upkeep are shared

Di sadvant ages: *Less individual control over property.

*Tax advantage of hone ownership is lost, since a coop
share is classified for tax purposes as persona
property, rather than real property. (However, for
Medi cal Assistance eligibility purposes, a share of a
co-op in which an applicant |ives would probably be
consi dered exenpt personal property.)

*A sharehol der can be "voted out" of his/her co-op by
hi s/ her fell ow sharehol ders.

*A certain anount of privacy is foregone.

-11-



*In "limted equity" coops (see Appendi x A ) nenbers do
not realize benefits fromany increase in the property's
val ue.

Condomi niums. Condom niuns are sinmlar to housing coops in that

several househol ds occupy one property, and each dweller owns equity in
the property. They differ in that each housing unit is owned solely by
its occupant (or his/her landlord), and units can be bought and sold with
fewer restrictions. The |and under condomi niunms is generally owned by
sonmeone other than the residents, whereas nost coops are on |and owned
by the sharehol ders. Upkeep on condonmi niuns' building exteriors and

grounds is paid for and arranged by an organi zation of the devel opnents’

i ndi vi dual owners.

Advant ages: *Owers have nore individual control over their
dwel l'i ngs than do coop nenbers.

AOpportunities for social integration are increased
through cl oser proximty of neighbors and par-
ticipation in the owner's association.

*Pur chase can be nade with | ess noney down than npst
single fam |y dwellings.

Di sadvant ages: *Opportunities for privacy are | essened, conpared
to single famly dwellings.

*Owner faces greater responsibility for interior
upkeep, conpared to coops.

*" Bl anket nortgages" are used in financing condom ni uns:
if alien is brought against the property, all owners
in the devel opment share the burden

Single-famly dwellings.

Advant ages: *W de range of |ocations, styles and structures is
avai |l abl e.

*Privacy is maxim zed.
Di sadvant ages: *Greater responsibility for upkeep

*Easier to beconme socially isolated.

-12-



*Hi gher purchase and upkeep costs.
d. Dupl exes and other mnultiple dwellings.

Advant ages: *OQther unit in structure can be rented to a person

responsi ble for providing support to the person with
mental retardation or a related condition

*Rental inconme fromother units will offset sone
costs of ownership.

Di sadvant ages: *Responsibility for upkeep, both owner's and ot her
tenants' units, nust be provided for

*Rel atively high costs of purchase and upkeep.

*Usual ly, all units must be occupied to nake
nort gage paynents.

VWho shall live in the dwelling?

Persons who have nental retardation or related conditions are living suc-
cessfully in their own honmes al one, with non-handi capped housemates, with
handi capped housenmates, and with paid persons who provide various |evels of
support. Personal preference is again an inportant factor in nmaking a
choi ce, but many persons who have nental retardation or related conditions
have speci al needs which nust be met with live—n assistance. Such
assistance is being provided currently to several Mnnesotans in a variety

of ways. Sone exanpl es include:

° A man handi capped by a cl osed-head injury shares a house with a
non- handi capped man. Each has his own room while the rest of
the house is shared equally. The non-handi capped nman assi sts
his housemate with daily living skills, and their relationship
coul d be described as friendly.

° Four men share a two story house. Two nmen having nental retar-
dation and nmental illness share the first floor, while the
second floor is shared by a man with nmental retardation and a
non- handi capped man. The non-handi capped nman provi des the sup-
port needed by his housemates by being in the house overnight,
and occasi onal other tines.

° A young wormen with nental retardation has gotten the assistance
she needs by nmoving in an apartnment with two non-handi capped

-13-



wonen. The woman with nental retardati on has devel oped a peer
relationship with her roommates, and has been included in famly
activities as well as activities with other friends.

° Two wonen who have been friends for many years recently
purchased a condoni num together. One wonan has physical dis-
abilities, and the other worman has epil epsy. They provide each
other with the assistance they need to |ive independently.

How can integration be achi eved?

Integration is an inportant consideration in the selection of housenates, as
well as in the selection of the | ocation of the residence. John OBrien, in
hi s nmonograph "The Principle of Normalization: A Foundation for Effective
Services" (Georgia Advocacy O fice: Atlanta, 1980), outlines ways prograns
can be structured for persons with nental retardation to overcome physical and
social isolation. He states that people should be served "in a place which
makes it easy for people to get to and use a variety of valued resources (and)

to maintain contact with his/her fam |y and home community."

Furthernore, O Brien asserts that full comunity menbership requires that
peopl e be active participants in a variety of individual and group rela-
tionships. Persons whose capacity for conmunication and nobility is linited,
he adds, can and need to be part of a network of relationships with val ued
people. Some guidelines which promote full comunity nmenbership include:

° Programtine should all ow opportunities for individual and
smal | group participation in conmunity events and activities
such as entertai nment, religious services, etc.

° People should not spend their days in the sane area they calL
home: except when individual needs dictate otherw se, work or
school should take place in conmunity settings.

° People should learn to use generic health care and other ser-

vices. The m ni mum anpunt of services consistent with indivi-
dual needs should be provided within the walls of the hone.

-14-



° The program nmakes sone social participation a reality,
regardl ess of the person's current ability. Social participation
is not an all or none possibility, available only to those who
"earn" it.

How wi I | the housing be financed?

For some housing choices, this is not an issue: buying into an existing
housi ng cooperative doesn't require getting a nortgage. The prospective
resident pays an initial fee to join the coop, then makes nonthly paynents
as long as he/she is a menber. Wth other ownership alternatives though
securing a nortgage is alnmost a certainty. Good sources of information on
fi nanci ng options are nortgage bankers, licensed real estate brokers and

attorneys who specialize in real estate.

Conventional nortgages avail able through a | ocal |ender are probably the
first option to consider. A bank's willingness to |oan funds if, of course,
dependent on its internal lending policies. |It's inmportant to note,
however, that certain external standards may al so have a definite inmpact on
the nortgages a bank will approve. These external standards come fromtwo

basi ¢ sources:

- national prograns that insure |oans against default—the Federa

Housi ng Admini stration (FHA) programis a good exanpl e;

- national prograns that actually purchase nortgage from |l enders (so
the banks can | oan out these recycled funds again), then pool these

nmort gages for sale as a type of investnent security.

If a lender participates in either or both these types of prograns, nortgage
Il ending activities may be predonminantly tailored to serve applicants who

readily neet these external criteria.
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A second funding option to consider are resources avail able through state

and | ocal public agencies, such as the M nnesota Housi ng Fi nance Agency and
| ocal housing and redevel opment authorities. These public agencies secure
funding for various types of housing prograns by selling bonds in the

nati onal investnment market. The standards of what investors will conven-

tionally buy in this market sets certain limts on the funds these agencies
can raise, which ultimately affects the types of nortgages they can nake

avai |l abl e.

Since these agencies are, in effect, a type of bank, their internal |ending
policies also have an inpact on the nortgages they will accept. Additionally,
the recent tax reform coupled with Congressional and IRS actions in the

| ast few years, have greatly restricted the total anount of public bonds

that can be raised within each state, and greatly restricted the borrowers
and properties that may qualify for a nortgage. All of these factors
definitely limt the ready availability of these funds for innovative housing

options.

VWhere will the down payment cone fronf

Many persons with mental retardation do not have the personal financial
resources necessary to meke a down paynent to obtain their own housing. Sone
may have parents or other fanm |y nmenbers who are able to provide the funds.
Parents who do not have the cash on hand whose own hones are paid for may

wi sh to consider a hone equity | oan as a nmeans of raising the down paynent.

A honme equity loan is secured through the use of the honeowner's house as

col |l ateral

Anot her source of downpaynent is gifts fromrelatives or other benefactors

-16-



such as the famly's church or synagogue. Groups of parents in the sane
community interested in securing housing for their sons and daughters with
mental retardation or related conditions may wi sh to consider approaching
churches, service clubs and benevol ent and charitabl e organizations with the
i dea of creating funding pools to make downpaynents avail able. Such pools
could al so be created by grants from corporate and conmmunity foundati ons.
Local advocacy organi zations can provi de gui dance and assi stance in

approachi ng foundati ons.

How wi || day-to-day |iving expenses be net?

A dependabl e source of incone to neet nortgage, upkeep, co-op dues, food,
cl ot hing, and other such living expenses is needed to assure the stability
of the living environment. Some of the mgjor sources used by adults who

have nental retardation and are living in their own homes are:

a. Suppl ement al Security Income (SSI) and M nnesota Suppl enental Aid
(MSA). SSI, a federal programof the Social Security Admnistration
and MSA, a state-funded program provide nonthly paynments to qualifying
persons for food, shelter, utilities, personal needs and other basic
necessities. MSA paynments suppl ement SSI paynents for those whose SSI
grant is below state standards. Currently, $340 is the naxi num SSI
grant. The anount of MSA suppl enment varies by the recipient's cir-
cunstances and by county. In "congregate" settings, where two or nore
recipients live together, "negotiated rate" paynents up to $860 per
person can be made under certain circunstances. The county of resi-
dence determ nes the actual anount of the grant. SSI/MSA are applied

for at the county social services office.
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It is inmportant to note that SSI and MSA grants are used for |iving

expenses only, not for program services. Funding for program services

is provided through other channels, which are outlined in the next

chapter.

Social Security Disability Insurance (SSDI). SSDI is a social
i nsurance program (as contrasted to SSI, which is a social entitlenent
program admninistered by the federal Social Security Administration. It

provi des financial assistance to eligible persons who are di sabl ed.

Persons with severe disabilities nmay qualify for "childhood disability
benefits" under this programafter they reach their 18th birthday, if
they are the son or daughter of a worker entitled to Social Security
retirement benefits or disability benefits, or of an insured worker who
has died. |In some cases, persons can qualify on the record of a

gr andpar ent.

To be eligible for childhood disability benefits, a person must neet
the following definition: "'Disability "...(is) the existence of a

medi cal | y det erm nabl e physical or nmental inpairment or inpairnments
expected to result in death or which have |asted, or can be expected to
|l ast for a continuous period of not less than 12 nonths, and of a |eve
deemed sufficient to prevent an individual fromengaging in any gainfu
activity.” This disability nust have had its onset before the age of

22 years.

Benefits are paid on a nonthly basis to the beneficiary directly, by
direct deposit to an organization, such as a bank, credit union or

trust, or to a representative payee. The benefit anpunt is determn ned
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by the anount paid in by the insured worker. Application is nmade

t hrough | ocal Social Security Administration offices.

cC. Ceneral Assistance (GA). General Assistance is a state-funded program
whi ch provides cash aid to all persons not eligible for other federa
and state financial assistance prograns and who | ack the cash needed to
secure food, shelter, and other basic necessities. To qualify, a
singl e person nust have a nonthly cash income of |ess than $203 (can be
hi gher if sonme of this income is earned). Personal property and cash
assets nmust be less than $1,000, but the house and its furnishings, as
well as clothing, are not counted. At the tine of this witing, $203
per nmonth is the maxi num paynent to a single person, although sone
counti es have a higher maximum |In enmergency situations, paynents
hi gher than the maxi mum can be made. General Assistance can be applied

for at the county social services office.

d.
Food Stanps. The federal food stanp program makes food available to

| ower income persons at reduced prices. Persons may get food stanps if
they: (a) meet programincome guidelines, and (b) provide or apply for
a Social Security number. Food stanps can be used to purchase basic

food itens at nost grocery stores. Food stanps are applied for at the

county social services office.

e Earned income. Living in a home purchased, at least in part, with
i ncome earned through enpl oynent, increases the owner's satisfaction

and i nvestnent in his/her residence.

f. Trust funds. Persons with nmental retardation or related conditions who

live in their own homes can be hel ped to neet their |iving expenses
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through trust funds set aside by their parents. These funds provide a
regul ar source of supplenental income for the resident, but are pro-
tected as assets in the determ nation of eligibility for governnental
programs. Such trusts can be set up to provide paynents prior to and
after, the parents' death. Further information about trusts is found

in the "Planning for Permanence" section (page 32). .....
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| DENTI FYI NG AND MEETI NG SERVI CE NEEDS

tting services

The means by which persons with nental retardation or related conditions
find and receive the services they need is called case nanagenent. State

|l aw requires each M nnesota county to provi de case nmanagenent to all persons
who have, or might have, nmental retardation or a related condition, and are
in need of services. Specifically, state |aw defines case managenent as
"identifying the need for, seeking out, acquiring, authorizing, coor-
dinating, and nonitoring the delivery of services to, and protecting the
rights of, persons with nental retardation by an individual designated by
the county board."” Many fanilies know their case nmanager by the term

"county social worker."

By the case managment process, the county establishes eligibility, assesses
service needs and devel ops an individual service plan (ISP). The ISP is
devel oped by the case nmnager, the person with nmental retardation or a
related condition and parents, and outlines the general type of services and
programrequired by the client, based on an assessnment. An |ISP nust be
devel oped by the county of financial responsibility for each person with
mental retardation or a related condition who requests and is in need of

servi ces.

If the assessment indicates that the person requires care 24 hours per day,
the case manager convenes a "screening team" which consists of the case
manager, client, parents, and a "qualified nmental retardation professional"”
(QWRP). Ohers may be invited, such as the client's physician, other pro-
fessionals and his/her advocate. The teamreviews the identified needs and

devel ops a program of specific services, including residential, day and sup-
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port, as well as service outcones. The teamrecomends a service package
and paynment for services. The person with nental retardation or a related

condition has the right to appeal any decision of the screening team

The wi de array of conmunity services available to persons with nmental retar-
dation or related conditions in Mnnesota is often a source of confusion to
parents. A nmmjor source of this confusion comes fromblurring the distinc-
tion between the service programitself, and how it is funded. For better
under st andi ng of the service options available and how they are funded, the
table on the follow ng page outlines comrunity-based services and their
fundi ng sources related to consuner-owned housing. Descriptions of the ser-

vi ce prograns and funding source listed on the table foll ow

Servi ce prograns

a Supportive living services (SLS) are residential -based habilitation
services provided on a daily basis at a place where no nmore than six

adults or three children with nental retardation reside

b. In-honme fanmily support services are residential -based habilitation ser

vi ces designed to enable the fanmily to care for and maintain the famly
menber with nmental retardation in the home and may include training and

counseling for the famly nenber and his/her fanily

C. Adaptive aids are structural changes to the person with nmental retar
dation's residence to increase his/her nobility or to provide protec
tion frominjury. Such aids include: wheelchair ranps, elevated

bat ht ubs, wi dened doorways, shatterproof w ndows, |owered kitchen work
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SOME SERVI CES WHI CH CAN ASSI ST
PERSONS W TH MENTAL RETARDATI ON OR
RELATED CONDI TIONS TO LIVE IN THEIR OAN HOMES

Servi ce Fundi ng Source*
Supportive Living Services Wi ver
In-home Fami |y Support Wi ver
Adaptive Aids Wi ver; MHFA
Adul't Foster Care SSI/ MSA, CSSA
Personal Care Attendant MA
Homenaker MA; Waiver; CSSA; CHS
Home Health Care My CHS
Seni -1 ndependent Living Skills SILS; CSSA
Housi ng CSSA
Money Management CSSA
Chore Services CSSA

The services and funding sources listed on this table are described in the text. The
services listed as funded by CSSA include services which a county may fund with CSSA funding
if they choose to do so. However, not all counties have included all of these services
in their CSSA plans, so not all of these services are available in all counties

County tax levy funding has not been included in the above list, since expenditures from
this source vary widely among both services and counties. CGenerally, county tax levy funds
are used at the discretion of the county board of comm ssioners or human services board
and are expended only after all other sources of funding have been exhausted

Anot her source of funding not included above which may be available to some persons for
medi cal | y-related services is third party payments, such as insurance

Key to abbreviations

Waiver - Home and Comirunity-Based Services Waiver
MHFA - MHFA Accessihbility Deferred Housing Loan Program
CSSA - Comunity Social Services Act

MA - Medical Assistance
SILS - State SILS Grant Program
CHS - Community Health Services Program
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surfaces, shower and bathtub seats, etc. Sone adaptations to vehicles

and adaptive equi pnent rmay al so be eligible expenses.

Adult foster care provides a living arrangenent for persons with

disabilities, including nental retardation and related conditions, who
are over 18 and are unable to live independently. The purpose of the
programis to assist people to gain or maintain as high a | evel of

i ndependence and comrunity integration as possible. Foster care for
adul ts can provide supervision, personal care, assistance and protec

tion, as well as room board, and |laundry services.

Adult foster care in Mnnesota has been traditionally given in the hone
of the foster care provider, where the adult in need is included in the
famly. However, an adult with nental retardation who has purchased
hi s/ her own home may be able to receive adult foster care by renting a
portion of the dwelling to an adult who would nove into the home and

becane |icensed as a foster care provider.

The personal care attendant program provi des personal care services
whi ch are prescribed by a physician and supervised by a registered
nurse. These services include: bladder care, skin care, range of
noti on, bat hi ng/ groom ng/ dressing, self-adm nistered nmedication, trans
ferring, turning and positioning and feeding (but not neal
preparation). The services are provided by private vendors, arranged
for by the famly (assistance with making these arrangenents is

avail able fromthe case manager). This service is available only to

persons who are capable of directing their own care.

Private duty nursing services are nursing services provided by a

regi stered nurse or licensed practical nurse under the general direc-
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tion of the patient's physician in the patient's own hone. These ser-
vices are provided only when the person requires individual and
continued care beyond that available froma visiting nurse or hone

heal th care agency.

Honenaker services include general household activities and ongoi ng

nmonitoring of the client's well-being provided by a trained person when
the individual regularly responsible for these activities is tem
porarily absent or unable to manage the hone and care for hinm her self
or others in the honme. Services include neal preparation, cleaning,

si npl e househol d repairs, laundry, shopping, for food and supplies, and

ot her routine household care

Home health care services include: intermttent or part-tine

nursi ng services furnished by a home health agency, or by a registered
nurse or |icensed practical nurse under the direction of a physician
when no honme health agency services are avail abl e; nedical supplies,
equi pnent and appliances prescribed by a physician as necessary for the
care of the patient and suitable for use in the honme; and services of a
home heal th ai de under the supervision of a professional nurse assigned

by a honme health agency.

Sem -i ndependent Living Skills (SILS) services is a system of support
whi ch enabl es persons who woul d otherwi se reside in nore restrictive
settings to live in the conmunity. SILS services include training,
counseling, instruction, supervision and assistance provided in
accordance with a person's individual programplan, for fewer than 24
hours per day. Services are directed at maintaining and inproving the

person's functioning | evel, and include the follow ng areas:
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° meal planning and preparation °
shoppi ng

first-aid training
° noney managenent
adm ni stration of nedications °
use of tel ephone

per sonal appearance and hygi ene °

honme mai nt enance and upkeep

SII,S services are provided in the hone of the person with nmental

retardation or a related condition

j- Housi ng Service hel ps individuals obtain, maintain and inprove housing,

and nodi fy existing housing.

K. Money Managenent assists eligible individuals in the managenent of
their income so that they are able to obtain a stable |evel of econonic
functioning within the linmts of their present financial resources;

i ncl udi ng consuner education, debt adjustnent, financial counseling,

protective and vendor paynent.

1. Chore Services include routine housekeepi ng tasks, m nor household

repairs, shopping, |awn care and snow shoveli ng.

Fundi ng sour ces

a. Medi cal Assi stance (Medicaid) pays for health services for eligible

i ndividuals. The programis operated by the state with federal, state

and county financial participation
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To be eligible for Medicaid funding on the basis of disability, persons
must meet the sanme disability criteria used for the Social Security
Disability Income (SSDI) program referenced earlier on page 18. There
are income and asset eligibility standards that vary by famly size and
composition. Medi caid is applied for through the county socia

services office

Medi cal Assistance Home and Conmunity Based Services ("Waivered

Services") is a federal program allowi ng certain Medicaid funding
which formerly was channell ed exciusiveiy to state hospitals and group
homes, to be used to provide services in the |east restrictive environ-
ment. Adults and children with nental retardation and related con-
ditions who need the level of care provided in Intermediate Care
Facilities for Persons with Mental Retardation (includes state hospi-
tals and group homes) (I CFs/MR) are eligible to receive Home and

Community Based waivers.

These persons do not actually have to be living in an ICF/ MR at the
time they are considered for a waiver, but may be determ ned to be "at
ri sk" of being placed in an ICF/MR. The risk status is determ ned
through the case managenent system by obtaining informati on about the
person with mental retardation in respect to his or her need for sup-

port, supervision, assistance and training.

The waiver is a significant devel opment in the provision and funding of
services to persons with mental retardation or related conditions.
Because it funds services to be delivered on an individual basis where

the individual resides, it breaks the bond between place of residence
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and recei pt of service. When the person changes providers, the funding
can follow. For this reason, the waiver is one of the nost inportant
recent changes in the service system which enabl es the devel oprment of

consumer - owned housi ng.

The waiver is applied for through the county social services office.
The county establishes eligibility, assesses service needs and devel ops
an individual service plan (I1SP) through the case managenment system
described earlier. The final recomendations of the screening team are
reviewed by the State Departnent of Human Services. Based on this

revi ew, Medical Assistance paynents for services can be authorized

t hrough the waiver.

If the services recommended by the screening team are not avail abl e,
the county may issue a "request for proposals” (RFP). An RFP is a
written request froma county board to the public, soliciting proposals

from potential providers to provide the needed service.

Services funded by a waiver can be provided in a hone owned, |eased, or
rented by an adult with mental retardation or a related condition only
when the screening team deternines that the hone is an appropriate ser-
vice site. |In such instances, the county board nay grant a variance

fromthe requirenent that the site where supportive living services are

delivered nmust be certified as an adult foster care hone.

The nunber of waivers available ("slots") is limted in Mnnesota. By
July 1, 1987, 1,000 slots were in use. A portion of these is reserved
for persons currently living in |ICFs/ MR (conversions) and anot her

portion is reserved for persons currently living in the com
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munity, but determined to be at risk of |ICF/ MR placenent (diversions)
The nunber of slots available in each state is deternined by the

f ederal government, based on proposals subnitted by the states. The
nunber of slots available in each county is allocated by the State
Departnment of Human Services, upon review of proposals submtted by the
counties. At the tinme of this witing, many counties have waiting

lists for waiver slots.

Community Social Services Act (CSSA) funding is a conbination of state,
federal and | ocal nopneys which counties have available to fund a
variety of conmunity-based human services. Wthin certain guidelines,
counties can determ ne which services they will fund, how nuch service
will be provided in each service area, which groups will be served and
to what extent, and financial eligibility guidelines. Counties must
fund services in accordance with their annual CSSA plan, which is sub
mtted annually to the State Human Services Commi ssioner for his/her
approval. By law, all county residents nust be allowed input into

their county plan

County funds. M nnesota counties fund certain human services with

fundi ng that has been raised by county tax levies. These funds are
frequently used to match the state and federal funding sources |isted
in this section, but in sone cases, services which cannot be funded by
ot her sources are funded with these dollars. These services and the

amounts expended for themvary wi dely anong the counties.

The State Seni-independent Living Skills Grant Program rei nburses coun-

ties for a major portion of their costs of providing SILS services. In

fiscal year 1988, the reinbursenent rate is anticipated to be 68
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percent. The remni nder of the counties' costs are funded with CSSA and
other county funds. Annual costs in excess of $9,544 are not reim
bursed by the state. In recent years, state SILS grant program funding
has been extrenely limted. A few counties have chosen to fund SILS
services for some persons using no funding fromthis funding source
because of the unavailability of these funds, or because the persons

were ineligible for state SILS funds.

Those eligible to receive SILS under this funding source nust have nen-
tal retardation or a related condition as defined by state statute, nust
be age 18 or older, and nust require | ess than 24 hours per day
supervision. The annual state appropriation is set by the Legislature.
County allocations are made by the State Human Servi ces Conm ssi oner

based on proposals submtted by the counties.

WHFA Accessability Deferred Loan Program This program operated by

the M nnesota Housi ng Finance Agency (MHFA), makes up to $10, 000

avail abl e to homeowners who are di sabled. The purpose of the loan is
to nake nodifications to the honme to increase the owner's accessibility
and safety. To be eligible for this funding, the applicant's house-
hol d' s adjusted gross income nust be $24,000 per year or |ess (obtained
by adding total incomes of each individual living in the house, mn nus

$1, 000 for each one).

In addition to the financial eligibility requirenent, other criteria
apply: (1) applicants nust have a m nimum one-third ownership interest
in the property or a valid |ife estate, (2) the disabled person nust
occupy the property or intend to join in the occupancy of the hone on a

year round basis, and be expected to continue living there for at |east
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approximately two years, (3) the residence nust be in Mnnesota, (4) it
nmust be a permanent residence, (5) it nust neet zoning and property
standard requirenents, and (6) it nust be structurally viable after

compl etion of the proposed inprovenents.

This program can be applied for through the |Iocal social service

agency.

g. Conmunity Health Services Program This program adm nistered by the

M nnesota Departnment of Health, provides state funding to counties for
the provision of health-related home care prograns. Counties submt

bi -annual conmmunity health plans to the state outlining which services
they intend to fund. Currently, all counties in the state participate

in this program

I nformal supports and services

Many of the services and supports necessary for persons with nmental retar-
dation or related conditions to live successfully in homes they own can be,
and are provided not through the government-funded prograns |isted above,
but by fanmily nmenbers, friends, neighbors, volunteers, roomuates, and others
at no charge. As nore persons with nmental retardation take up residence in
the community and become nore fully socially integrated, the possibilities
for arrangi ng these types of supports increases. Wile such arrangenents
can be highly satisfying for both the person providing and the person
receiving the support, those devel oping service plans should use caution in
reliance on them Wen no contract governs the provision of services,

problens with short-termreliability and long-termcontinuity can arise
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PLANNI NG FOR PERMANENCE

A big question many parents and guardi ans of persons who have nental retar-
dation or a related condition face is "What will happen after |'m gone?" How
will their son's or daughter's needs be nmet and who will | ook after his/her

interests? Parents who have assisted their son or daughter to purchase

their own housing are concerned whether they will be able to keep this
housi ng as long as they wi sh, and whether the needed supports will always be
t here.

Parents who wi sh to assist their sons or daughters to purchase their own
housi ng, but feel the sons or daughters lack the capability to make sone
maj or deci sions having an inpact on their |ives, including decisions
necessary to nmaintain a residence, can take action to ensure the decisions
are made for himor her. These actions are affected through the legal pro
cess in the formof fornmalized estate plans. M nnesota parents have a range
of options, fromwhich they should carefully select in accordance with the

needs and capabilities of their son or daughter.

Guar di anshi p

Guardi anship is the nbst enconpassing type of protection a person can have.
It also is the nost limting of the person's rights. An individual under

guardi anship is presuned to be legally inconpetent. The individual |oses

the authority to nmake decisions, such as where he or she will live, howto
spend his or her money, and what kind of program he or she will participate
in. A person under guardi anship |loses his or her civil rights, such as the
right to vote or marry. Guardi anship should be considered only for people

who cannot make any | egal decisions for thensel ves.
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There are two types of guardi anship: private and state. Private guar-

di anship provides for a private person to act on behalf of the individual
The parent who selects private guardi anship for his son or daughter can
choose himherself, a sibling or other relative, friend or any other
interested party to assist and make decisions for the son or daughter. The
guardi an should be willing to assunme this responsibility for the lifetime of
the son or daughter, and nmust meke annual reports to the court describing
the services the son or daughter receives. Mst attorneys recomend nam ng
a succession of guardians, in the event sonething happens to the first one.
Wil e the guardi an makes payments on behalf of an adult son or daughter, the

guardi an is not financially responsible.

Private guardi anship is obtained through a court process. An attorney is

not absolutely necessary, but is reconmended.

Under state guardi anship, the State of M nnesota assunes deci si on- maki ng
responsibility. It is also obtained through a court process. Wile the
Conmi ssi oner of Human Services has the ultinmate responsibility, someone in
the county social services agency, often a case manager or his or her super-
visor is usually delegated the authority. Two major disadvantages to state
guardi anhip are that the case nmanager, who is responsible for neeting the
needs of mmny persons on his/her caseload, may not be able to devel op as

cl ose a personal relationship as a private guardian mght. Also, the case
manager, as an enpl oyee of the county responsible for funding services, is

faced with a potential conflict of interest.

Persons who are seeking to nake arrangenents for a person under state guar-

di anship to own their own honme should consult with an attorney and/or the
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M nnesota Departnment of Human Services Guardi anship Unit before proceeding.

Such arrangenents may not, in sone cases, be feasible for these persons.

Conservators hip

Conservatorship is a limted form of guardianship. Wile guardianship is a
total limtation of a person's right to nmake deci sions, conservatorship
limts only sone of those rights. Unlike guardianship, a finding of |ega

i nconpet ence does not need to be nade. The person with nental retardation

may be allowed by the court to retain sone decision-nmaking powers.

Par ents whose son or daughter needs help only in certain areas of his/her
life may find a conservatorship arrangenent nost suitable. The explicit
stipulation of the areas of control and protection allow conservatorship to
nmost closely nmeet the needs of the individual, while allow ng himor her
maxi mum freedom Li ke guardi anshi p, conservatorship is obtained through the
court process, and conservators nust submit annual reports to the court.

Al so, as in guardianship, the State of M nnesota can assune deci si on- naki ng

capacity under conservatorship.

Trusts

A trust is a legal instrunent parents have used to set aside and protect
financial resources for their children with nmental retardation or a related
condition. A trustee, designated by the parents, takes care of the noney.
Parents who use trusts in this way nust be extrenely careful in setting them
up, or they nmay work against the child. For exanple, in some cases persons
with mental retardation who inherit property or noney |lose their eligibility
for governnent-funded programs which had been providing services and i ncone
support. Also, in some cases persons with disabilities have been forced to

pay for their own care once it was determ ned they had assets.

- 34-



In setting up a trust, parents should select a | awer who is sensitive to
their and their son's or daughter's needs, preferably one who has set up
simlar trusts for others. The |awer nust have detailed and current
know edge of state and federal regulations so that court chall enges which
may arise can be resolved to the advantage of the person being chall enged
The case nmanager and other mental retardation professionals should be

i nvol ved in determining the beneficiary's future needs and incorporating

theminto the design of the trust instrunent.

Whil e wealthy parents are able to fund trusts with substantial contributions
prior to their death, nost parents use life insurance plans to fund theirs.

The trust instrument nust make it clear that their assets may not be con-

sidered in the deternmination of eligibility for governmental prograns.

Programs to Insure Future Oversight

Since finding assistance in making and carrying out effective future plans
for persons with nental retardation and related conditions has been dif-

ficult, several non-profit organizations have recently enmerged across the
nati on. Most have been founded through the efforts of parents of persons
who are nentally retarded and their advocates. Approximtely 20 prograns

now exi st to provide guardianship and help in obtaining services.

Sonme experts feel that many of these prograns, because they are in the early
stages of devel opment, and for other reasons, have potentially serious
organi zati onal and financial problens. Parents and guardians are urged to

use caution in enrolling in these prograns.
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O her Options

Options which do not require |l egal procedures and are |ess intrusive

i ncl ude:

° Appoi ntnment of a representative payee, whereby another person is

designated as payee for the son's or daughter's Supplenmental Security
Income or Social Security Disability Income, can be arranged through

the Social Security Administration office.

° Establishnent of a joint bank account, enabling a designated per-

son to have equal access to the son's or daughter's bank account,
can be used to nmake sure the son or daughter is not being finan-
cially exploited. Under this arrangenent, two signatures are

required to wite a check

I nformal supervision or protection can be arranged to be provided by

a citizen advocate, friend, or rel ative.

Further information on the topics of this chapter is available from

Association for Retarded Citizens/ M nnesot a
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CASE STUDI ES

The foll owing case studies are presented to illustrate the wi de
spectrum of consuner-owned housi ng arrangenents which are possible. Al
of these are drawn from actual cases, both in M nnesota and in other
pl aces. Sone of the nanmes have been changed to protect the con-

fidentiality of the famlies involved

Case Study A A Single-Fanmily Home in M nnesota

In a quiet, upper middle class neighborhood in a Twin Cities suburb,
four women, ages 27 - 38 are living together in a single famly hone.

Li nda has epilepsy. Her sister, Karen, has a severe case of diabetes.
Fran has epil epsy, and Becky has cerebral palsy. Al test in the range
of severe nmental retardation, and all are under nedical supervision

requiring the regular adm nistration of nedicine.

Prior to noving to their current honme, Linda, Karen, and Becky had been
l[iving in the hones of their parents. Fran lived in an institutiona
setting in an adjoining county. The wonen have been |iving together
for over a year, and have been getting along with no major problens.
They live as a family, taking neals together and making trips to
churches, parks, the library and other comrunity activities. Assistance
and supervision are provided by three wonen shift staff who are

enpl oyed by a private service provider

The service provider is paid through the Hone and Community Based
Service Waiver. Through a provision in the contract with the provider
the parents have the right to interview the staff who work with their

daughters and the persons who will live in the hone.
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The home is currently owned by Linda and Karen's parents. Prior to the
current arrangement, it was the parents' famly home. Wen they npoved
to a smaller home of their own, they set up the current arrangenment.
The parents still have a conventional nortgage on the home. Paynents
are made with Linda and Karen's SSI/MSA paynents and with rental incone
from Becky and Fran. Becky and Fran's rental paynments are made from

their nonthly SSI/MSA grants.

Li nda and Karen's parents have set up a trust to own the house and
adm ni ster their daughters' affairs after the parents die. The trust
will provide financial support necessary to maintain the house. Fran
and Becky's parents who have been friends with Karen and Linda's
parents since before their daughters became housemates, currently have
no plans to buy into ownership of the house. However, they consider

t he house Fran's and Becky's pernmanent hone.

The parents reported that the nmost difficult part of setting up these
housi ng arrangenents was getting Home and Community-Based Services
Waivers for the four women. They also report that they are actively
involved in nmonitoring the services their daughters receive fromtheir

provi der .

Case Study B: A Canadi an Housi ng Cooperative

In the Canadian city of Wnnipeg, the Prairie Housing Cooperative owns
20 houses in five nei ghborhoods, in which 60 people live. Anong the 60
sharehol ders, 18 are persons with disabilities. 1In each of the five
nei ghbor hoods, clusters of two to four ordinary three-bedroom hones
conprise the co-op. One unit in each house is occupied by soneone who

needs extra assi stance.
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The sharehol ders who need extra assistance receive it fromthe other
menbers, on a freely-given basis. All relationships are voluntary. In
cases where support is unavailable on a voluntary basis, support persons
are enpl oyed through special project grants or governnmental funds. Co-
op nenbers who need paid services obtain themon a contract basis through
a separate co-op of which they are nenmbers. This arrangenment assures

the inmportant separation of service provision fromthe housing site.

Prairie Housing Co-op, which was organized in 1982, has purchased all of
its properties with the needs and desires of the specific residents of
the houses in nmind. The nenbers selected their sites to be close to
famly, friends, jobs, transportation and generic services. All housing
expenses are shared equally anong the co-op nmenmbers. Upkeep of the
properties is obtained through a contract between the co-op and a

property managenent conpany.

The co-op purchased its houses with nortgages subsidized by the Canadi an
governnent. These nortgages are froma fund created to devel op housing
cooperatives throughout Canada. The group was assisted in the design of
the structure of the co-op by a provincial agency which fosters the

devel opnent of housi ng co-ops.

One of the co-op's latest projects is the conversion of a historic com
mercial building in downtown W nnipeg to housing units for 27 co-op mem
bers and their families. N ne of the units are reserved for persons
with disabilities. The building is in a desirable location, close to

par ks, shopping and transportation. The project has received funding
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fromthe provincial government as well as the city redevel opment

authority.

The co-op's organi zers adnit that they have faced "chall enges" over the
few years of the co-op's existence. Anpong them have been conplex adni -
nistrative problens in dealing with 20 separate properties;
"discontinuity” in househol ds when housenmates noved out; and in at

| east one case, not enough support provided by co-op nenbers.

In spite of the early difficulties, the Prairie Housing Cooperative
today is helping 18 persons with disabilities to live in nornalized

settings while experiencing the rights and obligations of hone

owner shi p.

Profiles: Three Prairie Housing Cooperative Menbers

Hazel is currently in her twenties. She lived with her famly unti
age ten, when she was placed in a provincial institution for persons
with mental retardation. At age 20, Hazel left the institution, moving

into a small group hone. A few years later, she joined the co-op, and

with the assistance of friends and fellow co-op nenbers, noved into a
house she shares with two non-handi capped wonen, al so nmenbers of the
co-op. She now holds a job at a fast-food restaurant, and receives
advi ce and assi stance on noney managenent and ot her personal matters
from her housemates and her nei ghbors. Hazel believes that her

i nvol venment with the co-op allows her to be her "own person.”

Arnold is 23 and is a fornmer resident of the sane institution as Hazel

At the institution, Arnold was described as "violent, destructive,
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rebel li ous, self-abusive, sexually aberrant and anti-social." His
br ot her described Arnold's life there as "doped-up, |ocked-up, with no

freedomor privileges

In his first hone in the community, Arnold shared a house with his
brother. When his brother later nmarried, Arnold joined the co-op. His
famly and fell ow co-op nmenbers sel ected, trained, and supported new
roommtes to share a house with Arnold, and provide the supports he
needs. At one point, when his fanily decided it was best for himto

have new roonmmmates, these arrangenents were nmade again.

Arnold is now described by his fell ow co-op nenbers as "affectionate,
curious, friendly and generous."” Through his co-op involvenent, his
interaction with his fanmily has increased "by a thousandfold,"” and he

is socializing with women through his new interest in dancing.

Janel l e, age six, cannot talk, walk or crawm, but she attends a neigh-
borhood day care center with other neighbor kids. She will soon start
attendi ng her nei ghborhood el ementary school. When Janelle was born,

her nother rejected professional advice to place her in an institution

Janelle lives in a three-bedroom house with her nother and sisters
which is owned by the Prairie Housi ng Cooperative. The house was

sel ected by Janelle's nother to neet the fanmly's needs. It is located
near the hone of an old famly friend, who understands Janelle's needs
and provi des sone support, including babysitting. Oher supports are
provi ded by co-op menmbers living in two other houses adjacent to

Janel | €' s.
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The information used to wite this profile was gathered in part froma
magazi ne article, "People Caring About People - the Prairie Housing
Cooperative," B. Kappel and D. Wetherow, Entourage (Canada), Vol. 1

nunmber 4, Autumm, 1986, pages 37-42.

Case Study C. A Single Family Honme in M nnesota

In early 1987, four men aged 21 to 30, all described as having severe
mental retardation, nmoved into a three bedroom house in a M nnesota
city. The services they need are provided by private providers; the
house is owned by the parents of one of the men. This arrangenment was
devel oped through the joint efforts of the parents, the county human

services board and the private provider

Prior to moving into the home, two of the residents had resided in a
group hone, one lived with his parents, and the fourth lived in a

| arger group setting.

The house is an ordinary three-bedroomhonme in a newer subdivision. It
i ncludes an apartnment on the |lower level for a live-in couple who act
as houseparents. The parent who owns the house holds a conventiona
nortgage. Paynents are made through the four residents' SSI and MSA
grants. These funds al so provide for their other |iving expenses. The
home's appliances were purchased by the owner; other furnishings were
purchased by the parents and donated by others. Currently, the
residents rent the house fromthe owner/parents and the county sel ects

and contracts with the service provider

In addition to the house parents, whomthe county has certified as

adult foster care providers, the nmen receive support fromshift staff.
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During the daytinme, they attend a DAC and school. The program services

are funded by Honme and Comunity Based Services Wiivers.

Case Study D: A Massachusetts Condomi ni um

In 1982, a group of adults with mental retardation and their parents in
the Boston area began devel opi ng new housing to address what they saw
as a lack of options. Specifically, they wanted housing that would
free its residents fromthe whins of |andlords, provider agencies or
state policymakers, and fromthe | oneliness and isolation which sone
persons with nmental retardation face in living on their own or with
their parents. Wth the help of an architect/devel oper and an attor-
ney, two large Victorian houses were converted to 22 units of con-

domi ni um housi ng.

The people who noved into the units were all over age 18, capabl e of
self care, and able to negotiate the conmunity on their own. Mst of

them had previously lived with their parents.

The residents of the two buil dings received needed support from around-
the-clock staff. The staff's function is "to facilitate independent
living, not to provide services to dependent adults." Each resident

has a say in the hiring of staff.

During the daytine, the residents attend school or work in sheltered
and conpetitive settings. At home, the lifestyle is communal. Each
resi dent owns his own |living quarters, but the kitchen, dining,

recreation and guest roons are owned jointly by the residents. The
residents attend weekly neetings to nake deci sions which affect the

group as a whol e.
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A non-profit corporation oversees the operation and mai nt enance of the
bui | di ngs and manages the staff. The buildings are owned by a con-
domniumtrust. Sonme of the residents and/or their parents have
purchased their condo units outright, others have obtai ned nortgages.
The condo owners pay real estate taxes to the town. Financially and
|l egally, the devel opment is |ike any other condom ni um devel oprment in

the community.

Each resi dent pays a nonthly "operational fee" of $500 - $600 per
month. These fees pay for staff, neals, admnistration, insurance,
utilities, taxes and buil di ng naintenance. Sone residents pay this fee
with incone from earnings and governnmental income assistance prograns.

O hers rely on financial help fromtheir famlies.

The conmunal lifestyle represented by this case study is not for
everyone. But for those willing to share in property, responsibilities
and living space, returns are gai ned through greater opportunities for
deeper social relationships, a sense of being an integral nmenber of a

nmeani ngf ul group and affordabl e hone ownership

VWile this devel opment has been deliberately | ocated to maxim ze
integration in the comunity, one criticismis that the devel opnent
itself is not integrated. AlIl 22 condo owners have disabilities. A
truly integrated condom ni um could be devel oped by reserving units for
nondi sabl ed residents, sinmlar to the Prairie Housing Cooperative nodel

descri bed in Case Study B.

The information used to wite this profile was gathered largely froma

magazi ne article, "Oming OQur Owm Horme: A New Model for |ndependent
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Living," D. Wzansky and M W zansky, Exceptional Parent, Decenber

1985, pages 10 - 12.
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SOURCES OF HELP

For further information on the specific areas covered by this handbook,
contact the following agencies and organizations.

Association for Retarded Citizens
(Contact ARC/Minnesota for the local chapter nearest you: 1-800-582-5256)

- For information on locating and receiving appropriate services and
for advocacy.

County Human Services (Welfare) Agencies
(See local telephone directory for the name and address of the agency
serving your county.)

-  For funding of services, case management, and provision of service.

Legal Advocacy for Persons with Developmental Disabilities
222 Grain Exchange Building

323-4th Avenue South

Minneapolis, MN 55415

612/338-0968

-  For information and advocacy on legal rights to programs and serv
ices .

Minnesota Housing Finance Agency
400 Sibley Street St. Paul, MN
55101 612/296-7608

-  For information on low and moderate income home loans and related
programs.

Minnesota Department of Human Services, Mental Retardation Division
Centennial Building

4th  Floor

St. Paul, MN 55155

612/297-1241

-  For information on the state laws and regulations mandating and
funding the provision of services to persons with mental retar
dation and related conditions.

Common Space Mutual Housing Association
2550 Pillsbury Avenue South Minneapolis,
MN 55404 612/872-0550

- For information on, sponsorship of, and development of, lower
income housing cooperatives.
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Creative Managenent Associ ates
Robert J. Laux, President P.O
Box 5488 Portsnouth, NH 03801
603/ A36- 6308

- Consul tant services and workshops on consuner-owned housi ng

Twin Cities Society for Children
and Adults with Autism Inc.
253 East 4th Street St. Paul, M

55101 612/ 228-9074

- For information and referral and advocacy services to persons with
autismand their famlies.

Associ ation for Retarded Citizens/ M nnesota
3225 Lyndal e Avenue South

M nneapol i s, MN 55408
612/ 827- 5641
800/ 582-5256 (toll free)

For additional information on consuner-owned housing.

-47-



APPENDIX A. HOUSING COOPERATIVES

A housing cooperative is a group of people
organized for the purpose of owning, building or
rehabilitating housing for its members and possibly
for other people. The coop itself is a corporation
which owns the housing in which the resident-
members live. Each resident owns one share or
membership in the corporation Like other types of
coops, housing coops are democratically managed:
one member, one vote. Members usually elect a
board of directors who manage the cooperatively
owned housing

A housing coop is actually a form of consumer
coop. Depending on how you view it. the coop is
providing a service (housing) or a product (a home)
to its members

Housing coops are often eligible for 100% financ-
ing. A coop can purchase housing without raising
significant capitai from its members. The corpora-
tion holds one mortgage for the entire coop, collects

the rents, makes the mortgage payments, pays the
property taxes, pays the bills, does the bookkeeping
and maintains the buildings. The corporation is
responsible for major repairs, insurance, replace-
ment of worh out equipment and upkeep of cammon
grounds and facilities Sometimes the corporation
hires professional managers and sometimes the
members manage the operation themselves.
Members are not personaly liable for the coop's
mortgage.

Federal law and most state laws allow members
of housing coops to deduct their share of the
mortgage interest and property taxes on their per-
sonal tax returns

Some housing coop bylaws specify that when a
member moves out, the member's share is
repurchased by the corporation for the same
amount the member originally paid or possibly for a
dlightly greater amount to compensate for inflation.
This kind of set up is often referred to as a "limited
equity coop” The members do not benefit from any
increase in the market value of the rea estate. In
essence, the member is renting housing from the
cooperative (except, of course, no landlord can jack
up the rent or evict a tenant at will). The member's
original "down payment—the membership fee—is
much like a cleaning or security deposit, refunded
when the member moves out. This limited equity

system creates housing which is affordable by low-
income families and keeps it that way There is no
incentive for speculators to buy memberships, hop-
ing to resall and make a large profit. To further dis-
courage speculation and profit, the bylaws of many
housing coops require that all members be resi-
dents of the coop. This way. people are not allowed
to buy an inexpensive membership and then sub-
lease the housing to others at high rents

Some housing coops alow departing members to
sell a membership for whatever it will fetch on the
open market Such coops are called "market rate"
or "full equity" coops. As the cost of housing es-
calates, so does the cost of a membership. Few
coops survive under such an arrangement. The
value of a membership increases until only wealthy
people can afford shares. Speculators buy up
memberships in hopes of resdling them a a hand-
some profit. The drive to make a killing in the hous-
ing market destroys the principles and ideals which
coops stand for.

Allowing memberships to sell at market value
can have disastrous results for the entire coop if
prices climb significantly. People, desperate for
housing, buy in at prices they can't redlistically af-
ford; they are unable to make the steep monthly
payments; the other members of the coop are un-
able to cover the payments, the entire coop faces
foreclosure and loss of its housing. A limited equity
coop will prevent this scenario

Housing coops are most successful when a few
specific procedures are followed:

1 The board of directors keeps members in
formed of al its actions. A system of regular com
munications through meetings, newsletters, bul-
letim boards, etc. is set up and maintained.

2 The coop maintains adequate cash reserves for
emergencies, for replacements and for repairs.
Reserves reduce the possibility of members having
to pay unexpected additional fees.

3 The board has the right to approve new
member-residents. Boards often run credit checks
on prospective members Boards often meet with
prospective members to explain the rights and
responsibilities of coop membership

4 Sub-leasing is restricted to a short term or else
not allowed at all. Where allowed, the bylaws
specify the maximum time and how much rent may
he charged.
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