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WELCOME TO MACOMB-OAKLAND REGIONAL CENTER

Pre-Tour Orientation

\'le welcome you on this vicarious visit to Macomb-Oakland Regional Center.

This tour is a story about change. This is a story alx>ut families and kids.

and systems. and values. It is a story of i.nmense optimism for the futures of

families and kids and systems. It is a story of what I s "do-able".

In a short seventeen years for a geographic region of just under 2 million

people. institutional life for children with developmental disabilities has

becorre extinct. No children fran this large catchment reside in institutions,

nursing hcxres or congregate care settings. In a short seventeen years

the human services system that deals with children with severe developmental

disabilities was corrpletely and totally reversed from a system that encouraged

institutional care to one that despises it; frccn a system that denied or

discouraged sUfPJrt to families to one that recognizes, facilitates. supports

and celebrates the capacities and gifts of families and the value of family

life to human growth and fOtential for all children. G~ing up in a family

has come to be the only accepted "residential" option.

This is the story of how it haA?€:ned, why it w:>rks, and what is nec:ded to

replicate it anywhere in the world. Welcome and enjoy your visit.
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Macomb~land Regional Center is a state agency of the Michigan Department of

Mental Health. Originally it was created to be an institution to serve a

waiting list of people with developr.ental disabilities who needed residential

situations. Instead, through visionary leadership and hard work, it became a

nodel for carm.mity based alternatives to institutional care.

In the course of debunking the institution as a residential choice, part of

the work of the agency focused on children.

After early successes in placing severely disabled children from institutions

into foster care family situations, the agency set about finding homes for

every child, one-at-a-tiJne. In the course of that endeavor many lessons \vere

learned about how to SUfP)rt families, about the capacities of families, about

the capacities of children, and alxmt dramatic results that perpetuated the

effort and endorsed the rightness of the outcorre:

a family for every child

In the course of seventeen years of effort and a will ingness to provide "hhat-

ever-it-takes" stq::pOrt, we have found N) child with a disability too severe to

live with a family, and NJ child who was not wanted by saneone.. .

We have learned many, m3.ny lessons. We want to share here the I'OClst inportant

-ones-. - We believe they describe and prescribe what-"it takes to be able to make -

gOCld on the claim that: "All children can and should live with families".

To sl.lI;POrt the weight of the lessons, we felt it irrportant to meet some real

kids, and real families, and real workers in a real system. The accattp3.oying

stories not only describe how a child came to have a family life, but describe
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~ we learned how to make that (Xlssible. These are some of the many people

you ~ld meet on a visit to HJRC. We hope through their stories you will be

able to experience this vicarious visit.

A Fifteen Year History

In visiting M.O.R.C. you might first meet its director, Jerry Provencal.

Jerry \<''l:mld share with you a perspective of M.O.R.C.' s history. The address

which follQoo1S was presented by Jerry Provencal at the Fifth International

Foster Care Conference in Leeds, England in August 1987. It details

the experience of the Commmity Training Harre program fifteen years after its

organization. It reiterates the principles that are the foundation for its

success. It vividly refutes the common misconceptions held by critics and

skeptics about the "do-ability" of the effort.

of particular note are the statistics and data presented which derocmstrate the

strength, stability and longevity of the program which enables families to do

what they do best: raise children, all children.
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Gerald Prov<!ncal

Since 1972 the l13.comb-Q:Udand Regional center has been an agency working on a
rnission# and \o,Qrking with the conviction that we can make an unequivocal
difference in the lives of people with developnental disabilities. As a part
of this mission, we have developed a second objective and that is to make
traditional institutions an obsolete feature of the lives of people in this
fOp.·dation.

In our quest to satisfy both ambitions, we have examined every known housing
and SUfPJrt selVice m:xiel that has been used for p:lpulations that have any
similarity to people with developnental disabilities. One institutional
alternative we explored early on in our canpaign, and are IlQ'ooJ making heavy use
of, is foster care.

What we found nationally in 1972 was that while the number of
institutionalized people finding new homes in the larger corrmunity had been
increasing. foster homes remained the least used of the major residential
t=Ossibilities, behind nursing hcrnes and group hcm:s.

That foster homes should occupy such a lowly position was somewhat p..1zzling.
In keeping with the principle of norma..lization, it would have seemed that the
qualities inherent in a small foster harE: ~ld be strongly chanpioned by
professionals. Certainly, for children, any conp:lrison between foster horre
and group home characteristics rrust find the former in closer proximity than
the latter to the Wolfensberger definition of nornalization•••

"utilization of means which are culturally normative as possible,
in order to establish and/or maintain personal behaviors and
characteristics which are culturally normative as possible."

Rather than praooting foster home strengths, however, we fotmd professionals
frequently turned attention toward its limitations. The following were six
corrtronly attributed weaknesses of foster homes: .

"It's ~ssible to find good foster parents in significant numbers."

"Foster parents can only cope with easy clients."

"Foster parents might give love and good physical care,
but they can't be expected to teach. If

"Foster homes are too difficult to rronitor."

"Birth families will never accept it."

"Foster parents 'will burn themselves out with this p:>pulation."

This paper will discuss ways in which we set alxmt to either correct a
misperception aboUt foster care or i..nprove on a weakness of its structure.
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The discussion chronicles the 15 year rraturation of MJRC's innovative
variation of the foster home concept. Specifically, it describes the
Cormunity Training Heme of MJRC. The features which make this nPdel different
from the traditional foster home and provide the basis for its increased
potential as an institutio~l alternative are discussed in detail.

In-House Prograrrming

One of the constant CCJIl1?anions of foster parents has always been rreager
payment for services. In Michigan in 1969 this equaled $4.28 per day. The
cccrrron inadequacy of remmeration was p.rt. this way by a New Jersey~.
"The lOOney the state pays is barely enough to manage and does not carpensate
for the time and attention (which) should be given to the three new members of
(my) family. I do it because I like it, and It 11 keep doing it tmtil I can't.
But don't get in it unless your heart is in it."

The recognition that payment for services was inadequate, when combined with
the criticisms leveled by professionals that foster parents lack training and
primarily offer only tender loving care, helped bring about a partial solution
to both problems.

We embarked on a pilot project to develop a specialized foster care program
which rrade a separate distinction between room, lxlard and supervision and a
new category of foster parent services called "in-house prograrmdng." The
expectations of room, board and supervision remained as they always had been:
essentially to provide housing, rreals and guidance to a resident. In-house
prograrrming, on the other hand, eno::xrpassed an entirely new set of
expectations. Foster parents were to be regarded as trainers iIrt?larenting a
specific skill acquisition program for each individual who carre to live with
them and they were COI't'{>ensated financially for the delivery of this senrice.

Contract Agreement

In order to assure clear understanding of responsibilities, a contractual
agreement was drawn up between the agency and the foster parents. Specific
habilitative objectives became a part of the program contract.

Documentation of the delivery of the services became p3.rt of the ongoing
re5fOnsibility of the fos~r parent and is done so on a IOOnthly..basis. While
this made the auditors haR?Y, it also had a secondary benefit to foster
parents.

Rather than percel.v1.ng monthly rep:>rting to the social \o.Qrker as useless
paperwork, foster parents took this og:ortunity to give themselves credit for
all the effort they had in fact put in with the resident. This scheduled
requirement of recording client progress, activity and overall status was
typically seen by the foster parent as a direct reflection of their coorni.troent
to the client.

Interdisciplinary Team Involvement

The developnent of the specific elements of the in-house program was done with
the involvernent of an interdisciplinary team of professionals assigned to each
home. Specific behavioral objectives, linked to habilitative goals were
selected by the interdisciplinary team for each resident. The f~s of the
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training program was determined by the individual needs of the resident. The
team was headed by a casemanager. The expectation of the casemanager was to
rrake frequent visits in the family's heme to provide Sl..1EP>rt, direction, and
to oversee the program plan. An average of 25 visits per year ,with the
casemanager was a routine.expectation. In addition, other professionals from
the team would visit as needed..

The ccxnbination of separate payment for in-house program:ni.ng, m::mthly
rep:>rting of effort spent on the behalf of the resident and frequent
visitation by the casemanager and other professionals has upgraded. the service
rendered the client as well as the relationship between the agency and the
foster parent.

A clear advantage became aR,)arent. Both team members and foster parents alike
appeared to raise the expectations they held for one another's behavior. The
contract, bolstered by the frequency of written re};Orting and meetings for
progress review, required IOOre from each than was the case in m::>re traditional
foster horre m:xlels.

In the Corrm.mity Training Home nodel, foster parents came to be re¥rded as
paraprofessionals. They frequently became so skilled and kn<::Mledgeable about
clients, that team members responded to them as rrost skilled coequal
colleagues.

By making consultants accessible for in-home progranroing and providing
extensive ong6ing foster parent training, the client was assured quality
follow-along. .By making themselves available for referral, the consultants
helped the client integration process by sl.II.=p:nting service acquisition from
comrunity-based resources. Each assurance brought by the consultant group
resulted in the foster parent feeling m:>re secure in backup and better
directed in their contribution of in-house progranrning and rrore secure in
their ability to handle clients with challenges. The martyrdom so oc::mron to
traditional foster pa;rents was replaced by a fOCl,re equitable recognition of the
shared responsibil ity and. reward.

Recruitment

Foster care as an institutional alternative had historically suffered from an
image problem. In order to maximize its p::>tential, it becarre clear that
foster parents' roles needed a rather dranatic upgrading. With the addition
of the in-house prograrmri.ng concept,· accompanied by payment and skill
training, the p::>sition of the foster parent took on an increased
respectabil ity. A direct benefit of irrproving the image and. rewards of foster
parenting was that p:>ssibilities for recruitnent took on a new optimistic
dimension. Enhancing the image increased the likelihood that families once
found, would be nore accepting. The task became: finding enough families.

That the Macomb-oakland Regional Center program had consistently good
recruitment results was in significant measure, attributed to the creation of
a specialty "developoent staff". Their roles and tim=: were protected from
secondary assignments. Oevelopnent staff were able to perfect a variety of
techniques to hone their specialty. Their task was to reach as many p::>tential
foster families as possible.

Of the several productive methods utilized to reach potential recntits, none
proved as consistently effective as the classified ad. Before actually
derrerits of this awroach were discussed at great length. Whether such a
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placing the first advertise:rrent in a local daily newspaper, the merits and
method \oK:luld eatpromise the integrity of mentally retarded persons, or whether
it could be presented. in such a way as to be respectfully received, were
questions that were debated. well into many nights. The eventual decision to
utilize "want ads" was primarily b3.sed. UfOn the belief that, if worded
properly, the message would camunicate that the advertisement was for a job
and not benevolence. - j'-

The experiment was an unqualified success. The "Charity" m::>del or the "You
nust be a saint•••" toodel were never effective. A "want ad" attracted
people looking for a job and income. The absence of "mental retardation"
within the text of the ad was quite deliberate. The reason for the emission
was that it gave recruitment ~rkers an i.rrt=ortant opp::>rtunity to talk with
people who might otherwise avoid making an inquiry because of misconceptions
ab::>ut mental retardation. This OJ:P)rtunity was very beneficial in that it
allowed the time and place for painting an accurate description of both
rrentally retarded persons and. the resp::msibilities which are a part of being a
foster parent.

\'Jhile S<:lI're questions were raised about the matter of errphasizing rocmetary
advantages to foster care, the errphasis served an i.Rp:>rtant purp::>se. The
strains, derrends and the general difficulties of working with retarded persons
undoubtedly occurred to the inquiring party without coaxing. Too often the
introduction to this kind of program has been by way of its difficulty and its
privation requirements rather than its benefits. Experience has shown that
people who enjoy the rronetary rewards of the job can also make~ foster
parents. Sitrply wanting to earn rroney for a job well done is nqt necessarily
rrercenary nor distasteful. A canbination of w::.rking for person.<fl satisfaction
and incorre proved most successful.

In addition to want ads MJRC rrounted an aggressive canpaign to publish good
media coverage about people with devel~ntal disabilities. Each year an
average of 100 separate Macomb-oakland Regional Center news stories appeared
in local newspapers. While nost of these stories focused upon sane new
developrent within the agency, all highlighted camunity placement.
Invariably with each of these articles there was an oI;P)rtunity to speak with
the re[X)rter preparing the story. Such contact afforded a good oI,:P)rtunity to
give information aOOut the carrpaign for foster parent recruitment, positive
comm.mity Training Hare features and the successful adjustments of clients who
have reentered the greater cormunity. On numerous occasions, extensive
articles subsequently followed which were exclusively devoted. to the variety
of challenges and rewards inherent to", the foster care program. Again, as with
so many other approaches, the gains were measured in positive changes in
p..ililic attitudes as well as new hcfres.

While the varied recruitment awroaches interested large numbers of people in
the camunity Training Home program, a relatively small number of individuals
were actually accepted. In the ~rds of an experienced develo~nt staff
member: "we interview individuals who are aJ?Plying for a rewarding, ~rtant
yet extremely dema.nding job. We look for people who are able to raise adults
not children. People like that are not easy to find but they~ be found."

Training

The degree of errphasis given to preparing foster parents for their job in the
MacorolHJakland Regional Center no:iel differed significantly from many other
deinstitutionalizat1on efforts. The American Association on Mental
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Deficiencies Mental Retardation plblication helps in underscoring this
difference. A review of the table of contents of that periodical, reflected a
better than twenty-to-one ratio of articles which describe preparing the
client to nove to the cormunity in contrast to articles which describe the
p::>tential care providers - (natural, foster, group hane parents) to receive
the cl ient. What we did at MJRC was to reverse the readiness criteria. While
not cwtailing client readiness programning, we placed 1lI.lCh nore attention
up:m readying natural or surrogate prrents to live and work with the
individual who was reentering the greater- cormunity.

Experience at the Macanb-oakland Regional Center led to the belief that the
likelihood of a client making a successful adjustment in carmmity placement
was dependent rrore upon the degree to which the p3.rent was prepared than the
degree to which the client was readied. There emerged no absolutely essential
client skills, intellectual levels, or behavioral controls which were
prerequisites to S\X:Cessful conmmity adjustment. What-emerged as essential
was sirrply that the p3.rent, whether natural or surrogate, rrust have been
prepared enotionally, intellectually and behaviorally to accept the client
where the client was.

This recognition led to a strong enphasis on training of the foster parent.
The I inkage between foster parent training and in-house progranrning for
clients was obviously a critical one. The individual objectives which made up
the heart of the program contract could only be pll'sued by people who had a
foundation of skill training. It was difficult to imagine one being present
\o:ithout the other. Clearly, the intent and emphasis of this
education/training and in-house programning was to radically alter the
misconception of foster parents being limited in giving specialized program
delivery.

M:mitorinq

Historically it has been difficult to ITOnitor foster homes in the roore
traditional m::>del. The difficulty was not because satisfactory provision of
room, board or supervision was too elusive to detennine; rather it was hard
for the social \\Orker to be critical about what he or she saw. As one social
\«:trker p::>inted out a few years ago: "It is very hard to correct a foster
parent for •spJil ing , a resident when she gets about the same arrount of ROney
to care for that boy as it costs to board your dog."

- The added funding and fonnal contractual agreement"' between foster parent and
serviO'e agency in the HJRC program gave the casemanager a m::>re defensible
vantage point from which to monitor foster parent influence on the client.
This included the effect of subtle nuances as well as m:>re open action and
reaction patterns.

In addition to the in-house program contract, which intrt:lduced a p:>sitive
rronitoring advantage to the role of the casemanager, there were far rrore
oE={Ortunities for observation and interactions of other professionals in the
family home where prograrrming was developed, reviewed, and refined regularly.

A single theme was maintained throughout the developnent of the ComTunity
Training Hom; program. All prClllPtional efforts highlighted the advantages of
the job and not the plight of the retarded. There is a substantial difference
between the two. Whatever the particular medium used, enpiasis was
consistently direc:ted toward the benefits and rewards of foster care in the
Macomb-oakland Regional Center program. Mentally retarded persons were never,
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under any circtInStances, made to aJ.=Pe3r in desperate need. of charity or
personal sacrifice. This fact assured both the ma.intenance of respect and
dignity for clients. as well as established a context for the future
relationship with the foster parents.

The fifteen years since the Macanb-Oakland Regional Center refurbished the
traditional foster heme m::del over 375 Comrunity Training Homes have been
developed. Obviously, the limitations too frequently attributed to foster
care can't all be true to have developed so many banes. I \oXXtld like to share
our experience about each of those six purported 1imitations, which were cited
as reasons why foster care could not work.

FACT VS FIcrIal; REEUrlN} <XMOi FALIAClES OF TBE FOSTER CARE
>OlEL

Fiction #1: It's impossible to find Good Foster Parents in Significant
Numbers.

lJI?3rading the status of foster parenting coupled with specialization of
recruitment roles and marketing, rather than charity-like approaches, resulted
in the home develoJ::fllent staff generating hundreds of calls per year.
Sufficient interest was el icited so that staff had the luxury of being so
selective as to accept only two out of every 100 initial applicants.

Fact: In sua:ort of our contention that you can find good families and lots
of them:

TOday we have 155 homes serving 251 people.

we have developed over 375 homes.

From a p:Jpllation of just under 2,000,000 only 11 children
do not live with families. Only six live in settings larger
than six and they have foster care placements identified and
will be placed soon.

Contrast this with the Hamlet-like choice of years ago for families - "to
institutionalize or not to institutionalize."

Fiction #2: Foster Parents CanOnly Cope with Easy Clients

MJRC' s Coomunity Training Home program consistently served those people whose
needs were considered ICOst challenging. Over 200 people. both children and
adults. left institutions to be placed in specialized. foster care.

Fact: SUpporting the fact that foster p3.rents can and do deal with
folks not considered "easy":

70% of the people served in the Corrmmity Training Hc:fre program
have been Severely and Profoundly Retarded.

60% of the people placed have had behavioral challenges.
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50% have had ~ical challenges.

There have been no institutional admissions from a catcl-.oent
area of 2,000,000 since 1977, 41% of all new admassions go to
Conm.mity Training H<xtes. (The others go to other types of
Colmunity Placement). .

Only one person was ever returned to the institution fran a
camunity training ~.

Fiction#3: Foster Parents might qive Love and Good Physical care, but
they can't be expected to teach.

By building into the program an expectation of foster parent teaching and.
providing foster parents the tools to teach, that is training and professional
inp.1t, direction and assistance, the outcome was clear and rrea.surable growth
for clients.

Fact: In SUEP?rt of the foster f?3rents' teaching success:

An average of 33 new skills were learned by residents.

Fiction #4: Foster Homes are Difficult to M::mitor:

The expectation of in-house prograrrrning and the resulting increased role of
professionals in the foster family's home provided increased visibility into
the day to day I ife of the residents.

Fact: In sUFP?rt of our contention that foster homes can be effectively
roonitored.

Over 10,800 visits have been made by professionals staff to
O::xmunity Training Homes.

Fiction #5: Birth Families Will Never Accept It

When suggesting to natural parents that their son or daughter might be well
suited for a foster hone, it is not unusual to experience stronger opposition
to this than to any other type ·of placement. "If he can't be cared for in his
own home - and we have tried everything - how can he be cared for, in someone
else's home?" is a typical initial resp:>nse frem birth parents presented with
a foster care alternative.

However, when natural families are given an opp:>rtunity to becane thoroughly
familiar with a well-su~rted and well-rronitored Conm.mity Training Home,
they come to see it as desirable and the placement of choice.

NatW"al p3.rents and guardians have becClfle so accepting of the program that
after visitations with foster parents in their individual Coom.mity Training
Home and. a review of all features of the program, rejection of the placement
is virtually nonexistent.
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Fact: In support of the acceptance of birth families:

We have only placed. over pa.rental objection one ti..rre, out of
2,106 placements.

Fiction #6: Foster Parents will burn themselves out with this fX?Pllation.

A final limitation suggested about foster care is a belief that it does not
last over the long haul, particularly with care of persons considered to have
some notable challenges. CUr experience has not shown this. When well
sUfP)rted, adequately corrp:nsated, meaningfully trained, and systematically
nurtured by administrative p:::>licies, the foster care nod.el has proven to be
one of substantial longevity.

Fact: In demonstration of the potential longevity of foster parents:

Since MJRC's creation fifteen years ago, four families still
have the developrentally disabled members who came to share
their home fifteen years ago.

50 families have provided hort'es for a developoentally disabled
member for nore than ten years.

The average length of stay in a Corrrnunity Training Herre is five
years.

As a testirronial to the desirability of the role as perceived by foster
parents, some of the best recruiters of new homes are existing foster parents.

45 horres have been developed by referral or friends and
neighbors of existing homes.

15 horres are second or third generation families.

<n<cL!JSlOO

I'ihen examining the strengths and limitations of the corrmunity training home, .
it is understood that inevitably someone will find an example to detract from
design or structure. With this, as any other nod.el, one hundred reasons can
be given the concept being unworkable. The fact of the ma.tter is, however,
that it has worked and w:lrked well", .

In the Maccrnb-oakland Regional Center menu of institutional alternatives the
Community Training Home is not in last but first place in number of children
in residence. It is also viewed as the preferred option outside of the

- ---------. --- natural llorre.

The Corrmunity Training Horne is certainly not the single answer to cormunity
placement. Much rrore work must be directed toward supp:>rting natural home
living, and additional models for specialized living arrangements for adults
are obviously required before we can even begin to get within reaching
distance of our goal of obsolescence of institutions.

OUr experience with the Ccrmunity Training Hone roodel has proven it to be a
desirable nonnative setting, adaptable to a rrultiplicity of· needs. Much of
the model's potential as a residential alternative lies within its capacity to
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be both versatile to the agency and sensitive to the individual.

After fifteen years of expeorience, we now have the hard evidence:

Virtually any child with a developnental disability can live a warm, enriching
life with a family if the family has been:

Selected. with care.

Prepared with respect.

St1R?Orted with vigor.

Jerry Provencal
August, 1987
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FI!I\TlIlES OF '!HE <DMmTY 1RAINJN} IDlE PIJOGlIlM

Transition to Birth Family SlJI.:t:ort

\\hile this tour is about foster families, it is vital to recogn~ze the lessons

learned fran foster families taught us h<::M to supp::>rt any family. We carre to

recognize from foster families that (1) kids need to gt'CM up in families for

enotional health. (2) families are willing and (3) success is only dependent

on the developrent of appropriate and adequate Sl..IfP'rts. It was only a

logical extension to aw1y this thinking to birth families and avoid an

out-of-home placement to begin with.

o..u- work in figuring out h<:M to S1..JH.Xlrt foster families taught us how to

SUH,:Ort. birth families. We carre to recognize the "whatever-it-takes" p::>sition

appl ies to SUfPOrts for birth families as well. When we extended the same

creativity and energy to suppJrting birth families we were able to turn around

the referral process to a sUfPOrt process. we no longer were ,willing to

accept that a child was "eligible" for placement because of a severe

developne:ntal disability. Instead we asked families: "what would it take to

enable you to hold your family together and to function like a family?" We

have worked diligently at preventing new admissions, while simultaneously

rescuing children from the institutional settings where they had been placed

before their families had been extended the opportunities of this new

attitude, mind set, and redirection of resources. Our ability to claim no

facility placement for children is a result of closing the -front-··-door to

institutional admissions, as much as opening the back door to let them out.

OUr success with foster families was the key to our later success with

supp:>rting birth families. Partly this is t.rue because foster famil ies got us

to see what really was sUH?Ortive to them. They helped us see tha.t S\..lfP.")rt

has to be on their tenus, not ours; that it has to be available on a minute's
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notice. in sufficient quality and quantity to be perceived as helpful; and

that it does not always or even most i.np::>rtantly cost money. Of course we

needed to build r~, buy wheelchairs. outfit vans, hire home-care nurses,

P3-y respite providers, and trainers. But, what families reported was

inportant was lmowing there was an agency behind them, personified in a

casE!manager whose home phone nurrt>er was p::>sted on their refrigerator and who

didn't mind being called in the middle of the night or caning out on a Sunday,

and talking over a cup of coffee for a couple hours about a strategy to solve

a problem together.

We came to realize that we learned from foster families because we had to

listen to foster families. OUr success was directly connected to our meeting

of their needs. And to meet what they needed. we had to listen, and if we

didn't listen we "QuId lose them and ultimately would have a child with no

place to go. We were (afPropriately and willingly) "hostages" to our foster

families. Several hundred. families later we have never felt taken advantage

of. On the contrary, families are extremely conservative and don't ask for

m::>re than they need. In fact, they \-.QuId rather "do it their way" than seek

agency intervention. When we began to risk asking the "what-do-you-need"

question of birth families, we experienced the same phenomena. The

bureaucrats nightmare that.opening the dcx>r ~d break the bank sirrply did

not materialize.

In 1980 our \-.Qrk in S\lfP:>rting foster families led us to awly for a

demonstration grant project where we provided to birth families everything we

provided for foster families, including cash. This was the precursor to what

followed in 1984 when Michigan P3-ssed the Family SUH;:ort Subsidy legislation

which provides cash assistance for every family with a severely nv:ntally,

multiply, or autistically ~ired child.
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This landmark legislation was a dramatic sign that as a system, we had gotten

by the incredible barriers that prevented sUftX'rt to birth families.

The work of connecting families and children falls sinply into t\«) areas:

Finding f~lies

SuJ:.:p:::>rting families

On the following guided tour, we will introduce you to soroo of the issues that

awly to each of these areas in order to have a well-rounded view. We'll also

stop along the way to visit with a few friends who can describe the custans of

the program first hand.

We think some of the things we've foWld helpful ~n finding families touch on

the following areas:

wi 11 ingness

Placement Planning

Recruitment Specialization

Developnent

Recruitment Strategies

Paren~l Misgivings

We think soroo of the things we've found helpful in Sl.Jt:p:>rting families are in

the following areas:

What-ever-it-takes-SU[:p:lrt

Professional Attitudes

Funding

Casema.nagement
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FINDIID FlIMILIES

Willingness: Meet Dana ,.,'

We learned. fran families as we went along. We learned that families are

willing to accept children with all kinds of disabilities. In our early

years, we started by looking for families willing to take the children we

thought were "placeable". Placeable children tended to be the young children,

the cute children, the children with less cooplex medical and behavioral

challenges. In our early days we did not admit, but probably secretly felt,

that there were sane kids who were just too conplex or too unappealing to find

a family willing to accept them. But we quickly learned we had underestimated

the capacity of families to love. Sooner or later we found a family for every

child si.rrply by introc1uciog families to kids who needed homes.

Our aFProach was one-at-a-ti.me. By recruiting lots of families, ,",'e had lots

of oI=POrtunities to make the connections that ultilnately clicked. Today we

have a waiting list of families for whom we have no children waiting. Let's

meet Dana. Her story depicts this vividly.

Meet Dana

As a "seasoned professional", I was sure that because I had seen so many
things in rtr:l work experiences, very little could shock me. However, nothing
in my previous exp:!rience prep3.red me for what I \ooQuld see the first ti.rre I
_~!1tered a pediatric nursing facility.

'l.'Wo nurses and I had been asked to visit the nursing center, to meet the
children who lived there in order to prepare recOlTtfendations for alternative
living environments. The three of us met at the nursing center, intent on
meeting all of the residents on one day. we went into rooms and found t\ooQ
children in bed, we went into other rooms where we'd find one child left alone
lying in bed, we entered rooms with six or eight cribs lining the walls, all
with children lying in bed. The rooms were drab and sad and errpty feeling.

The visual im3.ges of that day are overwhelming in the strength of their
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memory. Children of all ages, doing absolutely nothing that typical children
do. There were no opp::>rtunities for free movement, for playing, for
silliness, for laughter. There was little free );hysical contact••• no
hugging, no playing tag, no wrestling, no reassuring hands on shoulders.
There were children reaching out of cribs toward us, total strangers in their
"hare". There were children laying on the floor, not able to reach out, not
able to call out, left to stare at the feet of passersby, unable to rrove out
of the {X)Sition they were left in. There were children lying in their cribs
and beds, unable to interact with people, friends, families, dogs, toys.
There were children with a sad, sickly pallor that made it clear to the
observer that they hadn't seen fresh air and sunlight in many days.

This "seasoned professional" felt every enotion that I was unprepared for that
day. The experience became overp:::Mering for all of us, alm::>st all at ooce. I
rerrember one of my corrpanions looking at me with the p.1zzled, hurt look that I
am sure I was mirroring. We retreated to the lobby of the geriatric area on
the lower floor and sat for aOOut half an hour to regroup. The visceral
reactions to what we had seen were o::xrm::m to all of us • • • nervousness,
nausea, light-headedness, tears rapidly welling in our eyes. All of those
feelings suddenly converted to anger • • • we can't let these children grow up
like this • • • think of the families that would love to have anyone of these
children ••• they're only kids, look at the kind of life theY're living ••
• it isn't fair •• they deserve a hare, brothers and sisters to fight
with, family stuff just imagine what it rrust be like to live here •

\oJe forced ourselves to go back upstairs to finish what we had come to do. In
one of the last rooms, a little girl was lying on a mat on the floor. She had
pretty blond hair and lay facing away from me. I walked around her to say
hello and found that I could not awroacb her. Her face and head were
severely disfigured by a m'lssive growth that protruded about four inches fran
her forehead and pushed her eyes into the wrong place on her face. I steH;ed
back, left the room, and leaned against the wall in the hallway, thinking I
might soon find myself on the fl(X)r. I was shocked at her aH;:earance, but
ooreso, I was disaI.=P='inted at my reaction to her. I knew she deserved better
from me, that she was just a little girl, another child who needed trore than
what she was getting. I took a deep breath, went back in the room and
introduced myself. We talked for awhile, then I saw a sparkle arise in the
oost beautiful blue eyes I had ever seen.. Eyes that haunted me on my drive
home, remained with (Te, and continued to push me to find families for children
who deserve better from us.

Ab:mt six m:>nths later, I was introduced through one of my colleagues to a
young, single woman who had recently becane a foster pirent to a child from
that same nursing center. The foster toom introduced me- to her foster daughter
and pride radiated from her face. Sitting in the shiny new wheelchair,
covered in bright royal blue fabric with a colorful balloon design, was a
little girl dressed in a pink and purple sweatsuit with matching barrettes,
matching leg warmers, and m'ltching high-top tennis shoes ••• and it was
obvious that she was loved and felt loved. smiling and laughing at the sound
of her foster rrother's voice, whining and clearly asking to be held and picked
up, enjoying the ride, the sights, the people. It was the little girl with
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the beautiful blue eyes. Her face was the sane, her handicaps were the same,
but her 1ife, how her 1ife had changed. She had a rrom, she had a grandma and
grandpa, she rode in a car every day, she went outside in all sorts of
weather, she went to a cormunity school, she went to the mall, she drank
Slurpies, and loved M:::Oonalds. She was beginning to see the world like a kid
should.

The contrasts between 1ife in the nursing center and life in her h<:xre were so
glaring. The people at the center were good people who gave their best
efforts to provide care. The difference is in the place where life ex::curs, in
the freedan to grow up like any little girl or boy should, in being part of a
family that gives love unconditionally and would go to the ends of the earth
to provide what they know is right. It's all about having a life, having a
horne, and having a family. It"s all about having a regular childhood, like a
regular kid.

FINDING F!\MILIES

Placement Planning: Meet Connie

A frequent criticism of foster care is its lack of stability over time. large

foster care systems are notorious for children bouncing from home to hone.

Our experience with foster care has been distinctly different. The average

length of stay in a foster placement has been rrore than five years.

A key to the success of finding homes that last over time is the arrount of

time and energy that go into the process of matching children with the right

home and preparing the hone adequately.

A distinct differeqce in placing children with developnental disabilities

which distinguishes it from the typical child welfare system is that the usual

_________pla~~nt has more time for planning than an abused child who needs to be

relOClved from the hone with little warning or planning. While we view with a

strong sense of urgency a child needing to leave an institutional setting, we

also take the time to choose a family carefully and do preparatory training

and work with the foster family before placement. A child leaving his own
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horre is in a situation where first attent:>t.s should be to train and buoy up the

birth hane, which sinultaneously leaves lead time to prepare a foster family

in the event stlfP:>rts are unsuccessful. Often times a birth family, who can

see relief in sight will "hold-on" a little longer if they can learn to see

the ti.m:= is being well spent in preparation to assure a good and stable

placement situation.

Placement planning has a number of parts to it. First is the phase where

introouction of the child and family occurs. we have come to look for

immediate signs of attraction as a prerequisite to a successful placement.

Our experience with hundreds of foster families has proven that initial

reactions are the best predict.ors of success. While not a scientific

description, "love-at-first-sight" is a phencmena well recognized by veteran

workers. Where an initial attraction does not occur, it can't be forced. It

is the basis upon which training and adjusting of life-styles is built and

succeeds.

The second phase of placement planning is exp:>sure in increasing arrounts of

ti..Ire. E'ollowing an initial reaction that is PJsitive, the foster family needs

to have plenty of oA;Ortunities to be with the child. These can be visits

where the child, lives,· followed by short visits to the foster heme; followed

by lon~r and sometimes protracted visits to the foster home before a final

placement decision is made.

The third phase of placement planning is the teaching phase. Under the

guidance of an interdisciplinary team, a set of training objectives and

strategies are outlined that address all of the unique and individual specific

needs of the chi Id.
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The fourth phase of placement planning is the procurement phase. This is the

phase where equiprent, home modifications, household schedule adjustment, and

I ining up of outside helpers, if necessary, occurs.

The final phase of placement planning is the agreement phase. At this p:lint

the foster family, birth family, staff who have been ""Orking with child, and

staff who will be ""Orking with the child sit down together and go over all

aspects of the preparation and expectations for the future. In order to be

very clear about who will do what and what future actions need to occur, a

three way written agreement is drawn up between agency staff, birth, and

foster family.

Connie I S story describes the placement planning process.

Meet Connie

Now we've really gone too far. That's what I thought when I took the stand in
a courtroom up against a fonnidable team of special ists. We were in court to
try to argue why Carmie should not be sent to an out-of-state facility that
special ized in serving people with her very unique disabil ity. We met Connie
on the psychiatric unit of the University Hospital. She was fifteen years old
and had been admitted because of uncontrolled behavior which seemed to be
driven by hallucinations. After lengthy evaluations, a diagnosis of juvenile
onset Huntington's Chorea was made. Connie's only family, her IOOther, was
already iflCap3£itated. in a nursing home with Huntington's Chorea. Connie was
a state ward, and now a state ward with no place to live.

The hospital staff had investigated treatment settings all over the country
and found a nursing home in Mirmesota that "specialized in people with
Huntington t SOl • Never mind that juvenile onset is very unusual and that Connie
would-be the only child in this facility. -- -The hospital team was strongly
recomnending the special treatment setting. The psychiatrist, the psychiatric
nurse, and the psychiatric social wOrker all provided testiIoony S1JH?Orting
that recoornendation, just before I was to take the stand. My testirrony l«)Uld
rely on one other characteristic of Connie's, her birthdate. We believe
strongly that children should grow up in families and that Connie was a child
and needed the nurturing, loving, safe environnent of a well SURX"rted family,
not a 150 bed nursing home in another state where everyone is old and has the
same disabilities. But having given that testim::my with as rruch confidence as
I could muster, the judge gave us thirty days to make good on the belief and
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arrange a family situation to bring back to court, or the transfer out of
state would be rrade.

I left the court room wondering just how we were going to p.111 this off. Here
was Connie who needed a family desperately. But here was Connie, fifteen
years old. Everylxxly knows its difficult to find a family for a teenager.
But add to that, a teenager who has aggressive and. destnx:tive behavior, and
who has wild hallucinations. Add to that that Connie was black. Add to that
what we learned about Huntington's Chorea, that Connie \'.OUld not always have
the aggressive behavior, b..tt because of the degenerative nature of the
disease, she \oX)lJ.ld become so weak as to be tmable to walk and would lose all
of her self care skills. Add to that that her prognosis was terminal and that
she would die within a few years. I thought maybe this time our idealism had
outstripped the realities of this situation.

But I hadn't yet met Mrs. Bibbs. She was on the waiting I ist of foster
families and had been through the licensl.ng and general training. We talked
with her about Connie and the future that awaited her. Mrs. Bibbs agreed to
meet her. As she walked onto the hallway of the psych unit, Connie saw her
and called out the narre of her aunt. Connie thought she looked like her alU"lt.
You could see it happen right there, the 0000 that would allow all the
training and life changes Mrs. Bibbs and her family would go through to rMke
sure Connie could live in a family.

We hurried excitedly back horoo to begin preparations. The occupational
therapist went out to Mrs. Bibbs home to decide how to prepare it to accept
the wheelchair that Connie would need in the future. The psychologist
researched Connie's records and. consulted with the hospital staff, then met
with Mrs. Bibbs a number of times to provide strategies for how to handle her
aggression and respond to her hallucinations. The nurse joined those
discussions to outline the health care issues that acc00p3.nied the care that
Connie would need. The casemanager worked with the team and Mrs. Bibbs to try
and anticipate what she would need. The team met with the Bibb's extended
family and agreed to a sharing of care resp:msibilities. They agreed that, in
addition, a built in respite system would be i..np)rtant to SUJ.=POrt the family.
Fifteen hours a week were authorized and built into Mrs. Bibbs contract to
allow her to use as she needed. And all through the planning, lots of visits
to the hopsital were rrade to let Connie and the Bibbs family get to know each
other~ Their COflTflitment became stronger with each visit.

\'o'e were able to walk into court a nonth later and deliver the goods. I told
the Judge of the preparations we had made and were prepared to .continue. And
then Mrs. Bibbs took the stand and explained with siJrplicity and grace, the
home she would make for Connie. After that there really was no question. The
court endorsed the plan and Connie had a family.

About a year later. Mrs. Bibbs began the adoption proceedings to make this
"unplacea.ble" child a penranent member of the Bibbs family. Connie did not
live long enough for the adoption to be finalized. but she died knowing she
had a loving family and that she belonged.
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FINDING Fi\MILIES

Recnri1:.ment Specialization: Meet Sue

At M)RC we believe in foster care. we, consequently. make foster family

recruitment a priority. Several staff have, as their sole job resp::msibility.

the finding and screening prospective foster families. These home developers

have become experts at assessing the p:>tential of applicants and balancing the

"screening-out" portion of their task with the equally i.rrp::lrtant, but often

over1C1Oked, function of encouraging and nurturing people through the process.

Many other agencies make recruitment a p3.rt-time function of staff who already

carry a caseload or have rn..tltiple other assignments. Conflicting goals can

result in diluting the tiJte and expertise needed for recruitJrent and

screening. casermnagers who also recruit have a disincentive to add new

people to the program, as it may have a direct bearing on their future work

load. It is in their best interest to find families who they feel will be

easiest to ~rk with in the future. A non-specialist may have a tendency to

screen out people who do not fit the traditional family model.

Developers, however, seek to look beyond the obvious. They have learned that

the b.o pa.rent, "Ozzie·. and Harriet" family' with a house in suburbia is not a

requirement for fostering. Many excellent foster pa.rents are single and of

.~v~ry :a~,.. income:,. and educational category. Prerequis.ite criteria is

goodness, decellcy, and a wish to be a family. Given sufficient time, energy,

and rroney, where the foundation is solid, all other needed' elements can be

bought, taught or brought to a family. A potentially \oK:lnderful foster

family may not necessarily have all the needed skills when they apply. But

developers whose sole job is developing homes, have the time and
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resp::msibility to work with awlicants individually, providing special

assistance in areas where it is needed. A developer may take an awlicant,

who has no experience working with children who have handicaps, to meet

existing foster families in order to help the awlicant understand. what

fostering these children entails. A developer can arrange an aggressive

schedule to eXfOse the awlicant to children. A developer may also help a

prospective foster parent l~te a new home when his or her current home is

unsuitable, or find a new job with hours rrore conducive with fostering

requirements.

Treating every applicant as a potential treasure deserving one's full

attention cannot be aCCClrTl?lished by part-tirre developers who are distracted by

competing forces. The personal touch lets prospective foster families know

they are needed and respected. l-bre effectively than with words, it teaches

them our agency believes in the gifts that families have to offer that make

them worthy of our full cormri.t.fre;nt of time and energy 4

Meet Sue

Sue was, on the surface. an Wllikely foster rrother. A shy, 25 year old who
oo.rely sp:::lke above a whisper when we first met her. she lived with her own
rrother. She had never been married and. ha.d no children. She had been working
as a nurses aide :in a pediatric nursing horre since she· was eighteen. She
loved kids. In particular, she loved Dana. She was working the day Dana was
admitted at three weeks of age. Dana was not SUJ?fOsed to live because of the
severity of her brain damage. Tha.t was seven years ago. Sue worked with Dana
whenever she could. Dana. responded to her rrore than other caregivers. Dana
-kfiew--When Sue was taking care of her and. WOuld not eat for strangers. The
relationship grew. SUe routinely came to the nursing home on her days off, in
order to hold and rock Dana and to feed and play with her. Dana's family came
to trust Sue and requested that she be her assigned staff whenever she was on
duty. It was only natural, when we met Sue and Dana to ask how we could help
them live together.

we recognized that many obstacles existed. However, SUe's long tenn devotion
to Da.na made it absolutely clear that helping her provide a heme for Dana was
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worth the effort. With Sue, our mission was to make it haJ:Pen. We saw
ourselves as conspirators against the stereotype of the traditional foster
parent.

SUe's parents did not wish her to bring Dana home to their house to live with
them. So the first hurdle was to find a place for sue to live. Because a
nurses aide salary is pretty meager, we had to work with the apartnent
management to assure the additional income from foster care would qualify her
to make it possible. The second hurdle was to find a different job with hours
that would coincide with Dana. , s school schedule so sue could be bane when Dana
was. sue was able to get a job as a p3:ra-professional in the special
education program where Dana would go to school. While waiting for an
apartment vacancy, we started on the licensing p3perwork - filling out
awlications, obtaining references and rredical clearances and interviewing Sue
at great length, getting to know her very well and teaching her what
expectations we \«:luld have of her as a foster parent.

Since SUe would be living alone, she would need an alternate caregiver to be
available when Sue could not. She \oXJuld also need regular built in respite to
provide a break from Dana t s care from time to time and to allow her to carry
on the routine business of life. In addition to the foster care payment we
made for Dana's care, we also built into her foster care rate an allowance for
arranging for a respite worker with the unclerstanding that Sue could use this
in any fashion that \I.Odced for her.

Dana's birth family was originally skeptical about foster care, but when they
understood who we were proposing, they gladly agreed. They had care to know
Sue was the person they counted. on to safeguard their daughter at the nursing
home and they were pleased to have her as Dana's primary caregiver. For Sue,
she not only made an alnost equivalent salary from foster care as she had made
at the nursing home, she was able to do what she loved best in the world and
that was to be with Dana.
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FINDING FAMILIES

Soup-to-Nuts Developnent

The "soup to nuts" of developing a foster family heme can be divided into 5

m3 jor areas:

1. Needs assessment
2. Recruitment
3. Initial Inquiry call
4. 8c:reening
5. Training

I. NEEDS ASSESSMENT

Before starting the search for prosq;:ective foster families, it is i.rrp:>rtant to

have a clear idea of the needs of the children who need h<::m:s. This

infonna.tion helps the developer understand the skills and characteristics he

or she seeks in a foster family, and influences the recruitment method used.

It is often helpful for the developer to meet the individuals needing foster

hon~s, and to get to know them as people instead of lengthy and t;erhaps scary

diagnoses. The description to a prospective foster family of Jim as a 12 year

old boy with blond hair, big blue eyes, and a big grin who uses a wheelchair

is much rrore aJ:=Pe3ling and accurate than the description of a white IMle with

S~stic Quadriplegia.

It is crucial that home developers be coornitted to finding families for every

child-. as attitudes affect the success of the effort. A developer who, deep-

in his heart, truly believes that certain children are unsuitable for foster

care will convey this to prospective foster families, even if the developer

believes he is suwressing these attitudes. Everyone who speaks to

prospective foster families nust share the philosophy that every child

deserves a family.
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2. RECRUITMEMr

The goal of recruitment is to generate interest in fostering in the greatest

number of people. This is best aCCOO1?lished by "marketing" the job of

fostering. The marketing awroach seeks to attract people, and differs

sharply from the traditional "screening out" awroach. The screening awroach

challenges the motives of all who aw1y, and errphasizes the obstacles,

bureaucratic steps, and frustrations of fostering in order to weed out people

who may not be suitable. In contrast, the marketing awroach focuses

initially on the attractive personal benefits to a family: work in your own

hane, make a difference in someone's life, earn $800 a lOOoth.

The roost corrrron recnlitment rcethods include classified advertisements, radio

and television afPearances, intervi5.'S with print media using existing foster

families, news releases, pililic service announcements, presentations to

conrnunity and church groups, and direct mailing to target groups.

3. INITIAL INQUIRY

The inquiry call is the first ofP)rtunity to expand on the marketing message

presented to the p.Jblic, and to be9in to discuss the fostering experience.

Many mistakenly Wlderestimate the i.np:>rtance of the inquiry call. The initial

telephone contact sets the tone for all future interactions between the

aFPI icant and the agency, and sets the "hook" so the good ones don' t get

away.- --Having saoeone available to take calls who -knOws the program, is

enthusiastic and courteous, and who has the time to answer questions and

provide information is crucial. Instead of using this call as the first

ofP=>rtunity to screen people out, the MJRC goal is to schedule a ~ visit,

and "get our foot in the door." While time consuming, it is better to go out
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on unproductive home visits than to overzealously screen out good prospects by

phone.

4. SCREENIOO

Appropriate screening is vital to a good foster care program. Yet

historically foster care agencies go overboard. A balance between screening

and encouraging and nurturing prospective families is needed. It is

unrealistic to expect applicants to be totally prepared and. well qualified

when they walk in the door. Rather, their p::>tential for grCMth and

developrent should be evaluated.

SCreening generally entails an average of 10 visits to the applicant's home,

often after work hours. During these visits the developer teaches the

applicant about agency expectations and philosophy, learns about the family's

skills and values. observes the interactions of family members, and does an

in-depth interview with each person in the household. While MJRC is bound

by licensing rules which place great enphasis on the health and safety of the

environment. our preference is to get to know how the family ticks, and

whether they are open, dependable. and trustworthy. Learning their rrotivation

for getting into fostering and the depth of their personal Sl.1pp:>rt network 1S

essentiaL As safeguards, MJRC does a criminal history check, obtains

personal references, requires a nelical statement on every family member. and

has a fire inspection of the home, but the biggest safeguard is to know the

---i:Otentiaf fannly as well as your own.

5. TRAINIOO

Fonnal training serves a dual role in preparing a family while also working as

another screening rnechaniSlU. Prospective foster families are viewed in a new
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context, as part of a group, and are evaluated. by different people,

the trainers. Home developers may gain great insight into a family by

observing their interactions with peers and trainers. Training also builds

relationships a.rrong new foster families and gives them a sense of belonging to

a larger group.

MJRC requires about 40 hours of basic classroan training before awroving a

family for fostering. M:::>RC pays a stir-end to the family for their attendance.

We find training is m:>st effective when we design it and schedule it for a

time rrost convenient for the majority of trainees. The training uses existing

foster care providers as well as staff. Using a particiratory style, our

training covers topics including oorm3.lization, working with birth families,

the rights of persons with handicaps, the role of the foster family within the

interdisciplinary team, maintaining health, providing medications, and the

role of the foster family in the agency. A minimum of 8 hours of ongoing

training is required of every foster parent each year.

In addition to pre-service training, child-specific training occurs on an

individual basis in the home with a family before the child rooves into the

ho<re. The length and depth \Iepends. on the skills of the family and the needs

of the child.
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FINDING FAMILIES

Recroitment Strategies

When developing a foster family recruitment plan, we often start with efforts

to reach the general pIDlic. These nay include classified ads, flyers in

grocery stores, notices in church bulletins, Public Service Announcements on

television and radio, slide show presentations for the civic groups, and

Christmas time television interviews with existing foster families. These are

all legitimate recruitm:nt methods, and the majority of people who eventually

become foster parents initially hear about out program from these sources.

Our goal in generalized recruitnent is to get the message out to the widest

p:::lssible audience, using a variety of different methods. Each one must

highlight the selling points of fostering.

Ideally the generalized recruitrrent camp,3.1gn is widespread, varied, and

continuous. M:lst individuals see several messages about fostering over a

period of time before they are m::>tivated to call and inquire about the

program. Once the recruitment program is up and nmning, word of lOOuth and

referrals from existing foster families may also generate successful contacts.

But general recruitment efforts are not enough.

We also use targeted recruitment. This contrasts: with the general awroach as

it seeks to reach a particular segment of the p:::lpulation. For example, our

______.. goal m:ty be to find families for 25 identified children with severe mental

retardation, who have varying degrees of behavior problems:, who are active

and who currently live in a behavior treatIrent Wlit. In this situation, we

eIT{Jloy two targeting strategies.

The first, personalized recruitment. takes each child as an individual and a
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social map is developed. Every person who is pa..rt of the child's life is

considered as a potential foster pa..rent. There may be a nurse's aide or cook

who already has a special relationship with one of the children, and who, with

encouragerrent and assistance, could bee:::<xre that child's foster family. There

may be a teacher who asked pennission to take a child home for the holidays.

There may be an aide who comes in on his or her day off to feed or visit with

one child.

If an individual already knows and cares arout a child, he or she is worthy of

our energy to receive first consideration as a potential foster parent for the

child. In addition to word of TTOuth recruitment efforts at the targeted

facility, other strategies may include £.Otting up flyers, making

presentations to staff, arranging for articles in ent>loyee newsletters, and

putting notes in pay envelopes.

Personalized recruitment is ideal when it \o,Qrks; hc.II.-.'ever, SClI'TI2: children don' t

have a special t:=erson in their lives. In these circum.'Stances, we may target a

particular group within the general pililic. If a child has significant health

problems, we may focus our attention on nurses and nurse's aides. Our

recruitment strategy may then consist of contacting nurses associations about

the need for foster families, putting notices in hospital newsletters and

bulletin roards, talking to classes of nursing students, placing p:lsters in

.~__ J~liflicJh---.DWsing homes, and other health care settings, and direct mailings to

registered nurses, licensed practical nurses, whose names are available

through state licensor bod.ies.

There is no one method that works every time, so we try as many different

strategies si..rrultaneously as p:Jssible. Even if one of our efforts fails to
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find a foster parent now. it nay plant the seed for later harvest. With all

methods, it is i.np:lrtant to have a consistent message which sells the idea of

fostering and enphasizes personal benefits to the family. There is no right

or wrong. trPst successful technique. Whatever works is the key. Frequent,

varied, visible. rtI.lltiple and repetitive messages are the goals.

All of these set the stage for the one that ultimately "grabs". The want ad

advertising incane may be the first on the list which results in the call or

it nay have been all the previous messages which let the want. ad click.
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FINDING F!\MILIES

Parental Misgivings

A sanetimes difficult part of placing a child may l::e dealing with the birth

family. There is no easy way to wrestle with the very strong and p3.inful

em::>tions surrounding a family's inability to continue to parent a child and

the replacement of their role by another family. As painful as this process

can be, it is only as unavoidable as the birth family· s inability to have the

child continue to live with them.

In working with hundreds of families wrestling with this emotionally charged

l.ssue, we have learned some lessons aOOut how to help work through the

process. M:>st i.mp:Jrtantly we have learned that it is p::>ssible to reach

acceptance from, the birth family. It re:::lllires gentle but direct confrontation

of the issues. The guide through the process has to be scmeone who has gained

a degree of trust fran the family. Having succeeded in gaining a trusting

atm:>sphere, we have found the work proceeds through a series of recognitions

of the subtle but dramatic differences between birth families and foster

families. These differences prima.rily revolve around the issue of choice.

The guide, gently but relentlessly, ~rks through the following comparisons

between birth and foste(' family that inpact on the, em::>tional strength each,

brings to the task.

1. Choice to be a parent to a handica~ child.

The foster family is entering this area through a conscious planned

choice which has rarely been the position of the birth family.

2. Choice of what kind of handicap.

The foster family exercises some choice in the nature of the

disabling, condition with which they feel comfortable dealing.
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The birth family has no choice.

3. Choice of when.

The foster family embarks, at a p::lint in time when

other elerrents of their lives are stable and in order.

Often times foster families have CClll'pleted their own

families and gotten through the early years of their

children's childhoods and are ready and able to devote

their energy to the new family member.

4. &rotionally prepared.

Because the foster family has chosen to have a handicar;ped

family rrember, they are awroaching the event with

anticipation and eIOCltional prep:tredness, unlike the birth

family who is often times suffering a crushing experience

which depletes their erootional reserves to embark on the

rearing of a child with different challenges.

S. Prior preparation

Since the entry of the handica~ child is planned and

chosen, it allows the opportunity for plenty of preparation.

Foster families can have training and information about

the-disability and its prognosis prior to experiencing

it. They can prepare the house with rrodifications and

equipnent. They can prepare other family nanbers. They' can ­

rehearse and adjust their life style in preparation, rather

than after the fact without choice.

6. Transition

The foster child does not just ar:pear one day. There are
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descriptions of the child discussed before ever meeting.

There is an introduc::tion followed by time to reflect.

There are often "trial" visits for the family and child to

get to know each other before making final moves. The foster

family can take time to reflect and readjust and experience

the iJrplications of the disability in gradual doses to

the p:>int where they identify readiness.

7. No perception of failure

In the final analysis if a foster family elects not

to take a particular child, or even agrees to take a child and

later finds themselves unable to continue, the world

acknowledges and lauds their atterrpts. The birth family to the

contrary, who elects not to care for their child or seeks to

have the child placed, is often viewed with suspicion or even

derision for abandoning their offspring. The difference

between p.lblic reward to foster parents and stigma to birth

parents has a psychological i.Jrpact which should not be

underesti.rMted.

By spending time with the birth family focusing on the seemingly subtle, but

actually dramatic differences, birth families can begin to take a different

view of foster families. This changed perception opens the p?ssibility of

acceptance •

The fruition of acceptance occurs only with the birth and foster families

meeting each other. Much like the foster family's i..rrrre::liate reaction leading

to acceptance of the child, the birth family's imnediate reaction to the

foster family is often a predictor of acceptance. Just as the foster family's
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acceptance of the child cannot be forced, the birth family's acceptance of

the foster family carmot be forced. It is often wiser to nove on to another

family than to force the interaction. In fact, the willingness to consider an

alternate family is a strong factor in the birth family's trust of the agency

to whom they are entrusting their child. A large number of recruited

available foster families is the key that makes an alternative possible.

Since this whole mission is the rearing of a child who is dependent and

needing of a nurturing home and cooperation of all sufP)rting parties to that

hooe, it behooves all the parties: the agency, birth family. and foster family

to become accepting and trustful of each other. toJe have found this can be

aCCOll'plished by taking a gentle but persevering approach.·
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SUPPORTING P!\MILIES

Whatever it Takes St.q:t:ort: Meet Rusty

Having found families who are able and willing, the second major

reS};Onsibility of the effort is to SUI:P=>rt the family. To enable them to

carry out the mission they have I"OV joined.

Once we have found families willing to accept children, the next step is

naking it PJssible for the child and family to live together. This becomes

the process of developing a S1.J.R?Ort system. A St.JR)Ort system is all the

things that make it work. we learned that SURJOrt is sUR?lying whatever the

family needs. Families taught us that it includes everything from financial

assistance, training and information to emotional support, modifications of

houses, equiflTlE!nt to advice, van lifts, a shoulder to cry on, to sorreone to

share family photographs with, extra hands to help lift, pizza, gasoline, and

wallp:lper. Once we acknowledged families were "out there" willing to accept

children, and that Sl.lpp:)rt is whatever-it-takes, we realized that there was no

child who couldn't live with a family.

M::>st difficult for "professionals" to accept was that the family determined

what they needed., This doesn't discount the role of the professional in

providing advice about what may be helpful. But, ultimately, it is the

perception of the family that detennines what feels like help and what does

not.

Rusty's story describes the "whatever it takes" inplication of support that

rrade it possible for one child to live with his willing family over seemingly

insunmountable odds.
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Meet Rusty

Rusty was born in a rural area in the northern p3.rt of the state. Because of
the severity and nultiplicity of his birth anomalies, he was iJmediately
transp:>rted by air arrbulance to the University Hospital several hours away.
He was diagnosed as having Vader's Syndrorre. After many surgical
interventions, he was stabilized with a tracheostomy, gastrostomy, colostomy,
apnea roonitor, and anp..1tated leg. He remained in Intensive care for seven
rronths before he was stable enough to consider discharge. His m::xn was a
single P3rent who gave up everything to fol1~ her son to the hospital where
she virtually lived. with him for seven m:mths. Although llC'ool ready for
discharge, Rusty needed to rem.:t.in near the hospital for frequent outpatient
care, further surgeries and follCM-up.

Rusty's rrother was ill prepared to take her son heme. In fact, she had no
horre. She had no incane .. no transp:>rtation, no rredical insurance, and no
family or friends in the area. The hospital recorrnended a pediatric nursing
home. Rusty's rrother visited the proposed placerent but rejected it, tmable
to visualize how her son could grCM am thrive in an abn:::lsphere where he
C<XT{)eted for the attention of a few nurses, and aides with high school degrees
as their credentials, who were resp:msible for 149 other severely rll.11tiply
i..rrp3.ired children. Ironically the hospital threatened to p...lrsue court action
about her ~r judgment regarding what was best for her child.

I became involved with a team from M:RC in order to make good on our
philosophy of SUfP)rting families to enable them to raise their children in
family homes rather than congregate care settings.

It was recognized, even by the hospital, that Rusty's nom was a competent care
gl.ver. She had thoroughly learned the i..nFlications of caring for her son's
trach, gastrostomy, cardiac e<:::IlFlications, colostomy, and was well versed in
techniques to address his developnental delays. The difficulty in having
Rusty at harre was her inability to provide the care he needed twenty four
hours a day without any natural supp::n-t. systems.

OUr task was to build the missing elements of suw>rt around Rusty and his
m::xn. As a system we had to become her friends and family, her home, her
nobility, her financial and enot:ional ~rt system. Through an aggressive'
and planned strategy, in concert with Rusty's m:Jm, we were able to arrange
subsidized housing, Medicaid el igibility, in-Ilooe nursing sixteen hours a day,
special education early intervention services, and transportation. Rusty was
able to corre home.

Admittedly extraordinarily expensive at the outset, as Rusty and his room
settled into their new hone and neighborhood. and routine, over ti..rre services
were able to be weaned until Rusty's family's support needs aIOOuoted to less
than the cost of the pediatric nursing home. f1:)re i..JTportantly Rusty was
eventually rejected from the special education cate90ry of severely nultiply
i..npaired as he grew and thrived in the nurturing environment of a hotre.
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SUPPORTING FAMILIES

Professional Attitudes: Meet Chelsea

The prerequisite of a child being a part of a family is willingness of the

family.

We began to learn with greater exp:>sure to children with corrplex rredical

needs; that factors outside the family exercise a great deal of influence on

the attitude of willingness and acceptance of the child by the family.

Unfortunately, in too rrany cases, influence was detrimental rather than

facilitating. We began to recognize subtle. and not so subtle. influences

that undermine families acceptance of a child with seriously cotr'{l["Qffiised

health and physical characteristics ..

Acceptance is a process that begins right at birth. We found that a role that

was missing in typical health care practice was the recognition of the baby as

a biliy first rather than a diagnosis first. The strongest indicator of

families attachment to children with severe disabilities was their perception

of the child first as a child, second as a member of their family, and only

coincidently happening to have a disabling condition.

For some families. this perception came naturally. These were the families

who resisted ttedical recontnendations to find special places for their special
-,------,

children. For other families, the perception of their children was still

forming. still malleable. still subject to influence. For these families. the

medical recorrmendations to lcx:=ate a special place was the roost dranatic

detriment to the development of acceptance of the child.

The role of a child. when referring to children who are not labeled with

38



developrental disabilities is easily defined. That is. a child is a young

member of a family. When a significant disability is present, this nost

cormon and basic role has at ti..mes in hm\3.n service systems been shadowed if

not lost. We found that we needed to intervene to be sure the ordinary

childness was given at least as Ill..1Ch attention as the special needs. In fact,

l-mc has had to reshape state p:llicy, practice, and regulation to make it

mandatory that famil ies hear the rest of the picture before electing a nursing

home and when they hear the rest of the story, they rarely choose a nonfamily

placement.

The story of Chelsea best exerrplifies a "system" resp:lnse tha.t did not lose

sight of this and inalterably change a life history.

Meet Chel sea

Chelsea was born in August, 1985. She was born with an encephalocele. Part
of her brain was exposed through her incoopletely developed skull. The
striking obviousness of this congenital malfonnation was imoediately nore
apparent in aA';)earance than in function. She was not in danger medically, but
the potential for danger was clear in terms of risk of infection or injury to
her unprotected brain. Also of concern to physicians attending her birth was
the possibility of future disability. It was unclear but likely that other
abnonnalities such as brain damage existed because of the congenital nature of
the abnorm3.1 developrent of her head. All of these issues were the pressing
focus of the medical team interacting with Chelsea's parents at the hospital.

Her parents did what people do when confronted with something unknown and
health care related. They sought advice from the health care professionals.
The health care professionals did what they do when asked for advice about a
health-care matter. They gave health care advice. Without their actually
realizing or ackncMledging it, they also gave non-health care advice. They
suggested that Chelsea might have significant SJ?eCial needs and that there was
a special place for special needs children, a pediatric nursing hc:tre. The
parents presented with that advice, absent any other perspective, proceeded to
investigate admission for their newborn daughter.

However, serendipitously, the father had a brother who had a friend who worked
at HJRC and knew something about children with special needs. The father got
a phone mnnber and placed a call to the MJRC worker. And a different
perspective began to unfold. This worker spoke to the family about their
daughter, about their roby, about her brother, about her uncle, about their
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plans for a vacation, about a future that would include laughter and joy and
their daughter. And, oh yes, how special needs can be met within the context
of a family.

Some concrete needs were identified. A helmet might be needed which could be
paid for through Medicaid funding. Chelsea was eligible for Special Education
services even as an infant to help guide, teach, and advise the family. Life
plarming through a social ~rker could help the family plan for a future with
an adult daughter with adulthood plans to live outside the family hc:Jme.

And after a different view of a tiny infant, as a daughter rather than a
diagnosis, as a p:ltential atult rather than an encephalocele, as a family
member rather that a special need, Chelsea went heme rather than to the
nursing home ••• and her parents are thankful for the rest of the picture.
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SUPPORTING FAMILIES

Funding: Meet David

Sooner or later every good. program idea has to be discussed in teI1DS of its

feasibility from a fiscal perspective. One of the beauties of specialized

foster care as a node! is its cost. Foster care is usually recognized as an

inexpensive node! of residential care, but it is not often recognized as a

n:odel that can serve people with very severe, rcultiple disabilities. Our

experience is that it can and does SUfP=lrt chi Idren with the tooSt corrplex

medical, physical. and intellectual disabilities. And, if well S\lfPJrted

foster families provide healthier. more gDYWth enhancing environments than the

most sophisticated intensive treatment residential programs.

Rather than only "acceptable" or "adequate", foster families proved to provide

safer, healthier care and children did better than the very expensive settings

fram which they were placed.

Even though our specialized foster care paid families at a rate substantially

higher than traditional foster care for non-handica~children, and. always

provided at a minimum an interdisciplinary team of sup[XIrtpeople, the cost

was far less than group homes or institutions.

Orr specialized foster care was established with the following funding

ex~tations:

SSI - The cost of room, boa.rd., and supervision is covered by S8I. The

children are considered a family of one for S8! eligibility pllrr;oses.

Because of the severity of their handicaps and (except on rare occasion)

their lack of t;:ersonal assets, alrrost all children in the program are

eligible.
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Medicaid - The same applies for Medicaid eligibility for coverage of nPst

'~<.,q

medical expenses.

In-B::me ProglCR - State funds reimburse the family for the

paraprofessional training program they i..Irples:rent. This funding covers

care and treatment above and beyond the traditional foster care

expectations. Rates of rei.mb.lrserrent are established based on the

individual needs of the child and the corresp:mding training plan that is

developed in concert with interdisciplinary team. Typical rates of

reirnburserrent for this aspect of the program range from $10 to $35. When

~ined with SSI this means the foster family receives $25 to $50 per

day. Occasionally a situation warrants additional consideration. These

funds are considered "diffieulty-of-care" funds and therefore are not

considered income to the foster family for tax putp:)ses.

I -Team Sufport. - The typical interdisciplinary team of SUA?Ort staff

includes a casemanager, psychologist, nurse and occupational and speech

. therapist. .The administrative cost of maintaining such a staff averages

out at about $16 per day. (This cost takes into consideration a larg,e

program with overhead spread out across several hundred other employees).

other SuEp?rts - The previous ca~ries are rninirrum cost expectations

for all families. Additional SUl:tX>rts are added as needed and can include

a tremendous range of costs. There are many families who are maintained

with costs only frem the first four categories. others use considerably

rrore resources.

Adaptive equipnent, rartps, van lifts, and home nodifications are high

ticket items, but are usually oneti..Jre only or infrequent expenses as

corrpa:red to per dian costs.
42



43

In-hane nursing is the most expensive additional resource. we have found

00 child who needs 24 hour in-hoole nursing on a regular basis, and only a

few who have required 16. M::>st children described in hospital discharge

planner language as needing "skilled" care can be successfully and safely

served by well trained foster parents with built-in respite relief and

identified trained alternate care givers who are other adult family

members, neighOOrs, or friends.

A studylUldertaken at MJRC by Syracuse University center on Human Policy

explored the area of cost cClIl'p'irisons extensively. In an exhaustive

fiscal analysis, all public costs were dete~ned for a group of children

in foster care who had come from other residential situations. These were

corrp3.red with the projected pililic costs which ~ld have been accrued had

they remained in the settings from which they came or to which they ~ld

have had to go if foster care were not available. The study derronstrates

conclusively the cost reductions for children with the most complex

needs.

Foster care does not negate the need for hospitalization during acute

medical episodes. However there needs to be a distinction between where

the child lives and the -need for hospitalization.. We found children

residing in acute care settings who were there, not because they needed

them but because there was nowhere less acute, and, therefore, less

expensive for them to go. In these cases, foster care had not been

considered one of the options. The leap from acute care to foster care

seemed too great. And yet, these same hospitals were developing home care

plans for children where assertive and corrpetent and- well SUI.=P'rtecl birth

1
Copies of this study are available through James Knoll, DD Institute. Wayne

State University. Justice Bldg •• Room 326. 6001 Cass Avenue, Detroit, MI 48202.
for the cost of reproduction.



parents demanded the Cl(;p)rtunity to raise their children at home.

David is a child who was living wmeeessarily at an acute care

hospital because foster care had not been considered. His story

is typical of the underestimation of the cap3city of foster care

families and sua:ort systems that enable families.

Meet David

David had lived sinc::e birth on an Intensive Care Unit at a major hospital. He
was three years old when we met him. He had never lived anywhere else. He
was rom with a disease very similar to nuscular dystrophy in its i.Irp3.inrents
of muscle ITOvement. It leaves no voluntary ITOvement and even life sustaining
nuscle ITOvement~ such as breathing, is inhibited. David lives only because a
respirator breathes for him. He eats only if sooeone feeds him through the
gastrostomy tube in his stomach. And he was having cardiac arrests several
times a rronth. His birth family had no ability or willingness to provide a
home for their truly fragile son. Their visits had grown rrore infrequent over
tirte. The hospital accountant also made it clear that he could not grow up in
the hospital.

The search began for an alternate residential care unit less costly than an
acute care hospital but sufficiently skilled to deal with sophisticated
medical equiprent, care, and rronitoring. No pediatric skilled care units in
the state were willing or able to take on as carplex a child as David.

The dil€flm:l of where David should live gave us an opr;ortunity. Awroaching
David as a three year old roy, we i..rrmediately asked why he didn't live with a
family. l-klme care S\lfP)rts are known to be able to be developed to enable
children with very carplex needs to live with their families. David's own
family not being willing, led us to ask about an alternate family, a foster
family. Medical discharge planners, nurses, physicians and social workers met
at the hospital to discuss al teIllate placement plans. Q.1r prop::>sal was a
family. Their proI;Qsal was a residential care facility. They had no
facility. we had a family.

The Jl'Ost pressing need was discharge from the very expensive Intensive Care
Unit, so they had to listen. And we slowly but surely developed a discharge
plan. The foster family had no experience with health care and no credentials
other than being good people who loved children, had good child rearing
skills, and a willingness to learn. These were the only necessary
prereq:uisites to begin the plan. Everything else David needed was built on
this foundation.

The family went through extensive training at the hospital. Their home was
outfitted with eX};ensive eq:uipnent. Their electrical system was upgraded to
suFPJrt the electrical needs of the equipnent.

A hom:= health care coq:oration was contracted with to provide sixteen hours a
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day of in-home nursing. Their van was fitted with a wheelchair lift. And
finally before the final discharge, the family rroved into the hospital for a
week before discharge where they perfonned all needed care without hospital
staff assistance but under their watchful eye in order for all to be sure they
could do it.

It wasn't cheap. '!be cost of care alone was $200 per day. But that was far
cheaper than the $400 plus per day in the hospital. And the equi~nt and
supplies required at home were no rrore expensive than at the hospitaL
Despite the high cost, the goal of cheaper residential care was met and David
was discharged.

M::>re i.rrp)rtant to us, and surely to David, hcMever, was the richness of life
he .experienced beginning on his first day out of the hospital. On the way
home fran the hospital, he stoI.=P=d with his foster M::lm, and his wheelchair and
his respirator, and his oxygen tank to get a hair cut.

David has lived with his foster family JlCJW for three years. And as a measure
of healthier environment, David has been healthier than he was in the
hospitaL He has only t"-O cardiac arrests in a year instead of the average 3
per m:mth when he left the hospitaL He has had fewer bouts of pneurronia
coopared to in the hospital. By all medical indications, he is actually
healthier out of the hospital than in the hospitaL On SUndays he goes to
SUnday school.

During the week he goes to school where he plays in the gym with other
students. This surrmer he and his family and their supp:::lrt nurses went carrping
and sat around the carrpfire, ventilator and emergency generator and alL
David still can't talk or walk or wave his hand or kick his leg or take a
breath by himself, but his eyes sure say a lot. It seemed pretty clear he
liked camping better than the Intensive Care Unit.
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SUPPORTING FAMILIES

casemanaganent: Meet Karen

Casemanagement is a 5Upp::)rt service we have cane to feel is integral to the

success of the program. Caserranagers are the folks who are assigned ultimate

responsibility to oversee that the individual child is getting all that is

needed in the best p:>ssible living situation. The casernanagers job in

foster care is to make certain that the placercent "works". They need to see

the home and relationships and learning opp:>rtunities through the eyes of the

child. They need to nurture and SUftX>rt what is good and nold and shap: what

could be better. They are the holder of the resp::msibility for testing the

quality of life of the foster child. Once having assured the rightness of the

choice of family and the connection of a bond of p:1rent and child. they are

then the key source of ~rt to the foster family to make it work. They

must get the family what it needs. whether equipnent, infont\:3:tion, helping

hands, or professional advice. And as i.rrp:>rtantly or nore i.rnp::>rtantly they

need to be there in the living room with the family often and whenever the

families need it. To make this role feasible, we have found it necessary to

rn::xlify our \oX)rking conditions for casemanagers. caseloads have been set a

maximum of one to 24 clients and the work week includes evenings and ~kends

scheduled as a condition of enployment. The conditions of e:rployment are set

so the message is very clear to staff as well as foster parents, that a

family's life style is roore i..rrpJrtant than the bureaucracy's schedule, and it

is we who must adjust to them.

casemanagement is one of the buzz \oX)rds of the 80' s. We are no stranger to

the rrerits of casemanagement, but like many buzz \oX)rds, we're no longer sure
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the word casemanagement, as used comronly elsewhere, conveys what we intend.

Karen's story highlights dramatically, what we expect of casemanagement if it

is truly a support to families.

M=et Karen

Karen came to the agency right out of high school. Her (;Osition was a
clerical fOsition in a what was then a new agency. Karen entered the
atmosphere of an agency which had a driving sense of mission which took
fr~nt 0IPJrtunities to celebrate the joys in the success of life styles we
were helping to unlock for people with developnental disabilities.

Karen fell in love with the mission and returned to school to get a bachelors
degree so that she could beccme: a casenanager. As soon as she had her degree,
she was accepted in the p:>sition of casenanager in the foster care unit. She
went back to school to work on a Master's degree in Social W3rk to inprove her
skills and insights in working with families.

D::mna got her position in casemanagement shortly after Karen. She too went
back to ~l in scx:ial w.::lrk while working as a casemanager. Both [bnna and
Karen were knc:Iwn as hard workers. They developed go:::xi plans of service for
their clients, and carpleted annual, quarterly, and rconthly review rep.:lrts in
a timely fashion. Their written documentation was clear, concise, and they
were resp::msible to p3.rent and guardian concerns. They corrm.micated with
other rrembers of the interdiscipl inary team. They processed budget
authorizations awropriately. They returned {ilone calls and followed up on
issues as needed. Both Donna and Karen graduated the sane IOOnth and were the
proud holders of MSW degrees.

One afternoon I had an i..np:::>rtant message from each that they needed to see me
that afternoon. I called Donna in first. She sat down and. SO£l"eWhat
reluctantly indicated that she would be giving her two week notice. She
indicated that she enjoyed the work at M.O.R.C. and the people she worked
with. but felt she was not able to use her new degree, as the casema.nager
FOsition did not require Master's level skills.

I called Karen in shortly after my discussion with Donna. Karen's need to see
me had also indicated a degree of urgency. She sat d~ and somewhat
reluctantly indicated that she was: feeling that she had nul out of options in
securing services for one of her families and asked if she could b:>rrow my
pick up truck. She had arranged for a birth family to have their daughter
home for an extended visit which could lead to her p:>ssible return home, but
the birth family needed to trove SCJIl'e furniture and equipnent to make it
[Xlssible. Karen indicated. if she could barroN the truck overnight, she would
go help the family move the stuff that evening so their daughter could CCJI't'J:

home the following day.

I rerrember marking the comnitment Karen felt to the child and her family and
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wondering why Karen could see so clearly a role for herself which [bnna could
not. Donna knew her cases. Karen knew her families. [):)nna mew her plans of
service. Karen knew the mission. I):mna knew the service system. Karen knew
what-ever-it-takes.

Rules for the Road

We thank. you for your interest and hope you have enjoyed your visit with us.
\-oJe're glad to have had the opp:::>rttul.ity to introduce you to some of the people
",'e know who have taught us so rruch. As we leave you here to return home and
take up the mission, we want to close with a few suggestions for the journey.
Scmewhere in }'our visit we hope you saw these road signs. We realize there's
a lot to experience in a short visit. If you missed one of these signs, m=:tybe
you'll 90 back and revisit sooe of the folks you met and watch for the sign.

1. It's not easy.
2. It's about acceptance of all people.
3. There is a demand for handicafPed children that exceeds the supply.
4. It requires a change in the way people think.
S. There is no rule book.
6. There are myths connected to medical care.
7. There will be conflicts and controversy when people work with people.
8. The system can't be trusted. for the answers.
9. OUr ~ expectations influence how we react to families and kids.

10. You rmst face life and death issues.
11. Life is w::>rthwhile for all people. The feeling that acme children are

better off dead denies their value.
12. Smaller is better but not good enough. Only a family is good enough.
13. Kids bring out capabilities we underesti..ma.te.
14. Corrmunication to a M::>m is a safer care situation than comnunication to

multiple licensed nurses.
15. ""brds get in the way.
16. Personal attitudes Wldergo an evolution of change.
17. There is hope.
18. Networking does work when syst.eJr$ don't.
19. A kid is rrore than a diagnosis.
20. Fragileness is a myth.
21. Everyone is cute to someone •

.22. Obstacles are just things to be overcane.
23. Kids are kids.
24. No kid is too tough.
25. People change.
26. You can't plan for real kids without actually touching them.
27. Clothes m=:tke the person, or at least can nake a big difference 1.n the way

we perceive people.
28. Families are resources right under our noses.
29. A family is not always Ozzie and .Harriet.
30. SUfp:rrt is whatever it takes.
31. You have to work to make the system work.
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32. Love at first sight is a real phenomena.
33. A child is waiting for us.
34. There are people under all those med.ical labels.
35. Readiness is a myth.
36. There are many typical families handling very special health care needs.
37. Parents are ~tent, sometimes despite trerrendous odds against them.
38. Based on first ~ressions, some of our best foster families would not

have Il\3.de it.
39. It's work but it works.
40. There is chemistry at work.
41. Families grow too.
42. Perseverance is a requirement.
43. Personal involvement aOOve your job description is required.
44. ~"o'e don't tell the family what sufP'rt is, they tell us.
45. Supp:::>rt sometimes means help to confront the system.
46. The shortage of families is a perceptual error.
47. You gotta ask.
48. You gotta listen.
49. Kids are kids are kids.
50. There ~s a family for every child.

Many folks 1n the human service corrm.mity have corne to agree on the imt.:ortance
and quality of foster care for some disabled children. But even the strongest
of foster care sUpp:::>rters experience doubt about~ kids. And that includes
many of us at MJRC from time to time. Fortunately the capacity of families
reminds us that the doubt is our own perception of what ~ might be willing or
able to do; not the perception of the right family about the child.

There is the right family out there. If they haven't yet been found, it's
because you haven't looked hard enough. There are millions to chcx>se from.
Some have just not yet had the q:p:::lrtunity of being asked.
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Then and Now: Meet Krista

••• As an 18 year old student doing a pediatric rotation at Children1s
Hospital in 1968, I met Baby L. She was awroxirnately 3 weeks old and had a
chrQl'OClsomal disorder which resulted in a ItI.lltitude of external and internal
malfonnations. I tentatively touched her and finally found enough guts to
pick her up. That was really scary because her head was enlarged and I
thought I would hurt her. I took her to a rocking chair and. sat down. Soon
she settled down and started nuzzling at my breast. I started to feed her by
oottle and she contentedly sucked at the nipple. Soon after \</€ were intruded
on by a group of three men, a resident, intern and rred student. They started
talking anungst themselves. I heard" ••• transillumination", .' •••
amenocephalic". " ••• Trisomy 13-15", "•.• flashlight", "••• "closet. It

hbuld I mind taking the baby in a closet where one at a time they would shine
a flashlight on her head? Since nursing students were considered subordinate,
I followed orders. The closet was small and of course dark. As I stood
holding this child, the doctor shone the flashlight close to her skull. Her
head was transilluminated. The dcctor told me this was because the baby had
only mini..rt\3.l brain tissue, basically only brain stem tissue housing
respiratory and cardiac functions. Baby L was discharged within the next t~o

weeks. I asked discharged where? The resp:::mse was "You kne:f.,;, one of those
institutions for retarded kids". So rt1.lch for discharge planning in 1968.

Kristen is seven years of adorable. At first glance, she reminds you of
Pebbles, the Flintstones' pride and joy. She is adorned with miniature
jewelry and is decked out from head to toe. Her barrettes match her socks.
She has a designer wheelchair trirrrned with pink ruffles. Kristen has made
lots of friends at school and fusses when she isn't part of the group. She
smiles and teases; kicks and wiggles to knock her toys to the floor so you can
pick them up. She is a full-fledged member of her family who adopted her
after she was placed in their care as a foster child. '

Quite a different scenario from the bleak picture described for her at birth.
Her family ftle;t her in september of 1982 when she was three m:mths old and
still in the hospital where she was born. The notation in her chart for
discharge planning read, "looking for foster care which probably won't ha~n
so will need to be institutionalized." The family's first introduction to her
went something 1ike this . • • "She doesn't have any brain and. she doesn I t
like being touched or held. Do you know what you're getting yourselves into?
This baby will be totally unresp::msive to you and will do nothing but. lay
there and cry."

The neurologist p;t a flashlight to her head and said, "See, there is nothing
there; she is little m:>re than a pet. These children are not worth saving.
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Let nature take its course". The learned physician clapped his hands, and
although Kristen startled, declared she was deaf. He waved a. metal instrument
in front of her face and diagnosed blindness. But Kristen I s family saw
something else.

Kristen's life has been ~rIds apart from her original sentence of
inprisonment while awaiting death. Instead, she has a family who loves her
enough to make a life for her.

A I ife well worth living because brain tissue is not related to heart tissue.
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