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A fundamental tenet of any screening program is that it should “reduce individual and

societal burden from specific disorders.”1 Screening is predicated on the assumption that

early detection and subsequent treatment will improve the clinical course for individuals

without symptoms. Conversely, when an individual presents with complaints of memory

problems, the physician engages in case-finding. 1 Screening for some conditions in some

populations has resulted in improvements in individual and societal burdens of diseases

(e.g., colon and breast cancer), but screening can also cause individual and societal harm

(e.g., prostate-specific antigen testing). According to the 2003 report of the U.S. Preventive

Services Task Force, there is insufficient evidence to recommend for or against routine

screening for dementia in primary care.2

Data were reviewed from multiple studies,2–7 conducted by Indiana University Center for

Aging Research, investigating the benefits and harms of dementia screening in the primary

care setting, and used to answer three questions:

• Can current primary care practices implement dementia screening without leading

to negative, unintended consequences?

• Are there potential harms affecting asymptomatic individuals undergoing dementia

screening in primary care?

• Is there evidence supporting the benefit of early implementation of best-practice

dementia care in screening-detected cases of dementia?

Can current primary care practices implement dementia screening without

leading to negative, unintended consequences?

The typical primary care physician has a panel of approximately 2,000 patients, including

300 aged 65 and older, and provides care for only approximately 18 patients with recognized

or unrecognized dementia.6,7 If a typical primary care physician screened these 300 older

adults for dementia, 39 would have a positive screen, but only 20 would accept a formal
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diagnostic evaluation, and no more than nine would have a confirmed dementia diagnosis,

costing the system approximately $39,000 (as a result of the cost of the screening process

and the diagnostic assessment) without having an effective intervention that will stop the

progression of dementia.6 A large number of individuals with and without dementia seek out

their primary care physician to manage their complex biopsychosocial health needs, such as

multiple chronic conditions, physical and psychological symptoms, and acute illnesses.7

This typical primary care provider needs an estimated 17 hours per working day to comply

fully with evidence-based practice regarding management of chronic conditions and

providing preventive services.6–8 Organizational and procedural changes in this care

environment, such as introducing routine dementia screening, are not only difficult, but also

may have unintended consequences, such as high use of psychotropic medications and

longer length of hospital stay. 9–11

Are there potential harms affecting asymptomatic individuals undergoing

dementia screening in primary care?

Over the past decade, the refusal rates of undergoing a cognitive screening for dementia in

primary care vary from 7% to 23%. 3–5 To understand attitudes toward dementia screening,

a survey instrument called Perceptions Regarding Investigational Screening for Memory in

Primary Care was developed and completed on more than 1,000 individuals aged 65 and

older attending primary care clinics in Indianapolis. The majority of subjects were

concerned about potential harms of dementia screening.3–5 The biggest concerns involved

loss of independence; 78% of older adults in primary care feared losing their driver’s license

as a consequence of undergoing dementia screening, 34% feared being put into a nursing

home, and 20% feared losing their own home. Furthermore, 40% of subjects feared that the

results of dementia screening would affect their long-term care insurance, and 37% worried

that they might lose their job. In addition, study participants were concerned about the effect

of dementia screening on their family and their own emotional well-being; 75% feared their

family would suffer emotionally, and approximately 40% feared that they would feel

anxious and depressed. Furthermore, it was found that the experience of being an informal

dementia caregiver might influence one’s own attitude about undergoing dementia

screening.5 After adjusting for age, race, sex, and education, caregiver s were less likely to

accept dementia screening and more likely to perceive emotional suffering as a result of

dementia screening than individuals with no caregiving experience (NCG). The top three

barriers to screening that both groups identified were emotional suffering of the family (86%

of caregivers, 75% of noncaregivers), loss of driving privileges (75% of caregivers, 78% of

noncaregivers), and becoming depressed (64% of caregivers, 43% of noncaregivers).

Is there evidence supporting the benefit of early implementation of best-

practice dementia care in screening-detected cases of dementia?

In 2006, the results of a randomized controlled trial that tested the efficacy of a collaborative

care model that delivered best practice dementia care were reported.9 Over 12 months,

intervention participants received care management from an interdisciplinary team led by a

nurse practitioner serving as a care coordinator who worked with individuals’ family
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caregivers and integrated within primary care. The team used standard protocols to identify,

monitor, and treat behavioral and psychological symptoms of dementia (BPSDs). At 12 and

18 months, intervention participants had fewer BPSDs, and intervention caregivers reported

improvements in distress and depression,9 but there are no data to demonstrate that

providing the collaborative dementia care model to screening-detected individuals with

dementia leads to better outcomes than providing this model to individuals with recognized

dementia in primary care.

In 2009, with support from the National Institutes of Health (NIH), an interdisciplinary

implementation team from Indiana University Center for Aging Research and the urban

safety net healthcare system in Indianapolis implemented the collaborative dementia care

model.10 The team used the lens of complex adaptive system theory and the tools of the

reflective adaptive process to translate the collaborative models into a locally sensitive

program, called the Aging Brain Care (ABC) Program. The ABC Program includes a

clinical team that has an advanced practice nurse as the care coordinator, a medical assistant

as a care coordinator assistant, and a social worker. A medical director supervises these

providers, and care coordination support software is used. Serving individuals with

recognized dementia, the ABC Program improved access for participants and informal

caregivers, improved participant satisfaction with care, enhanced quality of dementia care,

and reduced use of acute care.10

Although the efficacy of the collaborative dementia care model has been demonstrated, and

it was possible to implement it within the safety net healthcare system, the generalizability

and sustainability of this model in other healthcare systems has not been tested, and the

benefit of this model in screening-detected individuals with dementia has not been

demonstrated. Thus, the value, including harms and benefits, of screening populations of

asymptomatic older adults for dementia in an attempt to identify the disease at its earliest

manifestations remains controversial.

To fill this gap in the literature, funding was received from the NIH to conduct a randomized

controlled dementia screening trial to obtain new knowledge to judge the benefits and

potential harms of early exposure to the collaborative dementia care model through

screening. The trial will randomize 4,000 adults aged 65 and older into a no screening group

or a dementia screening, diagnosis, and management group. To fully explore the potential

benefits and harms of dementia screening, the trial will provide subjects randomized into the

screening arm with the resources of the ABC Program, which will conduct a diagnostic

assessment of individuals with positive screening results, deliver the collaborative care

model for those with a confirmed dementia diagnosis, and counsel and follow-up those with

positive screening results but without evidence of dementia. The primary aims of the trial

are to test the effect of dementia screening on the health-related quality of life, mood, and

anxiety of the individual at 1, 6, and 12 months. The trial will also estimate the cost

effectiveness of dementia screening (Figure 1).
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CONCLUSION

Building a population screening program for dementia in primary care requires a solid

foundation of strong data favoring the benefit of such a program over its potential harms.

Until that foundation has been built, screening should wait, and limited resources should be

focused on implementing the collaborative dementia care model as a best practice dementia

care for recognized dementia cases within the primary care system. A wide range of experts

have called for routine screening for dementia in primary care, and a growing interest in

dementia prevention and early treatment has already begun to push primary care clinicians

toward earlier recognition and treatment, yet the benefits and harms of dementia screening

are unknown.
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Figure 1.
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