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In Appreciation

Too often, familieswith childrenwho have severephysical disabilitiesdo not havethe
opportunity to meet or talk with othersin smilar situationsand to benefit from what othershave
learned. Thisguideisan opportunity todo so. It isbased on the experiencesof many families
who haveraised and cared for their children at home, aswell asfamilieswho have moved their
childrentoaresidential program. Many professionals, who haveta ked with familiesabout
their optionsand helped them carry out their decisions, aso have shared their knowledge and
expertise.

Chester Bowlesrecognized the need for thisinformation and wasinstrumental in securing
the support of the Crotched M ountain Foundation to develop thisguide. Hisguidancewith
every stage of this project hasbeen most hel pful and isgreatly appreciated by the authors.

Specia thanksare dueto thefollowing parentswho sowillingly shared their thoughtsand
emotions, including their hopesand sorrows: Cathy Canton; Mat, Mat, Jr. and LauraEddy;
Doug and Cathy Goodwin; Clare Gorman; Robert and Betsy Hersam; Rudy King; Nell and
Marion MacDonald; SheilaMiller; Eldonand Janet Munson; Betty Pelper; Peter Tomaszczuk
and Peter, Jr; and William and Cindy Yuknewicz.

Many professionalsalso contributed to thisguide. They include: BarbaraAbrahams, Pat
Andrews, Susan Berliner, Seve Brinker, Bob Cluett, Kathy Coolidge, Karen Fadden, Larry
Fleischer, Jean Harding, Charlene Colleran Lombardi, Deborah Max, JessicaRobbinsMiller,
Ellen O’ Gorman, Susie Ojamaa, Karen Savage, Deb Segedy, Linda Smith, Christopher Stock,
andLori AnnTesser.



Why ThisGuideWasWritten

A mother of achild who survived anear drowning talks about the stresses of home care.

“ Alan needs care 24 hours a day. We have nurses coming into the home, but you
never know when they’ll call and cancel a shift. If we have no night nurse, I’'m up all
night and exhausted the next day. Friends and family think I’ m crazy to devote my
whole life to my son. They avoid us. To tell you the truth, | don’t feel | have much in
common with them since the accident. We've lost so much. We' ve learned to take
pleasurein little things, like a smile that shows he knows us, or a flicker of interest in
a TV show. That's what keeps us going.”

When asked how she seesthefuture, an expression of dread comesover thismother’s
face.

“I don’t know what I'd do if | wereill or dying and couldn’t take care of Alan,”
she admits. “ The idea of putting him in some cold, uncaring institution horrifies me. |
know | should be making plans, but thinking about these things is too overwhelming.”

In another home, afather and histeenage son who has muscular dystrophy discussthe
son’'splanto moveto aresidential school. Ted says,

“I met some kids at summer camp who live there. It sounded neat. They have
wheelchairs, basketball, hockey, and a pool with aliftin it. | could do so much. |
could have friends like me and not get stared at for being different. Around here, all |
do is come home from school and watch TV. |I'm sick of that.”

Asked how hewould fedl about hisson moving away, hisfather says,

“I know he needs to become independent. | know the local school can’t give him
the special job training he'll need to work and have a good life. But,” he adds, his
voice low and his head bowing dlightly, “ Ther€e'll be a void. I’ [l miss him.” “ Come on,
Dad. You promised—notears,” the son chidesgently.

Athird parent sitsinthe socia worker’sofficeat apediatric nursing home, whereher
daughter, who hasbeen severely disabled from birth, hasbeen aresident for four years.

“I went through months and months of agonizing before | decided to put Julia
here” sheremembers. “ But, after taking care of her for three and a half years, |
realized | couldn’t do it any more. She needed 24-hour nursing care, but | couldn’t get
nearly that amount of home nursing hours. She was getting older and heavier. | had
other children that | was neglecting. | think | was headed for a nervous breakdown,
trying to do everything.”

Asked how shefeelsnow about her decisionto place her child, thismother sighsand says
withamixture of sadnessand resignation,

“I still feel guilty, like thisisn’t the way it's supposed to be. If Julia could talk,
I’m sure she'd tell me she'd rather be home. | still worry that no one will give her the
carel could or that she might be mistreated. But | don’t worry as much as| used to.
| ve gotten to have moretrust in the staff here. And at least we' re sane now at home.”

Thisguidewaswritten for thesefamiliesand many otherslikethem. Itspurposeistohelp



familiesidentify and explore common questions, concerns, and dilemmasasthey consider the
advantages and drawbacks of raising achild with severe physica disabilitiesat homeor
arrangingfor careinaresdentia program. Many familiesgo through tremendousemotional
pain and uncertainty asthey ask themsalveswhether they can providefor their child’sneedsat
home, how long they can continueto do so, what is“ best” for their child, what is“ fair” for
othersinthefamily, and how to planfor thefuture. Many familiesfed very doneasthey
strugglewith these questions.

Thereareno easy answersnor any right or wrong choices. Each family needsto decide
what isbest at any giventime, based ontheir particular situation. Thedecisionto seek or not
seek residential careisnot typically aone-time event or ashort-term process. Just asthe needs
of the child who isdisabled change, so do the needs, ahilities, and resources of thefamily.

Many familieswho read thisguidewill already have cared for achildwhoisvery disabled
at home. Others, with achild whoishospitalized because of illnessor injury, may bejust
beginning to determine whether home careispossiblefor them.

Intheided world, each family would be abletoraiseachild with severedisabilitiesat
home and would receiveall the necessary physical care, medical, thergpeutic, educational and
recreational services, financial resources, and emotional support. Unfortunately, theredity
described by experienced familiesisquitedifferent. Servicesinthecommunity areoften
incons stent and inadequate. Limitsoninsurance coverageand publicfunding strainfamily
budgets. Isolation, rather than support, isthe experienceof many familieswithachildwhois
very disabled.

Rarely do parentsfind anided fit betweenwhat isavailableand what they would liketo
havefor their child. Parentsof achild with severephysica disabilitiesmust be constantly
reevaluating what their child and othersinthefamily need asthey try tofind abalanceintheir
lives—now andfor thefuture.

This guide offers a starting point
to help parentsreflect on critical questions about:

Thepast: How havethe needsof your child changed and how havethey affected your
family over time?

Thepresent: What arethegreatest benefitsand stressesin how you are currently meeting
your child'sspecia needs?

Thefuture:  How canyour child and family preparefor thefuture?

By thinking through these questionsand gaining from the experiencesof others, families
will becomebetter ableto make one of the most difficult decisionsof their lives—thechoice
between home careand residentia care.



Chapter 1

Optionsfor the

Care of Children

with Severe

Physical Disabilities:

Past and Present T
T

Therewardsand stresses of raising achild who hassevere physical disabilitiesaredifferent
for eachfamily. Thespecia loveof aparent for achildiswhat makesit possibleto meet and
overcomethemany struggles, challenges, and disappointmentsover theyears. Parentstalk
about theimportance of holding onto hopethat their child’sconditionwill improve. Progress
takeson anew meaning for these parents. While major improvementsarereadily noted by
professionals, parentsmore often see small changesthat make adifferenceinthequdity of their
child'slife. Lessvisibleto others, theseimprovementsareimportant totheir child and family.

For most familieswith able-bodied children, theresponsibilitiesfor physical carearemost
intensewhile children arevery young. The burden of physical care easesaschildren develop
and become more self-reliant and independent. Asthey enter adol escence, they beginto
developthe socia, academic, and vocationa skillsthat will preparethemto liveindependently
asadults. Familiesexpect that their childrenwill grow up, leave home, work, marry, and raise
families. Often, asparentsage, they ook totheir children for emotional support and even
physical help.

Whenachildisseverdly physicdly disabled, however, lifeisdifferent for theentirefamily.
Rather than alessening of parental responsbility and care, achild’sdevelopment raises
additional concernsabout thefuture and how the child’sneedswill be met.

What Is Meant by Severe Physical Disabilities

Disabilities can be caused by genetic disorders, birth-rel ated conditions, chronicillnesses
or traumaticinjuries. Some children have medical conditionsthat arestable. Othershave
conditionsthat cause progressivelossof abilities. Thekind of disability affectsthefamily’s
expectationsfor their child’sdevel opment, achievement, and life expectancy.

A childwhoisseverely physically disabled may need help with egting, bathing, dressing,
and toileting. A childwho hasdifficulty breathing may use oxygen or aventilator and even
requireregular suctioningto clear thelungs. Swallowing disordersor nutritional conditionscan
result inthe need for specid dietsand tubefeedings. A child’sparalysis, muscleweakness, or
poor balance may requirewheel chairs, specia equipment, and architectura changesat home.
Communication can be difficult and frustrating when achild’ s speech or hearing isaffected.
Poor vision addstheworry of safety and difficulty with socid interaction. Many children have
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seizuresthat require specia precautionsand medications.

But these children need morethan physical care. They a so have cognitiveneedstolearn
and communi cate, which require specid educationa services. Somechildren arementally
retarded aswell asphysically disabled. Othershavedifficulty learning. Somehave emotional
or behaviora problems. Somedisabilitiesdo not affect achild’sintelligence, but the child may
need help with the physical tasksinvolvedinlearning, such aswriting or turning the pagesof a
book.

A Historical Perspective

Yearsago, parentswere commonly advised by physiciansand other professionalsthat a
childwhowas severely physically disabled would be* better off” in aninstitution or state
school with trained caregivers. Parentswho choseto carefor their child at home often did so
with little support from professionalsand needed courageto defy the conventiona “ wisdom”
of thetime. Children often were described as* brain damaged, vegetables, and
imbeciles.” Parentswerefrightened by grim predictionsfor thefuture and givenlittle hopefor
their child’sdevelopment. Institutionswere set up for basic physical care, andtoo oftenthe
quality of thechild'slifesuffered.

Most medical and socid service professionasbeieved that achild with severedisabilities
should not beraised at homefor several reasons. First, they thought that care at homewastoo
much of an emotional strain onthefamily. Second, parentswere seen asincapable of giving
complex physical and nursing care. Third, raisng aseverely disabled child at homewas
believed to affect sblingsnegatively. Therewaslessconcern about removing thechild fromthe
family, sincelittlewasunderstood about the emotiona and socia needsof achild with severe
disabilities. Beforethefirst federal law for specia education was passedin 1975, childrenwith
severe physical disabilitiesdid not havetheright to apublic education and often werenot
alowedto attend local schools. Many parentsreluctantly sent their school agechildrentoa
state school or facility becausethat wasthe only way they could get an education. Otherskept
their child at homeand patched education together through hometutorsand parental
instruction. Educational serviceswere so limited that often they could be counted in the number
of hoursrather than days per week.

The Shift in Attitude

Society’ s attitudes about personswith disabilitieshave d owly changed over theyears. No
longer isit assumed that achild who isseverely physically disabled should beraisedinan
ingtitution. Infact, the pendulum has swung the other way, and tremendousvaueisplaced on
keeping familiestogether. Thishasraised doubtsand created guiltinfamilieswho consider
resdentia care.

Many state schoolsand institutions have now closed, and children with severedisabilities
areliving at homeand attending local schoolsor specia day programs. However, many
parents havefound that despitethe promise of thelaw, local schoolsstill find it hard to meet the
complex needsand challengesof educating achildwith very severedisabilities.



Current Options for Resdential Care

Residential caremeansthat achild livesandiscared for inaprogram outside the home.
Thisdoesnot mean that achild who entersaresidential programwill never return home, or that
thechildisnolonger part of thefamily. Childrenenter residential programsat al agesfor
different lengthsof time. Some have short staysto reach specific goalsand then return home,
Othersstay longer and eventually move on to special programsor residencesfor adults. Some
children enter residential careafter ahospital stay; othersare admitted from home.

Payment for residential carevariesamong statesand programs. Most parentsof achild
with severe physical disabilitiesquickly becomeinformed about thelimitationsof hedlth
insurance coverage and rehabilitation and home care services. Parentshaveto learn about
additiona funding mechanisms, including public programs. Fundingiscomplicated evenmore
by the special educationa needsof achildwhoisseverely physicaly disabled. Ageasocanbe
afactor. Funding for residentia servicesisoften acomplicated mix of resourcesthat includes
specia education aswell as public and/or private programs.

Therearemany different typesof residentia care. Not al areavailablewithinafamily’s
local areaor evenwithin each state. Therefore, parents sometimesface tough choiceswhen
looking for aprogram that can meet their child’'sspecia needs. Thefollowing aredescriptions
of commontypesof residentia programsfor childrenwith severephysica disabilities.

Resdential Program Choices

Pediatric Nursing Home

It providesnursing, therapeutic, and medical servicesto childrenwith complex medical
conditionsrequiring skilled nursing care. A pediatric nursing homemay haveaschool program
which only may befor itsresidentsor may include day students.

Foster Care

Most parentsthink that foster careisonly for children who have been physically or
emotionally abused and removed from their homefor protection. However, therealso are
foster familieswho provide special careintheir homesto childrenwith complex medical needs.

Group Home

Many communitieshavebuilt or bought private resdenceswhere children with specia
needslivetogether and have care and supervision provided by 24-hour trained staff. Homes
vary inthe number and age of residentsand the complexity of carethat can begiven.

Residential School
Thisprogram combinesaschool and residencein onelocation. Residentia schoolsvary
inszeaswell asinstudents agesand gradelevels. Children stay al year in someresidential
schoals; in others, they go homefor weekends, vacations, and/or summers. Some programs
are state supported; othersare private.
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Thisisnot anexhaustivelist. Eachtype of care hasadvantages and drawbacksthat
familiesmust evaluate. Much of thefrustration that parentsexperience asthey consider their
choices comesfrom the scarcity of resourcesand the resulting need to constantly advocatefor
their child.

Summary

Whether or not achildlivesat homeor inaresidentia program, parenting never ends.
There are bonds between parents, children, and siblingsthat extend far beyond where each
lives. Theresponshilitiescontinueover thelifetimeof the child aswell asthelifetimeof the
parents. Whilemuchisavailablefor themedica carethat enablesthesechildrento survive,
thereisfar lessto support their quality of lifeasthey grow up. Thefutureisof special concern
for many of thesefamilies. Wherewill their child liveand what kind of lifewill their child have?

“Shortly after our son was born, we knew there were problems. After several
weeks of tests and consultations, we met with the doctors. | can still remember hearing
a long list of close to twenty diagnoses and complications. My initial reaction was that
he could not possibly survive. It was when we were told that he had close to a ‘normal’
life expectancy that | had my first glimmer-and shock-of what the future held for us.”



Chapter 2

Choosing
Home Care

Many parentsfear that the* human touch” will belost inaweb of efficient medical care
given by professiona staff inaresidentia setting. Thewishto keep achildat homewithinthe
security and loveof thefamily isoften thedriving force behind the complicated planning and
work of home care. But converting the homeinto aplace where speciaized care can begiven
takesalot of forethought. And it needsto be donewhileremembering that the houseistill
“home” to everyonewho livesthere. Finding the balancefor everyone can bevery tricky and
takesalot of trial and error.

In order to make home care manageablewhen achild hasasevere physical disability,
parents need specific knowledge and skills. Without these*tools,” no one can possibly dothis
jobwithout incrediblestress. Infact, experienced parentsadmit that home care may never be
easy, but it can be manageable and bring benefitsthat are worth the hard work. Thischapter
givesaquick overview of the needsand prioritiesof familieswho choosehomecareandis
designed to help parentseva uate their readinessto begin or continuewithit.

Under standing the Home Care Needs of Your Child
and the Effects on Your Family

Themost basic partsof home careinvolvethefollowing:

* Physical setup of your home and itseffect on the safety of your child
* Direct or “hands-on” careof your child

* Suppliesand equipment needed for your child’scare

* Emergency careplans

* Qutside hel p from resourcesand agenciesin your community

* Paperwork and record keeping

The Home Setup
Thefollowing basi csare necessary for the safety at home of any child with severe
disbilities

* Smoke detectors



* Freextinguishers

* Electrical service and outletsadequate to handle equi pment
* Back-up power service, such asgenerator or batteries

* Telephone

* Heat

* Running water

* Spacefor equipment and supplies

* Accessibleentry and exit

The setup of your child’sbedroom affectshow easily and efficiently care canbegiven. It
a so affectshow comfortableyour child, friends, and family memberswill be spendingtimethere.
Therefore, think about.

* What equi pment and suppliesdoesyour child need?

* Wherewill they be kept?

* What saf ety features such asfireaarms, smoke detectors, and flashlights must bein
your child’sroom andin other handy |ocations?

“Our daughter has a hospital bed and a lot of equipment in her bedroom, but it
certainly doesn’t look like a hospital room. Thewalls are bright pink, and we put a lot of
her favorite pictures and posters on the ceiling over her bed aswell ason thewalls. She
still has her stuffed animalsto keep her company. The suppliesthat | need arein a stand
next to her bed, but | keep the major suppliesstored in a closed closet in her room. Other
than all the special equipment, it looks like any teenager’s room. When we remodel ed
the house, we made sure that she would have space in her bedroom for her brothersand
sistersaswell as her friends to “hang out.”

For familieswho owntheir home, changingitsphysica structureisancother option, but
thiscan be costly depending on the extent of the changes. If achild usesawheelchair,
doorways may need to be widened, the bathroom enlarged, bedroomsrel ocated, or ramps
built. For achildwhoreliesoneectrical equipment, rewiring and additional outletsmay be
necessary to bringin more power.

Baancing the needsof the child who isdisabled with the needs of other family members
must beaconstant consideration. If the child who isdisabled isgiven the biggest bedroom
because spaceisneeded for equipment and supplies, siblingsmay feel crowded or displaced. If
theroom of the child who isdisabled needsto be closeto the parent’s bedroom for safety or
convenience, then parents need to find waysto have privacy. If home careworkersare present
during the evening or throughout the night, parents haveto think through thelogistics of how and
wherecarewill begivenwithout disturbing other family members.

Caring for Your Child
Learning how to givecareisacontinual processasthe child growsand asmedical



conditionsand therapeutic needschange. Parentsof most childrenwith severedisabilitieshave
to devel op competence and confidencein giving medications, performing cardiopulmonary
resuscitations, and recognizing signsof complicationsand s de effectsof medications.
Depending on their child’scondition, they may aso havetolearn how to do chest therapy,
suctioning, ventilator care, or nutritional care. Parentsof childrenwith mobility impairmentsmay
havetolearn specia techniquesfor lifting and positioning, and they may do stretching and
strengthening exercises.

“When the nurses in the hospital first started explaining what | would have to
learn to care for my son at home, | thought that | could never do it. Now | have more
experience than some of the nurses who come to my home, and | help train them.”

Organizing Important Information

Certaininformation isrequested often by the peoplewho comeinto your hometo arrange
or providecare. A three-ring notebook, file cabinet, or other storage system helps collect and
organizematerids.

Important informationincludes:

Medical condition and daily care
* Up-to-date medica summary
* Specificnursng orders
* Medicationsincluding actionsand use, dosage, frequency,
way of taking, side effects, and storageinstructions
* Therapy exercises
* Nutritional needs
* Other specia treatment instructions
* Qutlineof thechild'stypica day

Special equipment
* Home equipment and supply list
* | nstructions on use and mai ntenance of equipment

School infor mation

* Namesand phone numbersof contact peopleat child’sschool
* Special learning needsand hel p with homework

* School schedule

* Trangportation to and from school

Important contacts

* \When to call the doctor
* Phone numbers of:
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doctors

nursing and home care agencies
equipment companies

public servicecompanies
firedepartment

ambulanceservice

policedepartment

closest relativesin case of an emergency

“I found myself repeating and writing some of the same information over and
over asthe weekswent on, so | put together a short summary of what my daughter’s
day is like, what kind of help she needs, and tried to include answers to the questions
that workers asked most often. | found that it helped new workers get a sense of what
our lifeislike from day to day. But it also helped me look at how | spend my time and
energy and to see where | need help the most.”

Emergencies

Therearebasically two typesof emergenciesthat concern parentsgivinghomecare. The
first happenswhen achild’smedical condition requiresemergency treatment. Becausechildren
with disabilitiesusually have complicated histories, many parentsare anxiousif their regular
physicianisnot availableduring anemergency or if they visit an emergency departmentina
hospital wheretheir child hasnot been treated before. To help insure proper emergency
medical care, haveyour child’sdoctor writealetter to accompany thechild on any visittoan
emergency department. Theletter should describethe child’sspecia medical problems,
baselinedata, current treatments, and the primary doctor’s name and phone number, aswell as
thoseof any specidists.

The second type of emergency isacrisisthat occursbecause of an unusual circumstance
or event. Parentscaring for children at homewith complex medical needsworry about how a
lossin electrica power, heat, or telephone service could affect their child’'scomfort or health.
Utility and telephone companies need to be alerted in writing of special health conditions, sothe
homeof thechildisplaced ona priority list for restoring services. Similarly, local fire
departments need to be notified of any childwho will need specia hel p being evacuated from
thehome and thelocation of that child’sbedroom. Whilealetter from adoctor can emphasize
theimportance of this, and may berequired by some companies, it isimportant that parents
double-check these precautions becausethey arevital to achild’ ssafety inan emergency.

“I get really nervous whenever we have a thunderstorm, because there is always
the danger that the power will go out. Even though we have a back-up generator and
the power company knows about my daughter, it's always a reminder to me of how
quickly we can get into trouble and of how much | have to rely on others for what we
need to take care of her at home.”
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Communication with Home Care Saff

Most often, thetensionsthat arise between parentsand staff (whether they are nurses,
ades, or thergpists) stem from confusion or miscommunication about needs and expectations,
conflictsabout rolesand responsbilities; or lossof privacy. Theeffectivenessof
communication between parents and home care staff may bethe most important factor in
determining whether theworking relationship issatisfactory. Parentsneed to communicatetheir
expectationsclearly and firmly. Reasonabl e expectationsof theagency anditsstaff areto:

* Provide competent careto the child

* Cover al scheduled shifts

* Replace any staff not providing appropriate care

* Provideregular supervision to staff

* Haveaprocessfor resolving any problemsbetween thefamily and staff

* Regpect the parents’ authority and judgment inall areasof family life

* Regpect the privacy and lifestyle of al family members, unless some aspect of behavior
putsthechildat risk

* Discusswith parentswhento cal thedoctor or involveanyonedseinthechild' scare,
except in an emergency when parentsarenot available

* Keep up-to-date on new techniques and skillsthat could promotethewell-being of the
child

Experienced parents suggest discussing specific responsibilitiesand agreeing uponthem in
writing before staff beginworking inthehome. Having detailed instructionsin place can
lessen or diminate misunderstandings. Distinguishing between parent and nursing responsibilities
also hel psboth partnersunderstand their roles. Thedividing linesoftenarenot firm. For
instance, if achild needshel p eating, thiscould be either aparent or nursingtask. Familiesneed
tothink through their preferences about thetype of help that isneeded, discusstheir decisions
with nurses, and reach an agreement.

Keeping relationshipswith home care staff on aprofessional basisisessential. When
parentsbecometoo friendly with staff and rely onthem for emotional support, they tendtolose
thesenseof being“in charge.” They areasolessableto be objective about performance or
to criticize when constructive feedback isdue.

Staff employed by agenciesarerequired to keep awrittenlog. Many parentsalso keepa
notebook to exchange information with staff about schedul e changes, specia appointmentsor
other new information about their child. Inorder for thereationship to work, parentshaveto
feel comfortabletalking with home care staff. Parentsand staff must be ableto sharetheir
concernsand solve problemstogether aspartnersin the child’scare.

Summary

Caringfor a childwho hasseverephysica disabilitiesat homeisvery complicated. The
careisnot only physical, but a'so emotional, social, and recreational. Itinvolvesagreat deal of
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expense, labor, and love. Whether familiesdo it themselvesor with outside hel p, they must
constantly identify and reevaluatetheir needsand priorities. Home careimpactseveryoneliving
inthehome, siblingsaswell asparents. Relationshipswith people outsdethehomeareaso
affected: relatives, friends, peers, and coworkersinevitably have opinionsabout the benefits
and stresses of home careand how thefamily ishandling it.

Often, thefocusbothinside and outside thefamily ison how difficult home care can be.
But many parents have commented on the benefits of keeping their family together and the
importance of raising their child at home. Many aso believethat sblingsdevelop aspecia
sengitivity tothe needsof others, and an awarenessof thefragility of life. They learntojudge
lesshby physical appearancesand skillsthan by thequalitiesinsideaperson.

Judging whether or not home careistheright choicefor your family can bevery difficult.
Conflicted feelingsarise, asthe next chapter details. To get an objective handle,” think about
whether you havethe*® tools’ described inthischapter. And periodically step back and ask
yoursdf thefollowing questions:

* How do the current home care needs of your child differ from thosein the past?

* What new skillsarerequired to continuewith careat home?

* Areadditional resourcesneeded to help with careat home?

* Areany changesthat you seetemporary, or arethey early indicatorsof future needs?
* Arethepressuresand demands of home careincreasing withtimeor lessening?

* Do you haveenoughtimeto deep, spend timewith other children, work, managethe
household, and attend to regular chores?
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CHAPTER3

Why Families
Consder
Resdential Care

Parentswant to raisetheir children at home and struggleto keep their familiestogether.
Most often, parents seek residential care only when careat homeistoo difficult or nolongerin
the best interests of the child or family.

Physical Burden of Care

Themost frequently cited factor that |eadsfamiliesto consider residentia careisthe
physical burden of care. Childrenwith complex medical conditionscanrequirelotsof physica
carethat isstrenuous and fatiguing for parents. When children need around-the-clock
supervision and monitoring, it'shard for parentsto get asolid night of rest. Andthedemands
of carebecomeintensfied when children are recovering from surgery or even experiencing
common childhood ilInesses. For instance, the parentsof anonverbal child with cerebral palsy
still recall when their son had an ear infection and cried and screamed dl night, trying to
communicate hispain. Hisparentswere up constantly, seeking to comfort himand lessen his
distress.

The Child’s Age

Theageof thechildisanother important factor. Aschildren get older, they get bigger,
heavier, and moredifficult for parentsto bathe, dress, toilet, and transfer. Society seemsto
support and accept younger childrenwith disabilitiesmorereadily than older children. The
qualitiesthat makeyoungsters” cute” and appealing help friendsand strangersfocusonthe
child rather thanthedisability. But aschildrenwith disabilitiesget older, society becomesless
tolerant of behaviorsthat seeminfantileor childish.

“My daughter is 10 now. | can’t change her diapersin front of people any more,
like | could when she was a baby.”

“People stare at us when my son bangs on the table in a restaurant, or turn their
heads when he talks too loud or hollers when he gets upset. | can see them thinking,
‘What's wrong with him anyway? Look at how big heis.’”
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The Parent Ages

Parentsalso think about residentia care becausethey are getting older and may be having
health problemsof their own, just at thetimethat their children are getting bigger and more
difficult tohandle. Whileother parentstheir age enjoy alightening of respongbilitiesastheir
able-bodied children grow up and become more independent, the parentsof childrenwith
complex needsfind littlerelief. Onemother described her situation as* likehaving a
newborn for 20years.” Onaphysica level, parentsentering middle age often feel tooworn
out to continuehome care. Onanemotiona level, they feel deprived of therdlief from child-
rearing caresthat they seetheir peersenjoying.

“It was never easy caring for Ben, but it's gotten harder as |’ ve gotten older and
he's gotten bigger. | just don’t have the same strength and energy that | used to. |
can’t lift him by myself any more.”

Asaging parents begin to think about their own mortality, they start to worry about how
their children will betaken care of whenthey aregone. Residentia placement can offer them
some security for their children.

The Make-up of the Family

Rarely isthe careand responsibility for achild who isdisabled divided and shared equally
among family members. Certainly, inone-parent familiesthe stressof homecareisapt tobe
greater. But eventwo-parent familieshaveahardtime, especidly if they are not abletowork
together to carefor their child. For instance, if one parent withdrawsemotionally from the child
with adisability or doesnot hel p out, the other parent can beleft feeling isolated and
overwhelmed.

“My husband worked incredibly long hours and was almost never home, except
to eat or sleep. That was his way of coping with what had happened. | felt totally
alone and abandoned, in addition to being physically exhausted almost all of the time.
Eventually, | realized that | was really angry at my husband and at the way he was
handling this. It wasn’t easy for me either, but | couldn’t avoid it since | was the one
who was home and taking care of our son 24 hours a day.”

Whenthere are other young childrenin the home, parents often feel deeply torn between
meeting their needs and those of the child with adisability. Thesblings, for their part, canfeel
jealousand resentful of al the attention and resourcesthat go to thechild whoisdisabled. If
peerstease them about the brother or sister whois* different,” they may withdraw socialy or
avoid bringing friendshome.

When siblingsget older, they are often expected to help with care or even become
substitute parentsto the child with adisability—another potential cause of resentment. When
siblingsleave homefor collegeor toliveindependently, parentsarefaced with coping ontheir
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own. Thisusually occursjust at thetimethat parentsare entering middieage and areless
physically and emotionally equal to thedemandsof homecare.

Many parentsreport that relativesand friendsrarely help with home careand, instead,
increasethe stressupon familiesby avoiding them. Other familiesworry that siblingsmay feel
too responsi bleand too readily assumethat they will becomethe primary caretaker inthefuture
when parentsdie or are unableto continue. They worry that thechildwho says, “ 1’ [l always
betheretotakecareof mysister,” iswell-meaning but untested by therealitiesof the
responshilities, theuncertaintiesof life, and theneed for adult siblingsto establishtheir own

independent lifestyles.

Social Isolation

Adolescencebringsincreased emphasison appearance and peer pressuretofitinand
conform. An adolescent whoisdifferent in any way because of adisability canbevery lonely.
Theadolescent who isdisabled is often excluded from the usual teenagerites of passage, such
aslearningto drive, dating, and getting an after-school job. Becoming depressedisall too
common. One 17-year-old with muscular dystrophy said he decided hewanted to movetoa
residential school because he“wassick of coming home after school and being alone.” At
thisschool hefelt hewould be among peersand “ not betreated differently.” Also, he
looked forward to enjoying athleticsand after-school programsthat were adapted to his
physicd limitations.

Parentsalso can beisolated socially by thetime and energy requiredto carefor their child
and keep ahousehold running.

“My husband and | have not been away overnight since this happened. It takes so
much of our time and energy to keep our daughter at home that we don’t even think
about vacations or trips anymore. We don’t even go to the movies or have dinner with
friends, because everything just becomes so complicated.”

The Type of Disability

Clearly, the nature of achild’ sdisability playsapart inthe consideration of residential care.
Children who need extensive physical care are harder to manage at home, asarethosewhose
careismedically complicated. Childrenwithdisruptivebehaviorssuch asaggresson put even
morestressonfamilies. Thisisasotrueof children whose health and comfort change
frequently. One mother said, “ Thewhole personality of our homerevolved around
whether our daughter was having a good day or a bad day.”

When achild hasadegenerative condition, parentsfacethe pain of watching their child
loseabilitiesand skills. Asthechild getssicker, thedemandsof care get greater and parents
may feel increasingly desperate and helpless. “ | wasdriving myself crazy, tryingtodo
everything | could for Phillip,” said one mother. “| was headed for a nervous
breakdown.” Sometimes parentsof children with terminal conditionssimply cannot bear to
seethem dieat home and seek residential placement for that reason.
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Lack of Community Services

Often the struggle of home care becomestoo much for families because of the lack of
sarvicesinthecommunity. Both privateinsurance companiesand public funding are putting
more severerestrictionson coveragefor homenursing and therapies. Too frequently, even
when funding for professional helpisapproved, it doesnot meet the needsof thefamily.

Agenciesmust adhereto strict policiesabout what kinds of assistanceworkerswith
different quaificationscan provide. Registered nurses, licensed practical nurses, home health
ades, and homemakershavedifferent skillsandtraining. Their responsbilitiesare outlined and
limited by their job descriptionsand thelicensing requirements of their employers. For instance,
only certain staff can givemedications. Otherscandeal only with specific partsof thechild's
care. Otherscan help with household choresbut not carefor thechild. Whiletheserestrictions
aredesigned to protect the agency and the child, they can makeit harder for afamily to obtain
therange of servicesthat isneeded regularly. Instead of one person caring for the child,
familiesoften have many different workerscoming into their homethroughout the day and
week.

“Oneday | counted up and a total of 18 people had come to the house or called
that day about Sara’s care. There was the man who came to check the electric controls
on her bed, the person who brings the oxygen, the aide who brings her home from
school, the physical therapist for her exercises, the night nurse—there are people
calling or coming and going all day long. And then there is the paperwork so that all
these people get paid. | couldn’t take care of her at home without them, but sometimes
it feelslike our homeis not our own any more.”

Many things can go wrong with home care. Sometimesparentsfed that theworkers
supplied by an agency are not qualified to deal withtheir child’scondition. Workersmay not
get dongwiththefamily. Agenciesmay sometimescance shiftswithlittleor nonotice. When
thishappens, parentshavetofill in, thereby putting their own jobsin jeopardy, neglecting
responsi bilitiesto other family members, or getting littledeep. “ You can’trely onthe
agencies,” one mother explained. “ 1f | could be absolutely guaranteed nursing coverage,
I’d havemy son homein aminute.” Lack of reliable, scheduled respitecaretoget“ a
break” also causes parentsto burn out faster.

The Need for Specialized Training

Both adolescentsand their parents have considered residential care because of the
limitations of mainstream education for studentswith disabilities. Public schoolsconcentrateon
teaching academic subjectswithin astandard curriculum. Evenwith the programsand services
that can be designed or made available under specia education, local schoolsarelikely to have
littleexperience providing the specidized hel p with independent living skillsand vocational
training that adol escentswith disabilitiesneed to preparefor adulthood. Many familiesfed
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pressured to find and take advantage of residential programsthat offer expertisein theseareas
beforetheir children graduate from high school or reach the ageat which they losetheir
entitlement to specid education services.

“We were very conscious of the shrinking window of time for our daughter to get
the services and training that she needed while she was still eligible for special
education. While we hated to see her leave home,we thought this special program
would give her the best chance of getting what she needed in the time she had left for
eigibility. We don’t really know what will happen next, but we're hoping that the
school will be able to prepare her, and us, for whatever it is.”

Financial Stress

Still another factor isfinancial stress. Inatwo-parent family, usually one parent hasto
stay homeand bethe primary caregiver of thechildwith specia needs. Thislimitsfamily
incomeand putsthe burden of financial support onthe other parent. Inaone-parent family the
stuationiseven moredifficult. Thesingleworking parent risksbeing viewed by anemployer as
unreliableif amedical crisisor agap in scheduled home careresultsin taking time off. One
divorced father remarked, 1 could probably disappoint my boss once beforel got fired.”

Summary

In summary, parentsseek residential carefor their children with severedisabilitiesfor
two mainreasons. First, it may offer theonly reliable and availablerelief from the constant
physical, emotional, and financial stressesof homecare. And second, it can meet thelong-term
physical, socia, and developmental needsof their children. Whatever thereasons, residential
careisusudly an optionfamilieschooseonly after agreat deal of soul-searching and emotional
upheavd.
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Chapter 4

TheEmotional
| mpact of L ooking
for Resdential Care

No matter how difficult caring for aseverely disabled child at homebecomes, afamily is
apttofed, “ Thisiswheremy child belongs—with us.” Many familieshave described
choosing residentia care asthe most difficult decisionthey ever made.

Emotions Shared by Families

Guilt, anxiety, worry, fear, shame, | 0ss, sadness, conflict, and hopeareall wordsthat
familiesuseto describetheir emotionsduring the decision-making process. Many families
strugglewith enormousguilt over not having their child at home. Many fed that they havefailed
their child. No matter how much they tell themselvesthat residential careisthe best option,
thereisanagging sensethat thisisnot theway it issupposed to be.

Infamilieswherethechildisableto participatein the decison-making processand even
looksforward toresidentia care, parentsfeel lessguilt but are still saddened by the separation.
Themoveisseen asthe start of anew phaseinthefamily’slifecycle. Thechildwill become
moreindependent, and the parentswill gain freedom but |ose some of their parental functions.
Hopesand anxietiesawaysaccompany such mgor lifechanges.

For parentswho have provided careat homesincetheir child’shirth, letting go of this
responsbility and trusting that otherswill givegood careisvery difficult. For thosewhosechild
hasashortened life expectancy, there are conflicts about |osing someof the precioustimethat is
|eft to betogether asafamily. When achild suddenly becomesdisabled by aninjury or near
drowning, familiesmay bestruggling with how lifehaschanged “ sncetheaccident” while
aso confronting thepossibility of residentid care.

All familiestalk about the anxiety and worry they have over thequality of careina
residentia program. At home parentshave control over their child’scare. Giving upthis
respons bility and control to strangersisenormoudy difficult. Parentsa so recognizethat,
“Nobody will ever carefor her likel do.” Parentsof children who cannot communicate are
especidly fearful that staff of aresidential facility will not understand their child’sneeds. They
asoknow that their child will beunableto say if somethingiswrong.

“One of my biggest fears about residential careisthat my son won’t be able to
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tell meif heis mistreated. I1t's so hard for him to communicate with us, and he will be
too far away for meto visit every day.”

Many parentsworry for along time about whether they madetheright decison. They
strugglewith conflictsbetween their intellect and emotions. For along time, many parentswish
that their childwas4till at home, evenwhen they remind themselveshow demanding and
exhausting home care had become.

Many parentsalso feel they arelosing their child for asecond timewhen they choose
resdential care. Having gonethrough the process of mourning that often followsthebirth of a
childwithadisahility, thediagnosisof achronicillness, or theemotional traumaof having a
healthy child becomedisabled by aninjury, these parentshave somehow managedto grieve
and moveon. No matter how good theresidentia programis, no matter how excellent the
care, or how much activity isgoing on, many parents go through asecond period of mourning
whenthe child leaveshome. Nursesare never going to be the same as parents. Roommates
arenot sblings. Therapistsarenot family.

Sometimesthere aretangibleremindersof |oss such asan empty bedroom, clothinginthe
closet, rampsat the doorway, and leftover medical supplies. Other changesarenot sovisible
but aretill keenly felt, such asnot having to wait for the school busto arrive. Many parents
describefedling overwhelmed at timesby theemptinessat home. Newly availablefreetimecan
beapainful reminder aswell asawelcomerelief.

Assumptions about Residential Programs

The emotionsthat families describe during the decision-making processarereinforced by
their limited knowledge. Many parentsdo not know what to expect whenthey first visita
residential program. Institutionswith barsonwindows, uncleanroomsand smelly linens,
children neglected and left alonein bed or lined up in the hallway—these arejust some of the
horrorsthat parentsimagineand fear.

“It'simportant to go and look at programs. Although none were as bad as the
images and fears that we had in our minds before we started, some were definitely
better and others worse.”

Dealing with the System

Many parents experiencefrustration and anger with “thesystem.” After the emotional
ordeal of making thedecisioninfavor of residential care and looking for aprogram that can
meet their child’smedical, nursing, and educational needs, many parentshaveto undergoa
lengthy, bureaucratic processof getting funding approval beforetheir child can be accepted into
aprogram.

Often children with severedisabilitiesare viewed interms of what they can not do.

Many parentstalk about their disappointments and sadness over theyearsasthey watch their
child’'sdevelopment fall behind that of younger siblingsand peers. Repeated consultations often
reinforcewhat their child will not be ableto achieve. For many, the struggleto refocus on what
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their child can doinvolveschanging how progressismeasured and what isexpected.

“I know that the normal’ milestones and achievements will never be there for my
son. | look for smaller gains. And time has a different meaning for us. No matter how
long it take, it's still progress.”

Thesedternativeyardsticksthat mark progressand measuretimehave specid meaning
for each child and family. But they may beignored when the child undergoesan adminigtrative
and medical review, using strictly objectivecriteriato determineapproval for residential care.
Some parentsfed that they now haveto* makethecase” that it isimpossibleto continueto
providecareat home. Thisresurrectsfedingsof inadequacy and guilt.

“We now felt like we had to focus on how disabled our son was in order to get
approval for his placement, after all the years when we had tried to focus on what he
could do.”

Whilegatesdiffer intheadministrative requirementsfor funding residentia care, parents
everywhere sharethe emotional stressof going through the application, review, and approval
process. Itistime-consuming and lengthy. It canbeintimidating. It reminds parentsthat they
do not control thevital funding that isneeded to get servicesfor their child. It provokesanxiety
because so much hingesonthedecision. It reinforceshow vulnerabletheir childistothe
decisonsof agencies, organizations, and payers. Anditremindsparentsof their child sultimate
vulnerability when they arenolonger aliveor ableto be advocates.

Preparing the Child for Residential Care

Parentsareoften afraid that their child will feel rgjected, unloved, and terrified by new
surroundingsand caregivers. When achildistoo young or cognitively limited to understand
explanationsor to verbaizefedings, parentstend to feel especialy bewildered and hel pless.
They cannot know if their child understandswhat is happening or why. They have noway of
knowingfor surewhat their child’sfeglingsand preferencesare. Evenwhenachild can
understand, thereis, asone parent said, “ no soft way” to break the news. Parentsfeel
enormousguiltandgrief about disappointing the child whotearfully pleadsto remainat home.
Only instuationswherethechildisinfavor of themovedo parentsfeel more at peacewith
themsdlves.

After a Child Enters a Residential Program

Many familiesfind that the process of making the decision hasbeen so stressful and drawn
out that they are not prepared for the changesintheir livesafter their child movesto aresidentia
program. Whilefedlingsof sadnessand lossare common, therearealso feelingsof relief that
the decision has been made, funding has been secured, and the move hasbeen made.

Theinitia relief for many isphysical. Many takeavacation or travel for thefirst time.
“For thefirsttimein years, | slept through thenight.” But somefamiliesfeel guilty over
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fedingrelieved fromthe constant responsibility for care. Many continueto strugglewith the
decisionand ask themselves periodically whether residential carewastheright decision and
whether thisiswhat their child would have chosen. Some children arevery homesick.
“Telling John that he couldn’t come home was the hardest thing | ever had to do.”

A common themeexpressed by many severely disabled adolescentsliving at homeistheir
increasing socid isolation asthey find themsel veswithout peersand excluded from activities
outside of school. For some, summer campsor recreationa programs specifically for
adolescentswith disabilitiesopen up new arenasfor making friends, playing sports, and being
inan environment where parents are not the constant watchdogs and caregivers. Some
adolescentswhotire of thelonelinessat homelook at residential programs asameans of
becoming moreactive socialy and moreindependent and salf-reliant outsidethe protective
circleof homeand family. Thisraisessomeconflictsfor parentswho are unsurewhether their
adolescent isemotionally ready to move away from home and hasan accurate view of the
resdentia program.

“Even though living away from home was something that our son wanted, we
still found it hard to accept and let go. We had to trust his instinct about what was
best for him. He wastired of being the only disabled kid at school, and he had no
friends.”

When so much time and energy has been put into the care of aseverely disabled child,
some parentsfind that they have avoided dealing with their own needsand prioritiesand put of f
making critica decisonsabout their future. Othersfind that their spousal relationshipshave
been neglected. Being freed from thedemandsof their child’sdaily care providesan
opportunity to strengthen marital relationships. Othersfind they can nolonger ignore conflicts
anddifficultiesintheir marriage. Putting off decisionsabout marital separation or divorcecan
nolonger bejudtified by therationalization that achild’s care necessitates both parentsliving at
home. Whilesomerebuild relationships, others separate and eventually divorce.

Siblings

Theageof sblingsaffectstheir reactionto achild’smovetoresidential care. Young
childrenview theworld ssimply and often confuse causeand effect. Many young siblings
believethat they have done something “ bad” that resulted in thedisabled child’smove. Some
become anxiousthat they might be sent away if they misbehave. Parentsfind that young siblings
need repeated explanationsintermsthey can understand about why the disabled child nolonger
livesat home.

Siblingsof al agesneed waysto stay connected to the child in residential care, whether by
cards, drawings, phonecalls, or visits. Thelossof daily contactisamajor change. Siblings
may feel relief that, “ We can finally beanormal family now.” But they may also have
somegquilt over fedingthisway.

Siblingsvary intheir reactionstovisiting, nursing homes, group homes, or residential
programs. Someyoung siblingsarefrightened by the setting or upset by the presence of so
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many childrenwith disabilities. Othersvist regularly and bring remindersof home, such as
photos, favoritetoys, and other familiar objects. Somesiblingschoosenottovistatal.
Parents stresstheimportance of helping siblingswork out what iscomfortablefor them and
acknowledging their fedingswithout judgment.

Summary

Sorting through the emotionsaroused by resdentia careisalong and often painful
process. It hasnotimetable. Often emotionsare stirred up unexpectedly even after families
think they have made peacewith their decision. Somefamiliesfind that thereare predictable
times, such asholidaysand birthdays, when they most sharply feel theabsenceof their child.
Each family must find apath through thisinitsown way.
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Chapter 5

Benefitsand
Drawbacks of
Residential Care

Familieswith childreninresidential carereport many benefits. Onthe other hand, both
familiesand children experience certainlossesand stress.

Benefits to Families
Relief from Care

Themost obviousand common benefit isrelief fromthe physical and psychological
respons bility of daily care. Parents can get adequaterest and have more energy and freedom
towork, spend timewith each other, socialize, and go on vacations. “\We'resanenow,” one
mother withachildinapediatric nursinghomesaid. A father commented, “ I1t'sokaytobea
little selfish. 1t's okay to want a life for yourself.”

MoreTimefor Siblings

When parentsare no longer exhausted and preoccupied by home care, siblingsbenefit by
getting needed attention. Parentscan play withthem, go onoutings, and attend important
events, such asschool playsand sports competitions.

“I always felt pulled between caring for our son and my other children.
Although they didn’t need all the physical help that Sean did they still needed to be
mothered. And | didn’t always have the time or the patience to give them. Looking

back, they had to grow up too quickly because | couldn’t always be there physically or

emotionally. Even though they love their brother, I know they resented how much he
controlled our life as a family.”

Relationships among siblings often improvewithout the daily competitionfor attention
that canlead to jeal ousy and resentment toward the child who isdisabled. Residentia care may
alsolessen siblings concernsor expectations about replacing parentsasfuture caregivers at
home.

Security about theFuture
Parentsmay alsofeed lessanxiousabout thefutureif achildisassured of continued carein
aresidentia program. They know that, inthe event of their ilinessor deaths, their childwill be
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caredfor. Thishelpsparentsfeel that they “havedonetherightthing.” Thisknowledge
goesalong way toward diminishing theguilt that parents often experiencewhenthey relinquish
care.

“My worst fear isthat my daughter will end up in aterrible place after | die. |
don’t want someone else making the decisions about where and how she will live. |
feel like thisis something | have to do now to protect her future. And if | do it now, |
can be there to help her adjust to living in a new place.”

TheOpportunity to Separ ate

Parentsalso say that their relationship to their child who is disabled becomesmore
“normal” whenthey arenolonger the primary caregivers. With the coming of adolescence,
children and parents need to emotionally and physically separatefrom each other. Thisisvery
difficult if teenagersmust still depend on parentsfor personal care. A teenage boy cannot dam
thedoor of hisroom and demand to beleft alone, if hethen hasto call hismother to help him
usethetoilet and getinto bed. A father might become uncomfortablewith hisdaughter’s
personal carewhen she startsto develop and menstruate. Residentia care can giveboth
parents and adolescents privacy and independence.

Support from Other Families

Familiesof childrenwith disabilitiesoftenfed doneinthecommunity, becauseitishardto
find otherswith smilar experiences. A benefit of resdential careismeeting other families.
Through support groupsand other activitiesthey canfind, sometimesfor thefirst time, the
comfort of real understanding.

Benefits for Children
Social Development

Finding acceptance and understanding among peersisabenefit of resdentia care. Where
being disabled isthe norm, children are not stared at or looked down on for being different.
Thishelpsthem devel op social skillsand confidence. Unlike public schools, wherechildren
with severedisabilitiescan havedifficulty participating in extracurricular activities, resdentia
facilitiesmay offer adapted sportsand other recreational programs.

“When he was at home, our son’s world was us and the television. He had no
peersor social group. Now, at the school, he's one of the gang.”

Development of Maturity

Becausethey can do morefor themsalvesin an accessible environment, areaway from
their parents, and haveto get a ong with awiderange of people, childrenin residential care
may be challenged to maturefaster than childrenliving at home. Residential programsthat
providespecidizedtraining inindependent living skills, salf-care, financia management, and job
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skillshelp prepare adolescentsfor adulthood. Goalsfor childrenwith disabilitiesvary widely
depending ontheir cognitiveabilities, emotional maturity, and physica needs. A benefit of
resdential careisthat learning and training need not stop intheclassroom. A comprehensive
resdentia programwill try to hel p thechild apply classroom lessonsand therapy skillsto daily
lifeina24-hour environment. Public schoolsusually do not havethe expertise nor parentsthe
timeto providesuchintensivehelp.

Reliable, Centralized Care

Childreninresdentid facilitiesa so benefit fromreliableand consistent care. Many
programshave on-sitemedical and dental careaswell asphysical, occupational, and speech
therapy services. On-sitecaregreatly reducestransportation for special servicesand gives
children moretimefor education, therapy, and play. It aso reducestherisksof medical
complicationsor injuriesduring transportation, particularly in Stuationswheredriversand
attendantsarenot well trained or supervised.

Disadvantages of Residential Placement for Families
L ossof Control

When parentstalk about the stresses of residential care, they most frequently mention
how difficultitistolosecontrol over their child’ scare. They worry that no hired staff will beas
devoted totheir child asthey areor carefor their child aswell asthey do. Thespecial tricks,
preferences, and methodsthat parentslearn asthey carefor their child may becomelostinthe
routine and schedules of residential care. Thiscan beupsetting for parentsto observe,
especialy when achild cannot communi cate wishesand preferences.

“When my son moved into a group home, he was terrified of being bathed
because the staff did it so differently than | did at home. He couldn’t talk, and they
didn’t know how much of what they said he understood. | used to go over and explain
how | did things and what he was used to, but | could see that they didn’t have the
time or the patience. After awhile, it got so bad that | didn’t want to visit him, because
| was afraid of what | would see. At the sametime, | was afraid that he would suffer if |
didn’t go, because there would be nobody to speak up for him and see that changes
were made.”

Usually, astime passesand their child adjuststo being away from home and settlesinto
new routinesfor care, parentsbeginto trust staff moreand relax. But their anxietiesare
renewed if aparticularly liked and trusted staff person leavesthefacility or if amishap occurs
withtheir child. Oneadolescent at aresidential school wandered off unsupervised on anature
trail, got hiswheelchair stuck inarut, and had to berescued. Hisparentswereupset, but
then relieved when the school grounded him for aweek, just asthey would havedone. Parents
alsofedl moreworried and helplesswhen their childrenareill or recovering from surgery and
tendto call or visit more often at thesetimes.

Parentshandletheir frustration and anxiety about lossof control in different ways. Some
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deal with disagreementsasthey occur, while others stockpilecomplaintsuntil they explode. At
timesamatter that may seem unimportant to othersisthe spark that ignitesfeelings. For
instance, parentsoften complain about their children’sclothesgetting lost.

L ossof Contact

Whilecontrol issuesusually subside over time, the pain of separation may not. Parents
misstheir children whenthey live away from home. They do not have the day-to-day contact
of beingtogether and sharingthelittlethingsaswell asbig events. Thelossisgreater when
distance makesvisiting difficult or funding sourceslimit the number of hoursor daysachild can
spend away fromthe programto visit family.

TheEmpty Nest

Parents often go through the empty-nest phasewhen achild movesto resdential care. If
family lifehasrevolved around caring for achild with severedisabilities, parentscan get
depressed when thefocusshifts. They may havedifficulty finding new interestsand new ways
of being aparent without being the primary caregiver.

Thisislikely to cause stressin amarriage when communi cation between partnershas
focused primarily onthelogisticsof care. Oncethechild movesto aresidentid facility,
spousesareleft donewith each other and can nolonger avoid the conflictsand distance
between them, and many eventualy divorce.

Guilt

Still another stresson parentsisquilt, particularly if they fee that choosing residential care
meansthey havefailed asparentsor are being selfish. Doubt and guilt are especially commonin
familieswhere children cannot expresstheir wishes.

“We felt we had to put David in a nursing home for the good of everyone elsein
the family. But I’'m sureif he could talk, he’d say he would rather be home with us.”

Parents' guilt isdeepened when other peoplecriticizethemfor * abandoning” their
children. Professionasmay contributetothis. Onefather recalled thefeeling of being put on
tria by socia workers, who asked why he couldn’ t take care of hisquadriplegic son at home.
“I'd always have to explain to them that | couldn’t doit,” he said “1 had to work.”
Sometimesthecriticism comesfromreatives, friends, or acquaintances. Parentsfed
particularly hurt whenthey perceivethat many arequick to criticize them, whilefew arewilling
to help. “ People would ask me how | could do thisto my child,” one parent recalled.
“That made mereally angry and want to scream at them, ‘Why don’t you try living
with usfor a week?'”
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Disadvantages for the Children
Homesickness

Just astheir familiesmissthem, children can belonely for parents, siblings, relatives,
and familiar surroundings. Oneboy inanursing homelooked forward with suchlongingto his
father’sweekend viditsthat, for many years, thefather never dared skip aSaturday or Sunday.

Relyingon Othersfor Care

Children may fedl anxiousabout being handled and cared for by alarge and changing
staff. Inadditionto new routinesand methods of care, they may haveto struggle with new
expectationsand responsibilities. Thiscan behard for children whowereusedtorelying on
parentsto meet al their needs.

GettingAlongwith Peers

Children also must get used toliving with groupsof peers. They arelikely to have
lessprivacy than at home, and they haveto learn how to share attention from staff and share
resources. Other residentsmay not alwayswel come newcomers, making themfeel even
morerejected and homesick inthe beginning. One child remembered, “ At first| felt
disliked and ganged up on. It took me a while to get in with the crowd.”

Need for Compromise

Nofacility can completely satisfy thewantsof any child or family. Compromises
must often be made. Staff can be short-handed and overworked. Children may not get as
much attention asthey were used to at home. Some staff membersarelikely to bemore
friendly and conscientiousthan others. Just aslost clothing ssemsasymbolicissuefor parents,
ingtitutional cookingissomething children often complainabout. They misshomecooking and
theloveand nurturing it signifies, which nofacility can replace.

“ Sometimes he pleads with us to take him home again. And it'sreally hard
for me when | haveto tell him no. I always remind him of how much we all love him,
but I know how much he misses us.”

Summary

Resdentia carewill never bethe sameashome. Some children adapt toliving avay
fromhomemoreeasly than others. Somefamiliesfind adjusting to the absenceof their child
moredifficult. For all childrenandfamilies, adjustingtoresidential careisaprocessthat
involvesweighing the advantagesaswell asthe drawbacks.

Much of thecomfort or anxiety that familiesfed after achild entersaresidentia
programisrelated to the child’sadjustment and the quality of carethat isgiven. Therefore,
familiesmust choose carefully whenthey consider aresidential program. Itismuch lessstressful
for both child and family to makethe best choicethefirsttime, rather than to relocate the child
morethan once. Thenext chapter gives suggestionsand guidelinesonwhat to look for.
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Chapter 6

Choosinga
Residential
Program

“What do | look for in a program? What questions should | ask?” Experienced
parents suggest starting to explore options several yearsbeforetheneedfor residential care
arises. Finding aprogram that can meet achild’smedical, therapeutic and educational needs
and then getting the required funding are complicated processes. Learningwhat isavailable,
vigting programs, and talking with staff can help familiesdecidewhether resdentia careisa
possibility they should consider.

Oneadvantageto starting early isthat familiesarethen more preparedif circumstances
change. For instance, family memberswho help with care of the disabled child may move
away. Community based services may be cut back or payment restricted. Teachersand
resourcesinlocal schoolschange. Aboveall, the needsof the child may change over timeand
lead familiesto reevauatetheir Stuation.

Limits on Choices
Many parents choicesfor residentia carearelimited by factorsbeyondtheir control.
Threefactorsthat most often narrow the choicesarefunding, location, and leve of care.
Funding differsfrom stateto state. Theonly commonality isthelengthy and difficult
processthat most familiesgo through to obtainit. Stateshavevarying formulasfor funding
residential programswith public monies. Thesemay include appropriationsfor specia
education, Medicaid, developmental disabilities, and public hedth.

Onecauseof frugtration for parentsisthedifficulty of matching resourceswith the needs
of their child. Thechild’'smedical, physical, behavioral, and cognitive needsmay bemajor
factorsin establishing funding digibility for specificresidentia programs. A child’scognitive
level canbetoo high or toolow; behaviorscan be considered too aggressive or requiretoo
much supervision. Carethat requiresskilled nursing may be compared to physical carethat is
considered“ maintenance.” All thesedistinctions can affect funding and choicesfor
resdential care.

Oncefunding has been approved, many parentstill haveto go through the hurdle of
waiting for an opening. Whenresidential programsarefull to capacity, theremay beawait of
weeksor monthsuntil avacancy isavailable. Thiswaiting period can be stressful becauseit
prolongsthe emotions of separation.
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Somefamiliesfirst useresdentia programsfor respite or temporary relief fromdaily care.
When thisshort-term experienceispositivefor thechild and family, thelong-termdecisionis
sometimesmademoreeasily. Similarly, someresidentia programshave day school programs.
Themovetoresidentia care may beeased by familiarity with the school, other students, and
someof thecaregivers.

L ocation

Distancefrom home affectshow often family, relatives, and friendscanvisitachild. If the
programisnearby, familiescan much moreeasily seetheir child, check onadjustment tothe
program, speak with staff, and seefirsthand what isgoing on. However, the benefit of being
close must beweighed against what el sethe program hasto offer. A program may offer the
advantage of being near family but not have thetherapeutic or educational opportunitiesthat are
availableinaprogramthat’sfurther away from home.

Being close does not necessarily insure communication either. Oneparent reported, “We
had better communication with the staff when our daughter wasin a program 90 miles
away than when she was in the public school in our neighborhood.”

Whether aprogramisinan urban, rural, or suburban areaisanother consideration.

Each offersadvantagesand may bemoreor lessfamiliar for thechild and family.

Gathering Information

Therest of thischapter isdividedintotwo sections. First, therearequestionsfamilies
need to ask about the program. Second, thereare questionsthat families need to ask
themsdlves

Questions for Programs
The most important elements to evaluate are:

* L ocationand condition of thefacility
* Saffingand qudifications

* Socid environment

* Involvement of parents

* Educational programs

Conditionsin the facility

Checking out the pysical conditionsof aresidentia program may be one of theeasier thingsfor
familiestodo:

Suggested areasto consider:

* What isthe genera state of cleanlinessand neatness?
* What isthegeneral impression of maintenanceand building repair?
* How closetogether or spread out are buildings and grounds?
* Aregroundsand buildingsaccessiblefor wheelchair usersand other children with mobility
imparments?
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* What type of decor isthere?
* How crowded or roomy areliving conditionsfor residents?
* What type of fireprotection and emergency exitsare available?

Saff Qualifications

The personwho isultimately responsiblefor thechild’'smedical careisthephysician. Itis
important to know how theresidential program providesmedical services, thequalificationsof
themedical staff, and how often they are on-site or available by consultation.

Suggested questions to ask:

* Canyour child’scurrent physician or specidistsremaininvolved?

* |f not, how will records betransferred and consultations arranged?

* |f your child needsto be hospitalized, how isthe hospital chosen and what voice do you
haveinthisdecison?

* What arethe proceduresfor medical emergencies? How and whenwill you beinformed?

Itisimportant for familiesto know about the experienceand training of primary care staff.
Thisincludesnurses, nursing assistants, physical, occupational, and speech therapists, and any
other staff involvedinachild'scare. Whilethechild’ sphysical carefalsunder the
respons bility of thedirector of nursing, the nursesand aides arethe oneswho providethecare
every day and havethemost contact with achild. Therefore, parentssuggest talkingwitha
variety of staff and asking how nursing coverageisassigned.

Suggested questions to ask:

* How many of the staff are experienced inthe special needsthat your child has?

* What kind of trainingwill thefacility providefor staff who are not experienced with your
child'sneeds?

* What kind of communication systemsare set up for staff to advise you about your child's
condition, needs, and progress?

* What kind of licensing or accreditation doesthe program have and what doesthat mean?
* How many staff will carefor your child?

* Will your child have an assigned nurseand careteam, andif so, how frequently will this
change?

* How does coveragevary by shift or timeof day?

Psychosocial Environment

Physical careand medica attention areonly part of what achild needs. Familiesstress
theimportanceof visiting programsto “ seehowtheyfed.” Parentssuggest droppinginfor an
informal and unscheduled visit. Notice how staff interact with the children and notice how staff
interact with each other.

31



Suggested questions to ask:

* Doesthefacility feel morelikeahospital, aschool, or ahome?

* How much privacy do children haveintheir living areas?

* How areroomsarranged and decorated?

* How areroommates sel ected?

* How are peer groups chosen? Arethey housed together according to chronological age,
by developmenta needs, or by functiona abilitiesand limitations?

* What kinds of opportunitiesare availablefor playing gamesand sportsand participating in
other structured and informal activities

* What social activitiesareavailablewithinthe program?

* How often do children go on outingsinthe community?

* How do childreninteract with each other?

* What isthe balance between individua and group activities?

Disciplineisanimportant part of raisngachild. Traditiondly, disciplineisthe
responsibility of parents, but whenachildlivesinaresidential program, it shiftsto the staff.

Suggested questions to ask:

* What isthe programs's philosophy about discipline?

* Doesthe program haveaclear, written policy on client or resident rights?

* How do staff respond to and handle problemswith behavior, temper tantrums,
withdrawal, or rule breaking?

* How much input do parentshavein designing rulesfor discipline, suchasdeciding
whether disciplineisverba or physical?

* What kinds of rewardsare given for progressand obeying therules?

* What typeof training isgivento thestaff on child devel opment and specifically on handling
and responding to behaviors?

* | sthe gaff interested in learning about thefamily’ sexpectationsfor the child’ sbehavior,
what respons bilitiesthe child had, and how disciplinewasgiven at home?

* How similar isthefamily’s philosophy about child rearing and disciplineto that of the
resdentia program?

A fear of many parentsisthat their child will be abused, either sexualy, physicaly or
emotiondly, whenliving awvay fromhome.

Suggested questions to ask:

* How doesthe program insurethat abusewill not occur?
* How will it respond if thereisany reason for concern or causeto investigate?
* Whenwill thefamily beinformed and how will they beinvolved intheinvestigation?
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* |f therehasbeen abuse, how will thefacility insurethat thechildis protected and treated
and that abuse does not happen again?

I nvolvement of Parents
When achild movesto aresidentia program, many parentsfear that they will haveto

“giveup” their child. Althoughthe physical responsibility for caremay shift to professional
caregiversinaresidentia program, parentsstill remain the parents. They till retainthe
emotional commitment to raisetheir child, look out for their child’ sbest interests, protect their
child fromharm, andinsurethat their child hasthe opportunitiesto reach her or hispotentia.
Oneparent considersaresidentia program similar to aboarding school for her child “1 seeit
as a special place, offering special services to special children with special needs.”

A residentia program’sphilosophy about parental involvement will bereflected by visiting
policies, opportunitiesfor communication with parents, frequency of formal meetingsand
informal telephone communi cation, and opportunitiesfor input in decision making.

Suggested questions to ask:

* How well do staff listen to the concernsof parents, ask for input from parents, and
respond toinsightsfrom parents?

* How will parents communicate with physicians, nurses, socia workers, and case
managers?

* How often can parentstaketheir child out of the program, either for day or overnight
outings? If therearelimits, arethey based on insurance policiesor the philosophy of the
program about parenting and visiting?

* What arethe proceduresfor handling complaintsfrom parents?

* How easily can parentsremoveachild fromthe programif dissatisfied?

* Doesthefacility have aparent advisory committee?

Child’s Educational Needs

For many families, thedecisionto seek residential care al so reflects concerns about
their child’'seducation. Althoughthefederal and state* special education” laws protect the
right of achild withadisability toa*“ freeand appropriate” educationinthe*least restrictive
environment,” local schoolsmay find it difficult to meet achild’sneeds.

When congidering aresidential program with educational services, itisimportant for
parentsto becomeinvolved right in the beginning and to stay involved.

Suggested questions to ask:

* What do you seefor my child’sfuture?

* How canyou help preparemy child for thefuture?

* What isyour philosophy about educating studentswith severe disabilities?
* How can your teachershelp meet my child’sspecia needs?
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* How will you decidewhat kind of program my child needs?

* What kind of physical help can you provideto enable my child to function in the classroom?
* What kindsof technologica aids, including computers, areavailable?

* What resultsdo you expect from your class?

* What do you expect fromall your students?

* How do you determineindividual expectationsfor each student?

* How will you measure and eval uate the progress of my child?

* Are classesgraded or ungraded?

* What typeof vocational training and academic optionsareavailable?

* How will education preparemy childfor lifeasan adult?

Questions for Families

When exploring the choicesfor residentia care, parentsneed to ask themselves some
critical questions.

Suggested questions to ask:

* Why am | thinking about residential care? Andwhy now?

* How severearethephysical, emotional, and financial stressesof providing home care?
* What effect are these stresses having on me, my child whoisdisabled, my spouse, and
my other children?

* How will these stresses changein thefuture?

* Will my child have more socid, educationd, and recreational opportunitiesinaresidentia
program?

* What doesmy child want?

* What do | want for myself and my family?

* How would residential care affect the siblingsof my disabled child?

Summary

Asone parent said, “ Basically, you have to ask yourself, ‘How much can | do to
help my child, and can | do it forever?'”
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Conclusion

Residentia placement isan option that can benefit familiesand their childrenwith severe
disabilitiesinmany ways. For parents, it can offer relief from the burdensof homecare,
security regarding thefuture needs of their children, an opportunity to separateand livetheir
own lives, and away of meeting and getting support from other parentsinsimilar situations.
For siblings, it canfree parentsto givethem moreattention. For thechildrenwho are
disabled, it can providerdiabledaily care, centralized medical and dental care, an accepting
community of peers, adapted social and recreationa programs, speciaizedtraining for
adulthood, and the chanceto achieve normal separation fromtheir parents.

Ontheother hand, residential care can have disadvantages. Parentslose some control
over their child’scareand rearing, feel anxiousabout their well-being inthefacility, missthem,
fed guilty for placing them, and go through identity struggleswhenthey losetheir roleascare
givers. Thechildren areapt tofeel that they are not getting the same amount of help and
individua attention asthey did at home. They may asofeel homesick, anxiousabout relying
on paid staff, separated from siblings, and sengitiveto rg ection by other childreninthe
residence.

Thechoice of home carea so carriesbenefitsand disadvantages. Among the benefitsfor
parentsisanincreased senseof mastery and control of their child’'scare. Familiesfeedl more
unified becausethey aretogether. Timeand energy do not haveto be spent travelingtoa
residentid facility tovisitthechild. Thebenefit toachild raised at homecan bebetter physical
and emotional hedlth.

The chief disadvantage of home carefor parentsisthe physical and emotional stress of
constant responsibility. Thisrestrictsactivitiesoutsdethehome. Avoidanceby relativesand
friendscanisolatethefamily evenfurther. When parentsareableto hire professional home
careworkers, they arerelieved of someresponsibility, but they lose privacy. Also, the
financid costsof home care canbehigh. For the child with adisability, the disadvantage of
home care can belack of peers, difficulty getting specialized educationa services, trouble
finding adapted recreational programs, and over-dependenceon thefamily for physical care
and emotional support.

Parentswho have chosen residential care need reassurancethat their children till are part
of their families. Parentsoftenfed an ongoing sadnessthat their children havelimitationsand
differencesand that these have maderesidential careanecessity. Often, too, they remain
perpetualy torn by feelings of guilt and obligation toward their children. They strugglefor a
balance between being involved and standing back and | etting the program doiitsjob.

Ultimately, familieshavetofollow their instinctsand do what isbest for them, without
letting anyone elsebethejudge. Notwo familiesareexactly dike. Whilehome care might
work for one, it might not for another. Also, al familieschangeover time. Therearetypical
pointswhen home care becomesmore stressful, such aswhen thechildwith adisability
reaches adol escence, when younger siblingsare born, and when parents become middle-aged.
At such points, residential careislikely to be considered or reconsidered.
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Parentsthink very carefully about their decisonto movetheir childto aresidentia program
and, oncethey have madeit, they seldom changetheir minds and takethe child back home.
But they certainly havethe option, and knowing that canbeacomfort. They still retainal
parental rights, athough some chooseto belessinvolved than othersin the day-to-day details
of their children’scare. Asone parent said, “1’ll always be Phillip’smother, but | can’t let
him consume my life wholly. | have to find a happy medium.”

Wehopethisguide helpsother familiesof childrenwith disabilitiesfind thebalancethatis
right for them.
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Resour ces for Families

Association for Careof Children’sHealth (ACCH)
7910 Woodmont Ave., S-300, BethesdaMD 20814
301-654-6549, fax 301-986-4553

ACCH isaleader indefining, promoting, implementing, and supporting standardsfor
best practiceand policy inthecareof children and families. It hasexcellent reading materias
for children and familieson hospita careand annua conferencesfor parentsand profession-
as.

Association for Retar ded Citizens(ARC) of Georgia
Parent Empowerment Project
2860 East Point St., S-200, East Point GA 30344
404-761-3150, fax 404-767-2258
Thisorganizationisfor parentsand individualsor groups concerned with thequality of
lifeof personswho have menta retardation, developmental disabilities, or other disabilities.

Brain Injury Association (BIA)
1776 MassachusettsAve., S-100, Washington DC 20036
202-296-6443, fax 202-296-8850

Provideinformation and resourcesfor personswith braininjury and their families. Has
anational network of 44 state chapterswith support groups. Hosts national conferenceson
braininjury. Providesinformation on resourcesand haswritten materialson braininjury and
prevention.

Disability RightsEducation and Defense Fund, I nc. (DREDF)
2212 6th St., Berkeley CA 94710
510-644-2555, fax 510-841-8645
Thisisanational law and policy center dedicated to furthering thecivil rightsof
peoplewith disabilitiesand to promotetheir integrationinto the mainstream of society.

Exceptional Parent
209 Harvard $t., #303, Brookline, MA 02146
800-534-1910 (for orders)

Magazinewritten especidly for parentsof children and young adultswith disabilities
and specia health care needs, aswell asthe profess onalswho work with them. Comprehen-
svepublications catal ogincludesbooksfor parentson many typesof illnessand disabilities.
Publishesannual resource catal og.

Family Resour ce Coalition
200 South MichiganAve., 16th floor, Chicago IL 60604-2404
312-341-0900, fax 312-341-9361
Providesprogramsthat work directly with familiesto bolster parents’ ability to help
themselves, promote healthy childhood devel opment, and prevent child abuse and neglect,
teen pregnancy and juvenileddiquency.
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Federation for Children with Special Needs
95 Berkeley St., S-104, Boston MA 02116
617-482-2915, fax 617-695-2939

Child advocacy and information center consisting of staff memberswho are parents of
childrenwith specid needs. Information that isavailableincludesspecia education laws, hedlth
ISsues, resources, coordinating care, and obtaining services. Coordinates national network of
Parent Information Centers.

National Association of Developmental DisabilitiesCouncils(NADDC)
1234 MassachusettsAve., NW, S-103, Washington DC 20005
202-347-1234, fax 202-347-4023
Overseeing agency for state councilsthat plan, advocate, and work for changeon
behaf of peoplewith developmenta disabilitiesandtheir families.

National Center for Youth with Disabilities(NCYD)
University of MinnesotaUMHC Box 721
420 Delaware, SE, MinneapolisMN 55455-0329
800-333-6293, TDD 612-624-3939, fax 612-626-2134

The Center provideseasy accessto current research findingsand information on
resourcesand advocacy efforts, and disseminates policy and program development information
to agencies, health and human service professionals, educators, policy makers, parents, and
youth.

National Center for Children and Youth with Disabilities
PO Box 1492, Washington DC 20013-8441
800-695-0285, fax 202-884-8441

Aninformationand referral center that providesinformation on disabilitiesand related
topics. A specia focusischildren and youth with disabilities, birth to age 22. Produces publica
tionson disability and educationa issues(many in Spanish). Also availableon theInternet
(gopher@aed.org).

Nationa Easter Seal Society
230 West Monroe $t., S-1800, Chicago I L 60606-4802
800-221-6827, fax 312-726-1494

Organized to hel p peoplewith disabilitiesachieveindependence. Easter Sedlsprovides
quality rehabilitation services, technologica ass stance, and disability prevention, advocacy, and
public education programs. Stateshaveloca chapters.

National I nfor mation System and Clearinghouse

Center for Developmenta DisabilitiesEducation

USC School of Medicine, ColumbiaSC 29208

800-922-9234, fax 803-935-5250

Specialistsassist familiesin accessing services such as parent support/training, advocacy, health
care, financial resources, ass stivetechnol ogy, early intervention, child protection from abuse
and neglect, and other information resources.
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National Parent Networ k on Disabilities(NPND)
1727King ., S-305, AlexandriaVA 22314
703-684-6763, fax 703-836-1232

Thenetwork providesaforum and nationa voicefor parentsof children, youth, and
adultswith specia needs. NPND sharesinformation and resourcesin order to promote and
support the power of parentsto influence and affect policy issues concerning the needs of
peoplewith disabilitiesand their families.

National Association of Protection and Advocacy Systems(NAPAS)
900 2nd &., NE S-211, Washington DC 20002
202-408-9514, fax 202-408-9520
NAPASisafederally mandated systemin each state and territory that provides protec-
tion of therightsof personswith disabilitiesthrough legally based advocacy.

National Spinal Cord Injury Association (NSCIA)
8300 ColesvilleRd., Suite551, Silver Spring MD 20910
301-588-6959 or 800-962-9629, fax 301-588-9414

InToughwith Kidsisaspecial program of NSCIA that offersasupport network for
childrenwith spina cordinjury or illnessand their families. It provides opportunitiesfor sharing
Ideas, fedlings, resources, and innovative problem-solving with other families,

PACER Center
4826 ChicagoAve., South MinneapolisMN 55417-1098
612-827-2966, fax 612-827-3065

A statewide nonprofit organization that servesfamiliesof childrenand adultswith
disabilities. PACER programshel p parents becomeinformed and effective representativesfor
thelr childrenin early childhood, school-age, and vocational settings. Through knowledge about
laws, resources, and parents' rightsand responsibilities, families are better equipped towork
with agenciesto obtain appropriate servicesfor their sonsand daughters.

Project School Care/Childrens Hospital
Judge Baker 2, 300 Longwood Ave., Boston MA 02115
617-355-6714, fax 617-355-7940

Project School Care documents and fosters accessto educational servicesby children
who depend on tracheostomies, gastrostomies, intravenous shunts, peritoned diaysis, ileo/
colostomies, ureterostomies, and other daily nursing procedures.

Sick Kids(Need) Involved Peopleof NY Inc. (SKIP)

13th floor, 545 Madison Ave., New York NH 10022

212-421-9160 fax 212-759-5736

SKIP specializesin case management for people at homewith complex medical needsand
developmental disabilities. It makesfamiliesequal partnersintheir children’scase management
and servicedecisons.
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Washington ParentsAreVital in Education (PAVE)
12208 Pacific Hwy., SW, Tacoma\WA 98499
206-588-1741, fax 206-984-7520

Themgority of Washington PAV E staff are parentswho have children with special
needs. It providesinformation and resourcesto peoplewhoselivesarelinked to childrenand
adultswithdisabilities.

US Department of Justice/Civil RightsDivision
PO Box 66738, Washington DC 20035-6738
800-514-0301; TDD 800-514-0383, fax 202-307-1198

The Department of Justice enforcestheAmericanswith DisabilitiesAct (ADA), a
comprehensivecivil rightslaw for peoplewith disabilities. It enforcesthe ADA srequirements
for employment practices, programsand services, and public accommodations.
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