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The Dementia Respite Bungalow

Caringfor caregivers

The 1994 Canadian Study of Health and
Aging* estimated that in 2001, 365,000 Canadians
would beaffected by Alzheimer Diseaseand rel ated
dementias, and that by 2031 that number would
riseto 725,000. Thisfigure, combined with Can-
ada sdeclining birth rate, will create an enormous
burden of carefor aproportionately smaller youn-
ger generation. Ascaregiver supply isoutstripped
by demand, home care and respite will become
vitally important commodities. Even now, these
servicesand supportsarein short supply.

Earlier diagnosisof Alzheimer Diseaseand
new medications are improving treatment and
management optionsfor thoseliving withthedis-
ease. Alzheimer generdly lastsbetween 10 and 14
years, but medication can help theindividua main-
tainacertain level of functioning for anumber of
years.

Thecost of caringfor someoneintheearly
stages of Alzheimer Disease is approximately
$9,500 per year, but if the individual liveslong
enough to become more severely affected by the
disease and requires placement inalong-term care

facility, that figure rises to $37,000 [Hux et .
1998]. Besidesassuming someof the expensesof
care, thereisahuman cost being paid by caregivers.
Each of them representsanother potentia casuaty
of the disease as their physical and emotional
reserves becomedrained.

Dementiaisexperienced asaprogressive,
severedeclineinintellectua abilitieswhich results
in memory loss, personality changes and poor
reasoning. Themost commonformsof irreversble
dementiaare: Alzheimer Disease, mixed Alzheimer
Disease, vascular dementia (caused by stroke),
Lewy Body and Fronto-temporal dementia. Less
common forms are Pick's Disease, Parkinson's
dementiaand Huntington’sdementia.

Placement inalong-term hedlth carefacil-
ity is appropriate for those in the later stages of
Alzheimer and related dementias, but itisgenerally
inthe early and middle stagesthat care providers
(most often spouses and children) beginto suffer
thestrain of providing ever greater levelsof care.
Astheillness progresses, people are able to do
fewer thingsfor themsalves(e.g., bathing, shaving,
dressing and cooking) and their behaviour becomes
moreunpredictable. They may wander fromhome,
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become extremely agitated, turn day into night
and, in some cases, experience severebehavioura
changes. Caring for such a person becomes a
progressively heavier burden and it isnot uncom-
monfor caregivers themsdvesto becomephysicaly
or psychologicalyill. Infact, caregiversof people
with dementia are twice as likely to experience
depression, if employed, they are absent 50 percent
more often than their colleagues, and asagroup,
they are more likely to develop chronic health
problems[Canadian Study of Health and Aging
1994b)].

Respite can be understood as “ anything
that contributesto caregivers emotional, spiritual,
physical, and/or social rejuvenation enabling
themto havethereservesand resourcesthey need
to carefor their family member or friend” [Meredith
2003]. Respite might include having the care
receiver attend aday program, hiring ahomecare
provider to hel p with grooming, using acleaning
serviceor alowing someone elseto look after the
carereceiver whilethe caregiver attends support
group functions. By extending acaregiver’sphy-
sical and psychological resources, respite may
extend the amount of time aperson may be cared
for at home.

The Dementia Respite Bungalow Project

The Perley and Rideau Veterans Health
Centre(PRVHC), theAlzheimer Society of Ottawa
andtheVictorian Order of Nurses, OttawaBranch,
are planning the construction of a12-bed respite
bungal ow for those with dementiaand their care-
givers. Thisdwellingwill be atemporary home
away from homefor peopleexperiencingmild to
moderatelevelsof dementia, and will providetheir
caregiverswith bresksranging from severa hours
during theday or night to threeweeksof continuous
care, for amaximum of 60 dayseach year. Itis
hoped that emergency and flexible placementswill
bepossible.

The dementia respite bungalow will be
situated on the PRVHC site, whichitself isina
residential Ottawaneighbourhood. A registered
nursewill oversee admissions, plansof careand
the administering of medications, and aminimum
of two staff memberswill beon siteat all times.
A client care worker will manage each person’s
physica, socia, emotiona and spiritual care.

The bungalow will havethelook and feel
of ahomeand will be set up to encourage people
tocarry onnorma householdroutines(e.g., cooking,
gardening, grooming and cleaning). Eachsingle
bedroom will be equipped with awashroom and
shower. Thefacility will befully secured but aso
will include an enclosed garden and pathway to
allow visitors the chance to enjoy the outdoors.
Common spaces(i.e., kitchen, dining room, study
and living room) will support the 24-hour activity
patternscommon among thosewith dementia.

Lifeat thebungalow will offer avariety of
activities, giventheeasy accessvistorswill haveto
PRVHC sarvices. Theseincludehairdressing and
foot care, craft and recreation rooms, pub, gift shop,
dental facilities, training room, auditorium and
library. TheAlzheimer Society of Ottawaoffice
(which offers family support and education
programs) and aV ON day programasoarelocated
at thePRVHC. Trained volunteers, including high
school studentswho are accumulating community
sarvice hours, will improvetheclient-to-staff ratio
and provide aninteresting mixture of personalities

and capabilities.

Thecogt of building therespite bunga ow will
be$2 million. Itsannual operating budget will be
approximately $500,000, aportion of which will
be paid by thefamiliesusing thefacility. Thethree
partner organizations have submitted aproposal to
theprovincial Ministry of Health and Long-term
Caretotransfer the operating license of 11 beds
from another long-term carefacility tothebunga ow
project. The bedswill be purchased at a cost of
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$132,000 ($12,000 per bed) and will includethe
same level of provincia funding as would be
availablefor bedsinlong-term carefacilities. The
initia purchase expense and building costswill be
raised through apublic capital campaign; no fun-
ding is being requested from the provincial
government. A twelfth bed will be funded by
another, asyet undetermined, sponsor. Oncemin-
istry requirementsare satisfied and approvd for the
project isgranted, the bungalow will beready to
openwithin 18 months.

Theimpetusfor the bunga ow project came
from a 2001 City of Ottawa research study that
identified dementiarespite asanumber one prior-
ity [LeDuc and Lennox 2001]. The Ottawa
bungal ow project underlinesthefact that support
for caregiversof peoplewith dementiaislacking,
and thereisagreat need for respite alternatives.
Thecurrent practice of using long-term carefacil-
ities as short-stay respite facilities has met with
resstancefrom carerecipientsand their caregivers
for avariety of reasons. Associating with latestage
sufferersisoften frightening tothoseinthe early
and middle stages of the disease. Institutional
facilities do not offer the ‘cues’ of a home-like
environment. Moreover, respite patients pose
adminigrativeand carechdlengestolong-termcare
staff whereemployee-to-client ratiostypically are
tentoone. Mogt significantly, usinglong-termfacil-
itiesfor respite careforcescaregiversand recipients
to prematurely forge aconnection with thelater-
stageredity of long-term care—alink which care-
giversare often unready and unwilling to make.

There are 10,000 peoplein Ottawawith
dementia; half of that number already areinlong-
term carefacilities. Theremaining 5,000 haveonly
three securebedsavailableto themfor respite; these
arelocated inlong-term carefacilitiesand so are
ingppropriaterespite optionsfor thosewithmildto
moderate stagesof dementia. By 2005, therewill
be 12,000 people with dementiain Ottawa; half
will need community supports of some kind
[Hopkins2000].

Care and courage— Phyllis Laroque

After six years of looking after her
husband, Ken, anAlzheimer patient, Phyllis
Laroque realized she needed a rest. Her
socia worker helped her find aday program
for Ken, and the experience was positivefor
both husband and wife. A short stay at a
long-term carefacility wasequally success-
ful, and because of similar respite exper-
iences, Phylliswasableto continuecaring for
Kenat homefor another four years. Handing
over thecaregiving reinswasdifficult at first,
but Phyllis soon saw how important it was
for her to havetimeto do thingsfor herself.
SaysPhyllis: “| felt guilty about getting some
timeoff to garden or visit with friends, that |
wasatraitor and being selfish. | wasn'taware
of generally how well peopletoleraterespite
programsand services. | would recommend
toal caregiversthat they take abreak —the
sooner, the better.”

Transitional programming like the bung-
alow project will provideimportant resultsinthe
areaof best modelsof carefor theindividual and
the caregiver. The cost to families using the
bungal ow will be $30 per day, compared with $49
charged each day to clients in along-term care
facility. Thepartner organizationsareinvestigating
payment solutionsfor low-income families that
areunableto affordthedaily fee.

Caledon Ingtitute of Social Policy 3



community stories

Changing the way we look at caregiving

Despitethedifficultiesof looking after an
individua with dementia, aresearch study under-
taken by the City of Ottawadiscovered that care-
giversare extremely reluctant to give up care of
their family member at any point in the illness
[LeDuc and Lennox 2001: 27]. A strong sense of
duty, combined with the belief that a short-term
placement will hasten thetransition tolong-term
care, hasmadeit difficult to convince caregivers
that respite options should be exercised early and

regularly.

“Our work has shown that people who
access respite services and supports are very
pleased with both the assistance and itsimpact on
their state of mind,” says Kathy Wright, Execu-
tive Director of theAlzheimer Society of Ottawa.
“Often, however, caregiversmay not recognizethe
signsof their own increasing stressuntil acrisis
occurs, and thenit may betoo lateintheillnessfor
respiteto bethe appropriate care solution.”

Canada's health care system traditionally
focuses upon patients rather than caregivers.
Recognizing caregivers roleasprimary care pro-
vider and encouraging them to seethemselvesas
valuable membersof ahealth careteamisthekey
tochangingthisattitude. Hedlth careprofessonds
recelveregular training and timeoff. Many care-
givershave been worn out by what isdescribed as
the “36-hour day” of caring for a person with
dementia

The success of the dementia respite
bunga ow will be determined partly by itsability to
overcome this perception and be seen as alife-
enriching resource, supportiveof caregiver and care
recipient dike.

Anne Makhoul

Anne Makhoul coordinates the community
stories seriesfor the Caledon Institute of Social
Policy.

Kathy Wright, Executive Director of the
Alzheimer Society of Ottawa, can be reached by
e-mail at: kwright@alzheimerott.org or by
telephone at: (613) 523-4004. The society's
website addressis. www.alzhei merottawa.org

Endnote

1. The Canadian Study of Health and Aging (CSHA) was
apopulation-based, cohort study of the epidemiology of
dementia in Canada. It involved 10,263 participants
aged 65 or over. A team of more than 60 investigators
(i.e., clinicians, epidemiologists, social scientists,
psychologists and others) collaborated in 18 study centres
across Canada. Datawere collected at 5-year intervals:
CSHA-1in 1991, CSHA-2in 1996 and CSHA-3in 2001.
(For more information on the study, visit: http://
www.csha.ca)
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