


Introduction

AssistedLiving(AL)fillsthegapfor elderswhomaynot requireaskillednursingfacility, but

whoarenot abletomanagetheir personal careor remainsafeintheir homes.

AlthoughALisarelativelynew industryinMassachusetts, onlyauthorizedsince1994, thenumber

of AssistedLivingresidenceshasmushroomed, providingcaretodaytomorethan10,000

residents. It isestimatedthat upto60%of theresidentscurrentlyinAssistedLivingcommunities

aretherebecausetheyhaveAlzheimerÕsdisease(AD)or another oneof therelateddiseases,

whichmayor maynot bediagnosed.

Althoughreachingtherealizationthat AssistedLivingisappropriatefor alovedoneisnot

necessarilydifficult, findingtheright AssistedLivingcommunitycanbeareal challenge. Awide

varietyof AssistedLivingresidencesandprogramsexist; manycareoptionsareavailablewithin

eachfacility. WhileAssistedLivingproviderscanmaketheclaimthat AlzheimerÕscareis

providedÉ how doestheconsumer decideif aparticular AssistedLivingresidencereallyhasthe

servicestheir familymember needsandwants, now andinthefuture?

Tohelpanswer thisquestion, theAlzheimerÕsAssociation, MassachusettsChapter assembleda

panel of expertsandchargedthemwiththetaskof developingguidelinesfor thecareof

individualswithAlzheimerÕsor arelateddisorder inAssistedLiving. Theexpertsalsocreatedthe

followingresourcematerialstohelpconsumersassesswhat reallymattersinanALresidence.

Our goal istoempower youwiththenecessaryinformationtomakeassessmentsandask

questionsthat will yieldtheanswersrelevant toyour ownfamilysituation. If youhavefurther

questions, pleasecontact theAlzheimerÕsAssociation, MassachusettsChapter.

Paul Raia, Ph.D.

Director, Patient CareandFamilySupport

AlzheimerÕsAssociation, MassachusettsChapter
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QuestionsandAnswers for Consumers
How will I know whether an Assisted Living community is needed?

Therearemanyfactorstothinkabout whenconsideringatransitiontoassistedliving. For example, the
healthandwell beingof thecare-partner, thesafetyof thepersonwithAD, thefamilyÕsfinancial
resources, andtheoptionsfor carewithinthefamilymaybesomeof theobviousfactors.

Inaddition, therearesomenot-so-obviousfactorstoinsert intotheequation. Althoughit maybehard
toaccept, anALprogrammaybeabletoprovidemoretherapeuticcarethancanbeprovidedinthe
home. It isclear that themoretimeanAlzheimerÕspatient spendsalone, not engagedinactivityor
social interactionsandwithlittletonostructureinher day, thefaster shewill decline.

Lackof appropriatestimulationcanalsoleadtosymptomsof paranoia, cripplinganxiety, andincreased
confusion. Inmanycases, residentsblossomoncetheyarelivinginastructuredenvironment with
regular meals, medicationreminders, engagingactivities, andopportunitiesfor social interaction. A
goodALprogramcanbeconsideredatreatment for thesymptomsassociatedwithAlzheimerÕsdisease.

What types of Assisted Living programs are available?

AssistedLivingcommunitiesfall intothreegeneral categories. Inthetraditional formof AL, residents
arenot segregatedbytheir diagnosisintounits. Typically, staff intraditional (mixed)AssistedLiving
hasmodest amountsof trainingonAlzheimerÕscare, nostandardstaff-to-resident ratio, nospecialized
physical environment, andnocustomizedactivitiesfor thosewhoarememoryimpaired.

Another typeistheSpecial Care Unit (SCU) withinabuildingthat alsohastraditional units. Inthis
form, thereisasegregatedunit operatingsomewhat independentlyfromtherest of thebuilding.

Special CareUnitsusuallyhavedoorsequippedwithalarms, uniquephysical environmentstofoster
greater independence, increasedlevelsof staff trainingandbetter staff-to-resident ratios, and
therapeuticallybasedactivitiesspecificallydesignedfor memory-impairedresidents. These
specializedunitswill alsohaveseparatepoliciesandproceduresoutlininghow peoplewithADare
caredfor intheunit.

Thethirdandmost specializedcategoryof ALprogramisthat inwhichtheentirebuildingisdevotedto
AlzheimerÕscare, alsodesignatedasafreestanding AlzheimerÕs care community. All the
specializedfeaturesof anSCUareevident inafreestandingcommunity, withevenmoreemphasison
theuniquenessof AlzheimerÕscare. Additionally, becauseof thesingular focusonAD, theseprograms
frequentlyoffer ahigh-functioningareaandalower-functioningarea.

Who pays for care in an Assisted Living residence?

WhilecareinAssistedLivingisnot inexpensive, it isgenerally lessexpensivethannursinghomecare.
RatesinAssistedLivingresidencesvarydependingonlocation, typeof apartment, amount of care
needed, andthedegreeof specializedAlzheimerÕscareoffered. Traditional AssistedLivingisusually
lessexpensivethanspecializedcare.

IntheBostonarea, theaveragecost of aone-bedroomapartment intraditional AssistedLiving(45
minutesof personal careper day)might rangefrom$3,500-$4,500per month. Keepinmindthat this
servicefeewill includefoodandsomeutilities. Anapartment inanAssistedLivingresidenceis
consideredrental property, andistherebysubject tothelawspertainingtorentersandlandlords.

Therearebasicallythreewaystopayfor thistypeof care. First, youcanpayprivately. Insomecases,
long-termcareinsurancemaycover all, or part of thecost. Andif youqualifyfinanciallyandclinically,
theGroupAdult Foster Care(GAFC)programof theDivisionof Medical Assistancecanprovide
financial support for thepersonal carecomponentsof thecosts. Of the170AssistedLivingresidences
inMassachusetts, approximately100accept Medicaid/GroupAdult Foster Care(GAFC)payments.

CheckwiththeMassachusettsDivisionof Medical Assistance(telephone#)for alist of participating
facilitiesfor moreinformationabout theGroupAdult Foster CareProgram, andhow it appliesto
AssistedLivingfacilities.

What services are provided in Assisted Living?

Availableserviceswill varyfromresidencetoresidence. Someservicescomewiththebasicmonthly
rental charge; other servicesareprovidedat extracost. Besureyouunderstandwhat servicesare
covered. It is important toreview aresidencyagreement or contract andthedisclosurestatements
providedbytheresidence. Youshouldexpect thefollowingbasicservicestobeavailable:
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¥ Threemealsper dayservedinacommondiningroom

¥ Housekeepingservices

¥ Social andrecreational activities

¥ Medicationmanagement: Self-AdministeredMedicationManagement (SAMM)and/or
assistancewithmedicationsthroughLimitedMedicationAdministration(LMA). Seebelow for
moredetails.

¥ Healthpromotionprograms

¥ Handicappedaccessibilityandanemergencysystemthat alertsstaff if aresident needs
assistance

¥ 24-hour security(meaningthat thebuildingÕsentrancesarelocked/alarmedat night; and/or
thereareelectronicsecuritysystemsinplace; and/or theremaybeawakeovernight staff on
duty).

¥ Ameasuredamount of timeallottedfor assistancewithpersonal care.

How is medical care provided?

Theresident inanAssistedLivingcommunity isresponsiblefor hisor her ownmedical care, just asif
oneislivinginanapartment inthecommunity. Residentsareresponsiblefor schedulingtheir own
medical appointmentsandtransportationtotheseappointments(transportationtoandfrommedical
appointmentswithanescort maybeavailableat nocost or asanextracost insomefacilities). Insome
cases, physiciansandother healthprofessionalsmayseetheir patientsintheAssistedLivingbuilding.

Certainly, familyor friendscanalsoprovidetransportationfor anyoutsideactivityor medical
appointment. If dailycareisneeded, thepersonor
responsiblepartycanprivatelycontract withVisitingNurse
Associationsor privatehealthcareprovidersfor the
desiredservices.

Most peoplewithdementiawill needat least somehelp
withtakingtheir medications. InMassachusettsAssisted
Livingresidencestherearetwotypesof helpthat providers
mayoffer: areminder systemknownasSelf-Administered
MedicationManagement (SAMM)andLimitedMedication
Administration(LMA).

SAMM, whichall AssistedLivingprovidersarerequiredto
offer, includesremindingtheresident totakethe
medicationandnotingwhether or not themedicationwas
taken. If theresident needshelp, thestaff canassist the
resident intakingthemedicationout of thepackaging;
assist thepersoninbringingthepill tothemouth; handthe
personacupof water toassist intakingthepill; andread
thepharmacylabel totheresident. However, theycannot
actuallyput thepill inthepersonÕsmouth.

LMA, whichonlysomeAssistedLivingresidencesoffer,
referstoanAssistedLivingstaff nursewhoisallowedto
administer medications, includingcrushingthemif
appropriate, or helpingwithdropsor creams. Theyarenot
allowedtogiveinjections, evenroutineoneslikeinsulinor
VitaminB12. WhilemanyAssistedLivingresidencesdonot

offer LimitedMedicationAdministration, familiesor outsidehomehealthagenciesareallowedto
comeintoprovidetheseadditional services.

It is important tofindout what kindof helpwithmedicationsisofferedbytheAssistedLiving
residenceyouareconsidering, andwhether that systemislikelytomeet your lovedoneÕsneeds, now
andinthefuture.
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Important FeaturesandQuestionsToAsk whenConsideringa
Particular AssistedLivingResidence
Our panel of AlzheimerÕscareexpertshasdevelopedacomprehensivechecklist of essential featuresto
lookfor inanAssistedLivingcommunitythat promotesitself asbeingabletoprovideAlzheimerÕscare.
Takethishandychecklist withyouwhenyouvisit potential AssistedLivingresidences, openlyask
questions, andthenrateeachprogramonthefollowingfeatures.

All AssistedLivingresidencesarerequiredbylaw tohaveadisclosuredocument that will answer
manyof thesequestions. Thedisclosurestatement must begiventoyoutoreadbeforeyougivethe
residenceadeposit or other money.

Keepinmindthat noALresidencewill likelyhaveeveryfeatureinour checklist, but youshouldbe
satisfiedthat ahigh-qualityprogramhastheimportant onesinplace.

PoliciesandProcedures
Werecommendthat youexaminetheresidenceÕspoliciesandproceduresfor specificreferencesto
AlzheimerÕscare. Carefullyreviewingthedisclosuredocumentscanbeatremendoustool for the
consumer.

� Donot signanythingaskingyoutoassumeariskfor wanderingoutsidethebuildingand
gettinglost.

� Doesit specificallystatethat theresidenceusesHabilitation Therapy asitstheoretical
foundationandpractical frameworkfor AlzheimerÕscare?(HabilitationTherapy, developedbythe
AlzheimerÕsAssociation, isanapproachtoAlzheimerÕscareemphasizingapositiveemotional
responsefor residents.)

� Askfor alist of behaviorsthat theAssistedLivingresidencemaynot beabletohandle, which
might leadtodischargefor theresident involved.

� AsktoseethefacilityÕsdischargepolicyinwriting.

� �If theresident isdischarged, what kindof helpcanyouexpect fromthefacility infindinganother
appropriateprogram?

� �Askfor acopyof theMissionStatement andseehow it appliestopeoplewithmemory
impairment. What arethegoalsfor residentswithADinthisresidence?Theanswer tothis
questionshouldfocusonimprovedqualityof life, maximizingindependence, preventingsymptoms
associatedwithAD, increasedsocial interaction, andasenseof safetyandself-esteem.

Other relatedgoalsfor residentsmight includegreater calmness, joy, andmost importantly, asense
of beingloved. Inother words, youmust beassuredof morethanaquickverbal promisetotake
goodcareof your lovedone, asoutlinedintheMissionStatement for theresidence. Youshould
expect amoreenlightenedview that providessolidinformationabout thetherapeuticgoalsfor
theresident.

� �Askhow complaintsarehandled.

� �AsktoseetheresidentsÕrightsstatement.

Financial Matters
� �Askfor anitemizedaccountingof all chargesbeforesigninganything.

� �ManyALprogramshave45minutesor onehour of personal carebuilt intothebasiccharge; if
morepersonal caretimeisneeded, thereisanadditional chargebasedontheamount of time
required. Makesurethat youunderstandtheseratesandgivearealisticestimateof thetime
requiredfor your lovedoneÕspersonal carebeforesigningtheresidential agreement.

� �Askwhether your attorneycanreview theresidential agreement beforeyousignit.

� �If theALresidenceispart of alargecorporatechain, asktoseearecent corporatefinancial report
todeterminethesolvencyof thecompany. Inthecaseof anot-for-profit ALprogram, asktoseethe
Annual Report andcopythenamesof theBoardof Directorsfor thenot-for-profit organization.
SomeAssistedLivingbuildingsmaybeownedbyonecompanyandmanagedbyanother company,
somakesurethat themanagement companyisalsosolvent.

� �Askabout what happensif theresident runsout of funds. Aregrantsor other subsidiesavailable?
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� �Aretherecostsfor processingtheapplicationfor movein?Arethererequiredcommunityfees?
Under what circumstancesaretheyrefundable(infull or inpart)?

� �What arethefinancial termsandresponsibilitiesfor terminatingthecontract or terminating
residency?How (inwriting)andwhen(30,60, or 90daysnotice)must I givenotice, anddoesit vary
withthenatureof thetermination(suchasmovingtoanother AssistedLivingresidence,
transferringtoanursinghome, goinghome, deathÉ )?

� �Arethereadditional costsfor outingsandsocial events?

� �How oftenhavetheratesbeenraisedover thepast several years?

� �How manyresidentsareaskedtopayfor aprivatecaregiver?

� �Doestheprogramcontract withalocal pharmacytopackageanddeliver
medications?Arethecostslessif youuseyour ownpharmacy?

Physical Environment
� �IstheAssistedLivingresidencehome-likeandcomfortable?

� �Doestheprogramhavealarmeddoorsor asysteminplacethat reducestheriskof
wandering?

� �Is it easytofindyour wayinthelayout of theALresidence?

� �Isthecarpetingappropriatefor peoplewithdementia?It shouldhavenopatternor
contrastingcoloredborders.

� �Isthevinyl floor appropriatefor someonewithdementia?It shouldhaveadull
finishandasolidcolorÑ nodark-on-light areas, checkerboardpatterns, or
contrastingcoloredborders.

� �Lightingshouldbeappropriatefor individualswithdementia. Wesuggest ahighintensityof light
(our technical recommendationis70to80foot candlepower, asmeasuredwithalight meter) inall
areaswithnoshadows. Glarefromambient light shouldbecontrolled.

� �Aretherecolor cuesincludedintheenvironment that helppeoplefindimportant areas, suchasthe
diningroom, theresidentÕsroom, theactivitiesroom, thecommonspaces, andthebathrooms?

� �Isthebuildinghandicapped-accessible?

Personal Support for Residents
� �Arefamilymembers/responsiblepersonsinvitedtoparticipateinthedevelopment of theresidentÕs

serviceplan?Areserviceplanmeetingsscheduledat timeswhenworkingpeoplecanattend?

� �Istheamount of timeavailablefor assistancewithpersonal careadequate?

� �Cantheserviceplanbeindividualizedsothat safety, nutritional, social, spiritual, and
medical/psychological issuescanbeaddressed?

� �Askabout proceduresfor administeringor managingyour lovedoneÕsmedications. How doesthe
processwork, andwhoisinvolved?

� �How oftenistheserviceplanreviewed?It shouldbequarterly, or evenbetter, onanas-needed
basis.

� �Whoisresponsiblefor schedulingmedical appointments?Whoprovidestransportationtomedical
appointments?Whoaccompaniestheresident withdementiatothemedical appointment?Who
purchasesmedicationsfor theresident, andisthereasysteminplacetonotifythefamilythat
prescriptionmedicationsshouldbereordered?

� �If aresident withdementiarequiresavisit totheemergencyroom, doesthefacilityprovideastaff
persontoaccompanytheresident?

� �How manytimesduringthepast year haveresidentsbeensent for inpatient psychiatricevaluation?
Morethanoneor twocasesper year might suggest that theprogramhasdifficultywithmanaging
behaviorsin-house.

� �How manytimesinthepast year haveresidentsleft thisbuildingandbecomelost?

� �Arereligiousservicesandcelebrationsobservedintheresidence?How oftendoclergymembers
cometothefacility?
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Social/TherapeuticActivities
� �TheAlzheimerÕsAssociationrecommendsthat assistedlivingprogramsprovide2hoursof therapeutic

activitiesper resident withmemoryimpairment perweek.Thiswouldmeanthat aresidencewith25
memory-impairedresidentsoffers50hoursperweekof activitiesdesignedtogiveresidentspractice
withtheir remainingcognitiveabilities.Hence,youcanaskwhether theresidenceprovidesenough
therapeuticactivityhoursfor thenumberof memory-impairedresidentslivinginthebuilding.

� �Areresidentsallowedtotakewalksoutsidewithanescort onaregular basis?

� �Arethereoutingsplannedregularlythat includethememory-impairedresidents?

� �AreappropriateactivitiesaddressedwithineachresidentÕsserviceplan?

StaffingLevelsandStaff Training
� �TheAlzheimerÕsAssociation, MassachusettsChapter recommendsthat all assistedlivingfacilities

caringfor peoplewithmemoryimpairment maintainastaffingratioof 1staff personfor every5
residents(1:5)from7:00a.m. to7:00p.m., anda1:10ratioovernight. Anystaff membersproviding
hands-oncarecanbecountedinthiscalculation. For example, acookconductingacookingclass
onceper weekcouldbecountedfor that hour. So, youcanaskwhether thereareenoughstaff to
adequatelycarefor thenumber of memoryimpairedresidents.

� �TheAlzheimerÕsAssociation, MassachusettsChapter alsorecommendsthat all staff members
providingdirect caretoresidentssuccessfullycompletea12-hour trainingprogramapprovedbythe
AlzheimerÕsAssociation. So, haveall staff undergoneat least 12hoursof classroomtraining
relatedtothecareof AlzheimerÕsresidents?

� �InresidencesofferingaSpecial CareUnit (SCU)for individualswithmemoryimpairment, istherea
unit director (alsocalledaProgramor ExecutiveDirector)whohas24-hour responsibilityfor the
programandtheresidentsinthat unit?

� �Stateregulationsrequirethat all assistedlivingadministratorsandmanagersreceiveat least 2
hoursof trainingper year inAlzheimerÕscare. Havetheadministratorsandmanagerssatisfiedthis
trainingrequirement?

� �Didstaff membersundergoaCriminal Offender RegistryInventory(CORI)checkbeforetheybegan
providingdirect care?Doesthefacilityhaveandenforceazerotolerancepolicyregardingabuseof
residents?

� �Sincelongevity inoneÕspositionsuggestsjobsatisfactionandtheacquisitionof skills, askthe
facilitytoprovideyouwiththenumber of direct careworkerswhohavebeenemployedinthat
residencemorethantwoyears.

Other Services
� �Doestheresidenceoffer asupport groupfor earlystagememory-impairedresidents?

� �Doestheresidenceoffer asupport groupfor familymemberswhohavealovedonewithmemory
impairment?

� �Doestheresidenceenroll residentswhomaybeat riskfor wanderingintheSafe Return
Program?(TheSafeReturnProgram, sponsoredbytheAlzheimerÕsAssociation, isasearchand
recoveryservicefor thosewithmemoryimpairment.)

� �Isthefoodserviceabletoaccommodateresidents
withdietarylimitationsor special diets?Samplea
meal. Asktoseethekitchen.

� �Doestheresidenceprovideregular educational
programsfor familiesandthegeneral publiconvarious
topicsrelatedtoAlzheimerÕsdisease?

Findingtheright residential programfor someonewhohas
memoryimpairment isanimportant decision; yet, many
peopleinvest moretimeinresearchwhenbuyingacar
thanwhenshoppingfor theright AssistedLivingprogram.



TheAssistedLivingresidenceisaplacewhereyour lovedonewill live365daysper year, andtheALprogram
will most likelycost muchmorethantheaveragefamilyautomobile.

Careful researchfromtheoutset will allow youtoachievethebest fit possibleandavoidunnecessarymovesin
thefuture. For thisreason, thereareanumber of lessconcretefactorstotakeintoconsiderationwhenevaluating
anAssistedLivingprogramfor your lovedone.

For example, attempt toget anoverall ÒfeelÓfor theresidence. DoesthefurnitureanddŽcor fit withthepersonÕs
previouspersonalityandlifestyle?ManyALresidencesmakethedŽcor plush, intendingtoappeal tothefamily
andnot necessarilytotheneedsof theresident, sodonÕt beimpressedbythechandeliersor thelinen
tablecloths. Thesefeaturesof theenvironment meanlittletothememory-impairedperson. IsthedŽcor home-like
andeasyfor amemory-impairedpersontofigureout?

Moreover, isthebuildingcleanandwell maintained?Doesit passtheÒsniff testÓ?

Watchthestaff astheydotheir work. Dotheyengagetheresident?Dotheymakeeyecontact?Dotheysmile?
Dotheyspeakrespectfullyandinanunderstandableway?Istherelaughter?Dotheprogramaideshugresidents
withAlzheimerÕsdisease?Dothestaff members, especiallythedirect caregivers, seemtoenjoywhat theyare
doing?

Lookcarefullyat theother residents. Aretheywell groomed?Dotheresidentsinteract withoneanother?Are
residentswithmemoryimpairment acceptedbythecognitively intact residents?Aretheresidentsengagedin
therapeuticactivity?Dotheresidentsappear tobehappy?

Set upinterviewswithkeystaff memberstoseeif thesearepeopleyoucantrust andworkwithif thereisa
problem. Youmaywant tomeet withtheExecutiveDirector, anurse, andtheactivitydirector. Youshouldcome
awayfromthesemeetingsfeelingthat thisprogramisnot just goodÒcustodialÓcare, wheretheemphasisison
assistancewithpersonal care; but moreimportantly, youshouldbelievethat thereisastrong commitment to
therapeutic care for residents with memory impairment.

Althoughthescheduled, guidedtour of thebuildingcangiveyoumuchinformation, youmayalsoneedtovisit at
another time, andjust sit andobservefor anhour. Trytovisit theprogramduringtheweekendwhenmany
residenceshavelessgoingon, or inthelateafternoonwhenthingscanget somewhat hectic. Tour at mealtime
or asktobeaguest for lunchor dinner.

If youobserveresidentssittingarounddoingnothingand/or just watchingtelevisionfor prolongedperiods, that is
asigntolookelsewhere. Lookat thepostedactivityscheduletoseewhether ascheduledactivity isactually
beingconducted. Approachother familymemberswhomaybevisitingandaskif youcancall themlater toget
their view of theprogram.

Inaddition, youmaywant tocheckwiththeExecutiveOfficeof Elder Affairs inMassachusettstoseeif thereare
anyoutstandingcomplaintswiththecareprovidedat theresidence. CheckwiththeAlzheimerÕsAssociationto
seeif theresidencehasundergoneAlzheimerÕstraining. Andinvestigatethefinancial stabilityof theownership.
Istheresidencelikelytobesoldinthenear future?Aspart of thestatecertificationprocess, theExecutiveOffice
of Elder Affairsrequiresresidencestosubmit adetailedfinancial report. Asktoseeacopy.

EverypersoninanAssistedLivingresidenceneedsanadvocate--someonewhowill monitor thequalityof care
andspeakfor theresident if sheisunabletospeakfor herself. Thismeansthat familyandfriendsshouldvisit
thepersonregularly. However, whenyouselect anALresidence, donot choseit simplybecauseit isconvenient
for you. Thequalityof care, theservicesoffered, andabilitytooffer asafe, engagingenvironment areall far
moreimportant thanproximity.

If it isahigh-qualityprogramandyoutrust thestaff, youmaynot havetovisit morethanonceor twiceper week
toadequatelymonitor care. Quality of care should always outweigh convenience.

Younow know what tolookfor whenconsideringamovetoanAssistedLivingresidence. DonÕt betimidabout
askingtheright questions. Most professionalswill welcomeyour inquiriesbecause, likeyou, theywant the
decisiontobetheright onefor theresident. Goodluckwithyour search!

For more information, you may want to order a free copy of the Guidelines for the Care of
AlzheimerÕs Residents in Assisted Living Residences, published by the AlzheimerÕs Association,
Massachusetts Chapter.

7

Support for this publication has been generously provided by Forest Laboratories


