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Abstract:  The growing number of individuals with intellectual disabilities (ID) affected by Alzheimer disease and relateddementias has raised major problems for care providers.  How can quality care be provided to these individuals?  This paperexamines group home-based care solutions adopted by a sample of care providers in five different countries.  The aim is toidentify trends that have emerged.  Two samples of group homes for adults with intellectual disabilities (ID) affected bydementia were studied to determine: (1) what are the physical characteristics of the homes; (2) what physical environmentaladaptations have been made in response to behavioral deterioration expressed by residents with dementia, (3) what are thedemands on staff resulting from dementia care, and (4) what is the impact of dementia on the home environment.  The firstsample of group homes in five countries provided comparative international data on home designs, staffing, costs, andresidents.  The second sample, drawn from homes in the USA and the UK, provided data on the impact of dementia.  Findingsrevealed staffing and design of homes varied but generally abided by general practices of dementia care; homes relied onexisting resources to manage changes posed by dementia care; programmatic and environmental adaptations were implementedto address progression of dementia; and residents with dementia presented more demands on staff time with respect to hygienemaintenance and behavior management when compared to other residents not affected by dementia.
BackgroundMost nations are experiencing a significantincrease in the proportion of aging persons in theirpopulations along with corresponding increases in theprevalence and incidence of age-related conditions,including neurodegenerative diseases such asAlzheimer’s disease and dementias of other etiologies. Such demographic shifts and disease contingenciesapply also to aging adults with intellectual disabilities(Ansello & Janicki, 2000).  It has been projected that ofthe 35 million adults 65 years of age and older in theUnited States, there will be at least 140,000 older adultswith an intellectual disability and, at minimum, 9,000of these adults will be affected by dementia (Janicki &Dalton, 2000).  Faced with an increasing number ofaging adults, providers of community services forpersons with intellectual disabilities (ID) are beingchallenged to adapt their services to more appropriatelyprovide in-home and other community-based supportsfor carers and persons affected by age-related declineand pathologies, such as Alzheimer’s disease andrelated dementias. Most studies of dementia in aging adults withintellectual disabilities generally describe a prevalencerate that is similar to that of the general populationwith dementia, with exception for those adults withDown syndrome (Cole et al., 1994; Janicki & Dalton,

2000; Zigman, et al., 2004).  One study (Cooper, 1997)reported a prevalence rate higher than in the generalpopulation for persons with ID.  It is generally acceptedthat there is a unique elevated risk for dementia amongadults with Down syndrome and thus the prevalencerate is much higher (Holland, 1999; Holland et al.,2000).   Further, it has been reported that the age ofonset of dementia in adults with Down syndromeoccurs 15-20 years sooner than in adults with otheretiologies of ID (Janicki & Dalton, 2000; Lana et al.,2004).   The premature appearance of dementia inadults with Down syndrome poses a unique challengeto carers.  It would also appear that the increasingoccurrence of dementia among people with ID will beanother, albeit new, complex service issue facing IDproviders and that these concerns will only increase asgreater numbers of adults with ID survive into old age(Alzheimer's Disease International, 2003; Foundationfor People with Learning Disabilities, 2001;NASDDDS, 1997). Community dementia care for persons in the generalaging population affected by dementia is not widely
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practiced in many countries.  What care that isprovided for adults in early to mid-stage dementia usually consists of specialized units, small group homeliving, supporting or supplementing home care orproviding alternative living with minimal assistance(such as in assistive living type apartments).  When in-home care is no longer viable, for adults in mid- to late-stage dementia, the most common solution is transfer ofthe individual to care in a long-term care facility, eitherin a nursing home or in a specialized dementia careunit (Janicki, McCallion & Dalton, 2000).  However, in some countries alternativeapproaches are being tried, such as small group living,either within the context of a residential care facility(Åhlund, 1999; Annerstedt, 1997; Weaverdyck, Wittle,& Delaski-Smith, 1998;) or in small neighborhood-based group homes (Aldrén & Elmståhl, 2002;Malmberg & Zarit, 1993).  Small community grouphomes appear to be emerging as the preferred mode ofout-of-home care, particularly when there is no familyto provide care or pressure of care demands exceedswhat the family can provide or cope with at home(Schulz & Martire, 2004).  In Japan and Sweden, forexample, the provision of long term care financing hasbeen linked to the development and maintenance ofsuch small group homes (Kolanowski, 1997; Ministryof Health, Labor and Welfare, 2002; Svensson,Edebalk, & Persson, 1996).As a community residential option, grouphomes for persons with ID without dementia have beenaround for some time.  However, homes for communitydementia care of persons with ID and dementia are stillin early development.  Workers appear to be inagreement that community dementia care is viable, ifcertain programmatic features are present (Åhlund,1999).  For example, Kerr (1997) has noted that care orliving environments need to be altered so that they arecalm, predictable, familiar, and suitably stimulating,yet safe for adults with dementia and ID.  Dodd (2003)has argued that strategies for such residences mustinclude provisions for increasing specialist health careand eventual terminal care as dementia worsens, andWatchman (2003a) has noted that individualizeddementia-related care within the context of a“supported accommodation” can help maintainfunction.  Davies et al. (2002) noted that group homeworkers reported the necessity of increased staffinglevels and extra support while also acknowledging theimportance of modifying their treatment strategies tohelp adults affected with dementia.    

How care provider organizations respond to aresident who develops dementia within the group homevaries widely and it is often linked to the financial andhuman resources of that organization (Udell, 1999). Janicki, McCallion and Dalton (2002) reported thatagencies which operate group homes generally reactedto the person with dementia in their residences in oneof the following ways: (1) they coalesced specialservices around the affected individual within the grouphome (an aging in place approach) (2) they set up aspecialized dementia care group home (an in-placeprogression approach), or (3) they opted out ofproviding dedicated care and referred the affected adultto a non-specialized long term care setting, generally anursing facility.  They also noted that the main factorthat contributes to the decision to maintain theindividual with dementia in the group home is whether the staff could continue to meet the needs or providethe level of care needed by the affected person.  Otherdecisive factors include whether the affected person stillmet regulatory requirements for continued stay at thehome, whether the person was still responsive andcooperative to staff prompting and assistance with dailyroutines, and whether there was an observable declinein health or an increase in medical needs or dementiasymptoms.  Safety issues for the person or others in thehome, and whether or not there was sufficient fundingto pay for the level of care needed were alsoconsiderations. There are few published reports of specificdementia care practices within group home settings. McCarron et al. (2002) examined staff caregivingpractices in group homes in Ireland and found that staffcaregiving time increased significantly when a personwith Down syndrome progressed from mild to moderateseverity (early to mid-stage) of dementia.  Contrary toexpectation, they found no significant increases in timespent caregiving for persons who progressed from mid-stage to end-stage dementia. However, they alsoobserved, as expected, that the nature and tasks ofcaregiving changed as dementia progressed.  Once thestaff adapted their skills to cope with early-stagedementia, the amount of effort did not increase buttheir efforts became selectively focused on the needs asthese changed with respect to dementia progression. Janicki, McCallion and Dalton (2002) found thatimpediments to accommodating personal needs withinthe group home included increases in staffing needs,costs resulting from extra supervision, and stafftraining demands.  They also found problems resultingfrom conflicts with housemates, overwhelmingenvironmental concerns, issues related to lighting andlayout of the home, ability to keep a consistent routine
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in the residents’ lives, inability to provide a first floorbedroom, and an increase in the overall cost of care.  In a study comparing group homes to special care unitswithin long-term facilities, Chaput (2002) found thatgroup homes appeared to provide a higher quality oflife for people with dementia and ID because theyprovided more of a home-like environment andoperated according to a therapeutic philosophy of care. Chaput also found that costs were lower in grouphomes because group homes paid lower staff wages andhad lower medical costs.Intellectual disabilities’ specialist services inmany parts of the world have a highly effective smallgroup home model in place.  Persons with intellectualdisabilities affected by Alzheimer’s could benefit froma social care model that involves neighborhood-basedresidential care and which would reduce the likelihoodof referral to a long term care facility.  There are signsof a growing and informal exchange of knowledge andpractices between operators of dementia care homes forpersons affected with dementia from the general agingpopulation and operators of group homes who care forresidents with dementia and intellectual disabilities. This apparent trend led the Preparing CommunityAgencies for Dementia Project (PCAD) to examine anumber of factors related to group home care for adultswith ID and dementia. The aims were primarily to (1)assess the feasibility of providing dementia care ingroup homes for persons with ID, and (2) to identifythe most common care practices being used in grouphomes for adults with ID.  A secondary aim was topropose methods of adaptation that group homes coulduse to preserve and enhance the quality of care for thegrowing number of adults with ID who will be affectedby Alzheimer's disease.  Three questions wereaddressed in the PCAD study: (1) are there anycharacteristics that are shared by all group homesserving persons with dementia and ID? (2) what caremanagement issues arise when group homes have tocope with dementia in one or more of their residents?and (3) what are the differences in the carerequirements for residents with dementia compared tothose without dementia?  Results from two aspects of the PCAD projectare reported here; one, an ethnographic survey of grouphomes providing specialized dementia care, and two, astudy of administrative decision-making, caregivingactivities and practices, and resident demandcharacteristics in homes providing dementia care toadults with ID.Methods

Ethnographic Survey - Group Homes Twelve group homes serving adults withdementia were located by self-referral, responses to abrief questionnaire and word-of-mouth follow-up invarious communities in five countries.  Criteria forinclusion required the home to have careresponsibilities for more than one person withdementia, a willingness to participate in a site visit by aproject investigator, to consent for photography of thesite, and to provide access to project-relevantinformation.  The 12 homes included in the study weretypical of the homes in their communities providingcare for people with intellectual disabilities or for adultswith dementia. Three group homes providing care topeople with dementia from the general population, butwhich did not have an individual with an intellectualdisability, were included for comparative purposes.Procedures.  Once a formal contact was madewith a possible home for inclusion in the study, a sitevisit was conducted by the senior investigator for thecollection of data, and the external and internal featuresof each home were photographed to help identifyphysical aspects of the living environments for theirconsistency with generally accepted dementia caredesign and relevant adaptations.  Site data werecollected during a face-to-face interview with a keyinformant at the home; generally these were the grouphome managers or administrators from the host agency. Follow-up telephone calls and emails were used toclarify, confirm, and correct the data where necessary. The data collected included setting (urban, suburban,rural), the year the home opened, home design(whether purpose built or adapted or retrofitted;number of storeys), characteristics of persons residingat the home (number, age, sex, intellectual level, anddementia-related information), admission anddischarge criteria, staff characteristics (number, sex,age, years employed, part- or full-time, education),annual cost per resident, and dementia-capableenvironmental adaptations.   A summary of the datafrom the 12 participating homes visited in Australia,Canada, Japan, Sweden, and the United States arepresented in Table 1.  Homes are not identified beyondgeneral location for reasons of confidentiality.  Agency-Dementia Care Provision Study - CarePractices and Agency Factors.Subjects.  A convenience sample of 10 homeswas drawn from the United States (US) and the UnitedKingdom (UK).  Among the 89 residents were 26persons with diagnosed or suspected dementia; three
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persons per home were selected as the focal Ss for thisstudy.   Each home was asked to complete a packet ofquestionnaires on the home and staff, on a residentwith dementia, on a resident without dementia who wasleast impaired, and on a resident without dementia whowas most impaired.  In order to meet ethical standards,protect the rights of the participants and maintainprivacy and confidentiality of the data, the project wassubjected to review and approval by the InstitutionalReview Board at the University at Albany.Rating Scales.  The Caregiver Activity Survey-IntellectualDisabilities (CAS-ID) was modified slightly from theoriginal (McCarron, 2001; 2002) for Americanlanguage usage.  The CAS-ID was used to captureinformation on time spent by carers on nine tasks overa 24-hour period.  The tasks were; (1) dressing, (2)bathing (& showering), (3) appearance (grooming), (4)toileting, (5) eating (& drinking), (6) housekeeping, (7)nursing (specialist nursing), (8) behavioralmanagement, and (9) other supports and care (non-specified).  The scale is reported to have strong inter-rater and test-retest reliability as well as good validity(McCarron, et al., 2002).  The scoring is time (inminutes) spent by staff on each activity in aiding thehome’s resident over a 24-hour period.  The unit ofdata collection was each adult.  The unit for dataanalysis was number of minutes/per day/per residentThe Assessment for Adults withDevelopmental Disabilities (AADS) scale (adaptedfrom McQuillans, Kalsy, Oliver, & Hall, 2001) wasdesigned to measure the impact of developmentaldisability on three levels on 28 various behaviors.  Theoriginal scale is reported to have strong reliability andvalidity scores ( McQuillans et al., 2001).  The AADS-1 is a behavior rating scale which yields estimates ofthe frequency of specific behaviors “How often did thebehavior occur?” The AADS-2 consists of questionssuch as,  “How difficult was the behavior to manage?”The AADS-3 also estimates “What effect did thebehavior have?”  The unit of data collection was eachadult.  The relationships between AADS scores andlevel of intellectual disability (mild, moderate,severe/profound levels) were examined for theircontribution to the care effort by staff in the homes.  The Dementia Status Questionnaire (DSQ) –developed by the authors – was used to captureinformation of key dementia behavioral and relatedclinical symptoms.  Part 1 of the DSQ capturesdemographic data on residents and information aboutdementia factors and behaviors (11 items), Part 2

captures data on evaluation and assessment (5 items),and Part 3 captures data on decision-making onretention or movement from home (14 items).  The unitof data collection was each resident with dementia.  The Group Home Site Questionnaire (GHSQ -Janicki, McCallion & Dalton, 2001) was used tocapture key information on the group homes.  Part A ofthe GHSQ captures group home staff information (1item), Part B captures resident information (4 items),and Part C captures building information (7 items). The unit of data collection was the group home. Procedures.  Appropriate homes for the studywere located using a modified “snowball” technique inwhich notices were sent out via letters and emails (aswell as website postings) to organizations responsiblefor oversight of group homes and to parent-based andnot-for-profit voluntary associations operating grouphomes.  Once interest was expressed in participating,we provided a contact person at each home with thebattery of questionnaires plus instructions for fillingthem out.  These respondents, in turn, were contactedperiodically by our project staff to ensure that theinstructions were understood and followed precisely. Forms from each home were returned directly to ourproject office and the data were checked and enteredinto a computerized database with access restricted bypassword and firewall features to protect the identitiesand privacy of participating research sites. Results Characteristics of the group homes.  Table 1summarizes the data observed from the site visits to 12group homes in Australia, Canada, Japan, Sweden, andthe United States.  All of these group homes had an“in-place progression” approach to care for personswith dementia.   The homes had an average of sevenresidents and their ages ranged from 50 to 94 years. Allthe homes served both men and women.  The averagestaff to resident ratio was approximately 1.3:1, and theaverage per annum cost of care at the homes wasUS$49,020 (at the rate of exchange current on 8November 2004).  Six of the homes had been open forat least 10 years, and six were established within thepast six years.  Most used the presence or diagnosis ofdementia or aging-associated frailty as a key criterionfor admission.  Only the dementia homes for personsfrom the general aging population had specifieddischarge criteria.   The group homes for persons withintellectual disabilities were still struggling withdefining criteria for continued stay.  Of the homesspecifically built for housing adults with dementia,
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most had fenced yards, wandering paths (some outside,some inside, some both), and universal design featuresin kitchens, bathrooms, bedrooms, and common spacesthat would permit continued stay by residents whowould have to use walkers or wheelchairs.  Somehomes had installed various electronic devices at mainexit doors to serve as alarms or signals to staff orspecially designed door latches to prevent unsupervisedwandering.  All but three of the homes were singlelevel buildings. ----------------------------Insert Table 1 about here----------------------------Table 2 summarizes the data for the 10 grouphomes drawn from the United States and the UnitedKingdom which participated in the care activities andagency factors study.  As indicated by Table 2, thehomes generally had been in existence for some time(40% were opened more than 20 years ago), werelocated in diverse buildings, and while some werespecifically built to be a group home, most wereretrofitted from a previous use (e.g., such as a conventor private home).  About two-thirds were of single leveldesign, and most were not originally designed toaccommodate people with dementia. They had anaverage of 8.9 residents per home; 55.1% of theresidents were men and 44.9% were women. Overall,67.4% of the residents were between the ages of 40 and69 years and about a third of them were adults withDown syndrome. Of the 89 residents, six werediagnosed with dementia, and 20 were suspected ofhaving dementia or Alzheimer’s disease.  About 55%had been living at the residence from six to 15 years. The mean age of the staff employed in these homes was37.7 years and 74% were women.  Almost 60% hadcompleted or had some college education and 72%were employed at the homes for less than two years;77% worked full time.----------------------------Insert Table 2 about here---------------------------- Differences in care demandsDifferences in staff time utilization assessedwith the CAS-ID between adults with dementia andthose free of dementia are summarized in Table 3.  TheCAS-ID was used to identify the nature and duration ofcare-providing activities performed by staff. Comparisons were made among three groups, a personin each home without dementia judged by staff the mostable (mean age: 53.7 years), a person without dementia

judged by staff the least able (mean age: 54.2 years), aswell as one randomly chosen person with dementia(mean age: 59.8 years).   The data from the CAS-IDindicated that in three categories of assistance –personal care,  behavior management, and othersupports and care – staff spent notably more timeattending to people with dementia than they did withadults who did not have dementia.  In comparison, forthe most able, “other” was the key area of assistance,and for the least able, the key areas were personal careand behavior management.  On the average, staff spent8.4 hours (or 35%) per day on specific care for adultswith dementia compared to 5.4 hours [22.5%] for theleast able person and 2.4 hours [10%] for the most ableperson. --------------------------------Insert Table 3 About Here--------------------------------We used the AADS to ascertain the degree ofimpairment and care needs presented by the resident’sbehavior linked to dementia.  The data from the firstcomponent of the AADS – “How often does thebehavior occur” [AADS-1] suggested a relationshipamong the frequency of dementia-type behaviors andtime spent providing care, and overall behavior issues. Also, we noted that the greater the degree ofintellectual disability, the more the presentation ofdementia-related behaviors (see Table 4).  Managementdifficulty was more apparent for those adults withmoderate level of intellectual disability (see Figure 1:AADS-1 x LEVEL OF IQ).  Staff time involved in careactivities increased for persons  in the mid-stage ofdementia (see Figure 2 [AADS-1 x Years withDementia]).  When we looked at the frequency of thebehaviors leading to the diagnosis of dementia (that is,the behaviors noted by staff as occurring during theinitial stages of dementia – see Figure 3 [BehaviorsLeading to DX] – which are shown from left to right byfrequency with those that occur the most starting on theleft), we observed that broader, more global types ofbehavioral changes or losses were the most prevalent,consistent with the generally accepted expectationsassociated with early dementia.  Lastly, when CAS-ID,AADS-1, and the DSQ item #5 data (behaviors) werealigned, we observed that there appears to be arelationship among number of dementia type behaviors,time spent providing care, and overall behavior issues(see Figure 4 [CAS-ID x AADS-1 x DSQ5] and Table5). -----------------------------------------------------Insert Figures A, B, C, D and Table 4 & 5 about here
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-----------------------------------------------------Dementia-related behaviors and agencydecision-making.  The results of assessment and careissues obtained from the DSQ and the GHSQ are shownon Table 6.  Staff reported that early suspicions ofdementia or dementia-like behaviors were triggered bythe following symptoms: notable short term memoryloss, concerns about decline in abilities, previously notexhibited challenging behaviors, wandering, andfalling.  These then led to referrals for assessment orevaluations.  Staff indicated that personality changes,physical aggression toward staff, refusals to complywith requests, screaming and other verbal outburstswere the most noteworthy signs of deterioration. Accommodations chosen to aid the residents included,giving more individual attention, providing increasedhelp with ADLs [activities of daily living], providinghelp with problems due to incontinence, fearfulness,and difficulties in following directions.  Yet the dataalso revealed that some homes were slow in introducingenvironmental adaptations to the home, increasingstaffing, and modifying diets.  The staff devoted themost attention to dealing with the individual’s routinesand daily program or services, which were oftenmodified only as the new needs of the resident becameobvious. ------------------------Insert Tables 6 & 7 About Here------------------------ The results on administrative decision-makingfactors are shown on Table 7.  The most influentialfactors which determined whether or not to retain theresident with dementia in the home, included: (a)agency’s philosophical commitment to keeping theperson in his or her home, (b) the consequences ofhaving the person go through “one more move,” and(c) concern about funding or the seriousness of themedical needs of the individual   A commitment toenable the individual to remain in the home wasusually made when and where the staff could meet thelevel of care needs of the individual (including medicalcare needs), and that accommodations could be made toaddress safety issues as well as to address theprogression of dementia or decline in health. Impediments to retaining the individual in the homewere primarily based on the need for more funding tosupport the cost of increased staffing, supervision, andcare.  The agencies reported that in about a third ofinstances, the resident’s families were involved inmaking the decision concerning continued stay in thehome, and in 11% of the instances, the family made the

final decision.  Agencies also reported that staffgenerally participated in the decision-making process. Interestingly, the agencies also reported that funding(i.e., increased costs of care) was not an issue in thedecision whether to retain the resident, but neither didthey report receiving any additional funds to provideincreased dementia-related care. DiscussionMost agencies followed generally accepteddesign principles for dementia capable homes whenthey established their facilities for the specific purposeof providing dementia-related care in a small grouphome setting.   In general, the homes consisted ofsingle level buildings with interior open “common”spaces (kitchens, dining, living rooms, and seatingareas), areas in the home that facilitated continuouswalking, and external arrangements (such as, fencedyards with wandering paths).  They also includedinternal designs with increased levels of lighting foreasier vision, and for minimizing glare and shadows.  Bedrooms and bathrooms were conspicuously locatedby graphics or signs.  Electronic security devices onexit doors permitted continuous alerts wheneversomeone exited.  When homes were ”retrofitted”(physically altered for dementia care), most of thesefeatures were also incorporated whenever practical.Care agencies wrestled with concerns overhow to provide continued care under the “aging inplace” model while attempting to reach a balancebetween staff resources, the design of the home, and theimpact of dementia on other residents withoutdementia.  Most agencies decided to retain the residentaffected by dementia as long as the home (and theagency) had sufficient resources to sustain continuedcare.  This generally meant (1) employing staff whowere willing to modify their care activities to providemore appropriate responses to dementia, (2) makingphysical and environmental adaptations to the home toaccommodate dementia, and (3) being able to securethe financial resources required to provide forprogressively more challenging levels of care.  For themost part, the host agencies maintained a philosophicalcommitment to supporting aging in place andaddressing the needs of the individual within thecontext of the home, at least for those residents whowere in the early stages of dementia.  In previous work(Janicki et al., 2000), we reported a similar findingamong care agencies who wrestled with the demands ofadapting care to the needs of the resident withdementia, while at the same time trying to reduce orminimize the adverse effects of the individual’s
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challenging behaviors upon the other residents withoutdementia.  If the behaviors associated with dementiabecame intolerable (e.g., screaming, physical assaults,extended emotional lability), agencies opted in favor oftranquility and the concerns of other residents andremoved the affected individual from the home.  Thesetypes of behaviors often led agencies to developspecialty homes solely for the care of residents withdementia.  However, agency administrators oftencomplained that funders generally did not increase thereimbursement or contract rates for the care provisionof people affected by dementia, even when their declinerequired intensive care. While some agencies may beable to absorb this cost differential on the short term,with an increase in the number of older adults with IDaffected by dementia, this may become a significantissue in determining whether aging in place supportswill continue to be viable.         There were significant differences in caredemands between residents with dementia and thosewithout dementia.  There appears to be a relationshipbetween the frequency and types of dementia behaviors,and time spent providing care.  More “global” types ofbehavioral changes or losses were the most frequentwhen associated with dementia.  Staff spent notablymore time attending to people with dementia aroundissues of personal care and general behavior, than theydid with adults who did not have dementia.  Our resultswere consistent with those reported by McBrien andcolleagues in Plymouth, England (cf., J. McBrien,personal communication, May 14, 2004) who alsofound that their CAS-ID data indicated greater stafftime and involvement among adults with dementiawhen compared to time spent caring for residentswithout dementia.  We also observed that the greaterthe degree of intellectual disability, the more theexpression of dementia-related behaviors.  Thesignificance of this relationship remains unclear but ithas been intensively discussed by Silverman and hiscolleagues (Silverman, et al., 2004).  Our results alsosuggested that care requirement issues arising duringearly stage dementia are not as problematic from a staffmanagement perspective (as noted by Åhlund, 1999),but (as also reported by McCarron et al., 2002) thatstaff involvement and staff time requirements becomemore important issues in the mid-stage of dementiawhen losses of capability and the presence of behavioraldisturbances become more significant managementissues. There were some obvious limitations to thisstudy which need to be presented.  Our conclusionsmust be considered tentative because of the small study

sample of homes, staff, and residents.  Difficulties inrecruiting sites for the study may have yielded a biasstudy sample, placing further limitations on ourconclusions.   Difficulties in obtaining complete datafrom all of the study instruments also may haveintroduced a potential source of error into the data. Also, we had built in a longitudinal component into thestudy (to examine consistency), but because of time andfunding constraints we were forced to drop it.Notwithstanding these limitations there are anumber of recommendations that can be made fromthese data.  One is that care provider agencies servingaging persons with intellectual disabilities developmethods for raising the knowledge base and awarenesslevel of the warning signs associated with dementia. This activity will enable early identification of mildcognitive impairment or dementia and facilitateappropriate response.   Also, that agencies should startto maintain regular and detailed clinical records ofpremorbid cognitive functioning so as to havesufficiently robust clinical information for clinicianswho often may be asked to assess an unfamiliar adultfor signs of dementia. Such systematic premorbid datais necessary to ascertain whether the current behavior isnormal for the individual or indicative of decline. Lastly, that in most instances, since agencies have tointroduce some programmatic and environmentaladaptations to address progression of the dementia inspite of unlikely increases in funding (Wilkinson,2004), funders should begin to address thereimbursement rate implications.  Small group homes for persons affected withdementia can be a practical solution to the desire ofhealth officials and families for affordableneighborhood care.  It is our belief that staff-to-residentratios need to be “in step” with the progression ofdementia  (e.g., more staff need to be assigned withmid-stage ambulatory dementia residents) as shouldstaffing patterns and skills.  Thus, with ambulatoryresidents there is a need for staff who are capable ofengaging residual memories and capabilities, providingsocial and recreational activities, and who know how toutilize the adult’s existing capabilities.  With non-ambulatory, late-stage residents, there is a need for staffwho are capable of providing basic nursing care andcareful attention to personal care.Neighborhood dementia care group homes area novel model within dementia care services for agingpersons from the general population.  However, somenations have incorporated this residential model withintheir long-term plans for the care of older adults with
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dementia – particularly as an alternative to institutionalcare (Malmberg & Zarit, 1993; Study Meeting onLong-term Care for Older Persons, 2003).  In Japan, forexample, this type of neighborhood care is incorporatedin a national plan (e.g., the Gold Plan 21) which callsfor the development of some 3,200 group homes acrossthe country serving people with dementia (Kolanowski,1997; Ministry of Health, Labor and Welfare, 2002). Some communities in Japan are now also opening thesegroup homes to people with intellectual disabilities(Hommna, 2004); this makes programmatic sense aslong as persons with ID need care related to dementia. What seems to be happening is that, when family caresituations are not available, “home-style” neighborhooddementia care is moving toward small congregate care. The ID field is perhaps ahead of the curve on thisdevelopment, as it has had to cope with dementiaoccurring among residents of group homes (using an“aging-in-place” approach) and is now experimentingwith specialty group homes, much like the genericdementia care system (using an “in-place progression”model). What is evident from our study is that dementiacapable home designs work irrespective of whether theresidents have dementia complicated by an underlyinglifetime intellectual disability or they have dementiawithout such a lifetime disability.  Yet, what are neededare longitudinal studies that examine all of thevariables that affect the functioning of dementiaspecialty group homes while simultaneously trackingdementia progression in the residents (Wimo, Asplund,Mattsson, Adolfsson, & Lundgren, 1995).On a systemic level, with the expected growthin the number of older people, it is timely to plan anddevelop a range of community-centered “dementiacapable” services.  Our findings suggest that smallgroup homes are viable options for community-basedcare and such homes can be specialized toaccommodate the differentiated needs such as those ofambulatory and non-ambulatory individuals withdementia.  One important consideration is therecognition that accompanying dementia progressionwill make greater demands on staff time and effort, andthus program funding needs to be sufficiently flexibleto accommodate periodic changes in the character ofthe home as resident needs change due to theprogression of the disease and thus when there is aneed for more or differently configured staff.  In termsof planning, large scale population surveys of agenciesserving adults with intellectual disabilities can providesubstantial information on the probable extent andnature of dementia in a service population and can helpprogram managers and other administrators betterunderstand the impact of dementia on their agencies
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Table 1Characteristics of Group Homes Serving People with Dementia
Home#1 Home#2 Home#3 Home#4 Home #5 Home#6 Home #7 Home#8 Home#9 Home#10 Home#11 Home#12

Lo cale
W estern
Pennsylva
nia (USA)

South-central
Ontario
(Canada)

W estern
Oregon
(USA)

Southern
Brit ish
Columbia
(Canada)

Southern
Californ ia
(USA)

W est-
central
Florida
(USA)

Cen tral New
York (USA)

Southern
Ontario
(Canada)

Southeastern
Sweden

Eas t-cen tral
Japan

Eas tern N ew
South W ales
(Australia)

Eas t-cen tral
Japan

Sett ing rural/
suburban

suburban
urban suburban urban urban rural urban urban urban suburban

urban

Neighborh
ood

residential residential sem i-
residential

residential residential residential farm residential urban
residential

urban
residential

residential urban
residential

Yr opened
1994 1999 1999 1992 1990 2000 1990 2000 1968 1999 1998 1999

Primary
DX

ID ID ID ID dem entia ID ID ID ID dem entia ID dem entia

Nreside nts
6 5 8 5 6 6 10 15 7 8 3 8

Age r ange
62-76 45-68 44-64 50-70 72-90 57-92 56-80 60-85 40-52 80-89 58-71 70-94

# Staff
8 (7F; 1P) 16 (3F; 13P) 7  (7FT) 14 (11F; 3P) 7 (4F; 3P) 11 (11F) 18 (18F) 10 (1F; 9P) 6 (6P) 6 (4F; 2P) 6 (1F;6P) 10 (5F;5P)

Annual
cost per
resident

US
$71,000

CDN
$52,800

US
$53,400

CDN
$90,000

US
$34,800

US
$48,000

US
$118,000

CDN
$55,000

SEK
250,000

YEN
´1 .44 mil

AUS
$82,000

YEN
´2 .4 m il

Admis sion
crite ria

older age
and group
living need

Dementia DX
dem entia
DX

dementia DX
or frailty

dem entia
DX

dem entia
DX or
age/health
need

age and
group living
need 

age and group
living need

age and group
living need

dementia DX age, dementia dementia DX,
ambulatory,
no medical
needs

Dischar ge
crite ria

open
Open open open can stay

until death
open open open open can  stay until

death
open med ical

needs

Home
desi gn

Generic
group
home

Purpos e built
dementia care
home

Adapted
group home
for use by
residents
with
dem entia

Purpos e built
dementia care
home

Adapted
single
fam ily
home

Purpose
built
dem entia
care home

Purpos e built
dem entia
care home

Generic group
home

Purpos e built
apartments
occupying
2nd &  3rd
floors  with in
apartment
building

Purpos e-bu ilt
ground floor
flat within 4
storey
apartment
building 

Purpos e built
dementia care
home

Renovated
student
dormitory
building on
grounds of
Buddhist
temple
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Storeys
1 1

1
(2nd storey
addition
used only by
staff)

1
1 1 1

2
(home had
elevator)

2
(2nd & 3rd 
floors
occupied of 3
storey
building)

2
1

1 
(ground f loor
of apartment
building)

Operated
by

ID agency ID agency ID agency ID agency private
group

ID agency ID agency ID agency regional
health
authority

municipality
aging bureau

ID agency private
foundation

Dem en tia
cap ab le
env i ronme
ntal
adapt ation
s

No
5

Yes
1

Yes
5, 8

Yes
2, 5

Yes    
1,2,5

Yes
1, 7, 8

Yes
1, 6, 8

No
1, 3, 8

No
1

Yes
5, 7

Yes
2, 5, 6 , 

Yes
3, 6

Key to dementia capable environmental features
1 open public space (open sitting area & dining area & kitchen area with unobstructed line of site and scents)
2 wandering path in rear yard
3 wandering path within home
4 wayfinding aids
5 fencing in rear year
6 door controls to restrict or sound exiting
7 special equipment or adaptations to bathing or toileting rooms
8 adaptations for persons in wheelchairs

ID = intellectual disabilities
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Table 2:Characteristics of group home residents and staff
Resident Ch aracteristics Staff Characteristics

Number of homes 10

Number of residents 89 Number of staff 74

Ages
   20 - 29 
   30 - 39
   40 - 49
   50 - 59
   60 - 69
   70 - 79
   80+

7 (8%)
17 (19%)
23 (26%)
24 (27%)
13 (15%)
2 (2%)
3 (3%)

Ages 
   Range
   Mean

20 - 67
37.7 years

Sex
   Males
   Females

40 (45%)
49 (55%)

Sex
   Males
   Females

19 (26%)
55 (74%)

Length of time at
residence
   1 - 5 years
   6- 10 years
   11 - 15 years
   16 - 20 years

29 (33%)
29 (33%)
21 (24%)
10 (11%)

Years working at home
   <1
   1 - 2
   3 - 4
   5+

27 (37%)
26 (35%)
11 (15%)
10 (13%)

Number with
    Down syndrome
    Dx or suspected
dementia
    Dx of dementia
      Dx of AlzheimerÕs
disease
      Dx of other
dementia
    Suspected dementia  

31 (35%)
26 (29%)
  6 (23%)
  5 
  1 
20 (77%)

Years of Education
   Some secondary
   Completed secondary
   Some college
   Completed college

  5 (  7%)
28 (38%)
28 (38%)
13 (18%)

When symptoms first
noticed?
    1 - 3 years ago
    4 - 6 years ago
    7 - 9 years ago

N=26
9   (35%)
11 (43%)
6   (23%)

Work schedule
   Full-time
   Part-time

57 (77%)
17 (23%) 

How long ago
diagnosed?
    1 - 3 years ago
    4 - 6 years ago
    7 - 9 years ago

N= 6
2 (33%)
3 (50%)
1 (17%)
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Table 3CAS-ID - Staff Activity and Time Comparisons by Resident Least Impaired, MostImpaired, and Resident with Dementia
CAS-ID Staff Activ ity A reas (min utes)

Dressin
g

Bathing Appeara
nce

Toileting Eating Houseke
eping

Nursing Behavior
Managem
ent

Other Total time
spent (hrs)

Dementia(n=10) 29.5 33.0 21.9 50.4 10 17.6 33.1 157.7 145.6 8.3
Most ablen=5 4.0 21 14 9.6 15 2 11.8 18 48 2.4
Least ablen=5 28 26 21.6 30.2 34.4 18 18 132 16 5.4
Table 4Correspondence among AADS and level of IQ

Level of IQ AADS-1 AADS-2 AADS-3Mild 33.75 (ns) 20.5 (ns) 18.5 (ns)Moderate 80 (ns) 38.5 * (.052)  29 (ns) (.06)  Sev/Prof 74.7* 20.7 (ns) 17 (ns)*p<.05
Table 5Correspondence among AADS-1, CAS-ID, and DSQ item 5 frequencies

DSQ5 <4 DSQ5 4-6 DSQ5 7-9

AADS-1 45.25 (ns) 35.7 (ns) 97.5 (ns)

CAS-ID 119.75 (ns) 146 (ns) 159* *p<.05
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Table 6:Assessment and Care Issues
Onset Ph ase Program Adaptati on Ph ase

First major incident leading to suspicion of
dementia?  (Ranked)

Short term memory loss
Decline in abilities
Challenging behaviors
Wandering
Falling

What changes were made in the immediate
environment (Ranked)

No specific changes were made 
Changes were made to aid with physical

accessibility
Changed lighting to improve visibility 
Other changes (not specified)

What led to request for evaluation for dementia? 
(Ranked)

Concerns over skill losses
Confusion/memory problems
Facial changes
Incontinence
Increase in problem behaviors

What changes were made in staffing (Ranked)
No specific changes were made
More full-time staff were added
More part-time staff were added

Most recent behavior resulting in program
adaptations?

Personality changes
Physical aggression toward staff
Refusals to comply with requests
Screaming and other verbal outbursts

What changes were made in the indiv idualÕs
program or daily routine (Ranked)

The type of program attended was changed
The nature and level of participation were

adjusted
Other changes (not specified)
No changes were made
Only minor changes were made

Changes in level of independence?  (Ranked)
More staff attention
Help with activities of daily living (ADLs)
Aid with incontinence
Fearfulness
Problems with following directions
Reliance on memory cues 

What dietary changes were instituted?  (Ranked)
No changes were made to diet
Some dietary changes were made
Changes were made in the food consistency
Pureed food and greater liquids were

introduced
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Table 7:Administrative Decisions on Continued Stay                     
Factor A ffec ting De cisi on-making Role of  Key Players in Dec ision- making

Factors contributing to decision by agency to
maintain resident at this home? (ranked)

Agency belief to keep the person at home
Not wanting to have Òone more moveÓ
Funding
Medical needs
Never was a discussion about moving the          

           individual

Role of family in decisions as to where the person
would reside?

Not involved       56%
Involved      33%
Made the decision      11%

Factors determining continued stay?  (ranked)
Staff could meet level of care needs
Nature of the individualÕs medical needs
Safety factors
Progression of dementia or decline in                 

          health

Role of staff in decisions as to where the person
would reside?

Involved      100%

Factors identified as impediments to continued
stay at home?  (ranked)

Need for increased staffing
Cost of extra supervision and care

Role of funding in decisions as to where the
person would reside?

No role       75%
Agency absorbed cost       25%
State provided more funds  0%
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Figure 1: AADS by Level of IQ

Figure 2: 
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Figure 3:

Figure 4:


	Page 1
	Page 2
	Page 3
	Page 4
	Page 5
	Page 6
	Page 7
	Page 8
	Page 9
	Page 10
	Page 11
	Page 12
	Page 13
	Page 14
	Page 15
	Page 16
	Page 17
	Page 18
	Page 19

