REVIEW

a= VULNERABLE POPULATIONS

Care of community-dwelling older adults with
dementia and their caregivers

Natalie Warrick MSc, Jeanette C. Prorok MSc, Dallas Seitz MD PhD

B Cite as: CMAJ 2018 July 3;190:E794-9. doi: 10.1503/cmaj.170920

CMAJ Podcasts: author interview at https://soundcloud.com/cmajpodcasts/170920-view

n Canada, about 500000 individuals are currently affected

by dementia.}? Caring for people with dementia is complex

and costs the health system $15 billion annually.*? The find-
ings of qualitative studies involving people living with dementia
and their caregivers have suggested that improvements in care
and health care for these individuals would be welcomed.3*
Most individuals are first diagnosed and receive care for demen-
tia in community or primary care settings; community-based
services are the mainstay of support for people with dementia,
with referral to specialists in dementia when indicated.> The
steering committee for the Third Canadian Consensus Confer-
ence on the Diagnosis and Treatment of Dementia recom-
mended that all primary care providers have knowledge of local
services, supports and models of care that enhance outcomes
for people living with dementia and caregivers.® We review clin-
ical questions about community-based approaches to identify-
ing and supporting older adults with dementia and their care-
givers. We summarized evidence from meta-analyses,
systematic reviews, randomized controlled trials (RCTs) and
observational studies (Box 1).12542

Is earlier diagnosis of dementia in community
and primary care settings beneficial?

The findings of a 2011 study in England suggested substantial
underdiagnosis of dementia in primary care.* Identification of
dementia is a necessary first step for accessing services. Indi-
viduals with dementia can be identified either through
population-level screening or through targeted case finding;
however, expert opinion does not support screening and
instead favours case finding in primary care settings.* Clin-
ically, this means that evaluation for dementia should be
started when there is a high probability of dementia based on
the presence of risk factors (e.g., increased cardiovascular
risk, or history of neurologic disorders such as stroke or Par-
kinson disease)* or when patients or caregivers raise con-
cerns about cognition or functioning.® Identifying dementia
using case-finding approaches may result in reduced numbers
of false-positives when compared with screening of asymp-

KEY POINTS

® Case-finding approaches that target individuals at high risk for
dementia are suggested for the early detection of dementia in
community and primary care settings.

® Multicomponent community programs, caregiver education
and training, some respite programs and care management
for dementia have been shown to delay admission to long-
term care.

® Distress is common among caregivers for people with
dementia and can be reduced by a variety of community
supports and services.

o Referral of individuals to services that are provided by
specialists in dementia in geriatric medicine, geriatric psychiatry
or neurology are suggested primarily for the most clinically
complex patients with dementia.

® All community-based health care providers should have
knowledge of local supports and services available for people
with dementia in their communities.

tomatic populations, according to a meta-analysis of cogni-
tive tests.!26 While there are no disease-modifying treatments
available at this time, qualitative studies suggest that early
identification can help relieve distress and uncertainty for
people with dementia and their caregivers,®* facilitate discus-
sions around future care planning, and promote earlier con-
nection to community-based supports and programs.*
Detailed information on the prevention, evaluation and man-
agement of dementia are available in a series of clinical
review articles that were based on the Canadian Consensus
Conference on the Diagnosis and Treatment of Dementia.**°
The key clinical processes to be followed in the evaluation of
potential dementia include a careful history of the cognitive
changes from the patient and family or caregiver (when avail-
able), evaluation for potential reversible causes of cognitive
impairment through a review of medications and substances,
completion of recommended screening bloodwork, and
neuroimaging in specific circumstances, along with comple-
tion of cognitive screening tests (Box 2).%°
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Can good community care help to delay
admission to long-term care for older adults
with dementia?

According to the Alzheimer’s Association in the United States, the
primary goal of most people with dementia is to remain safely at
home and delay admission to long-term care.>* Several community-
based interventions or supports have been shown to delay or
prevent admission to long-term care, including multicomponent
in-home and community support programs, education and train-
ing programs for caregivers, day programs and other forms of
respite, and case management of dementia.

Multicomponent in-home and community programs may
include elements of in-home assistance with personal care, coor-
dination of dementia services and access to adult day programs.
A meta-analysis of high-quality studies of multicomponent
community-based interventions showed significant reductions in
admissions to long-term care facilities, although the time to
admission was not affected.*® In 2005, an RCT that evaluated a
combination of regularly scheduled in-home respite, caregiver
education and family caregiver support group found a delay in
admission to long-term care compared with usual care.?” How-
ever, a recent systematic review of multicomponent interven-
tions did not find that these interventions had any effect on risk
of admission to hospital,*® although the researchers observed a
reduction in the number of days spent in hospital for those who
were admitted.*

A meta-analysis of interventions for caregiver education
showed a significant reduction in the risk of admission to long-
term care and a longer time dwelling in the community com-
pared with usual care, with a 12%-18% reduction in the propor-
tion of individuals admitted to long-term care.*® One of the
largest caregiver intervention studies is the New York University
Caregiver Intervention program.? This program included six ses-
sions of individual and family counselling education (each ses-
sion was one to three hours in duration), followed by weekly sup-
port groups and counsellor support as needed over the course of
a year?” for community-dwelling individuals with dementia in an
outpatient research clinic. The program was associated with a

Box 1: Evidence used in this review

We searched PsycINFO; Embase; Ovid MEDLINE; and relevant grey
literature from Google Scholar; Canadian Institute for Health
Information; Health Canada; Ontario Ministry of Health and Long-
Term Care; and the Alzheimer Societies of Ontario and Canada for
English-language evidence on interventions and models of care,
for community-dwelling older adults with dementia and their
caregivers. We used the search terms systematic review, meta-
analysis, randomized controlled trial (RCT) AND dementia (OR
synonyms) AND intervention/topic (i.e., respite, case finding) AND
outcomes (e.g., time and rate of admission to long-term care,
admission to hospital), and selected 40 articles for discussion in
this review. Appendices 1-3 contain the search strategy, study
flowchart and a detailed description of the review process,
respectively (available at www.cmaj.ca/lookup/suppl/doi:10.1503/
€maj.170920/-/DC1).

28.3% (adjusted hazard ratio 0.72, 95% Cl [confidence interval]
0.54 to 0.96) reduction in the rate of transition to long-term care
compared with usual care and, furthermore, delayed placement
in long-term care by 329 days compared with usual care.’? The
STrAtegies for RelaTives (START) coping strategy program for
caregivers included a manual-based intervention for caregiver
education that comprised eight one-hour sessions for caregivers,
which was also found to be cost-effective.?

Some forms of respite programs have also been associated
with reduced rates of admission to long-term care. A prospective,

Box 2: Evaluation of dementia in older adults**->°
History of cognitive and functional changes from patient and
caregiver

® Onset and duration of cognitive changes

® Course of cognitive changes

® Review of symptoms related to memory, language, apraxia, and
visuospatial and executive functioning

® Changes in abilities to perform basic and instrumental activities
of daily living
Review of medical history

® Stroke, transient ischemic attack, Parkinson disease, seizures, head
injury, hypertension, diabetes, dyslipidemia, atrial fibrillation, falls

Medication and substance review
® Medication compliance

® Medications with anticholinergic properties or sedating effects
(e.g., opioids, anticonvulsants, antipsychotics, benzodiazepines,
hypnotics)

® Substance misuse: alcohol, over-the-counter medications,
marijuana

Completion of screening bloodwork

® Complete blood cell count, serum electrolytes, urea, calcium,
thyroid-stimulating hormone, vitamin B,,, fasting blood glucose

Indications for neuroimaging

® Young age (<60 yr), presence of localizing neurologic findings,
atypical course, rapid progression, history of head trauma

Completion of cognitive screening tests
® Brief cognitive screening tests (< 10 min to complete)
¢ Mini-Cog: three-word recall and clock-drawing test

¢ General Practitioner assessment of Cognition (GPCOG):
online evaluation of cognition (http://gpcog.com.au/)

¢ Memory Impairment Screen: four-word delayed free and
category-cued recall task

® Longer cognitive screening tests (> 10 min to complete)
¢ Mini-Mental State Examination: if cognitive impairment is
suspected to be of at least moderate severity
* Montreal Cognitive Assessment: evaluation of mild cognitive
impairment or early possible dementia
® Evaluations reported by caregivers
* AD8 Dementia Screening Interview: eight-item questionnaire
completed by caregivers about cognitive changes
¢ Informant Questionnaire on Cognitive Decline in the Elderly
(IQCODE): informant questionnaire on cognitive changes,
multiple versions
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nonrandomized study conducted in northern Sweden found
reduced admission rates among users of day programs (i.e., the
person with dementia attended an out-of-home program two to
three times per week) compared with those who did not attend
the day program.*® However, increased rates of placement in
long-term care were reported in two before-and-after studies
comparing patients who attended day programs and those who
did not, although these results may have been confounded by
functional disability and behavioural symptoms.2>** The current
evidence for the effect of institutional respite (e.g., short-stay
overnight respite in long-term care) on permanent admissions to
long-term care is unclear, with some indications that it may lead
to higher rates of placement;*” however, longer-duration respite
programs may be beneficial >

A 2015 systematic review reported that case management
was associated with reduced admissions to long-term care rela-
tive to usual care at six and eight months.3? Case management of
dementia involves the use of standardized protocols for assess-
ment, care management support and coordination of com-
munity services. In many regions of Canada, the First Link pro-
gram provided by the Alzheimer Society of Canada engages
primary care providers in actively referring the newly diagnosed
and their caregivers to society resources, which may provide
some of the components of case management for dementia. A
prospective cohort study that compared self-referrals to society
resources with referrals made through First Link found that pri-
mary care providers using First Link expedited patient access to
the society 11 months earlier than usual referral methods.?

What supports or services are available that
can help to reduce caregiver stress?

The Alzheimer’s Association in the US reported that stress is com-
mon among caregivers of people with dementia;** data from Can-
ada show that about 30% report substantial distress.>* A system-
atic review found that caregiver stress is also associated with
placement of patients in long-term care,> and poor mental health
and medical outcomes among caregivers themselves.’* Large
effects for caregiver depression and self-esteem were observed in
a systematic review of multicomponent community support pro-
grams.? Reductions in caregiver burden and depression were
reported in a meta-analysis of two trials of a caregiver support
program.’® Case management of dementia has also been shown
to improve caregiver outcomes. An RCT involving 408 patients
with dementia and their caregivers in southern California pro-
vided education for primary care providers in the treatment and
care of patients with dementia, and assigned each patient with
dementia and their caregiver a care manager (primarily social
workers).>> Care managers developed a problem list and assisted
with addressing concerns about dementia care with one in-home
meeting and follow-up telephone support as needed for at least
12 months.*® The trial showed significant improvements in the
quality of care for patients with dementia that was provided in
primary care and improved access to community services for the
intervention group compared with usual care. A similar model of
care management for dementia used advanced practice nurses as

care managers in primary care settings. An RCT evaluated the
effect of these care managers providing caregivers with nonphar-
macologic recommendations for managing behavioural symp-
toms of dementia, along with coordination of community services
for 12 months.* Modest improvements in caregiver stress, as
measured on the Neuropsychiatric Inventory Caregiver Distress
Scale, were observed at 12 months for individuals receiving case
management compared with controls (mean difference -2.2,
95% Cl -4.2 to -0.2; effect size 0.3) but not at 18 months (differ-
ences in mean scores -1.0, 95% CI -3.0 to 1.0; effect size 0.1).%

When should primary care physicians refer
patients to a specialist in dementia care?

Some physician specialists, including geriatric medicine, geriatric
psychiatry and neurology specialists, have enhanced training in
the diagnosis and management of dementia. As of 2018, there
were 334 geriatric medicine physicians, 233 geriatric psychiatrists
and 1240 neurologists (a small number of whom would specialize
in dementia care) who were certified by the Royal College of Phys-
icians and Surgeons of Canada.*® As numbers of people affected
by dementia in Canada increase, selective referral of patients to
the limited number of specialists in dementia in Canada will be
necessary. Yet a chart review of patients with dementia in urban
Canadian primary care practices found that 82% of individuals
with a diagnosis of dementia were referred to any specialist in
dementia.? The guideline from the Canadian Consensus Confer-
ence on the Diagnosis and Treatment of Dementia recommends
referrals to specialists in dementia under specific circumstances,
including diagnostic uncertainty, presence of substantial behav-
ioural symptoms, challenges related to medications for dementia,
assistance with complex clinical problems, genetic counselling,
participation in research studies, or assistance with referrals to
dementia programs or community services.?

Information on the effect of specialist care on dementia-
related outcomes remains limited primarily because of the small
numbers of studies conducted to date. Intensive geriatric psych-
iatry case management and outreach programs have been asso-
ciated with beneficial effects on caregiver stress, total caregiving
time and reductions in risks associated with community-living
for people compared with usual community-based services.’s A
recent observational study that evaluated early referral to a spe-
cialist in dementia and risk of placement in long-term care found
an increased likelihood of placment in long-term care among
older adults with dementia who were referred to these special-
ists, although patients who are referred to specialists tend to
have greater behavioural, neurologic and medical complexity,
which may also increase their risk for placement in long-term
care.’”*® An RCT that compared quality of care in primary care
and memory clinics found no observable differences between
these settings on patient outcomes for individuals who received
their initial diagnosis in a specialty memory clinic.>® Memory clin-
ics based in primary care, where family physicians and a primary
care team provide diagnostic evaluation and management of
patients with dementia for a defined population, have recently
emerged as a method to enhance access to dementia care in
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primary care and decrease unnecessary referrals to specialists in
the treatment of dementia.**®°%! |n addition, these specialists are
incorporated frequently into care management of dementia or
primary care models of dementia care in a capacity enhance-
ment and supportive role, which may also optimize access to
specialists in the treatment of dementia compared with typical
referral practices to specialty memory clinics.??

Box 3: What are the evidence gaps?

® For most community-based services for dementia, additional
high-quality research is needed, particularly in the areas of
respite programs.

® Randomized controlled trials that evaluate the effects of case-
finding approaches for identifying older adults with dementia
are required.

® [nterventions that may reduce unnecessary admissions to
hospital and use of emergency departments among older adults
with dementia are not known at this time.

® The critical or necessary elements for the effect of multicomponent
interventions on caregiver stress need further elaboration.

® The effects of specialists in dementia on outcomes in people
with dementia and identification of groups of older adults who
will have the greatest benefit from specialist involvement
requires additional research.

What are the uncertainties?

There are several limitations and unanswered questions related
to the organization of community-based dementia services,
which require further research and evaluation (Box 3). In some
regions of Canada, there may be limited access to some of the
supports and services identified in our review. Much of the avail-
able evidence discussed here is derived from health systems out-
side Canada. Adaptations will likely be required in many Can-
adian jurisdictions. All health care providers should be aware of
their local resources for dementia and which services may be
most beneficial for their patients and caregivers, and there are
several online resources available that may be helpful for clin-
icians, patients and caregivers (Table 1).%2 Health system plan-
ners and policy-makers should be aware of services that have
been shown to be beneficial for people and plan to meet the
increasing demand for these services in the future.

Conclusion

The identification and care of community-dwelling people with
dementia and their caregivers is complex and will often involve
multiple supports and services to optimize outcomes. Existing
guideline recommendations for dementia and high-quality evi-
dence underscore that community-level multicomponent sup-
ports, including caregiver education and training programs,

Table 1: Resources for Alzheimer disease and dementia®

Organization Website URL

Resources in Canada

Alzheimer Society of Canada alzheimer.ca/en/Home (English)

alzheimer.ca/fr/Home (Francais)

Dementia guide www.dementiaguide.com

brainXchange www.brainxchange.ca/

Murray Alzheimer Research and

Education Program -research-and-education-program/

Government of Canada — Care
conversations, it’s about you

and the person you support care-conversation.html

Canadian Consortium on
Neurodegeneration in Aging

http://ccna-ccnv.ca/en/

International resources

Alzheimer’s Association www.alz.org/

Alzheimer’s Disease www.alz.co.uk

International

Alzheimer’s Foundation of www.alzfdn.ca

America

Dementia Evidence Toolkit

https://uwaterloo.ca/murray-alzheimer

www.canada.ca/en/employment-social
-development/corporate/seniors/forum/

www.toolkit.modem-dementia.org.uk/

Resource type

Resources for patients, caregivers and health care providers,
and links to provincial and local dementia resources

Information about dementia and links to resources related
to dementia for clinicians and caregivers

Links to resources on dementia and other neurologic
disorders, webinars on topics related to dementia and
online forums

Educational resources related to dementia, including the By
Us For Us Guides created by patients and caregivers, and
other resources for dementia

Includes information to help support families and friends in
their caregiving roles

Information on the Canadian Consortium on
Neurodegeneration in Aging research program about
Alzheimer disease and related forms of dementia

Resources for patients and caregivers, and links to
international services and resources

Links to international organizations for Alzheimer disease

Information for informal caregivers and health care
professionals, and resources about caregiver training

Searchable database of interventions for people with dementia
including nonpharmacologic and pharmacologic treatments
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some forms of respite programs and case management
approaches for dementia, are effective in delaying admission to
long-term care settings for older adults with dementia and
reducing caregiver stress.
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