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Abstract
The quality of care provided by primary care physicians for patients with dementia remains poor,
in part because physicians do not provide counseling and education. Local Alzheimer’s
Association chapters have the potential to improve the quality of care provided for dementia but
are hampered by the lack of referrals by primary care physicians. Many physicians remain
unaware of the services available through Alzheimer’s Association chapters but recognize the
need to provide support to families, ensure patient safety, and manage behavioral problems. At
present, systems to promote referral and communication with local chapters are lacking. Practice
redesign may facilitate linkages between practices and Alzheimer’s Association chapters.
However, if they are to be adopted and sustained, these linkages must demonstrate a relative
advantage to the physicians beyond current care they provide and must be compatible with how
care is currently delivered in their practices.
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Introduction
Despite substantial evidence about the appropriate management of Alzheimer’s disease,
evaluations of care provided for persons with cognitive impairment and dementia suggest
that it is poor. For example, in a recent study of two managed care plans, only 35% of
recommended care processes (quality indicators) for dementia were performed.1 When
examining the deficiencies, physicians appear to be more comfortable managing the medical
components (e.g., ordering tests, discussing and prescribing medications) compared to the
counseling and educational aspects of dementia care.2 Many physicians do not have
adequate knowledge about community resources and behavioral management to optimally
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care for patients with dementia. Nor do they have time to provide counseling and support for
caregivers.

Alzheimer’s Association chapters can provide services that strengthen patient and family
education and facilitate the provision of needed community services. To date, however, the
medical community and the local Alzheimer’s Associations chapters have operated
independently in parallel systems with little communication or collaboration. Previous
studies have identified physicians’ lack of knowledge about, and referral to, community-
based services.3, 4 These studies showed that physicians were more likely to refer to
medically oriented services (e.g., durable medical equipment) and much less likely to refer
to social-model community programs. Yet geriatrics, in general, and dementia care,
specifically, rely on developing a sustained partnership with patients, and practicing in the
context of family and community.5

Leaders in health care delivery have recognized the importance of linking medical and
community-based services through the Chronic Care Model.6 If this model is followed,
patients (and their families) become more informed and activated and practice teams are
more prepared to be proactive, which should result in improved clinical and functional
outcomes. In fact, a number of AA chapters have participated in demonstration projects to
strengthen linkages with primary care practitioners who care for patients with dementia.
These projects have shown significant positive outcomes, including reported improvements
in physician knowledge, practices, and attitudes and improved patient and family caregiver
satisfaction and other psychosocial outcomes.7, 8,9, 10 Results are pending for other research
and demonstration projects that are testing interventions involving AA chapters.11, 12

The ACOVE-2 intervention is one way of implementing aspects of the Chronic Care Model
that has achieved success in improving the quality of care provided for falls and urinary
incontinence.2, 13 The ACOVE-2 intervention included:

• Efficient collection of condition-specific clinical data, including information
collected by non-physicians and automatic orders for simple procedures

• Medical record prompts to encourage performance of essential care processes

• Patient education materials and activation of the patient’s role in follow-up

• Physician decision support and physician education

However, this intervention did not improve the quality of care for dementia, in part because
quality indicators related to counseling and care management were not met. Moreover, the
penetration of the Chronic Care Model into physicians’ practices has been modest,
particularly in small group practices, where the majority of care is provided in the United
States.14

Implementing changes to improve the care of older persons in clinical settings has been
remarkably difficult. Traditional continuing education programs have been largely
ineffective in changing physician behavior.15 Physician barriers have included lack of
awareness about appropriate care, disbelief that following guidelines will result in improved
patient outcomes, and inability to overcome existing practice habits.16 Additional obstacles
include patient factors and environmental factors, such as lack of resources or
reimbursement. Perhaps most important, clinicians commonly believe that evidence-based
care takes more time and adding time to each encounter is not a viable option. As a result,
researchers are developing approaches to improve physician performance by modifying the
basic structure of care, often referred to as practice redesign.
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Practice redesign can be effective only if embraced by physicians. A commonly used
conceptual model to assess uptake of new approaches is derived from Rogers’ work on the
diffusion of innovations.17 According to this model, successful innovations must meet the
criteria that drive the decision to adopt (relative advantage, complexity, compatibility,
trialability, and observability). In other words, if practices are going to adopt new
approaches to care, these have to be better than the current approach, they cannot be too
complicated for physicians and staff to implement, they must fit in with the way the practice
functions, they must be able to be tried on a limited basis before full-scale adoption, and the
results of the change must be apparent. To date, little is known about how Alzheimer’s
Association services provide relative advantage, can be offered without adding complexity,
and are compatible with how care is currently delivered.

To determine whether physicians’ practices can be redesigned to improve the care of
persons with dementia by creating linkages with local Alzheimer’s Association chapters, we
need a better understanding of what busy primary care physicians perceive as unmet needs
in managing patients with dementia and how they would like to communicate with
community based organizations. Meeting these needs would improve their practices (i.e.,
provide a relative advantage) and learning about the optimal communications methods
would address the issues of complexity and compatibility.

A logical first step would be to directly ask primary care physicians about these issues. As
part of a practice redesign study aimed at improving the quality of dementia care by primary
care physicians, we conducted 4 focus groups with a total of 22 physicians from the two
participating practices (in Seattle, Washington and San Jose, California) prior to
implementation of redesign. The first part of each focus group was used to gather physician
input regarding unmet management needs facing patients with cognitive impairment or
dementia and their families. Second, the focus groups discussed how the physicians
preferred to communicate with the Alzheimer’s Association chapters and receive responses
from them. Groups ranged in size from 4 to 7 physicians and lasted approximately 60 – 75
minutes. Sessions were audio taped and later transcribed for analysis. Content analysis
techniques were used to identify major themes from each group.

These physicians estimated that about 40% of their patients were over the age of 65 and
about 10% of their patients had a cognitive impairment, Alzheimer’s disease, or another
form of dementia. Only 3 of the 22 physicians reported making five or more referrals to the
Alzheimer’s Association in the six months prior to the focus groups, with over half making
no referrals. About half of the participants rated such referrals as potentially beneficial to the
patient and the physician.

Participants in all groups acknowledged a lack of understanding about the services available.
One physician stated, “we have not referred any patients; it’s usually family members who
find these resources. We do not know of much.” Focus group participants assumed that the
Alzheimer’s Association provided caregiver support, help with home health care, and
educational materials. In describing those resources, one physician stated, “I think what they
do is give families some information and resources for daycare and nursing homes that have
Alzheimer’s settings. I don’t know if there is an actual office to go in and get help.”
Physicians also noted that it would be helpful to know about specific services that
Alzheimer’s Association chapters are unable to provide.

Unmet needs in caring for dementia patients
The comments of these physicians provided insights about how linkages with the
Alzheimer’s Association could improve the care of dementia patients. They described a
variety of management needs for patients with cognitive impairment or dementia that were
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unavailable through traditional medical practices. All groups identified the need for more
support for families of patients. Some emphasized the need for support groups while others
mentioned case management both for referral services and for comprehensive coordination
of health care. Assistance with financial management was noted as a need, particularly if the
patient has primary responsibility for such activities in the family. Instrumental support of
patients, such as home care services (transportation and shopping), as well as help
identifying appropriate living situations were also noted as needs by several participants.
Other issues discussed were mental stimulation for patients and physician training about the
community resources available for patients at different stages of impairment.

Physicians were queried concerning specific types of unmet needs that previously had been
identified in their practices. In response to probes, most of the physicians stated that they
were not very knowledgeable about the availability of specific community-based resources
that could assist their patients. According to one physician, “We usually contact the
pharmaceutical people who refer us to what we need.”

Several specific needs regarding patient safety were also mentioned. First, safety of the
living situation was mentioned and home assessments were judged to be critical. As a
corollary, physicians noted the need for respite and backup care when the primary caregiver
is out of town or at work. Transportation, including unsafe driving, was another safety theme
mentioned in all groups. Some physicians said that a better understanding of when to get the
DMV involved would enable them to work more effectively with their patients to address
such concerns. Management of behavior problems, particularly programs for violent or
physically combative patients, was a third theme related to safety. Physicians mentioned that
family members often requested help in managing patient wandering and abusive behavior.
They were also frustrated in their attempts to get psychiatric help for their patients and some
voiced the perception that psychiatrists are not interested in this population, that some are
not trained to handle dementia, or that psychiatric help is not available as rapidly as needed.
Some expressed concerns about the helpfulness of Adult Protective Services. Finally,
medication adherence was discussed, with an acknowledgement of the importance of the
caregiver in dispensing medications.

Participants in several groups noted that helping patients and families identify sources for
help is complicated by the stigma attached to Alzheimer’s disease. Many noted that patients
and their families were reluctant to seek such help, particularly in the early stages of
impairment, because of the labeling associated with this condition. Physicians also noted
that they occasionally are placed in the position of helping mediate family disagreements
about care and felt that such issues are better handled by case managers and those providing
legal services.

Finally, the groups discussed unmet needs surrounding decisions regarding nursing home
placement and end-of-life issues. Many physicians were pleased with the nursing home
alternatives and hospice services available but needed help engaging the patient and family
in discussions that would lead to utilizing these services. Physicians described needing
assistance to help families make decisions at the end-of-life (e.g., when to initiate a
conversation about future planning, how to enlist the support of a social worker who is more
sensitive to end-of-life issues, and decision-making with family members who do or do not
have power of attorney). Some said that a list of local social workers could help them help
their patients.

Partnership and communication with Alzheimer’s Association Chapters
Participants were asked to consider what would constitute the ideal partnership between
physician groups and Alzheimer’s Association chapters. All groups mentioned Alzheimer’s
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Association case management of practice patients with feedback to the referring physician.
In particular, multidisciplinary care management meetings were suggested. One physician
said, “We would evaluate the patient, then neurology, and then the Alzheimer’s Association
can provide us with the kind of help that they can provide. So if we can have the physician,
the Alzheimer’s Association and the family sitting together in one room it makes things
better.” Another physician described the ideal Alzheimer’s Association partnership as “a
multidisciplinary network that you can call on to go to the patient’s house, make an
assessment, give us some feedback, and maybe provide a therapist to help the family adjust
and help with medications. [The goal would be] to have a team that we can rely on and still
be able to be in charge of the medical issues.” A third physician suggested that a mission
statement describing the partnership, including specifications of what can and cannot be
done within the partnership, would be valuable for both groups.

Most physicians expressed a preference for communication with the Alzheimer’s
Association via mail or fax. All groups agreed that a standardized referral form with check
boxes would be the best approach. Forms that could be faxed to the Alzheimer’s Association
with information about age, insurance coverage, and a checklist of requested services were
perceived to be the most effective method for communicating. Physicians thought that
referral telephone calls would be inefficient and should be used only in urgent cases.

The majority of physicians desired follow-up communication by fax or e-mail from the
Alzheimer’s Association after referrals are made. These reports would be most helpful if
they included assessments conducted by the Alzheimer’s Association staff, actions taken,
and what services the Alzheimer’s Association chapter can provide. Some of this could be in
the form of general pamphlets, but participants also mentioned the value of targeted services
for specific patient needs. Some physicians noted that it would be helpful if Alzheimer’s
Association reports provided suggestions for what physicians can do to help their dementia
patients. In addition, many physicians expressed the desire to be included in the process of
Alzheimer’s Association -generated referrals and evaluations. They also mentioned that
seminars that offer continuing medical education credits would be a great way to educate
physicians about Alzheimer’s Association services.

Building on this knowledge
These comments from primary care physicians indicate that although dementia is
uncommon in their practices, they have substantial unmet needs in caring for this disorder.
Although local Alzheimer’s Association chapters can meet many of these needs, physicians
are often unaware of the services that the chapters can provide. Thus, a major step that the
Alzheimer’s Association could undertake would be to launch an awareness campaign
targeting primary care physicians and their staffs about which patients should be referred
and when. The services that can be provided by the Alzheimer’s Association chapters should
be communicated clearly and promoted as being beneficial to patients while making it easier
for physicians to provide high quality care.

Second, primary care physicians need to be proactive in making referrals to Alzheimer’s
Association chapters. Some patients feel stigmatized by a diagnosis of Alzheimer’s Disease
or other dementia and may be reluctant to receive services that may be helpful, even in early
stages of the disorder. However, it is unlikely that the types of services provided by the
Alzheimer’s Association will be integrated within medical practices and linkages to
community-based services are essential. Currently, physician referral of patients is
haphazard and uncommon. In response, for the intervention study, we created a physician
fax referral form (Figure 1). This form can be customized to suit individual practices and
local Alzheimer’s Association chapters. For example, it could be integrated into electronic
health records and e-faxed automatically at the conclusion of the visit.
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Third, primary care physicians are receptive to receiving information about their patients
from Alzheimer’s Association chapters but want this delivered concisely and in written
form, either by fax or e-mail. We created an Alzheimer’s Association fax response form
(Figure 2) to standardize communication in a manner that physicians prefer.

Fourth, Medicare and other insurers need to provide coverage for beneficial services
provided by the Alzheimer's Association, including counseling. A parallel example is the
widespread use of diabetes educators, whose services are covered as a means of preventing
downstream costs of complications of diabetes. However, the cost savings of early
intervention for Alzheimer's Disease are less clear and further research is needed to build the
case. In turn, the Alzheimer’s Associations will need to build the capacity to meet the
demand of increased referral. At present, some states have only 1 or 2 chapter offices with
limited staff.

In summary, practice redesign coupled with payment reform and increased workforce will
be needed to improve dementia care. Programs like the ACOVE-2 intervention, when
coupled with strong linkages to community-based services such as local Alzheimer’s
chapters, hold substantial promise. Such partnerships capitalize on the strength of the
physician to evaluate and treat the medical issues and the Alzheimer’s Association to
facilitate management of the social, emotional, and behavioral aspects of dementia.
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Figure 1.
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Figure 2.
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