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PURPOSE AND SCOPE
AlzheimerÕs Disease (AD), the most common of the dementias , is a progressive brain disorder that
occurs gradually and results in irreversible memory loss, unusual behavioral changes, personality
changes, and a decline in thinking abilities (National Institute on Aging, 1997).  Primarily a disease
of older persons, AD affects an estimated four million people in the United States (AlzheimerÕs
Association, 1997).  Although no disease-modifying treatment is currently available to halt or
reverse the course of the disease, many steps can be taken to minimize the adverse effects of AD on
the individualsÕ physical and mental status, functioning and quality of life.  This clinical practice
guideline represents core care recommendations for AD management, which are clear, measurable,
practical, and based on scientific evidence, as available.  The California Workgroup has provided its
expert opinion when research evidence has been unavailable or when research results were
inconsistent.  The guideline suggests care management principles and is based on the assumption that
a proper diagnosis of AD using reliable and valid diagnostic techniques has been made.

The guideline is intended to serve as a general guide for the ongoing management of
people with AD.  The intended audience of this guideline is primary care practitioners,
including physicians, nurse practitioners, physician assistants, social workers, and other
professionals providing primary care to AD patients and their families.  The guideline
comprises basic recommendations for care and treatment, including treatment of the
condition and its symptoms, but also addresses other coexisting medical conditions and
related issues.  Inclusion of a recommended action in this guideline does not necessarily
imply that the action should be taken by the primary care practitioner alone; the
guideline is intended to cover recommended actions that the primary practitioner may
refer to others to address (e.g. a social worker, a community support group, or the
AlzheimerÕs Association).

AlzheimerÕs Disease and Its Treatment: Critical Features and Issues
Several features of AD are important in understanding the approach contained in this guideline. Early
symptoms may be mistaken by people with AD, caregivers, and physicians as normal aging changes
(Small, 1997; Veterans Health Administration, 1997).  However, AD and aging are not synonymous
Ð dementia is a progressive and disabling condition that brings turmoil and anguish to those involved.
Beyond the emotional and psychological damage, there are high costs of caring for people with AD.
Estimates of direct and total national costs are $20.6 and $67.3 billion, respectively. Nursing homes
and paid home health care comprise 85 percent of the total direct cost of AD (Ernst and Hay, 1994).
There are more societal implications as the elderly population in the U.S. increases from 31.1
million in 1990 to approximately 69.8 million by the year 2030 (Malmgren, et al., 1994).
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Furthermore, the prevalence of AD doubles every five years beyond age 65 (National Institute on
Aging, 1997).  It is this most vulnerable, old-old segment of the population that is increasing most
rapidly in the U.S. (Malmgren, et al., 1994).  Clearly, addressing the issue of AD is of urgent concern
in our nation.

The primary care practitioner (PCP) plays a central role in managing persons with AD.  Although
the PCPÕs primary responsibilities entail management of medical aspects of AD and other
conditions, the care needs of the person with AD and family also require the PCPÕs assistance with
many psychosocial aspects of AD and referral within his or her organization (e.g. social work
department) or to community agencies.  The PCP also plays a critical role in providing guidance to
the family to seek expertise on financial and legal issues related to the progression of AD.  PCPs
must be aware that AD is a chronic, progressive illness and approach it as one would approach other
chronic conditions.  There should be a focus on physical, psychological, and social function.
Comprehensive care requires, when possible, the use of a multidisciplinary team, community
resources, as well as a high level of family involvement.  Two recent studies documented that, despite
increased dissemination about assessment and management of AD, PCPs generally have limited
knowledge about AD care (Barrett, et al., 1997) and use of community-based long-term care services
(Damron-Rodriguez, et al., 1998).

Finally, many specialized services are available to manage psychosocial aspects of AD, including adult
day services, respite care, skilled nursing care provided by home health agencies or within nursing
homes; Helplines of the AlzheimerÕs Association, and outreach services as offered by Area Agencies
on Aging and Councils on Aging.  Caregiver Resource Centers also offer information, advice, referral,
and assessment. The PCP should routinely provide information about these community resources and
sources for referral and should discuss these issues with caregivers, helping them explore options for
outside help.  Often there are departments or individuals within the organization or office who can
assist the PCP with these referral sources.  Given the nature of the disease and its impact on personsÕ
families, seamless resource referral and access to critical services for both people with AD and
caregivers are essential. Social workers within the PCPs provider organization or from outside
agencies can link people with AD and family with community resources, in addition to providing
counseling and support directly.

GUIDELINE DEVELOPMENT and ORGANIZATION
These revised guidelines are based upon the results of an extensive literature review, coupled with
recommendations by the California Guidelines Workgroup and the projectÕs executive committee.
The original guidelines relied on a review of 275 articles.  For this revision, over 222 articles
published since 1998 were reviewed and coded as primary or supplementary by publishing date and
content area.  The most recent primary articles were chosen as supporting evidence for the
guidelines, along with several key seminal articles on AD care.  Primary articles were graded as to the
strength of supporting research.    Executive committee and workgroup meetings were held to
establish and choose the most vital guidelines for post-diagnostic assessment, treatment, patient and
caregiver education and reporting requirements.  Each recommendation is supported by the latest
available research findings, expert opinion, and  Workgroup consensus.  The revised guideline and
report also focus attention on AD care concerns of diverse populations.  Considerations for special
populations of people with AD are provided in text boxes throughout the report.

The guideline was designed to fit on one page for handy reference and organized by major care issues
(assessment, treatment, patient and caregiver education and support, and reporting requirements).
This supporting chapter follows the organization of the guideline.  It first lists the care issue (e.g.
assessment) and provides an overview of the issue, then lists the care recommendations, and lastly
provides a review of the literature to support the care recommendations in a discussion section.  The
language used throughout the report reflects the strength of the evidence.  Articles were graded based
on study design and the strength of the conclusions from the study.  In the report, these studies are
referred to as ÒstrongÓ evidence (e.g. randomized clinical trial), or ÒmoderateÓ.  In certain instances
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the current literature does not provide sufficient evidence-based recommendations, however, expert
opinion and Workgroup consensus were used to develop recommendations. This general organization
is used for each of the four sections of recommendations.  Each of the care recommendations within
each major subsection is discussed in a sequential order.

ASSESSMENT
Overview
Comprehensive and appropriate treatment goals and plans that meet all patientsÕ needs can only be
developed as a result of thorough assessment of the patient, the family, and the home environment.
The assessment should address the patientÕs medical condition, including functional status, cognitive
status, other medical conditions, behavioral symptoms, psychotic symptoms, and depression.  The
assessment should also address the patientÕs support system, identify the primary caregiver and the
patientÕs decision-making capacity.  The family and caregivers are an important source of
information.  Physicians should solicit and consider their input in post-diagnostic treatment
planning.

Recommendations
•  Conduct and document an assessment of:

- Daily function, including feeding, bathing, dressing, mobility, toileting, continence and ability to manage
finances and medications

- Cognitive status using a reliable and valid instrument (e.g. the MMSE)
- Other medical conditions
- Behavioral problems, psychotic symptoms, or depression

•  Reassessment should occur every 6 months or more frequently with any sudden decline or behavioral change.
•  Identify the primary caregiver and assess the adequacy of family and other support systems.
•  Assess the patientÕs decision-making capacity and whether a surrogate has been identified.
•  CaregiverÕs needs and risks should be assessed and reassessed on a regular basis.
•  Assess the patientÕs and familyÕs culture, values, primary language, literacy level and decision-making

process.

Discussion
Assessment: Daily Function
Assessment of the personÕs living
environment can help identify retained
abilities and things the individual is able
to do within a familiar setting.  It can
also aid in identifying environmental
supports that may be needed to
maximize function, ensure safety and
minimize caregiver stress.  Careful and
competent functional assessment
identifies how to maximize patient
independence (Kane, et al., 1994).
Functional assessment includes physical,
psychological and socioeconomic domains. Standardized assessment instruments can provide
information on the patientÕs capacity for self-care and independent living.  Physical functioning is
measured along a continuum and may focus on basic Activities of Daily Living (ADLÕs) that include
feeding, bathing, dressing, mobility and toileting (Kane, et al., 1994; Katz, 1983).  In addition,
Instrumental (or intermediate) Activities of Daily Living (IADLÕs) assess more advanced self care
activities, such as shopping, cooking, and managing finances and medications.  A number of
functional assessment instruments can be completed by proxies (Pferrer, et al., 1982, Byrni, et al.,
2000; Bucks, et al., 1996).

Impact of Language, Education Level and Culture:
In all patient assessment, the PCP needs to be
sensitive to the effect the personÕs language of
origin and literacy level can have on patient
performance on assessment instruments, and
whenever possible, the PCP should use culturally
appropriate assessment tools.  Cognitive testing is
sensitive to language and education level.  See Table
1: Special Considerations for Working with
Ethnically Diverse Populations, for more
information on providing quality care for diverse
populations.
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Cognitive changes commonly associated with AD often impact both the instrumental and eventually
the basic activities of daily living (Fitz and Teri, 1994; Small, et al., 1997). A baseline assessment of
functional abilities is important to determine a standard to which future functional deficits can be
compared.  It will also provide realistic goal setting treatment planning information and allow early
supportive interventions to be initiated (Ham, 1997).  Assessment of a patientÕs living environment
can identify environmental supports that may be needed to maximize function, ensure safety, and
minimize caregiver stress.

Assessment: Cognitive Status
The PCP should assess and document the cognitive status of the patient using a valid and reliable
instrument.  The MMSE is the most common tool used in cognitive assessment, however, it has been
criticized for the impact that
education and language has on an
individualÕs score (Escobar, et al,
1986; Mulgrew, et al., 1999;
Grigoletto, et al., 1999; Yordi, et al.,
1997; Mungas, et al., 1996).  The
MMSE can also be a useful predictor
of ADL and IADL impairment in
patients diagnosed with dementia
(Ford, et al., 1996), however, the
PCP needs to consider the effect
that education and language can have
on cognitive screening scores.  The MMSE has been developed and validated in Spanish and other
languages for use in cognitive status assessment (Taussig, et al., 1996) and can be adjusted for
education level (Malloy, et al., 1997).  When assessing patients from diverse cultural backgrounds,
the Cognitive Abilities Screening Instrument (CASI) may be a more appropriate cognitive assessment
tool (Teng, 1994).

Neuropsychological testing is also helpful for discerning cognitive functioning deficits of AD and
other neurological/psychological disorders (Cammermeyer and Prendergast, 1997; Ritchie, 1997).

Assessment: Other Medical Conditions
The PCP should diagnose coexistent diseases and treat these promptly and efficiently (Ham, 1997).
Assessment of the patientÕs medical condition should include obtaining information about the person
through structured interviews with the patient and a reliable informant as well as the office-based
clinical assessment (Small, et al., 1997).  The information gained from the patientÕs medical
assessment can often be augmented by other physicianÕs reports, medical records, and agency case
records.  The involvement of family members and other caregivers in gathering a history and
completing an evaluation to determine other medical conditions is essential, and the use of other
health and social service professionals or an interdisciplinary care team is critical to determine the
extent of appropriate care and the therapeutic plan.  The family is an excellent source of
information on the baseline level of the patientsÕ functioning that helps the PCP determine if there
is an acute medical condition coexisting with the dementia.

Although some research indicates that ambulatory patients with AD are physically healthier than
their age-matched peers, they often have or develop other medical conditions (Besdine, 1991).
Specific concerns include infectious disease, nutritional/eating difficulties, bowel/urinary disorders,
mobility problems, cardiovascular disease, pulmonary conditions, endocrine disease, coexisting
neurological disorders, and pressure sores (Ham, 1997; Fabiszewski, 1988).  Further, attention must
be given to the medications used to treat these other medical conditions that may worsen cognitive,
behavioral, or psychiatric behaviors associated with AlzheimerÕs disease.  Other medical conditions

Impact of Language, Education Level and Culture:
If the MMSE is used, the PCP should employ age and
education normative adjustments (Malloy et al., 1997)
(See Table 2: Age and Education Adjustments to MMSE
Scores).  The Cognitive Abilities Screening Instrument
(CASI) works cross-culturally and is more education
neutral so that it can be applied to persons of both high
and low education , and is especially useful when working
with ethnically diverse populations (Teng, 1994).



Guidelines for AlzheimerÕs Disease Management California Version-R  20027

and medications should be identified, recorded in the patient's record and incorporated into
appropriate care plans.

Assessment:  Behavioral Symptoms, Psychotic Symptoms and Depression
Behavioral Symptoms
The majority of AD patients experience some form of behavioral symptoms such as anxiety and
agitation during the course of the disease (Small, et al., 1997; American Psychiatric Association,
1997; Jost and Grossberg, 1996; Post and Whitehouse, 1995; Teri, et al., 1992).  AD patients and
families along the continuum of the disease process will present for the first assessment with a range
of behavioral symptoms, as there is a great deal of variation between families in their views of
dementia and tolerance for behavioral symptoms.  PCPs should develop a behavioral description of
the problem via observation by the PCP, clinic office staff, and/or interview with the caregiver.
Depression and medication effects are common ÒreversibleÓ factors associated with cognitive decline
(Kaye and Camicioli, 2000).  The patient should be carefully evaluated for general medical,
psychiatric, or psychosocial problems that may underlie the disturbance (American Psychiatric
Association, 1997).  Thus, a medical examination is essential to rule out physical and
pharmacological triggers, especially for acute onset behavioral symptoms.  Patterns in the behaviorÕs
frequency, duration, potential triggers, and consequences should be documented.

Challenging behaviors have differing causes, emerge at different points in the disease process, and
present in a variety of manifestations (Cherry, 1997; Bolger, et al., 1994).  Problems may include
anxiety, insomnia, wandering, and agitation (see also psychotic symptoms and depression, discussed
below).  Behavioral symptoms become problematic when they cause the patient significant distress,
potentially causing a loss of functional capacity, or creating a risk of harm to the patient or others
(Harwood, et al., 2000; Friedman and Newburger, 1993; Small, et al., 1997).  Families and care staff
are also often distressed by patient behavior that is unusual, threatening or a nuisance (Coen, et al.,
1997).  Behavioral symptoms are often the most difficult aspect of caregiving.  Current literature
does not provide strong evidence regarding the effects of treating behavioral symptoms, however,
expert opinion and Workgroup consensus suggests that treatment of behavioral symptoms can delay
institutionalization (Zgola, 1999; Teri, Logsdon & Schindler, 1999).  The management of behavioral
symptoms requires developing early, appropriate and individualized care goals and plans that should
be re-evaluated regularly (Allen-Burge, Stevens & Burgio, 1999; Teri, Logsdon & Schindler, 1999;
Lee, Strauss & Dawson, 2000; Boucher, 1999; Colling, 1999; Cohen-Mansfield & Werner, 1998;
Zgola, 1999; Cohen-Mansfield, 2000).

Psychotic Symptoms
Psychotic symptoms are less common than the behavioral disturbances identified above; however,
there is increased prevalence of psychotic symptoms as the disease progresses into the later stages
(Hirono, et al., 1998).  Delusions, paranoia and hallucinations are the most common form of
psychotic symptoms and are of great concern since these symptoms are often linked to aggressive,
combative behaviors (Gilley, et al., 1997; Small, et al., 1997; Koltra, et al., 1995).  Psychotic
behaviors may be reported by family caregivers and should be documented in the patientÕs medical
record; however, there is variation in a familyÕs willingness to report these behaviors due to cultural
norms that stigmatize dementia as shameful to the family (Yeo & Gallagher-Thompson, 1996; Valle,
1998).  The PCP must pay attention to the possible effect cultural stigmatization may have on
family reporting of psychotic symptoms.  Moderate evidence suggests the Neuropsychiatric
Inventory Questionnaire short format (NPI-Q) is a brief, reliable, informant-based assessment of
neuropsychiatric symptoms and associated caregiver distress and is appropriate for use in a general
clinical practice (Kaufer, et al., 2000).   Another assessment instrument, the Columbia University
Scale for Psychopathology in AD, is brief and effective in assessing psychotic symptoms, but is not
appropriate for assessing changes in severity of symptoms (Devanand, 1997).

Depression
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It is important for health care professionals to be sensitive to affective disorders and mood
symptoms associated with AD and to facilitate early intervention (Bolger, et al., 1994).
Specifically, dementias must be distinguished from delirium and depression (Warshaw, et al., 1995).
Recognition of depression as a treatable disorder is a key assessment goal of primary care.  However,
there appears to be an under-recognition of depression in older persons, and depression is a common
disorder in AD patients (American Psychiatric Association, 1997; German, et al., 1985).
Consultation with and/or referral to a specialist (e.g. psychiatrist) is also warranted if the
presentation or history of depression is atypical or complex (Small, et al., 1997).   Since
administering assessment tests for depression to AD patients is often challenging (Warshaw, et al.,
1995), gathering data from family members becomes especially important (Jones and Reifler, 1994).

Early stage depression should always be treated to alleviate additional confusion and feelings of
helplessness (Wolf-Klein, 1993).  Treatment of depression is also important due to the moderate
evidence that found an association between depression and physical aggression (Lyketsos, et al.,
1999).  The presence and severity of depression, while modified by level of cognitive impairment,
have also been related to the patientÕs functional impairment level (Fitz and Teri, 1994).  The PCP
should make it clear to caregivers that there are steps that can be taken to help in managing the AD
patientÕs mental symptoms (Wolf-Klein, 1993).  The PCP should evaluate indices of major
depression and suicidal potential in AD patients who are depressed (Small, et al., 1997) using a valid
instrument such as the Geriatric Depression Scale (Yesavage, et al. 1987), or the Cornell Depression
Scale (Alexopoulos, Abrams, Young & Shamoain, 1988).  Though there is not strong evidence of
higher levels of suicide among AD patients, case studies do suggest the need for assessment of suicidal
ideation among AD patients who fear the progression of the disease and those who feel they are not
responding to medical treatment (Rohde, Peskind, and Raskind, 1995; Rubio, et al., 2001).

Assessment: Health Literacy
Assessment of health literacy is
important in all medical care
because low literacy affects an
individualÕs ability to care for
his/her medical problem and results
in ineffective care due to not
understanding provider instructions
(Baker, et al., 1997; Gazamararian,
et al., 1999; William, Baker &
Parker, 1998; Parker, et al., 1995).
Concerns of health literacy in AD
management focus on both the person with AD (in the early stages) and the patientÕs primary
caregiver (in all disease stages).  Health literacy deficits are quite common, with approximately one-
quarter of the U.S. population estimated as functionally illiterate (Ad Hoc Committee on Health
Literacy for the Council on Scientific Affairs, 1999).

Functional health literacy is defined as the ability to read and understand prescription bottles,
appointment slips, and other related health materials (Ad Hoc Committee on Health Literacy for the
Council on Scientific Affairs, 1999).  Caregiver health literacy is critical, as the patient care
responsibilities shift from the patient to the caregiver with disease progression.

Assessment Tools for Health Literacy:
The Test of Functional Health Literacy in Adults
(TOFHLA) is a reliable tool that tests the ability to read
and comprehend text in a health care setting (Davis, et al.,
1998; Baker, et al., 1999; Parker, et al., 1995).  There is
also a version to test Spanish literacy (TOFHLA-S)
(Davis, et al., 1998).  Current efforts are focused on
developing a shorter version of the TOFHLA (12 minutes
to administer versus 22 minutes).  Preliminary results show
comparable reliability and validity to the original version
(Baker, et al., 1999).
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Regular Reassessments
Longitudinal monitoring of
therapies and regular health
maintenance checkups are
considered essential (Small, et al.,
1997).  Ongoing primary care
should include medication review,
treatment and monitoring of other
medical conditions, treatment of
dementia by available medications
if appropriate, referral to
experimental drug studies,
monitoring of disease progression,
and referral to appropriate
specialists (American Psychiatric
Association, 1997).  Workgroup consensus suggests reassessments should be conducted using the same
instruments in order to effectively monitor changes and progression of the disease over time.

Frequency of visits is determined by a number of factors including the patientÕs clinical status, likely
rate of change, current treatment plan, need for any specific monitoring of treatment effects, and
reliability and skill of the patientsÕ caregivers (American Psychiatric Association, 1997).  It is
generally necessary to see patients in a routine follow-up visit every six months, or sooner as
indicated (American Psychiatric Association, 1997; Small, et al., 1997).  Reassessment should be
conducted more frequently with any sudden change in decline or behavioral change, as this may
indicate the presence of an acute medical problem that requires treatment.  More frequent visits
(once or twice a week) may be required in the short-term for patients with complex or potentially
dangerous symptoms, or during administration of specific therapies (American Psychiatric
Association, 1997).   Regular appointments will also allow the PCP to monitor dementia-associated
behaviors such as sleep disorders and agitation (Warshaw, et al., 1995); the development and
evolution of cognitive and non-cognitive psychiatric symptoms and their response to intervention
(American Psychiatric Association, 1997); provide regular patient surveillance of cognitive and
functional status; and provide a forum for health promotion and maintenance activities (Small, et al.,
1997).

Primary Caregiver Identification and Support System Assessment
Establishing and maintaining an alliance with caregivers is critical (Small, et al., 1997).  The
American Medical Association has recognized the importance of family caregivers by calling on
PCPs to form partnerships with families who care for frail older patients (Council on Scientific
Affairs, 1993; Barrett, et al., 1996).  Family caregivers are central to the physicianÕs assessment and
care of the patient with AD (Barrett, et al., 1996).  The PCP should make sure that caregiverÕs
contact information is noted and kept up to date in the patient demographic section of the patientÕs
medical record.  The PCP depends on family members to report relevant information (Barrett, et al.,
1996).  Therefore, the PCP should routinely solicit and incorporate family and other caregiversÕ
reports of patientsÕ changes in daily routine, mood, behavior, sleep patterns, weight gain or loss or
gait and mobility.  The real managers of care are family members who implement and monitor
treatment (Barrett, et al., 1996; Friss, 1993; Small, et al., 1997).  The PCP should note that the
individual bringing the patient into the office may not be the primary caregiver, especially if this
individual is serving as a translator between physician and patient.

Identification of the primary caregiver of the AD patient may be challenging in certain cultures
where there is more than one primary caregiver (See Table 3: Caregiver Assessment).  Caregiver
assessment should occur on two levels: as the care provider of the AD patient, and as a patient
him/herself.  Strong evidence suggests the assessment of the caregiver should include: ethnic cultural
issues (e.g. primary language), knowledge base (e.g. expectations of treatment outcomes and local

Impact of Functional Health Literacy:
The PCP must be careful not to confuse the number of years
of school completed with literacy, as moderate evidence and
expert opinion suggest that the number of years of education
is an inaccurate measure of true educational attainment (Ad
Hoc Committee on Health Literacy for the Council on
Scientific Affairs, 1999; Davis, et al., 1998; Baker, et al.,
1998; Baker, et al., 1997).  Functional health literacy is
context specific (meaning that reading comprehension can be
adequate in one area and inadequate in another   ÒShow meÓ
techniques are useful in the clinic/office setting to be sure
patients and caregivers understand the PCPÕs instructions
(Davis, et al., 1998).
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services), social support (availability and satisfaction with), psychiatric symptomatology and burden
(e.g. depression, anxiety), and family conflict (quality of the relationship, elder abuse) (Dunkin &
Anderson-Hanley, 1998).  There is moderate evidence that caregiver strain is an independent
contributor to caregiver mortality, particularly among elderly spousal caregivers (Schulz & Beach,
1999); therefore, the PCP should assess the caregiver regularly for signs of depression (Young,
2001).  Caregivers should continue to be assessed even if the decision for long-term placement (e.g.
nursing home) is made because strong evidence shows that many caregivers continue to provide care
after placement and the effects of caregiver strain and burden may still be an issue (Gwyther, 2001;
Almberg, et al., 2000).

Patient Decision-Making Capacity and Surrogate Identification
Through the patient interview and assessment of cognitive status, the PCP will form an opinion as to
the patientÕs capacity to make decisions on his or her own.  The literature does not provide strong
evidence-based studies regarding patient decision-making and surrogate identification; however,
expert opinion and Workgroup consensus support the recommendations made below.  In early stage
dementia, patients typically retain their decision-making capacity and their ability to appoint a
surrogate (Zgola, 1999; Braun, Pietsch & Blanchette, 2000).  However, as the disease progresses, this
capacity will diminish and eventually be lost.  The PCP should determine decision-making capacity at
the initial assessment and should ask the patient and family whether a surrogate decision-maker has
been identified by the patient. The patient who has the capacity to identify a surrogate should be
encouraged to do so as soon as possible for the sake of improving the quality of care over the course
of the illness (Braun, Pietsch & Blanchette, 2000; Post, Blustein & Dubler, 1999; Silveira, et al.,
2000; Potkins, et al., 2000; Young, 2001).  The PCP should be sensitive to the fact that culture and
religion play a role in completing advance directives and providing necessary documentation to
appoint a surrogate (Braun, Pietsch & Blanchette, 2000).  In initiating these conversations, PCPs
need to be sensitive not to use jargon or slang (Braun, Pietsch & Blanchette, 2000).  (For additional
information please see the Patient & Caregiver Education section, beginning on Page 11.)

Cultural Sensitivity
In general, cultural values and norms for expected behaviors continue to govern familial relationships
and care of elderly people (Cox and Monk, 1993).  The most important aspect of cultural
competency for providers to recognize is that there is more diversity within ethnic groups than
between ethnic groups.  Further, cultural identity (practices) is a dynamic process defined by many
aspects of life (e.g. religious culture, ethnic culture, regional culture, and other influences) (Braun,
Pietsch & Blanchette, 2000; Valle, 2001; Valle, 2001b).  ÒCulture is not a ÔthingÕ, but a ÔcontextÕ in
which one constructs ethical meaning.Ó (La Puma, 1995).  It is essential to consider cultural and
ethnic elements in working with families (Cherry, 1997).  In general, it is recommended that the
PCP ascertain how a family makes decisions, and identify the major decision-maker in the family.  It
is important to recognize that the person who does the Òhands onÓ caregiving may not necessarily be
the primary decision-maker (Valle, 2001a).

The PCP should consult with the primary caregiver to identify beliefs about health
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and aging, learn about cultural taboos (e.g. constant direct eye contact), determine the language or
dialect spoken by the patient and the patientÕs family, and utilize bilingual, bicultural health care
providers as appropriate (Cherry, 1997; Yeo and Gallagher-Thompson, 1996).   In some office
settings, the PCP can assign a staff
person to obtain information about the
familyÕs beliefs regarding the cause of the
illness, their expectations for treatment
outcomes, the nature and extent of the
support network surrounding the patient
and the family, and how decisions are
made in the family (Valle, 2001a) (See
Table 4: A Model for Cultural
Assessment).  The PCP can then use this
information in patient care planning and
treatment.

TREATMENT
Overview
Ongoing regular medical management of
general health (other medical conditions
and prevention), in addition to monitoring of cognitive deficits, is essential.  Management goals and
activities should be based on a solid alliance with the patient and family and thorough psychiatric,
neurological, and general medical evaluations of the nature and cause of cognitive deficits and
associated non-cognitive symptoms (American Psychiatric Association, 1997).  All evaluations must
take into account the effect of cultural practices and beliefs on symptomatology and appropriate
treatment options.  Ongoing efforts should also include periodic monitoring (a minimum of every 6
months) of the development and evolution of cognitive and non-cognitive symptoms and their
response to intervention (American Psychiatric Association, 1997).  It is important for health care
professionals to be sensitive to symptoms associated with AD to facilitate early intervention when
unusual or sudden symptoms arise (Bolger, et al., 1994).

Recommendations
•  Develop and implement an ongoing treatment plan with defined goals.  Include:

- Use of cholinesterase inhibitors, if clinically indicated, to treat cognitive decline
- Appropriate treatment of medical conditions
-     Referral to adult day services for appropriate structured activities such as exercise and

recreation
•  Treat behavioral symptoms and mood disorders using:

- Non-pharmacologic approaches, such as environmental modification, task simplification, appropriate
activities, etc.

- Referral to social service agencies or support organizations, including the AlzheimerÕs AssociationÕs
Safe Return Program for people who may wander

- Medications, if clinically indicated and non-pharmacological approaches prove unsuccessful

Discussion
Effective treatment of patients requires development and implementation of a plan with defined
goals for the patient.  Patient care goals should be developed in consultation with the patient (as
capable) and with the patientÕs family.  The treatment plan should include objectives that relate to
the accomplishment of these goals.  Patient goals should be developed using an individualized
approach to the patientÕs needs, values, and preferences and may likely be modified as the disease
progresses.  Early discussions of future care options with the patient and family will provide guidance

Impact of Language, Education Level and Culture:
It is important for the PCP to distinguish between
cultural effects and ÒstatusÓ variables (e.g. SES, health
literacy) because status variables are often misused to
explain cultural dynamics in medical decision-making
(Valle, 2001a).  An extensive assessment will help to
understand the factors influencing patient and caregiver
medical decision-making.  Cultural proficiency should
not be approached as something that is achieved in one
workshop, but as something that is a long-term
developmental process (Tripp-Reimer, 1999).
Whether it is providing care to patients, or referrals for
supportive services to caregivers, providers must always
be sensitive to what culturally appropriate options exist
for each patient and his/her family.
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to the PCP in modifying patient care goals that are acceptable to patients with AD and their family
members in time and place.

Treatment Plan: Cholinesterase Inhibitors
While the available treatments for the cognitive symptoms of dementia are limited (American
Psychiatric Association, 1997; Doriswamy 1996; Rabins, 1996), cholinesterase inhibitors are
recommended as cognitive and functional enhancers that may improve cognitive functioning or
delay decline in patients with mild to moderate AD (Small, et al., 1997; Small, 1998; Hasegawa,
1998, Doody, et al., 2001).  Strong evidence suggests cholinesterase inhibitors may be able to
decrease the frequency of behavioral symptoms and neuropsychiatric symptoms associated with AD
(Cummings & Askin-Edgar, 2000).  PCPs should counsel persons with AD and families about realistic
expectations of treatment outcomes with cholinesterase inhibitors.  Evidence of a beneficial
response, temporary stabilization, or modification of deterioration following administration of a
cholinesterase inhibitor can be gathered using a clinicianÕs global assessment, caregiver report,
neuropsychological assessment or mental status questionnaire, or evidence of behavioral or
functional changes.  Widely used brief mental status tests are inadequate to measure the cognitive
effects of cholinesterase inhibitors (Bowie, 1999) and a substantial observation period of 6 to 12
months is required to assess changes in cognition, rate of cognitive decline, functional benefits or
behavioral responses to these agents.  (See Table 5: Medical Treatment of Mild to Moderate
AlzheimerÕs Disease).  Cholinesterase inhibitors are contraindicated in patients with brachycardia.
Gastrointestinal side effects are common.

Principles for Prescribing Acetylcholinesterase Inhibitors
Prescribe only for patients with:

Probable diagnosis of AlzheimerÕs disease (NINCDS/ADRDA criteria)
Duration of symptoms more than 6 months
Mini-Mental Status Examination: Evidence suggests using a score range of

10-26; however, expert opinion suggests acetylcholinesterase inhibitors may
be

beneficial for cognitive performance and behavioral symptoms for persons
with AD in more advanced stages of the disease

Three-phase evaluation of response:
Early (2 weeks) for adverse effects
Later (3 months) for cognitive state
Continued (6 months) for disease progression

Discontinue treatment:
If poor tolerance or compliance
If, after 6 months, there is continued deterioration at pre-treatment rate
If deterioration accelerates while on drug

There is insufficient evidence to recommend for or against other treatment therapies for all AD
patients.  Patients and families should participate fully in the decision-making process, and individual
decisions should be based on clear understanding of the probable benefits and risks of therapy and
personal patient preferences.  Antioxidant therapy with vitamin E appears to postpone functional
decline (Sano, et al., 1997) and delay institutionalization, but it does not improve cognition (Doody,
et al., 2001).  There is strong evidence that Vitamin E (2,000 I.U. per day) or 10mg of selegiline per
day may slow the progression of cognitive symptoms of AD (Doody, et al., 2001).  Other
medications such as estrogen and ginkgo biloba are in ongoing clinical trials (Small, et al., 1997).
There is moderate to strong evidence that estrogen replacement may delay the onset of AD,
however, there is no cognitive benefit to initiating estrogen therapy after the onset of AD (Mulnard,
et al., 2000; Yaffe, et al., 2000; Birkhauser, et al., 2000).   Nonsteroidal anti-inflammatory drugs
may reduce neuronal damage and cognitive decline (Ham, 1997), but their use is limited due to their
poor tolerability and safety, especially in the elderly (Scharf, et al., 1999).  No recommendations
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regarding other classes of drugs (benzodiazepines, anticonvulsants, serotonin reuptake inhibitors, B-
blockers or lithium carbonate) can be made due to insufficient clinical evidence at this time (Rabins,
1996).

Treatment Plan: Referral to Community Based Services
The PCP is in a unique and important position to direct the AD patient and family to available
resources that may assist in care provision and improve the quality of life of both the patient and
caregiver (Small, et al., 1997; Post and Whitehouse, 1995; Besdine, 1991).  The Ògeriatric
landscapeÓ, or sites where elders receive care, now includes congregate housing, assisted living, board
and care, continuing care communities, senior hotels, foster care, group homes, adult day services,
respite care, Programs for the All-Inclusive Care of the Elderly (PACE), retirement homes and
communities (Cohen, 1999).  Due to the fragmentation of community-based long-term care services,
PCPÕs may feel unprepared and find it challenging and time-consuming to fulfill this important role
(Damron-Rodriguez, et al., 1998).  For instance, moderate evidence suggests many PCPs underutilize
social-model services that would offer benefits not only to the patient, but the caregiver as well
(Damron-Rodriguez, et al., 1998).  Culture and language issues play an important role in the use of
community-based services, and PCPs must be sure to make referrals to services that are appropriate
to cultural values and to organizations that can accommodate the needs of patients of different
ethnic backgrounds (e.g. language).   Referral to adult day services with staff that cannot
communicate with the patient or family members may present a more confusing environment to the
person with AD than other community-based services that provide staff members with the
appropriate language skills.  Several organizations, such as the AlzheimerÕs Association and the
Caregiver Resource Centers offer helplines, direct services, support groups, information, advice,
referral, and assessment (Friss, 1993).  These organizations will provide information on local
community-based services available to AD patients and caregivers.  See Table 6: Support Services for
AD Patients and Caregivers for contact information and a list of service referrals available.  Social
workers can offer counseling and link patients and family with needed community resources in a
culturally appropriate environment  (Small, et al., 1997).

Specialized services are available including adult day services, respite care, skilled nursing care
provided by home health agencies; and outreach services as offered by Area Agencies on Aging and
Councils on Aging (Small, et al., 1997).  Empirical evidence also suggests that adult day services can
substantially reduce levels of caregiver stress, improve psychological well being and provide needed
structured environments for the patient that reduce behavioral symptoms (Cox, 1997; Small, et al.,
1997; Ham, 1997; Zarit, 1998; Mittleman, 1996).  To date there have not been strong evidence-
based studies on adult day services, however, expert opinion and Workgroup consensus suggests that
while participation in adult day services does not appear to improve cognitive functioning (Cohen-
Mansfield, et al, 1996; Palley, 1994), it can result in marked improvements in mood and/or behavior
(Curran, 1996).  Workgroup consensus also suggests that persons with dementia involved in activities
like music therapy experience improved social/emotional skills, decreased behavioral symptoms, and
aided in recall and recognition (Brotons, et al., 1999), reminiscence, which can promote
interpersonal connections (Kasl-Godley & Gatz, 2000), exercise programs and/or walking.  Exercise
has been shown to be particularly important for maintaining mobility (Tappen, et al., 2000) and may
improve cognition (Palleschi, et al., 1996).  The rest and relief that caregivers experience as a result
of adult day services, as well as the opportunity to do more things they enjoy, has been shown to
have a significant association to an improved relationship with the affected individual (Dziegielewski
& Ricks, 2000).

Use of respite programs, such as adult day services, is an underutilized but appropriate strategy for
caregivers whose social contacts have become impaired due to caregiver responsibilities.  Sustained
use of adult day services may also delay or decrease the likelihood of nursing home placement
(Kosloski and Montgomery, 1995; Zarit, et. al., 1999).  Often families do not initiate and use these
types of services on an ongoing basis until institutional placement is imminent.  Earlier links with
community services may be beneficial since it appears that families may only consider community



Guidelines for AlzheimerÕs Disease Management California Version-R  200214

service use well after the point of intervention could impact nursing home placement (Collins and
Ogle, 1994; Zarit, et al., 1999).  This may explain why some research suggests that utilization of
community-based services does not impact institutionalization.

Treatment Plan: Other Medical Conditions
Management of other medical conditions of the AD patient includes focus on prevention, in addition
to routine monitoring.  Since judgement and memory impairment are key features of AD, the PCP
should expect under-reporting of symptoms and problems.  The nature of cognitive impairment
progression will often impact the patientÕs ability to manage other concurrent medical conditions
(e.g. forgetting to take required medications).  Regular surveillance and health maintenance visits
should be scheduled at least every six months or more frequently based on the patientsÕ health
conditions.

The PCP should:
- directly address security, safety and dependency needs,
- review treatment of existing co-morbid conditions, including review of administration and

dosage of medications,
- establish exercise program to maintain safe ambulation,
- evaluate acute changes,
- expect unreported problems (e.g. urinary tract infection) (Larson, 1997, 1998).

Sensory Deficits
Visual and auditory deficits are common in older persons and may exacerbate symptoms of cognitive
decline.  The PCP should ensure that corrections (e.g. glasses, hearing aids) are optimal and used
properly (Kane, et al., 1994).  Sensory deficits can affect patient performance on
assessment/evaluation scales; therefore, it is important to distinguish if low scores are due to sensory
deficits or due to actual cognitive decline.

Dental Care
Routine dental care is essential for the AD patient, and may be challenging to accomplish due to
behavioral or mobility issues (American Dental Association, 1994).  Available assessment
instruments can determine the safety and behavioral symptoms that may be experienced with an AD
patient during a dental visit (Nordenram, et al., 1997).  Specialists in geriatric dentistry are available
for oral care of the AD patient.  Dental providers can also recommend oral devices for use by
caregivers of patients unable to continue their daily oral hygiene activities (Henry, 1997-8).

Treatment of Behavioral Symptoms and Mood Disorders
General Approach to Treatment
Behavioral symptoms are often the most difficult aspect of caregiving, and treatment of behavioral
symptoms can help to delay institutionalization (Teri, Logsdon and Schindler, 1999; Zgola, 1999).
The literature does not provide strong evidence-based research regarding the development of
behavioral symptoms in each individual, however, expert opinion and Workgroup consensus suggest
successful management of behavioral symptoms requires the PCP to develop early, appropriate and
individualized care plans which must be evaluated regularly (Zgola, 1999; Allen-Burge, Stevens and
Burgio, 1999; Teri, Logsdon and Schindler, 1999; Lee, Strauss and Dawson, 2000; Boucher, 1999;
Colling, 1999; Cohen-Mansfield and Werner, 1998; Cohen-Mansfield, 2000).  Before initiating any
kind of care plan to manage behavioral symptoms, it is imperative for the PCP to rule out any
medical or medication-related causes of the behavioral symptoms.  After ruling out these other
factors, a behavioral assessment should be conducted and non-pharmacological interventions Ð the
first approach to behavioral management Ð should include simplifying the environment and routines;
distracting, rather than confronting, arguing or disagreeing; ensuring safety regarding wandering; and
assisting the caregiver to understand the underlying cause of the behavior.  In addition, strong
evidence suggests the PCP should assess for identifiable causes of agitation, such as pain (Doody, et
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al., 2001).  In general, steps to managing challenging behaviors include identifying the behavior,
understanding its cause, and adapting to remedy the situation (Cherry, 1997; Roth and Fonagy,
1996).  Table 7 provides examples of behavioral approaches for common behavioral symptoms and
mood disorders.

Non-pharmacologic Treatment Approaches
Non-pharmacologic interventions consist of a modification of the patientÕs environment and routine
(See Table 7: Non-pharmacological Management Techniques for Behavioral Symptoms).  Special
attention should be paid to the triggers of the problem behavior to select effective interventions.
The PCP should encourage the establishment of an exercise routine for the patient, to maintain
ambulation and improve patient behavior and mood (Small, et al., 1997).

There is moderate to strong evidence that supports specific non-pharmacologic treatment
suggestions for AD-related behavioral symptoms, including (Small, et al., 1997; Warshaw, et al.,
1995; Wolf-Klein, 1993, Doody, et al., 2001):

- Provide the patient with a structured, predictable routine (exercise, meals, and bedtime should
be routine and punctual)

- Explain all procedures and activities in simple and straightforward terms to the patient before
performing them

- Simplify tasks
- Allow patients to dress in their own clothing and maintain possessions
- Use calendars, clocks, labels, or newspapers for orientation to time
- Reduce excess stimulation and outings to crowded places (overexposure to environmental

stimulation can lead to agitation and disorientation)
- Avoid glare from windows and mirrors, noise from TV, household clutter
- Provide a safe environment: no sharp-edged furniture, slippery floors and throw rugs, and

obtrusive electric cords
- Equip doors and gates with safety locks
- Install grab bars by the toilet and in the shower
- Use lighting to reduce confusion and restlessness at night
- Use distraction and redirection of activities
- Provide music, especially during meals and bathing

Caregivers can be taught techniques for managing behavioral symptoms as well (Larson, 1997; Haupt,
Karger and Janner, 2000).  One approach is the three RÕs: Repeat, Reassure, Redirect (Sultzer and
Cummings, 1993).   Using this technique, caregivers can divert the attention of a person with AD
from a problematic situation and provide a useful activity.  Another approach for caregivers is the
ABCÕs (Antecedent, Behavior, Consequences) of behavioral analysis.  This technique provides insight
into the precipitants (antecedents), behavioral interpretations (behavior) and inadvertent
reinforcements (consequences) relevant to understanding and managing behavioral alterations.  Using
the ABCÕs,  caregivers can avoid triggering behavioral symptoms and understand the context in
which the AD patientÕs behavioral symptoms occur.  Caregiver support groups sponsored by the
AlzheimerÕs Association or Caregiver Resource Centers are an excellent resource for caregivers to
learn these and other management strategies.

Pharmacologic Intervention for Behavioral Symptoms
When non-pharmacological approaches fail to treat agitation or other behavioral symptoms,
psychotropic medications can be effective in the management of some symptoms, but must be used
with caution due to potential drug interactions and side effects.  Utilize medications for specific
target symptoms so that improvement or lack of improvement can be monitored. When prescribing
pharmaceutical agents, side effects should be closely monitored (American Psychiatric Association,
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1997; Small, et al., 1997; Ham, 1997, Doody, et al., 2001).  Table 8 includes a description of
pharmacologic agents, recommended use, cautions in use and potential side effects.

Behavior-controlling drugs should be used cautiously and only for specified purposes (Gambert, 1997;
Small, et al., 1997; Post and Whitehouse, 1995).  Physicians should take the extra time to explain
possible benefits and side effects and establish criteria on which to base a decision for continuation.
It is also recommended that clinicians begin with low doses (American Psychiatric Association,
1997).

The use of psychotropic medications has been shown to be very effective, but dementia patients are
often more susceptible to severe side effects that necessitate close observation and frequent
adjustments in dosage (American Psychiatric Association, 1997).  There are several key factors that
are influential in medication prescription.  These include awareness of potential drug interactions and
side effects (e.g. worsening of cognitive impairment, increased susceptibility to falls); always using
low starting doses and small increases; and avoiding non-essential poly-pharmacy (Small, et al.,
1997).  Standard therapies should be used and any condition that could lead to deterioration of mental
function should be treated aggressively to avoid aggravating the symptoms of AD (Besdine, et al.,
1991).  Strong evidence from two studies have noted that a personÕs response to medications,
including psychotropic medications (e.g. neuroleptics, tricyclic antidepressants, etc.) can be affected
by biological differences, eating behaviors and/or environmental conditions that affect drug
metabolism and distribution in the body (pharmacokinetics), and the bodyÕs response to the drug
(pharmacodyamics) (Lin, Poland and Anderson, 1995; Lin, Anderson and Poland, 1995).  The PCP
should review the patientÕs history with the medication if taken before, or other responses to
medications that might come from the same family as the psychotropic medication.

To summarize pharmacologic management of behavioral symptoms:
− Prior to initiating treatment with new medication, consider if the behavior may be caused or

exacerbated by a current medication
− Delirium, pain or an acute medical condition (e.g. UTI, constipation, pneumonia) should be

ruled out
− Use of classes of medications that have demonstrated effectiveness in managing problematic

behaviors include antidepressants (low mood, irritability), anxiolytics (anxiety, restlessness,
verbally disruptive behavior, resistance), antipsychotics (hallucinations, delusions, agitation),
and anticonvulsant mood-stabilizers (hostility, agitation, uncooperativeness)

− Systematic trials of single agents should be tried rather than the use of multiple agents
− Start with low doses and increase gradually until a therapeutic effect is achieved

Periodically reduce psychopharmacologic agents after behavioral symptoms have been controlled for
4 to 6 months to determine if continuing pharmacotherapy is required (Rabins, et al., 1997; Small, et
al., 1997; Cummings and Benson, 1992).
Common Forms of AD-related Behavioral Symptoms and Treatment Recommendations

Wandering:  A main role of the PCP is to advise families of the danger of wandering and provide
referrals to community agencies, such as the AlzheimerÕs Association, that can assist (Small, et al.,
1997; American Psychiatric Association, 1997).  In terms of decreasing the hazard, patients who
wander should wear identification at all times, be provided an unrestricted place to wander, such as a
fenced backyard, and daily exercise, such as walking.  An in-house alarm or chimes to prevent
unsupervised wandering should be considered, and complex door locks, or safety gates can be installed.
Those activities or behaviors that decrease wandering such as TV, movies, or music should be
identified and utilized.  The AlzheimerÕs Association Safe Return program can help identify, locate,
and return wandering or lost patients who have been registered with them (Warshaw, et al., 1995).
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Pharmacologic treatment is ordinarily not appropriate for nonaggressive behaviors such as
wandering, and drugs should only be used when all non-pharmacologic interventions have proven
unsuccessful.  If it becomes necessary, drug choices include antipsychotics, minor tranquilizers, and
antidepressants (Warshaw, et al., 1995).

Depression:  The treatment of depression in an AD patient is extremely important, given that strong
evidence suggests that concurrent depression in AD patients has been associated with excess
disability, increased caregiver burden and greater mortality (Swartz, et al., 2000).  There is strong
evidence supporting the use of antidepressants (Swartz, et al., 2000; Doody, et al., 2001).  With
depressed patients with AD, selective serotonin reuptake inhibitors (SSRIs) (fluoxetine, paroxetine,
fluvoxamine, sertraline, and citalopram) appear to be the best medications to use due to their better
tolerability (Swartz, et al., 2000; Doody, et al., 2001).  If a patient has no response to SSRIs, or
adverse side effects with them, the PCP should switch to tricyclic antidepressants.  The secondary
amines with less anticholinergic effects (nortripyline and desipramine) should be used (Swartz, et al.,
2000).  Physicians may wish to familiarize themselves with a small number of antidepressants, use
them consistently to become clinically experienced with them, and follow the dictum Òstart low, go
slowÓ in order to avoid potential side effects.  The medications most useful in depression
superimposed on AD are those with minimal anticholinergic side effects.  It is often unclear when
treating depression in the demented elderly whether the PCP is treating depression as a symptom or
as a major or minor depressive episode (Swartz, et al., 2000), and the selection of the appropriate
medication must be based on the patientÕs clinical presentation and the side effect profiles of the
medication (Warshaw, et al., 1995).  (See Table 8: Pharmacological Treatment of Behavior and
Mood).

Agitation:   There is agreement that agitated behavior is a multidimensional, complex concept in
terms of assessment and intervention.  Categories of interventions include modifying the
environment, interpersonal strategies, and use of physical or chemical restraints (Roper, 1991).
However, the use of restraints is not recommended (Post and Whitehouse, 1995; Warshaw, et al.,
1995).  In terms of medication, anxiety and agitation that cannot be handled by gentle reassurance
may respond to short-acting anxiolytics, such as alprazolam or lorazepam (Wolf-Klein, 1993).

Sleep disorders:  Sleep disturbances are common and pharmacologic intervention should be considered
only when other non-pharmacologic interventions have failed (American Psychiatric Association,
1997).  The sleeping area should be free of distractions and might contain nightlights if helpful to the
patient.  Caregivers should be instructed to try to limit the amount of sleep during the day.  Naps
should be kept short and there should be increased exercise or activity in the morning/early
afternoon.  Patient should be dressed during daytime hours.  Caffeine and nicotine should be avoided
and nighttime fluids and diuretics should be restricted.  Warm milk and tryptophan before sleep may
be successful, as may a tepid bath or light snack high in carbohydrates (Warshaw, et al., 1995).
Pharmacologic treatment of other sleep disorders must take into account whether depressive
symptoms, fear, pain, or side effects from other drugs underlie the insomnia (Warshaw, et al., 1995).
Great caution must be exercised and caregivers warned because of reactions (incontinence,
instability/falls, agitation) with major tranquilizers.  Antidepressants (e.g. Trazadone), minor
tranquilizers or benzodiazepines may suffice in intermittent short-term doses, but should be
terminated at the earliest possible time (Warshaw, et al., 1995).  Use of various dopamine agonists
has been described in case reports, but the efficacy of these drugs has not been demonstrated in
controlled studies.  Simple remedies, such as use of melatonin, may help insomnia.  For stronger
sedation, a low dose of antipsychotic is preferable to a longer-acting benzodiazepine, which often has
lingering effects.  Diphenhydramine hydrochloride (over-the-counter) should be avoided because it
may increase confusion due to its anticholinergic effects (Inouye, 1998).
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PATIENT AND CAREGIVER EDUCATION
Overview
The PCP should provide information and education about the current level of disease and should talk
with the patient and family to establish treatment goals.  Based upon the agreed upon goals, the PCP
should discuss the expected effects (positive and negative) of intervention and treatment on
cognition, mood, and behavior to ensure that the strategy is appropriate to family values and culture
(American Psychiatric Association, 1997; Warshaw, et al., 1995, Toth-Cohen, et al., 2001).  Studies
have shown that the education of caregivers increases chances of adherence with treatment.  Thus,
family and caregivers must become knowledgeable about the care of the patient and fully aware of the
changes that might occur as a result of the disease process (Mittleman, 1996).  It is the role of the
PCP to assist the family caregiver in understanding the patient and patient behaviors (Winslow,
1997), and to provide information on how to access community services.  There is moderate
evidence to suggest that the most helpful information for the caregiver from the PCP is help in
managing the day to day activities of AD caregiving, either via tips/training or encouraging the use of
community-based services (Young, 2001).  The PCP should also provide information regarding
patient rights and advance planning for informed consent, health care surrogates, and/or durable
power of attorney.

Recommendations
•  Discuss the diagnosis, progression, treatment choices and goals of AD care with the patient and family in a

manner consistent with their values, preferences and the patientÕs abilities.
•  Refer to support organizations for educational materials on community resources, support groups, legal and

financial issues, respite care, future care needs and options.  Organizations include:
AlzheimerÕs Association              1-800-660-1993                www.alzla.org  
Family Caregiver Alliance & 1-800-445-8106                www.caregiver.org  
Caregiver Resource Centers
or your own social service department.

•  Discuss the patientÕs need to make care choices at all stages of the disease through the use of advance directives
and identification of surrogates for medical and legal decision-making.

•  Discuss the intensity of care and end of life care decisions with person with AD and family.

Discussion
Communication with Patient and Family
Disclosure is significant in terms of planning for short- and long-term circumstances relating to
quality of life, and decision-making (AlzheimerÕs Association, 1997; Overman and Stoudemire,
1988).  In terms of how a PCP should handle disclosure, it is recommended that a joint meeting
between the individual and family members be arranged with enough time for questions and to discuss
recommendations from the physician (AlzheimerÕs Association, 1997; Barrett, et al., 1996; Post and
Whitehouse, 1995).  However, what is most important is that disclosure is handled in accordance
with the wishes of the patient and family.  When possible, all of the professional team members
involved in determining the diagnosis should be available and allow sufficient time to answer questions
and provide specific recommendations.  A follow-up session should be scheduled to continue
discussion since the experience may be overwhelming at first, and clients will have more questions
over time (AlzheimerÕs Association, 1997).  Communication with caregivers is a necessary and on-
going process as the disease progresses and patients needs and caregiver resources change.  Goals for
care should be determined and reviewed throughout the disease process.

It is important for PCPs not to assume that every person with AD will have a caregiver available.
Treatment plans need to be adjusted to meet the needs and abilities of persons with AD who lack
caregiver support.  Given the increased likelihood that American families may not live in the same
city today, it is increasingly important for PCPs to understand the growth in long-distance
caregiving.  It is necessary for the PCP to communicate with family members who may not be able
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to attend a face-to-face information sessions regarding the disease prognosis, treatment alternatives
and expected treatment outcomes.    Although some patients may not have family, the PCP should
identify other members of the personÕs informal support system who may be able to provide relevant
history, observations or be enlisted to help monitor the personÕs treatment plan recommendations,
pending his/her consent and release for communication.  Once this source of informal support is
identified, the PCP can notify the person about available strategies to assist in patient
communication and observation of significant changes.

It is often difficult for family members to discuss critical health care decisions.  Strategies for PCPs
to assist families in discussing critical health care decisions include: (1) having a discussion of goals
for treatment to encourage families to talk about difficult choices in advance; (2) enhancing the
patient and familyÕs knowledge and understanding of health care procedures and care options so that
caregivers can ask more informed questions and better asses information they receive from health
care professionals at different stages of the AD process; (3) helping families develop successful
problem-solving strategies; and (4) accepting the wishes of the person with AD (Roberto, 1999;
Maslow and Selstad, 2001).

Referrals to Support Services
Seamless resource referral and access to critical services for both patients and caregivers are
considered essential (American Psychiatric Association, 1997; Small, et al., 1997).  PCP should
encourage the caregiver to participate in educational programs, support groups, respite services, and
adult day service programs.  The local AlzheimerÕs Association chapter support groups and
community resources such as the Caregiver Resources Centers should be recommended (Small, et al.,
1997).  (For additional information, please see Table 6: Support Services for AD Patients and
Caregivers, and Referral for Community-Based Services in the Treatment section, beginning on p.
12)

Participation in support groups has been shown to be effective in educating patients and families
about AlzheimerÕs disease, promoting compliance with treatment planning, and providing a support
system for people who often feel isolated from their community of family and friends (Mittleman,
1996).  Support groups may also provide a constructive environment Ð preliminary studies and
clinical practice suggest these interventions may decrease behavioral symptoms and improve mood in
patients and family alike (Small, et al., 1997).  Additionally, support groups for family members may
delay long-term placement (Doody, et al., 2001; Mittleman, 2000).  The PCP must address caregiver
support on an on-going basis, and as mentioned in the assessment section, assess caregiversÕ mental
and physical health regularly.

The PCP also plays a critical role in providing guidance to the family regarding the need for financial
and legal advice (American Psychiatric Association, 1997; Ham, 1997; Warshaw, et al., 1995).
Efforts should be made to get the patient and family to seek sound professional advice (Overman and
Stoudemire, 1988).   Recommendations should include consultation with financial advisors and legal
counsel and discussion of conservatorship (Small, et al., 1997).

Psychotherapeutic intervention with family members is often critical to assist families dealing with
AD and other related dementia (Small, et al., 1997).  The emotional toll placed on patients and
families is profound and a significant source of caregiver morbidity (Gwyther, 1998; Small, et al.,
1997; Schulz, et al., 1995).  A randomized control study suggests that a comprehensive counseling
program can reduce the socioeconomic impact of AD and that counseling interventions (individual
and family counseling, support group, ad hoc consultation) are an effective way to reduce burden on
the family and society (Mittleman, 1996).  Further, strong evidence suggests comprehensive
psychoeducational training for caregivers may delay institutionalization (Doody, et al., 2001).  A
suggestion from the PCP that the patient and family find an objective source for counseling may be
better received than when this suggestion comes from other sources (Warshaw, et al., 1995).  Strong
evidence suggests patient and caregiver may also benefit from the use of technological methods such
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as computer networks to provide education and virtual support to caregivers, and telephone support
programs (Doody, et al., 2001).

Advance Planning and End of Life Care
Issues of informed consent and competency may be among the first to arise when plans are being
made for patients with dementia.  The physicianÕs obligation is to inform the patient to such an
extent that a reasonably informed decision can be made (Marson, et al., 1995a; Marson, et al.,
1995b; Marson, et al., 1996; Marson, et al., 1997; Overman and Stoudemire, 1988).  For this,
informed consent is operationally defined as the patient being able to understand from the PCP the
exact nature of the diagnosis, the prognosis, and what course of treatment is to be expected
(Overman and Stoudemire, 1988).

Advance directives and health care
surrogates should be determined early
while the patient can still have input
(Brock, 1996; Ham, 1997).  The PCP
should also discuss values, preferences
and goals with patients in early stages
of AD related to death and dying,
including do not resuscitate orders,
artificial nutrition plans, and health
care proxy (AlzheimerÕs Association,
1997; Wolf-Klein, 1993).  Though the
research does not provide strong
studies, expert opinion and Workgroup
consensus suggest PCPs should initiate
conversations with patients and their
families in regards to appointing a
proxy (Braun, Pietsch and Blanchette,
2000; Post, Blustein and Dubler, 1999;
Silveira, et al., 2000; Potkins, et al.,
2000; Young, 2001).  Proxies should have extensive conversations about the wishes of the patient
under a variety of circumstances or situations (Alpers and Lo, 1999; Post, Blustein and Dubler, 1999;
Potkins, et al., 2000).  PCPs need to respect the decisions of patients and their proxies, even though
cultural beliefs or wishes may be counter to medical recommendations (Alpers and Lo, 1999; Post,
Blustein and Dubler, 1999).  Special care should also be taken to protect the rights of cognitively
impaired adults through the use of advance directives and durable powers of attorney (Small, et al.,
1997).  Advance planning is also important in long-term care to help patients maintain a sense of
control when they lose decisional capacity and to assure preferences are available (Besdine, et al.,
1991; McCullough and Wilson, 1995, Morrison, et al., 2000).

Moderate evidence suggests that there is a lack of knowledge/understanding of end of life care among
the general population (Silveira, et al., 2000); therefore, it is important for the PCP to discuss end of
life treatment goals and options with patients and families early on.  End of life treatment options
and decisions need to take into account effective pain management, the goals of the patient (via
advance directive) and patient satisfaction.  The PCP needs to present the care options that
maximize comfort and other potential benefits while avoiding futile care that may not provide
comfort care and may actually prolong the dying process.  For example, strong evidence has recently
discouraged the use of feeding tubes in patients with severe dementia due to uncertainty about
whether nutritional intake has any clinically meaningful outcomes in advanced dementia (Finucane,
Christmas and Travis, 1999).  There is strong evidence to suggest that tube feeding does not
necessarily prolong life or decrease suffering in severely demented patients (Gillick, 2000; Hoefler,
2000).  A particular challenge with tube feeding in patients with severe AD is the tendency of
confused patients to pull the feeding tube out, often resulting in the use of physical restraints, which

Impact of Language, Education Level and Culture:
A major barrier to completing informed consent forms,
appointing surrogates, and other legal documentation is
that these documents are often written at the college or
graduate school level and many patients do not
understand what they say (Ad Hoc Committee on
Health Literacy for the Council on Scientific Affairs,
1999).  The PCP should refer the family to the
AlzheimerÕs Association or other community-based
agency to identify local legal resources with experience
in dealing with non-English speaking and/or low-
literacy populations.  It is especially important for
there to be legal documentation of a patientÕs wishes
because certain cultures rely on Òfictive kinÓ (non-
blood relatives who are considered family) to make
medical treatment decisions, and the law does not
recognize non-blood relatives so PCPs may discount
them (Valle, 2001).
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can lead to an increase in confusion and a decrease in quality of life for the person with AD (Gillick,
2000; Hoefler, 2000).  Tube feeding and hydration are often done to alleviate the anxiety of the
caregivers and the family of the patient or to comply with medical organization policy.  Decisions to
use tube feeding should be consistent with care plans the PCP identified with the patient and his/her
family.

REPORTING REQUIREMENTS
Overview
PCPs are required by law to report instances of elder abuse as well as the diagnosis of AD to
appropriate agencies (California Welfare Institution Code, 1997; Warshaw, et al., 1995).  The PCP
can monitor for abuse as well as offer interventions to the patient and the caregivers through medical
treatments and referrals to community agencies.  Reporting requirements may vary by state; the
recommendations below are for the State of California.

Recommendations
•  Abuse:  Monitor for evidence of and report all suspicions of abuse (physical, sexual, financial, neglect,

isolation, abandonment) to Adult Protective Services or police department, as required by law (California Welfare
Institution Code, Section 15630).

•  Driving:  Report the diagnosis of AD to your local health officer in accordance with California law (Sections
2800 - 2812 of Title 17, California Code of Regulations).

Discussion
Elder Abuse
PCPs must report all instances and suspected instances of physical abuse to law enforcement
(California Welfare Institution Code, 1997).  PCPs may report instances of emotional or financial
abuse to Adult Protective Services.  The Ombudsman will also take reports if the patient is in a long-
term care facility (nursing home or board and care).  The major challenge in identifying elder abuse is
that it does not assume the same identifiable patterns as it does in children, and it is especially hard to
obtain information from a patient who is functionally or cognitively impaired (Young, 2000).
California law punishes PCPs who fail to report a known incident of abuse, and the punishment is
greater if the abuse results in death or severe bodily injury (California Welfare Institution Code,
Section 15630).

The issue of elder abuse focuses on interventions with caregivers to mitigate caregiver burden and
stress which is seen as a risk factor in abuse (Friedman and Newbrger, 1993).  The results from one
study indicated that patient attributes (patientÕs cognitive or functional impairment or physical
dependence) were not good predictors of risk for violence in AD families, but that caregiver
depression and living arrangements (living with the family but without oneÕs spouse) were associated
with violence (Paveza, et al., 1992).  Thus, the health care team has the responsibility to monitor
and intervene where required (American Psychiatric Association, 1997).  Monitoring would include
being alert to caregiver circumstances, as well as patientÕs behavioral symptoms which may be a
reaction to a disturbing or pathologic situation in the living arrangements (Warshaw, et al., 1995).

Means of intervention include reducing levels of depression and burden in caregivers.
Psychopharmacological treatment, supportive psychotherapy, support and education groups, and
respite services were also suggested as means of alleviating caregiver burden (Coyne, et al., 1993).
Mutual violence (where abuse is seen both in terms of caregiver directing abusive behavior towards
patients and patients abusing their caregivers) is also of concern (Coyne, et al., 1993; Paveza, et al.,
1992).  The obligation of the PCP is to provide support and referrals to both patient and caregivers
and to intervene appropriately if abuse is suspected.
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Driving
The physician is required to report a diagnosis of AD to the local health officer (county health
department) in accordance with California law (Sections 2800-2812 of Title 17, California Code of
Regulations).  The current regulations were promulgated in October 2000, superseding the previous
regulations (Sections 2500 and 2572).  It should be noted that the statute (Health and Safety Code
103900) provides that a physician shall not be civilly or criminally liable to any patient for making
any report required or authorized by the statute.

The cognitive, visual-spatial, and other impairments associated with AD increase the risks of driving.
Patients with moderate and severe dementia should not be driving (Fitten, 1997; Dubinsky, Stein and
Lyons, 2000).

For reportable health conditions including AD, California DMV personnel evaluate drivers on an
individual basis using physician medical evaluation reports, personal interviews, and other
information when indicated, to determine a personÕs driving privilege status.

CONCLUSION

This document reflects approximately six years of collaborative effort by AlzheimerÕs disease
experts to identify key patient management activities to provide quality of care to patients with
AlzheimerÕs disease and their families and caregivers.  It does not identify all possible care
management activities, rather the basic and essential tasks.  The California Work Group on
Guidelines for AlzheimerÕs Disease Management recognizes that in the present health care arena,
efficiency in patient care is critical.  The Guidelines and supporting materials provide a base for
health care providers and medical care organizations upon which to build.  Care suggestions for
special and/or diverse populations  have also been provided in this report.  We hope that these
documents will be modified, adopted and implemented into the fabric of patient care.



Guidelines for AlzheimerÕs Disease Management California Version-R  200223

Bibliography

Ad Hoc Committee on Health Literacy for the Council on Scientific Affairs, American Medical
Association (1999).  Health literacy: Report of the Council on Scientific Affairs. Journal of the
American Medical Association, 281(6): 552-557.

Agid, Y; Dubois, B; Anand, R; Gharabawi, G (1998).  Efficacy and tolerability of rivastigmine in
patients with dementia of the Alzheimer type. Current Therapeutic Research, 59(12): 837-845.

Aisen, P.S.; Davis, K.L.; Berg, J.D.; Schafer, K.; Campbell, K.; Thomas, R.G., et al (2000).  A
randomized controlled trial of prednisone in Alzheimer's Disease. Neurology, 54(3): 588-593.

Alexopoulos, G.S.; Abrams, R.C.; Young, R.C.; Shamoian, C.A. (1988).  Cornell scale for depression
in dementia.  Biological Psychiatry, 23:271-284.

Alexopoulos, G; Meyers, B; Young, R; Mattis, S; Kakuma, T.   (1993).  The course of geriatric
depression with "reversible dementia": A controlled study.  American Journal of Psychiatry, 150(11),
1693-99.

Allen-Burge, R; Stevens, A.B.; Burgio, L.D. (1999).  Effective behavioral inerventions for decreasing
dementia-related challenging behavior in nursing homes. International Journal of Geriatric
Psychiatry, 14: 213-232.

Almberg, B.; Grafstrom, M.; Krichbaum, K.; Windblad, B. (2000).  The Interplay of Institution and
Family Caregiving:  Relations Between Patient Hassles, Nursing Home Hassles and Caregivers'
Burnout. International Journal of Geriatric Psychiatry, 15: 931-939.

Alpers, A.; Lo, B. (1999).  Avoiding family feuds: Responding to surrogate demands for life-
sustaining interventions. Journal of Law, Medicine, and Ethics, 27: 74-80.

AlzheimerÕs Disease Education and Referral Center.  (1997).  Behavior management: Non-drug
approaches.  1-800-438-4380.

Alzheimer's Association. (1997).  Issues in diagnostic disclosure.

American Dental Association. (1994).  Oral Health Care in the Nursing Facility. Chicago, IL.

American Medical Association, Council of Scientific Affairs. (1993).  Physician and family
caregivers: A model for partnership.  JAMA, 269(10), 1282-1284.

American Psychiatric Association. (1997). Practice guidelines for treatment of patients with
Alzheimer's disease and other dementias of late life.  American Journal of Psychiatry, 154(5 Suppl),
1-39.

Baker, D.W.; Parker, R.M.; Williams, M.V.; Clark, W.S. (1998).  Health literacy and the risk of
hospital admission. Journal of General Internal Medicine, 13: 791-798.

Baker, D.W.; Parker, R.M.; Williams, M.V.; Clark, W.S.; Nurss, J.R. (1997).  The relationship of
patient reading ability and self-reported health and use of health services. American Journal of Public
Health, 87: 1027-1030.



Guidelines for AlzheimerÕs Disease Management California Version-R  200224

Baker, D.W.; Williams, M.V.; Parker, R.M.; Gazmararian, J.A.; Nurss, J. (1999).  Development of a
brief test to measure functional health literacy. Patient Education and Counseling, 38: 33-42.

Barrett, J.; Haley, W.; Powers, R. (1996). Alzheimer's disease patients and their caregivers: Medical
care issues for the primary care physician.  Southern Medical Journal, 89(1), 1-9.

Barrett J.; Haley, W.; Harrell, L.; Powers, R. (1997). Knowledge about AlzheimerÕs disease among
primary care physicians, psychologists, nurses, and social workers. Alzheimer Disease and Associated
Disorders, 11(2), 99-106.

Besdine, R.; Jarvik, L.; Tangalos, E. (1991).  Managing advanced Alzheimer's disease.  Patient Care,
25(18), 75-100.

Birkhauser, M.H.; Strnad, J.; Kampf, C.; Bahro, M. (2000).  Oestrogens and Alzheimer's Disease.
International Journal of Geriatric Psychiatry, 15: 600-609.

Blesa, R. (2000).  Galantamine: Therapeutic effects beyond cognition. Dementia and Geriatric
Cognitive Disorders, 11(Suppl. 1): 28-34.

Boise, L.; Morgan, D.L.; Kaye, J.; Camicioli, R. (1999).  Delays in the Diagnosis of Dementia:
Perspectives of Family Caregivers. American Journal of Alzheimer's Disease: 20-26.

Bolger, J.; Carpenter, B.; Strauss, M. (1994).  Behavior and affect in Alzheimer's disease.  Clinics in
Geriatric Medicine, 10(2), 315-335.

Boucher, L.A. (1999).  Disruptive behaviors in individuals with Alzheimer's disease: A behavioral
approach. American Journal of Alzheimer's Disease, 14(6): 351-356.

Bouman, WP; Pinner, G (1998).  Violent behavior associated with donepezil. American Journal of
Psychiatry, 155(11): 1626-1627.

Bowie, P.; Branton, T.; Holmes, J. (1999).  Should the Mini-Mental State Examination be used to
monitor dementia treatments?  Lancet, 354:1527-1528.

Braun, KL; Pietsch, JH; Blanchette, PL (Eds.) (2000).  Cultural Issues in End-of-Life Decision
Making. Thousand Oaks: Sage Publications, Inc.

Brauner, DJ, Muir, JC, Sachs, GA (2000).  Treating nondementia illnesses in patients with dementia.
Journal of the American Medical Association, 283(24): 3230-3235.

Brock, D. (1996).  What is the moral authority of family members to act as surrogates for
incompetent patients?  The Milbank Quarterly, 74(4), 599-620.

Brodaty, H; Gresham, M; Muscombe, G. (1997).  The Prince Henry Hospital dementia caregiver's
training programme. International Journal of Geriatric Psychiatry, 12(2): 183-192.

Brotons, M.; Koger, S.M.; Pickett-Cooper, P. (1999).  Music and dementias: A review of the
literature.  Journal of Music Therapy, 23: 271-284.

Bucks, R.S.; Ashworth, D.L.; Wilcock, G.K.; Siegfried, K. (1996).  Assessment of activites of daily
living in dementia: Development of the Bristol ADL Scale. Age and Ageing, 25(2): 113-120.



Guidelines for AlzheimerÕs Disease Management California Version-R  200225

Buckwater, KC; Gerdner, L; Kohout, F; Hall, GR; Kelly, A; Riichards, B; Sime, M (1999).  A nursing
home intervention to decrease depression in family caregivers of persons with dementia. Archives of
Psychiatric Nursing, 13(2): 80-88.

Burgio, L.D.; Fisher, S.E. (2000).  Application of Psychosocial Interventions for Treating
Behavioral and Psychological Symptoms of Dementia. International Psychogeriatrics, 12(Suppl. 1):
351-358.

Burns, A; Rosser, M; Hecker, J; Gauthier, S; Petit, H; Moller, HJ; Rogers, SL; Friedhoff, LT (1999).
The effects of donepezil in Alzheimer's disease- results from a multinational trial. Dementia &
Geriatric Cognitive Disorders, 10(3): 237-44.

Byrni, L.; Wilson, P.; Bucks, R.; Hughes, A.; Wilcock, G. (2000).  The sensitivity to change over
time of the Bristol Activities of Daily Living Scale in Alzheimer's Disease. International Journal of
Geriatric Psychiatry, 15: 656-661.

California Code of Regulations (2000), Title 17, Sections 2800-2812.

California Welfare Institution Code 15630. (1997).  Mandatory and nonmandatory reports of abuse.
pp. 216-217.

Cameron, I.; Curran, S.; Newton, P.; Petty, D.; Wattis, J. (2000).  Use of donepezil for the treatment
of mild-moderate AD: An audit of the asessment and treatment of patients in routine clinical
practice. International Journal of Geriatric Psychiatry, 15: 887-891.

Cammermeyer M.; Predergast V. (1997).  Profiles of cognitive functioning in subjects with
neurological disorders.   Journal of Neuroscience Nursing.  29(3), 163-9.

Carrier, L (1999).  Donepezil and paroxetine: possible drug interaction. Journal of the American
Geriatrics Society, 47(8): 1037.

Chang, BL (1999).  Cognitive-behavioral intervention for homebound caregivers of persons with
dementia. Nursing Research, 48(3): 173-182.

Cherry, D.  (1997).  Managing dementiaÕs difficult behaviors: Working with the paid caregivers.
Geriatric CareManagement Journal, 7(2), 22-27.

Chung, J.A.; Cummings, J.L. (2000).  Neurobehavioral and neuropsychiatric symptoms in
Alzheimer's Disease: Characteristics and treatment. Dementia, 18(4): 829-846.

Chung, J.C.C. (2001).  Empowering Individuals with Early Dementia and Their Carers:  An
Exploratory Study in the Chinese Context. American Journal of Alzheimer's Disease and Other
Dementias, 16(2): 85-88.

Clegg, A.; Bryant, J.; Nicholson, T.; McIntyre, L.; De Broe, S.; Gerard, K.; Waugh, N. (2001).
Clinical and Cost-Effectiveness of Donepezil, Rivastigmine and Galantamine for Alzheimer's Disease:
A Rapid and Systematic Review. Health Technology Assessment, 5(No. 1).

Coen, R.; Swanwick, G.; OÕBoye, C.; Coakley, D. (1997).  Behaviour disturbances and other
predictors of carer burden in AlzheimerÕs disease.  International Journal of Geriatric Psychiatry.
12(3), 331-6.



Guidelines for AlzheimerÕs Disease Management California Version-R  200226

Cohen, G.D.  Mental Health and the Future of Elders. in May L. Wykle & Amasa B. Ford's (1999)
Serving Minority Elders in the 21st Century [p. 131-159], New York: Springer Publishing Company.

Cohen-Mansfield, J. (2000).  Theoretical frameworks for behavioral problems in dementia.
Alzheimer's Care Quarterly, 1(4): 21-Aug.

Cohen-Mansfield, J. (2000).  Nonpharmacological management of behavioral problems in persons
with dementia: The TREA Model. Alzheimer's Care Quarterly, 1(4): 22-34.

Cohen-Mansfield, J. (2000).  Heterogeneity in dementia: Challenges and opportunities. Alzheimer's
Disease and Associated Disorders, 14(2): 60-63.

Cohen-Mansfield, J.; Werner, P. (1997).  Management of Verbally Disruptive Behaviors in Nursing
Home Residents. Journal of Gerontology, 52A(6): M369-M377.

Cohen-Mansfield, J.; Werner, P. (1998).  Longitudinal Changes in Behavior Problems in Old Age: A
Study in an Adult day services Population. Journal of Gerontology, 53A(1): M65-M71.

Cohen-Mansfield, J.; Werner, P. (1999).  Longitudinal predictors of non-aggressive behaviors in the
elderly. International Journal of Geriatric Psychiatry, 14: 831-844.

Colling, K. B. (1999).  Passive behaviors in Alzheimer's disease: A descriptive analysis. American
Journal of Alzheimer's Disease, 14(1): 27-40.

Collins, C.; Ogle, K. (1994). Patterns of predeath service use by dementia patients with a family
caregiver. Journal of the American Geriatrics Society, 42(7), 719-22.

Collopy, B.J. (1999).  The moral underpinning of the proxy-provider relationship: Issues of trust and
distrust. Journal of Law, Medicine, and Ethics, 27: 37-45.

Conway, EL (1998).  A review of the randomized controlled trials of tacrine in the treatment of
Alzheimer's disease: methodologic considerations. Clinical Neuropharmacology, 21(1): 8-17.

Corey-Bloom, J; Anand, R; Veach, J (1998).  A randomized trial evaluating the efficacy and safety of
ENA 713 (rivastigmine tartrate), a new acetylcholinesterase inhibitor, in patients with mild to
moderately severe Alzheimer's disease. International Journal of Geriatric Psychopharmacology, 1:
55-65.

Cornman-Levy, D.; Gitlin, L.N.; Corcoran, M.A.; Schinfeld, S. (2001).  Caregiver Aches and Pains:
The Role of Physical Therapy in Helping Families Provide Daily Care. Alzheimer's Care Quarterly,
2(No. 1): 47-55.

Cossa, FM; Della Sala, M; Musicco, M; Spinnler, H; Ubezio, MC (1997).  Comparison of two scoring
systems of the Mini-Mental State Examination as a screening test for dementia. Journal Clinical
Epidemiology, 50(8): 961-65.

Council on Scientific Affairs, American Medical Association.  (1993).  Physicians and family
caregivers: A model for partnership.  JAMA, 269(10), 1282-1284.

Cox, C. (1997).  Findings from a statewide program of respite care: A comparison of service users,
stoppers, and nonusers. Gerontologist,  37(4), 511-7.



Guidelines for AlzheimerÕs Disease Management California Version-R  200227

Cox, C.; Monk, A.  (1993).  Hispanic culture and family care of AlzheimerÕs patients.  Health and
Social Work, 18(2).

Coyne, A.; Reichman, W.; Berbig, L. (1993).  The relationship between dementia and elder abuse.
American Journal of Psychiatry, 150(4), 643-646.

Crum, R.; Anthony, J.; Bassett, S.; Folstein, M.  (1993). Population-based norms for the mini-mental
state examination by age and educational level. JAMA, 269 (18), 2386-2391.

Cummings, JL; Askin-Edgar, S (2000).  Evidence for the psychotropic effects of acetylcholinesterase
inhibitors. CNS Drugs, 13(6): 385-395.

Cummings, J.L.; Benson, D.F. (1992).  Dementia: a clinical approach (2nd edition).
Boston:Butterworth-Heinemann.

Cummings, JL; Mega, M; Gray, K (1994).  The Neuropsychiatric Inventory: Comprehensive
assessment of psychopathology in dementia. Neurology, 44(12): 2308-2314.

Curran, J.S. (1996).  The impact of day care on people with dementia.  International Journal of
Geriatric Psychiatry, 11: 813-817.

Cutler, NR; Jhee, SS; Cyrus, P; Bieber, F; TanPeingco, P; Sramek, JJ; Gulanski, B (1998).  Safety and
tolerability of metrifonate in patients with Alzheimer's disease: results of a maximum tolerated dose
study. Life Sciences, 62(16): 1433-1441.

Damron-Rodriguez, J.; Frank, J.; Heck, E.; Liu, D.; Sragow, S.; Cruise, P.; Osterweil, D. (1998).
Physician knowledge of community-based care: What's the score?. Annals of Long-Term Care, 6(4):
112-121.

Davis, T.C.; Michielutte, R.; Askov, E.N.; Williams, M.V.; Weiss, B.D. (1998).  Practical assessment
of adult literacy in health care. Health Education and Behavior, 25(5): 613-624.

Deimling, G.T.; Smerglia, V.L.; Schaefer, M.L. (2001).  The Impact of Family Environment and
Decision-Making Satisfaction on Garegiver Depression:  A Path Analytic Model. Journal of Aging
and Health, 13(No. 1): 47-71.

Devanand, D.  (1997).  Use of the Columbia University Scale to assess psychopathology in
AlzheimerÕs disease.  International Psychogeriatrics,  9 (1 Suppl.), 137-42, discussion 143-50.

Dziegielewski, S.F.; Ricks, J.L. (2000).  Adult day parograms for elderly who are mentally impaired
and the measurement of caregiver satisfaction.  Activities, Adaptation and Aging, 24:51-64.

Donaldson, C; Burns, A (1999).  Burden of Alzheimer's Disease: helping the patient and caregiver.
Journal of Geriatric Psychiatry and Neurology, 12(1): 21-28.

Doody, R.S.; Stevens, M.D.; Beck, C.; Dubinsky, R.M.; Kaye, J.A.; Gwyther, L. et al (2001).
Practice parameter: Management of dementia (an evidence based review).  Report of the Quality
Standards Subcommittee of the American Academy of Neurology.. Neurology, 56: 1154-1166.

Doody, RS (1999).  Clinical benefits of a new piperidine-class AChE inhibitor.
Neuropsychopharmacology, 9(Suppl 2): S69-S77.



Guidelines for AlzheimerÕs Disease Management California Version-R  200228

Doriswamy, P. (1996).  Current cholinergic therapy for symptoms of Alzheimer's disease.  Primary
Psychiatry, 56-68.

Doraiswamy, PM; Steffens, DC (1998).  Combination therapy for early Alzheimer's disease: what are
we waiting for?. Journal of the American Geriatrics Society, 46(10): 1322-4.

Dubinsky, R.M.; Stein, A.C.; Lyons, K. (2000).  Practice parameter: Risk of driving and Alzheimer's
Disease: An evidence based review. Neurology, 54: 2205-2211.

Dubois, B; McKeith, I; Orgogozo, JM; Collins, O; Meulien, D (1999).  A multicentre, randomized,
double-blind, placebo-controlled study to evaluate the efficacy, tolerability and safety of two doses of
metrifonate in patients with mild-to-moderate Alzheimer's disease: the MALT study. International
Journal of Geriatric Psychiatry, 14: 973-982.

Dunkin, J.J.; Anderson-Hanley, C. (1998).  Dementia caregiver burden: A review of the literature and
guidelines for assessment and intervention. Neurology, 51(Suppl. 1): S53-S60.

Edgerly, E.S.; Donovick, P.J. (1998).  Neuropsychological correlates of wandering in persons with
Alzheimer's disease. American Journal of Alzheimer's Disease, 13(6): 317-329.

Eisdorfer, C.; Rabins, P.; Reisberg, B.  (1991).  AlzheimerÕs disease: Caring for the caregiver.  Patient
Care, 25(18), 109-123.

Ernst, R.; Hay, J. (1994). The U.S. economic and social cost of AlzheimerÕs disease revisited.
American Journal of Public Health, 84(8), 1261-64.

Escobar, JI; et al (1986).  Use of the Mini-Mental State Examination (MMSE) in a community
population of mixed ethnicity: Cultural and linguistic artifacts. Journal of Nervous & Mental Disease,
174(10): 607-614.

Evans, M; Ellis, A; Watson, D; Chowdhury, T (2000).  Sustained cognitive improvement following
treatment of Alzheimer's disease with donepezil. International Journal of Geriatric Psychiatry, 15(1):
50-53.

Fabiszewski, K.; Shapiro, R; Kern, D. (1988).  Management of intercurrent illnesses in
institutionalized patients with Alzheimer dementia.  Clinical Management of AlzheimerÕs Disease.  L.
Volicer, et al. (Eds.)  Aspen Publishers, MD: 127-165.

Farlow, M.; Anand, R.; Messina, Jr., J.; Hartman, R.; Veach, J. (2000).  A 52-week study of the
efficacy of rivastigmine in patients with mild to moderately severe Alzheimer's Disease. European
Neurology, 44: 236-241.

Feinberg, L.F.; Whitlach, C.J. (2001).  Are persons with cognitive impairment able to state
consistent choices?. The Gerontologist, 41(3): 374-382.

Fellows, LK (1998).  Competency and consent in dementia. Journal of the American Geratrics
Society, 46(7): 922-6.

Fick, D.; Foreman, M. (2000).  Consequences of not recognizing delirium superimposed on dementia
in hospitalized elderly individuals. Journal of Gerontological Nursing, 26(1): 30-40.



Guidelines for AlzheimerÕs Disease Management California Version-R  200229

Fillenbaum, CG; Landerman, LR; Simonsick, EM (1998).  Equivalence of two screens of cognitive
functioning: the Short Portable Mental Status Questionnaire and the Orientation-Memory-
Concentration test. Journal of the American Geratrics Society, 46(12): 1512-8.

Fins, J.J. (1999).  Commentary: From contract to covenant in advance care planning. Journal of
Law, Medicine, and Ethics, 27: 46-51.

Finucane, T.E.; Christmas, C.; Travis, K. (1999).  Tube feeding in patients with advanced dementia:
A review of the evidence. Journal of the American Medical Association, 282(14): 1365-1370.

Fitten, J.L. (1997).  The demented driver: The doctor's dilemma. Alzheimer's Disease and Associated
Disorders, 11(Suppl. 1): 57-61.

Fitz, A.; Teri, L. (1994). Depression, cognition, and functional ability in patients with AlzheimerÕs
disease. Journal of the American Gerontologic Society, 42(2), 186-91.

Folstein, M. ; Folstein, S.; McHugh, P. (1975). A mini-mental state. A practical method for grading
the cognitive state of patients for the clinician. Journal of Psychiatric Research, 12(3), 189-98.

Ford, GR; Haley, WE; Thrower, SL; West, CA; Harrell, LE (1996).  Utility of the Mini-Mental State
Exam scores in predicting functional impairment among White and African-American dementia
patients. Journals of Gerontology, 51(4): M185-M188.

Forette, F; Anand, R' Gharabawi, GA (1999).  A phase-II study in patients with Alzheimer's disease to
assess the preliminary efficacy of maximum tolerated dose of rivastigmine (Exelon). European
Journal of Neurology, 6(4): 423-429.

Fox, P.; Newcomer, R.; Yordi, C.; Arnsberger, P. (2000).  Lessons Learned From the Medicare
Alzheimer Disease Demonstration. Alzheimer Disease and Associated Disorders, 14(No. 2): 87-93.

Friedman, R.; Newberger, J. (1993) Family caregiving and health care reform.   Caring, 12(9), 44-7.

Friss, L.  (1993). Family caregivers as case managers: A statewide model for enhancing consumer
choice.  Journal of Case Management, 22(2), 53-8.

Friss Feinberg, L.; Ellano, C. (2000).  Promoting Consumer Direction for Family Caregiver Support:
An Agency-Driven Model. Generations, (Fall 2000): 47-54.

Gambert, S. (1997).  Alzheimer's disease for the primary care physician.  Comprehensive Therapy,
23(7), 174-178.

Gazamararian, J.A.; Baker, D.W.; Williams, M.V.; Parker, R.M.; Scott, T.L.; Green, D.C. et al
(1999).  Health literacy among Medicare enrollees in a managed care organization. Journal of the
American Medical Association, 281(6): 545-551.

German, P; Shapiro, S; Skinner, E. (1985) Mental health of the elderly: Use of health and mental
health services. Journal of the American Geriatrics Society, 33(4), 246-52.

Giacobini, E. (2000).  Cholinesterase inhibitor therapy stabilizes symptoms of AlzheimerÕs disease.
AlzheimerÕs Disease and Associated Disorders, 14(Suppl. 1):S3-S10.



Guidelines for AlzheimerÕs Disease Management California Version-R  200230

Gilley, DW; Wilson, RS (1997).  Criterion-related validity of the Geriatric Depression Scale in
Alzheimer's Disease. Journal of Clinical & Experimental Neuropsychology, 19(4): 489-99.

Gilley, D.; Wilson, R.; Becket, L.; Evans, D. (1997). Psychotic symptoms and physically aggressive
behavior in AlzheimerÕs disease. Journal of the American Geriatrics Society, 45(9), 1074-9.

Gillick, M.R. (2000).  Rethinking the role of tube feeding in patients with advanced dementia. The
New England Journal of Medicine, 342(3): 206-210.

Glasser, M.; Miller, B. (1998).  Caregiver and Physician Perspectives of Medical Encounters
Involving Dementia Patients. American Journal of Alzheimer's Disease: 70-80.

Goldsilver, P.M.; Gruneir, M.R.B. (2001).  Early State Dementia Group:  An Innovative Model of
Support for Individuals in the Early Stages of Dementia. American Journal of Alzheimer's Disease and
Other Dementias, 16(No. 2): 109-114.

Graham, C.; Ballazrd, C.; Sham, P. (1997).  Carers' Knowledge of Dementia, Their Coping Strategies
and Morbidity. International Journal of Geriatric Psychiatry, 12: 931-936.

Grigoletto, F.; Zappala, G.; Anderson, D.W.; Lebowitz, B.D. (1999).  Norms for the Mini-Mental
State Examination in a Healthy Population. Neurology, 53(2): 315-320.

Gwyther, L. (1998).  Social issues of the AlzheimerÕs patient and family. American Journal of
Medicine, 24(104), 17S-21S, discussion 39S-42S.

Gwyther, L.P. (2001).  Family Caregivers and Long-Term Care:  Caring Together. Alzheimer's Care
Quarterly, 2(No. 1): 64-72.

Ham, R. (1997).  After the diagnosis: Supporting AlzheimerÕs patients and their families.  Post
Graduate Medicine, 101(6):57-70.

Harwood, D.G., Barker, W.W.; Ownby, R.L.; Duara, R. (2000).  Relationship of behavioral and
psychological symptoms to cognitive impairments and functional status in AD. International Journal
of Geriatric Psychiatry, 15: 393-400.

Hasagawa, K. (1998). How to cope with AlzheimerÕs disease? Neurobiology of Aging, 19(1 Suppl),
S107-8.

Haupt, M.; Karger, A.; Janner, M. (2000).  Improvement of Agitation and Anxiety in Demented
Patients after Psychoeducative Group Intervention with their Caregivers. International Journal of
Geriatric Psychiatry, 15: 1125-1129.

Henry, R. (1997-8). Neurological disorders in dentistry: Managing patients with AlzheimerÕs disease.
Journal of the Indiana Dental Association, 76(4), 51-7 quiz 58.

Hewett, L.; Bass, D.; Hart, V.; Butrum, K. (1995).  Recommendations for AlzheimerÕs disease
management guidelines: Final report of the standards committee of the AlzheimerÕs disease
diagnostic and treatment centers (ADDTCs) of california.  (Unpublished).  California Department of
Health, AlzheimerÕs Disease Program, Sacramento CA.



Guidelines for AlzheimerÕs Disease Management California Version-R  200231

Hirono, N.; Mori, E.; Yasuda, M.; Ikejiri, Y.; Imamura, T.; Shimomura, T.; Ikeda, M.; Hashimoto,
M.; Yamashita, H. (1998)  Factors associated with psychotic symptoms in AlzheimerÕs disease.
Journal of Neurology, Neurosurgery and Psychiatry, 64(5), 648-52.

Hoefler, J.M. (2000).  Making decisions about tube feeding for severely demented patients at the end
of life: Clinical, legal, and ethical considerations. Death Studies, 24: 233-254.

Hughes, J.C. (2000).  Ethics and the anti-dementia drugs. International Journal of Geriatric
Psychiatry, 15: 538-543.

Imbibo, BP; Martelli, P; Marchesini, D (1999).  Two-year treatment of Alzheimer's disease with
eptastigmine. Dementia & Geriatric Cognitive Disorders, 10(2): 139-147.

Imbimbo, B; Lucca, U; Lucchelli, F; Alberoni, M; Thal, L (1998).  Eptastigmine study group: a 25-
week placebo-controlled study of eptastigmine in patients with Alzheimer's disease. Alzheimer's
Disease and Associated Disorders, 12(4): 313-322.

Imbimbo, BP; Troetel, WM; Martelli, P; Federica, L (2000).  Estastigmine study group: a 6-month,
double-blind, placebo-controlled trial of Epstastigmine in Alzheimer's Disease. Dementia & Geriatric
Cognitive Disorders, 11(1): 17-24.

Inouye, S.K. (1998) Delirium in Hospitalized Older Patients in Clinics in Geriatric Medicine, 14:745-
764.

Isbir, T.; Agachan, B.; Yilmaz, H.; Aydin, M.; Kara, I.; Eker, E.; Eker, D. (2001).  Apolipoprotein-E
gene polymorphism and lipid profiles in Alzheimer's disease. American Journal of Alzheimer's
Disease and Other Dementias, 16(2): 77-81.

Jann, MW; Cyrus, PA; Eisner, LS; Margolin, DI; Griffin, T; Gulanski, B (1999).  Efficacy and safety
of a loading-dose regimen versus a no-loading regimen of metrifonate in the symptomatic treatment
of Alzheimer's disease: a randomized, double-masked, placebo-controlled trial. Clinical Therapeutics:
The International Journal of Drug Therapy, 21(1): 88-102.

Jargrave, R.; Stoeklin, M.; Haan, M.; Reed, B. (1998).  Clinical aspects of Alzheimer's disease in black
and white patients. Journal of the National Medical Association, 90(2): 78-84.

Jargrave, R.; Stoeklin, M.; Haan, M.; Reed, B. (2000).  Clinical aspects of dementia in African-
American, Hispanic, and white patients. Journal of the National Medical Association, 92(1): 15-21.

Johnson, J.C. (2000).  Non-cognitive effects of cholinesterase inhibitors. Annals of Long-Term
Care, 8(10): 62-64.

Jones, B.; Reifler, B. (1994).  Depression coexisting with dementia: Evaluation and treatment.
Medical Clinics of N. America: Alzheimer's & Related Dementias, 78(4), 823-839.

Joranson, D.E.; Gilson, A.M. (1996).  Improving pain management through policy making and
education for medical regulators. Journal of Law, Medicine, and Ethics, 24: 344-347.

Jost, B.; Grossberg, G. (1996).  The evolution of psychiatric symptoms in AlzheimerÕs disease: A
natural history study:  Journal of the American Geriatrics Society.  44(9), 1078-81.



Guidelines for AlzheimerÕs Disease Management California Version-R  200232

Kane, M.N. (1999).  Mental health issues and Alzheimer's disease. American Journal of Alzheimer's
Disease, 14(2): 102-110.

Kane, R.A.; Degenholtz, H.B.; Kane, R.L. (1999).  Adding values: An experiment in systematic
attention to values and preferences of community long-term care clients. Journal of Gerontology:
Social Sciences, 54B(2): S109-S119.

Kane, R.; Ouslander, J.; Abrass, I. (1994).  Essentials of Clinical Geriatrics. 3rd Edition. McGraw-Hill,
Inc., New York, NY.

Katz, S. (1983). Assessing self-maintenance: Activities of daily living, mobility, and instrumental
activities of daily living. Journal of the American Geriatrics Society, 31(12), 721-7.

Kaye, J., and R. Camicioli (2000).  Dementia in Comprehensive Geriatric Assessment, (Eds.) D.
Osterweil, K. Brummel-Smith and J.C. Beck. McGraw-Hill Medical Publishing Division, New York:
507-554.

Kaufer, D.I.; Cummings, J.L.; Christine, D. (1996).  Effect of tacrine on behavioral symptoms in
Alzheimer's Disease: An open-label study. Journal of Geriatric Psychiatry and Neurology, 9: 6-Jan.

Kaufer, D.I.; Cummings, J.L.; Ketchel, P.; Smith, V.; MacMillan, A.; Shelley, T et al (2000).
Validation of the NPI-Q, a brief clinical form of the Neuropsychiatric Inventory. Journal of
Neuropsychiatry and Clinical Neurosciences, 12(2): 233-239.

Kaufer, DI; Cummings, JL; Christine, D; Bray, T; Castellon, S; Masterman, D; MacMillan, et al
(1998).  Assessing the impact of neuropsychiatric symptoms in Alzheimer's Disease: the
Neuropsychiatric Inventory Caregiver Distress Scale. Journal of the American Geratrics Society,
46(2): 210-215.

Knapp, MJ; Knopman, DS; Soloman, PR; Pendlebury, W et al (1994).  A 30-week randomized
controlled trial of high-dose tacrine in patients with Alzheimer's disease. Journal of the American
Medical Association, 271(13): 985-991.

Knopman, D; Schneider, L; Davis, K; Gracon, S; Smith, F (1998).  Long-tem effects of tacrine
treatment effects. Neurology, 50(2): 567-568.

Koltra, K. ; Chacko, R.; Harper, R.; Doody, R. (1995).  Clinical variables associated with psychosis in
AlzheimerÕs disease.  American Journal of Psychiatry, 152(9), 1377-9.

Kosloski, K.; Montgomery, R. (1995). The impact of respite use on nursing home placement.
Gerontologist, 35(1), 67-74.

Krall, W.J.; Sramek, J.J.; Cutler, N.R. (1999).  Cholinesterase inhibitors: A therapuetic strategy for
Alzheimer's Disease. Annal of Pharmacology, 33(4): 441-450.

LaPuma, J. (1995).  Cultural diversity in medicine and medical ethics: What are the key questions?
Bioethics Forum, 11: 3-8.

Larson, E. (1997).  Minimizing excess disability: A common strategy for chronic disease
management.  Journal of Geriatric Psychiatry and Neurology, 10, 49-50.



Guidelines for AlzheimerÕs Disease Management California Version-R  200233

Larson, E. (1998). Management of AlzheimerÕs disease in a primary care setting.  American Journal
of Geriatric Psychiatry, 6(2 Suppl. 1), S34-40.

LeBars, PL; Katz, MM; Berman, N (1997).  A placebo-controlled double-blind randomized trial of an
extract of ginko biloba for dementia. Journal of the American Medical Association, 278: 1327-1332.

Lee, M.M.; Strauss, M.E.; Dawson, D.V. (2000).  Changes in emotional and behavioral symptoms of
Alzheimer's disease. American Journal of Alzheimer's Disease, 15(3): 176-179.

Lilienfeld, S.; Parys, W. (2000).  Galantamine: additional benefits to patients with AD. Dementia and
Geriatric Cognitive Disorders, 11(Suppl. 1): 19-27.

Lin, K.M.; Anderson, D.; Poland, R.E. (1995).  Ethnicity and pharmacology: Bridging the gap.
Cultural Psychiatry, 18(3): 635-647.

Lin, K.M.; Poland, R.E.; Anderson, D. (1995).  Pharmacology, ethnicity, and culture.  Transcultural
Psychiatric Research Review, 32:3-40.

Liu, H.C.; Chou, P.; Lin, K.N. et al (1994).  Assessing cognitive abilities and dementia in a
predominantly illiterate population of older individuals in Kinmen. Psychological Medicine, 24: 763-
770.

Louie, K.B. ().  Status of Mental Health Needs of Asian Elderly. in May L. Wykle & Amasa B. Ford's
(1999) Serving Minority Elders in the 21st Century [p. 147-179], New York: Springer Publishing
Company.

Lyketsos, C.G.; Steele, C.; Galik, E.; Rosenblatt, A; Steinberg, M.; Warren, A.; Sheppard, J.M.
(1999).  Physical aggression in dementia patients and its relationship to depression. American
Journal of Psychiatry, 156(1): 66-71.

Lyketsos, CG; Sheppard, JE; Steele, CD; Kopunek, S; Steinberg, M; Baker, AS et al (2000).
Randomized, placebo-controlled, double-blind clinical trial of sertraline in the treatment of
depression complicating Alzheimer's disease: initial results from the depression in Alzheimer's disease
study. American Psychiatric Association, 157(10): 1686-1689.

Malmgren,R. (1994). Epidemiology of aging. in Coffey, C.; Cummings, J.L. (eds.) Textbook of
Geriatric Neuropsychiatry. American Psychiatric Press, Washington D.C.

Mack, J.L.; Patterson, M.B. (1994).  The evaluation of behavioral disturbances in Alzheimer's
Disease: The utility of three rating scales. Journal of Geriatric Psychiatry and Neurology, 7: 99-115.

Malloy, P.F.; Cummings, J.L.; Coffey, C.E.; Duffy, M.B.; Fink, M.; Lauterbach, E.C. et al (1997).
Cognitive screening instruments in neuropsychiatry: A report of the Committee on Research of the
American Neuropsychiatric Association. Journal of Neuropsychiatry, 9: 189-197.

Mar, C.; Bent, S. (1999).  An evidence-based review of the most 10 most commonly used herbs. The
Western Journal of Medicine, 171: 168-171.

Mari, D.B.; Dugue, M.; Schmeidler, J.; Santoro, J.; Neugroschl, J.; Zaklad, G.; Brickman, A.; Schnur,
E.; Hoblyn, J.; Davis, K.L. (2000).  The Caregiver Activity Survey (CAS):  Longitudinal Validation
of an Instrument that Measures Time Spent Caregiving for Individuals with Alzheimer's Disease.
International Journal of Geriatric Psychiatry, 15: 680-686.



Guidelines for AlzheimerÕs Disease Management California Version-R  200234

Marshall, S.C.; Mungas, D.; Weldon, M.; Reed, B.; Haan, M. (1997).  Differential item functioning in
the Mini-Mental State Examination in English and Spanish-Speaking older adults. Psychology and
Aging, 12(4): 718-725.

Marson, D.; Chatterjee, A.; Ingram, K.; Harrell, L. (1996).  Toward a neurologic model of
competency: Cognitive predictors of capacity to consent in AlzheimerÕs disease using three different
legal standards.  Neurology, 46(3), 666-72.

Marson, D.; Cody, H.; Ingram, K.; Harrell, L. (1995a). Neuropsychologic predictors of competency
in AlzheimerÕs Disease using a rational reasons legal standard.  Archives of Neurology, 52(10), 955-
9.

Marson, D.; Hawkins, L.; McInturff, B.; Harrell, L. (1997).  Cognitive models that predict physician
judgments of capacity to consent in mild AlzheimerÕs disease.  Journal of the American Geriatrics
Society, 45(4), 458-64.

Marson, D.; Ingram, K.; Cody, H.; Harrell, L.  (1995b). Assessing the competency of patients with
AlzheimerÕs Disease under different legal standards.  Archives of Neurology, 52(10), 949-54.

Marson, D.; Schmitt, F.; Ingram, K.; Harrell, L. (1994).  Determining the competency of Alzheimer
patients to consent to treatment and research.  Alzheimer Disease and Associated Disorders, 8(4), 5-
18.

Maslow, K.; Selstad, J. (2001).  Chronic Care Networks for Alzheimer's Disease:  Approaches for
Involving and Supporting Family Caregivers in an Innovative Model of Dementia Care. Alzheimer's
Care Quarterly, 2(No. 1): 33-46.

Matthews, HP; Korbey, J; Wilkinson, DG; Rowden, J (2000).  Donepezil in Alzheimer's Disease:
Eighteen month results from Southampton Memory Clinic. International Journal of Geriatric
Psychiatry, 15: 713-720.

Mayeaux, E.J.; Davis, T.C.; Jackson, R.H.; Henry, D.; Patton, P.; Slay, L. et al (1995).  Literacy and
self-reported educational levels in relation to Mini-Mental State Exam. Family Medicine, 27(10):
658-662.

McCullough, L.; N. Wilson (Eds.). (1995).  Long-Term Care Decisions: Ethical and Conceptual
Dimensions.  Johns Hopkins University Press, Baltimore.

McCurry, S.M.; Edland, S.D.; Teri, L.; Kukull, W.A.; Bowen, J.D.; McCormick, W.C.; Larson, E.B.
(1999).  The Cognitive Abilities Screening Instrument (CASI): Data from a cohotrt of 2524
cognitively intact elderly. International Journal of Geriatric Psychiatry, 14: 882-888.

McMinn, B.G.; Hinton, L. (2000).  Confined to barracks: The effects of indoor confinement on
aggressive behavior among inpatients of an acute psychogeriatric unit. American Journal of
Alzheimer's Disease, 15(1): 36-41.

Miller, B.; Stull, D. ().  Perceptions of Community Services by African American and White Older
Persons. in May L. Wykle & Amasa B. Ford's (1999) Serving Minority Elders in the 21st Century [p.
267-286], New York: Springer Publishing Company.



Guidelines for AlzheimerÕs Disease Management California Version-R  200235

Miller, R.; Newcomer, R.; Fox, P. (1999).  Effects of the Medicare Alzheimer's Disease
Demonstration on Nursing Home Entry. Health Services Research, 34(3): 691.

Mirra, SS; Gearing, M; Nash, F. (1997).  Neuropathologic assessment of Alzheimer's Disease.
Neurology, 49(3 (Suppl 3)): S14-6.

Mitnitski, A.B.; Graham, J.E.; Mogilner, A.J.; Rockwood, K. (1999).  The rate of decline in function
in Alzheimer's disease and other dementias. Journal of Gerontology: Medical Sciences, 54A(2): M65-
M69.

Mittelman, M.S. (2000).  Nonpharmacologic Management and Treatment  Effect of Support and
Counseling on Caregivers of Patients With Alzheimer's Disease. International Psychogeriatrics,
12(Suppl. 1): 341-346.

Mittelman, M; Ferris, S; Shulman, E; Steinberg, G; Levin, B. (1996).  Family intervention to delay
nursing home placement of patients with AlzheimerÕs Disease.  JAMA, 276(21), 1725-1731.

Mittleman, MS; Ferris, SH; Shulman, E; Steinberg, G; Levin, BA (1996).  A family intervention to
delay nursing home placement of patients with Alzheimer's Disease.  A randomized controlled trial..
Journal of the American Medical Association, 276(21): 1725-1731.

Molloy, D.W.; Guyatt, G.H.; Russo, R.; Goeree, R.; O'Brien, B.J.; Bedard, M. et al (2000).  Systematic
implementation of an advance directive program in nursing homes: A randomized controlled trial.
Journal of the American Medical Association, 283(11): 1437-1444.

Morris, J.C.; Cyrus, P.A.; Orazem, J.; Mas, J.; Bieber, F.; Ruzicka, B.B.; Gulanski, B. (1998).
Metrifonate benefits cognitive, vehavioral, and global function in patients with Alzheimer's disease.
Neurology, 50(5): 1222-1230.

Morrison, R.S.; Siu, A.L.; Leipig, R.M.; Cassel, C.K.; Meier, D.E. (2000).  The hard task of
improving the quality of care at the end of life. Archives of Internal Medicine, 160(6): 743-747.

Mulgrew, CL; Morgenstern, N; Shetterly, SM; Baxter, J; Baron, AE; Hamman, RF (1999).  Cognitive
Functioning and impairment among rural elderly Hispanic and non-Hispanic Whites as assessed by
the Mini-Mental State Examination. Journals of Gerontology: Series B, 54(4): P223-P320.

Mulnard, RA; Cotman, CW; Kawas,C; van Dyck, CH; Sano, M; Doody, R et al (2000).  US estrogen
replacement therapy for treatment of mild to moderate Alzheimer's disease: a randomized controlled
trial. Journal of the American Medical Association, 283(8): 1007-1015.

Mungas, D.; Marshall, S.C.; Weldon, M.; Haan, M.; Reed, B.R. (1996).  Age and education correction
of Mini-Mental State Examination for English- and Spanish-speaking elderly. Neurology, 46: 700-
706.

National Institute on Aging. (1997). Progress report on AlzheimerÕs disease.

Nee, L.E.; Lippa, C.F. (2001).  Inherited Alzheimer's disease PS-1 olfactory function:  A 10-year
follow-up study. American Journal of Alzheimer's Disease and Other Dementias, 16(2): 83-84.

Newcomer, R.; , Spitalny, M.; Fox, P.; Yordi, C. (1999).  Effects of the Medicare Alzheimer's
Disease Demonstration on the use of Community-Based Services. Health services Research, 34(No.
3).



Guidelines for AlzheimerÕs Disease Management California Version-R  200236

Newcomer, R.; Yordi, C.; DuNah, R.; Fox, P.; Winkinson, A. (1999).  Effects of the Medicare
Alzheimer's Disease Demonstration on Caregiver Burden and Depression. Health Services Research,
34(No. 3).

Nordberg, A.; Svensson, A.L. (1998).  Cholinesterase inhibitors in the treatment of Alzheimer's
Disease: A comparison of tolerability and pharmacology. Drug Safety, 19(6): 465-480.

Nordenram, G.; Ryd-Kjellen, E.; Ericsson, K.; Winblad, B. (1997).  Dental management of Alzheimer
patients.  A predictive test of dental cooperation in individualized treatment planning.  Acta
Odontologica Scandinavica, 55(3), 148-54.

Opie, J.; Rosewarne, R.; O'Connor, D.W. (1999).  The efficacy of psychosocial approaches to
behaviour disorders in dementia: A systemic literature review. Australian and New Zealand Journal of
Psychiatry, 33: 789-799.

Ortiz, F.; Fitten, J.L. (2000).  Barriers to healthcare access for cognitively impaired older Hispanics.
Alzheimer's Disease and Associated Disorders, 14(4): 141-150.

Ostwald, SK; Hepburn, KW; Caron, W; Burns, T; Mantell, R (1999).  Reducing caregiver burden: a
randomized psychoeducational intervention for caregivers of persons with dementia. Gerontologist,
39(3): 299-309.

Overman, WH; McCormick, WA (1998).  Elder law and Alzheimer's disease. American Journal of
Medicine, 104(4A): 22S-25S.

Overman, W.; Stoudemire, A. (1988).  Guidelines for legal and financial counseling of Alzheimer's
disease patients and their families.  American Journal of Psychiatry, 145(12), 1495-1500.

Palleschi, V.F.; DeGennaro, E.; Idone, G. et al (1996).  Effect of aerobic training on the cognitive
performance of elderly patients with senile dementia of AlzheimerÕs type.  Archives of Gerontology
and Geriatrics, Suppl. 5:47-50.

Palley, H.A.; Hanley, B.E.; Watson, D. (1994).  Adult day care centers and treatment of AlzheimerÕs
disease patients: A critical analysis.  The American Journal of AlzheimerÕs Care and Related
Disorders & Research, 9(5):29-38.

Park, D.C.; Nisbett, R.; Hedden, T. (1999).  Aging, culture, and cognition. Journal of Gerontology:
Psychological Sciences, 54B(2): P75-84.

Parker, R.M.; Baker, D.W.; Williams, M.V.; Nurss, J.R. (1995).  The test of functional health
literacy in adults: a new instrument for measuring patients' literacy skills. Journal of General Internal
Medicine, 10(10): 537-541.

Paveza, G.; Cohen, D.; Eisdorfer, C.; Freels, S.; Semla, T.; Ashford, J.; Gorelick, P.; Hirschman, R.;
Luchins, D.; Levy, P.  (1992).  Severe family violence and Alzheimer's disease: Prevalence and risk
factors.  The Gerontologist, 32(4) 493-497.

Peskind, ER (1998).  Pharmacologic approaches to cognitive deficits in Alzheimer's disease. Journal
of Clinical Psychiatry, 59(Suppl 9): 22-7.



Guidelines for AlzheimerÕs Disease Management California Version-R  200237

Pfeffer, R.; Kurosaki, T.; Harrah, Jr., C.; Chance, J.; Filos, S. (1982).  Measurement of functional
activities in older adults in the community.  Journal of Gerontology, 37(3), 323-329

Pitchumoni, S; Doraiswamy, PM (1998).  Current status of antioxidant therapy for Alzheimer's
disease. Journal of the American Geriatrics Society, 46(12): 1566-72.

Pomeroy, I.M.; Clark, C.R.; Philp, I. (2001).  The effectiveness of very short scales for depression
screening in elderly medical patients. International Journal of Geriatric Psychiatry, 16: 321-326.

Post, L.F.; Blustein, J.; Dubler, N.N. (1999).  Introduction: The doctor-proxy relationship: An
untapped resource. Journal of Law, Medicine, and Ethics, 27: 5-12.

Post, S.; Whitehouse, P. (1995).  Fairhill Guidelines.  Journal of the American Geriatrics Society,
43(1):423-429.

Potkins, D.; Bradley, S.; Shrimanker, J.; O'Brien, J.; Swann, A.; Ballard, C. (2000).  End of life
treatment decisions in people with dementia: Carers' views and the factors that influence them.
International Journal of Geriatric Psychiatry, 15: 1005-1008.

Prosch, M.C.; Hewett, L.J. (1999).  Caregivers evaluation of resources. Clinical Gerontologist, 20(4):
89-93.

Qizilbash, N; Whitehead, A; Higgins, J; Wilcock, G; Schneider, L; Farlow, M (1998).  Cholinesterase
Inhibition for Alzheimers Disease: A meta-analysis of the tacrine trials. Journal of the American
Medical Association, 280(20): 1777-1782.

Rabins, R. (1996).  Developing treatment guidelines for Alzheimer's disease and other dementias.
Journal of Clinical Psychiatry, 57(14), 37-38.

Rabins, P.; Blacker, D.; Bland, W.; Bright-Long, L.; Cohen, E.; Katz, I. et al (1997).  Work group on
AlzheimerÕs disease and related dementias, guidelines, SCoP, laisons CA.  American Psychiatric
Association Practice Guidelines: practice guideline for the treatment of patients with AlzheimerÕs
disease and other dementias of late life.  American Journal of Psychiatry, 157:1-37.

Rader, J.; Barrick, A.L. (2000).  Ways that work: bathing without a battle. Alzheimer's Care
Quarterly, 1(4): 35-49.

Reuben, DB, Frank, JC; Hirsch, S; McGuigan, KA; Maly, RC (1999).  A randomized clinical trial of
outpatient comprehensive geriatric assessment coupled with an intervention to increase adherence to
recommendations. Journal of the American Geratrics Society, 47(3): P223-P320.

Rheaume, Y.L.; Manning, B.C.; Harper, D.G., Volicer, L. (1998).  Effect of light therapy upon
disturbed behaviors in Alzheimer patients. American Journal of Alzheimer's Disease, 13(6): 291-295.

Richards, K.; Lambert, C.; Beck, C. (2000).  Deriving interventions for challenging behaviors from
the Need-Driven, Dementia Compromised Behavior Model. Alzheimer's Care Quarterly, 1(4): 62-76.

Ritchie, K., (1997).  Neuropsychological assessment in AlzheimerÕs disease: Current status and future
directions. International Psychogeriatrics. 9(Suppl. 1), 95-104, discussion 143-50.

Ritchie, K.; Touchon, J.; Ledersert, B. (1998).  Progressive disability in senile dementia is accelerated
in the presence of depression. International Journal of Geriatric Psychiatry, 13: 459-461.



Guidelines for AlzheimerÕs Disease Management California Version-R  200238

Roberto, K.A. (1999).  Making Critical Health Care Decisions for Older Adults:  Consensus Among
Family Members. Family Relations, 48(No. 2): 167-175.

Roesler, M; Retz, W; Retz-Junginger, P; Demnler, H (1998-99).  Effect of two-year treatment with
the cholinesterase inhibitor rivastigmine on behavioral symptoms in Alzheimer's disease. Behavioral
Neurology, 11(4): 211-216.

Rogers, SL; Doody, RS; Mohs, RC; Friedhoff, LT (1998).  Donepezil improves cognition and global
function in Alzheimer disease: a 15-week, double-blind, placebo-controlled study. Archives of
Internal Medicine, 158(9): 1021-1031.

Rogers, SL; Doody, RS; Pratt, RD; Ieni, JR (2000).  Long-term efficacy and safety of donepezil in
the treatment of Alzheimer's disease: final analysis of a US multicentre open-label study.
Neuropsychopharmacology, 10(3): 195-203.

Rogers, SL; Farlow, MR; Doody, RS; Mohs, R; Friedhoff, LT (1998).  A 24-week, double-blind,
placebo-controlled trial of donepezil in patients with Alzheimer's disease. Neurology, 50(1): 136-45.

Rogers, SL; Friedhoff, LT (1996).  The efficacy and safety of donepezil in patients with Alzheimer's
disease: results of a US multicentre, randomized, double-blind, placebo-controlled trial. Dementia,
7(6): 293-303.

Rohde, K; Peskind, E.R.; Raskind, M.A. (1995).  Suicide in two patients with AlzheimerÕs disease.
Journal of the American Geriatrics Society, 43:187-189.

Roper, J.; Shapira, J.; Chang, B. (1991).  Agitation in the demented patient: A framework for
management.  Journal of Gerontological Nursing, 17(3), 17-21.

Rosler, M.; Anand, R.; Cicin-Sain, A.; Gauthier, S.; Agid, Y.; Dal-Bianco, P.; Stahelin et al (1999).
Efficacy and safety of rivastigmine in patients with AD: international randomized controlled trial.
British Medical Journal, 318(6): 633-640.

Roth, A.; Fonagy, P.  (1996).  Effectiveness of psychological interventions with older people.  What
Works for Whom? A Critical Review of Psychotherapy Research.  The Guilford Press, NY: 330-340.

Royall, D.R.; Mulroy, A.R.; Chiodo, L.K.; Polk, M.J. (1999).  Clock drawing is sensitive to executive
control: A comparison of six methods. Journal of Gerontolgy: Psychological Sciences, 54B(5): P328-
P333.

Rubio, A.; Vestner, R.A.; Stewart, J.M.; Forbes, N.T.; Conwell, Y., Cox, C. (2000).  Suicide and
AlzheimerÕs pathology in the elderly: A case-control study.  Biological Psychiatry, 47:1056-1063.

Sabatino, C.P. (1999).  Survey of state EMS-DNR laws and protocols. Journal of Law, Medicine, and
Ethics, 27: 297-315.

Sabatino, C.P. (1999).  The legal and functional status of the Medical Proxy: Suggestions for
statutory reform. Journal of Law, Medicine, and Ethics, 27: 52-68.

Salmon, D.P.; Riekkinen, P.J.; Katzan, M.D.; Zhang, M.; Jin, H.; Yu, E. (1989).  Cross-cultural
studies of dementia: A comparison of Mini-Mental State Examination performance in Finland and
China. Archives of Neurology, 46: 769-772.



Guidelines for AlzheimerÕs Disease Management California Version-R  200239

Sano, M; Ernesto, C; Thomas, RG; Klauber, MR; Grundman, M; Woodbury, P et al (1997).  A
controlled trial of selegiline, alpha-tocopherol, or both as treatment for Alzheimer's disease. New
England Journal of Medicine, 336(17): 1216-22.

Scharf, S.; Mander, A; Ugoni, A.; Vajda, F.; Christophidis, N. (1999).  A double-blind, placebo-
controlled trial of diclofenac/misoprostol in Alzheimer's Disease. Neurology, 53(1): 197-201.

Scherder, E.; Bouma, A.; Steen, L. (1998).  Effects of peripheral tactile nerve stimulation on
affective behavior of patients with probable Alzheimer's disease. American Journal of Alzheimer's
Disease, 13(2): 61-68.

Schulz, R.; Beach, S.R. (1999).  Caregiving as a Risk Factor for Mortality:  The Caregiver Health
Effects Study. JAMA, 282(No. 23): 2216-2219.

Schulz, R.; O'Brien, A.; Bookwala, J.; Fleissner, K.  (1995).  Psychiatric and physical morbidity
effects of dementia caregiving: prevalence, correlates, and causes.  The Gerontologist, 35(6), 771-
791.

Scott, L.J.; Goa, K.L. (2000).  Galantamine: A review of its use in AD. Drugs, 60(5): 1095-1122.

Shikiar, R; Shakespeare, A; Sagnier, PP; Wilkinson, D; McKeith, I; Dartigues, JF; Dubois, B (2000).
The impact of metrifonate therapy on caregivers of patients with Alzheimer's disease: results from
the MALT clinical trial. Journal of the American Geriatrics Society, 48(3): 268-274.

Shua-Haim, JR; Comsti, E; Shua-Haim, V; Ross, JS (1997).  Donepezil (Aricept-super(TM)):The
caregivers voice and clinical impression. American Journal of Alzheimer's Disease, 12(6): 272-279.

Shulma, K.I. (2000).  Clock-drawing: Is it the ideal cognitive screening test?. International Journal of
Geriatric Psychiatry, 15: 548-561.

Silveira, M.J.; DiPiero, A.; Gerrity, M.S.; Feudtner, C. (2000).  Patients' knowledge of options at the
end of life. Journal of the American Medical Association, 284(19): 2483-2488.

Small, G. (1998).  Treatment of AlzheimerÕs disease: Current approaches and promising
developments.  American Journal of Medicine, 104(4A), 32S-28S, discussion 39S-42S.

Small, G.; Rabins, P.; Barry, P.; Buckholtz, N.; DeKosky, S.; Ferris, S.; Finkel, S. et al (1997).
Diagnosis and treatment of AD and related disorders: Consensus statement of the American
Association for Geriatric Psychology, AlzheimerÕs Association, and American Geriatrics Society.
JAMA, 278(16), 1363-1371.

Smith, AL; Whitehouse, PJ (1998).  Progess in the management of Alzheimer's disease. Hospital
Practice (Office Edition), 33(3): 151-4; 157-66.

Steinhauser, K.E.; Christakis, N.A.; Clipp, E.C.; McNeilly, M.; McIntyre, L.; Tulsky, J.A. (2000).
Factors considered important at the end of life by patients, family, physicians and other care
providers. Journal of the American Medical Association, 284(19): 2476-2482.

Sultzer, D.; Cummings, J.L. (1993).  In: R.E. Rakel (Ed.) ConnÕs Current Therapy.  Philadelphia: WB
Saunders Company; p. 838-840.



Guidelines for AlzheimerÕs Disease Management California Version-R  200240

Swartz, M.; Barak, Y.; Mirecki, I.; Naor, S.; Weizman, A. (2000).  Treating depression in Alzheimer's
Disease: Integration of Differing Guidelines. International Psychogeriatrics, 12(3): 353-358.

Talerico, K.A.; Evans, L.K. (2000).  Making sense of aggressive/protective behaviors in persons with
dementia. Alzheimer's Care Quarterly, 1(4): 77-88.

Tang, MX; Jacobs, D; Stern, Y et al (1996).  Effect of estrogen during menopause on risk and age at
onset of Alzheimer's disease. Lancet, 348: 429-432.

Tappen, R.M.; Roach, K.E.; Applegate, E.B.; Stowell, P. (2000).  Effect of a combined walking and
conversation intervention on functional mobility of nursing home residents with AlzheimerÕs disease.
AlzheimerÕs Disease and Associated Disorders, 14:196-201.

Tariot, PN; Mack, JL (1995).  The Behavior Rating Scale for dementia of the consortium to
establish a registry for Alzheimer's Disease. American Journal of Psychiatry, 152(9): 1349-1357.

Taussig, I.; Mack, W.; Henderson, V. (1996).  Concurrent validity of spanish-language versions of
the mini-mental state examination, mental status questionnaire, information-memory-concentration
test, and orientation-memory-concentration test: AlzheimerÕs disease patients and nondemented
elderly comparison subjects.  Journal of the International Neuropsychological Society, 2(4), 286-98.

Teng, E.L.; Hasegawa, K.; Homma, A.; Imai, Y.; Larson, E.; Graves, A.; Sugimoto, K.; Yamaguchi,
T.; Sasaki, H.; Chiu, D.; White, L.R. (1994).  The Cognitive Abilities Screening Instrument (CASI):
A practical test for cross-cultural epidemiological studies of dementia. International Psychogeriatrics,
6(1): 45-56, + 5 pages.

Teri, L.; Logsdon, R.G.; Schindler, R.J. (1999).  Treatment of behavioral and mood disturbances in
dementia. Generations, 23(3): 50-56.

Teri, L.; Rabins, P.; Whitehouse, P.; Berg, L.; and et al. (1992).  Management of behavior
disturbance in Alzheimer disease:  Current knowledge and future directions.  Alzheimer Disease and
Associated Disorders, 6(2), 77-88.

Thorpe, L.; Middleton, J.; Russell, G.; Stewart, N. (2000).  Bright light therapy for demented nursing
home patients with behavioral disturbance. American Journal of Alzheimer's Disease, 15(1): 18-26.

Toth-Cohen, S.; Gitlin, L.N.; Corcoran, M.A., Eckhardt, S.; Johns, P.; Lipsitt, R. (2001).  Providing
Services to Family Caregivers at Home:  Challenges and Recommendations for Health and Human
Service Professionals. Alzheimer's Care Quarterly, 2(No. 1): 23-32.

Tripp-Reimer, T. ().  Culturally Competent Care. in May L. Wykle & Amasa B. Ford's (1999)
Serving Minority Elders in the 21st Century [p. 235-247], New York: Springer Publishing Company.

Tully, MW; Matrakas, KL; Muir, J; Musallam, MK (1997).  The Eating Behavior Scale: a simple
method of assessing functional ability in patients with Alzheimer's disease. Journal of Gerontological
Nursing, 23(7): 9-15.

Valle, R (1998).  Caregiving Across Cultures: Working with Dementing Illness and Ethically Diverse
Populations. Washington DC: Taylor & Francis.

Valle, R. (2001a).  Ethics, ethnicity and dementia: A "culture fair" approach to bioethical advocacy
in dementing illness. Georgia Law Review, 35(2): 465-515.



Guidelines for AlzheimerÕs Disease Management California Version-R  200241

Valle, R. (2001b).  Cultural assessment in bioethical advocacy: Toward cultural competency in
bioethical practice. Bioethics Forum, 17(1):15-26..

Veterans Health Administration. (1997).  Dementia identification and assessment: Guidelines for
primary care practitioners.  Veterans Health Administration: University Health System Consortium,
26-32.

Vetter, P.H.; Krauss, S.; Steiner, O; Kropp, P.; M�ller, W.D.; Moises, H.W.; K�ller, O. (1999).
Vascular Dementia Versus Dementia of Alzheimer's Type:  Do They Have Differential Effects on
Caregivers' Burden?. Journal of Gerontology:  Social Sciences, 54B(No. 2): S93-S98.

Warshaw, G.; Gwyther, L.; Phillips, L.; Koff, T. (1995).  An Overview for Primary Care.  Sponsored
by the University of Arizona Health Sciences Center.

Watson, N.M.; Wells, T.J.; Cox, C. (1998).  Rocking chair therapy for dementia patients:  Its effect
on psychological well-being and balance. American Journal of Alzheimer's Disease, 13(6): 296-308.

Weiner, M; Martin-Cook, K; Foster, B; Saine, K; Fontaine, C; Svetlik, D (2000).  Effects of
donepezil on emotional/behavioral symptoms in Alzheimer's disease patients. Journal of Clinical
Psychiatry, 61(7): 487-492.

Wengel, SP; Roccaforte, WH; Burke, WJ; Bayer, BL; McNeilly, DP; Knop, D (1998).  Behavioral
complications associated with donepezil. American Journal of Psychiatry, 155(11): 1632-1633.

Werner, P.; Cohen-Mansfield, J.; Watson, V.; Pasis, S. (1998).  Pain in participants of adult day
services centers: Assessment by different raters. Journal of Pain and Symptom Management, 15(1):
8-17.

White, H; Pieper, C; Schmader, K (1998).  The association of weight change in Alzheimer's disease
with severity of disease and mortality: a longitudinal analysis. Journal of the American Geratrics
Society, 46(10): 1223-7.

Williams, M.V.; Baker, D.W.; Parker, R.M. (1998).  Relationship of functional health literacy to
patients knowledge of their chronic disease. Archives of Internal Medicine, 158: 166-172.

Winslow, B.  (1997).  Effects of formal supports on stress outcomes in family caregivers of
Alzheimer's
patients.  Research in Nursing and Health, 20(1), 27-37.

Wisconsin AlzheimerÕs Association Chapter Network (1998). PhysicianÕs reference: Diagnosis and
treatment of AlzheimerÕs disease and other related dementias.

Wolf-Klein, G. (1993). New Alzheimer's drug expands your options in symptom management.
Geriatrics, 48(8), 26-36.

Yaffe, K.; Haan, M.; Byers, A.; Tangen, C.; Kuller, L. (2000).  Estrogen use, APOE, and cognitive
decline: Evidence of gene-environment interaction. Neurology, 54(10): 1949-1954.

Yeo, G; Gallagher-Thompson (Eds.) (1996).  Ethnicity and the Dementias. Washington, DC: Taylor
& Francis.



Guidelines for AlzheimerÕs Disease Management California Version-R  200242

Yesavage, J.; Brink, T., Rose, T; Lum, O.; Huang, V; Adey, M.; and Leirer, V.  Development and
Validation of a Geriatric Depression Screening Scale:  A Preliminary Report. (1987). Journal
Psychiatric Research, 17:37-49.

Yordi, C; DuNah, R; Bostrom, A; Fox, P; Wilkinson, A; Newcomer, R (1997).  Caregiver supports:
outcomes from the Medicare Alzheimer's Disease demonstration. Health Care Financing Review,
19(2): 97-117.

Young, M.G. (2000).  Recognizing signs of elder abuse. Patient Care, 34(20): 56.

Young, M.G. (2001).  Providing care for the caregiver. Patient Care, 35(3): 68.

Zarit, S.; Stephens, M.; Townsend, A.; Green, R. (1998). Stress reduction for family caregivers:
Effects of adult day services use. Journals of Gerontology. Series B, Psychological Sciences and Social
Sciences, 53(5), S267-77.

Zeltzer, B.B. (2001).  Roomate-pairing: A nonpharmacologic Therapy for treating depression in
early to mid stages of Alzheimer's disease and dementia. American Journal of Alzheimer's Disease and
Other Dementias, 16(2): 71-75.

Zgola, JM (1999).  Care That Works: A Relationship Approach to Persons with Dementia.
Baltimore: The Johns Hopkins University Press.

 (2000).  New lapses of consciousness regulations. Alzheimer's Disease Program, California Dept. of
Health Services.



California AlzheimerÕs Disease Management Guideline          September 27, 200143



TT AA BB LL EE   11 ::

SS PP EE CC II AA LL   CC OO NN SS II DD EE RR AA TT II OO NN SS   WW HH EE NN   WW OO RR KK II NN GG   WW II TT HH   EE TT HH NN II CC AA LL LL YY   DD II VV EE RR SS EE

PP OO PP UU LL AA TT II OO NN SS

Area of AD Care Special Considerations

Assessment: •  Be sure assessment tools are language and education appropriate
•  Reporting of behavioral symptoms will differ by patient/family beliefs

about dementia and tolerability of behavioral symptoms
•  Assessment of health literacy is important in providing effective care to

patients with low literacy
•  Identification of the primary caregiver may be more difficult as there may

be more than one, and the individual bringing the patient to office visits may
only be serving as a translator and not as the primary caregiver

•  Assessment of a patientÕs decision-making capacity may be difficult when
there is a language barrier between the patient and medical care provider

•  Assessment of family decision-making processes is important to
understand (e.g. are decisions made by the autonomous individual, or are
decisions more collective and family-oriented) so that provider includes all
decision-makers in care planning

Treatment •  Treatment options and plans must be culturally appropriate and acceptable
to the patient and family

•  Referrals must be made to facilities that can accommodate language
differences (use the AlzheimerÕs Association, social workers, Area Agency
on Aging, etc. as source of appropriate referrals) and provide culturally
appropriate services

•  Use Òshow meÓ techniques to be sure medical care instructions are
understood (especially regarding taking medications)

•  Be aware of possible differential responses to psychotropic medications in
ethnically diverse populations

Caregiver
Education and
Support

•  Communication may be difficult due to language barriers or the presence
of multiple caregivers

•  Physicians must acknowledge Òfictive kinÓ (non-blood ÒfamilyÓ members)
who patients rely on as caregivers and decision-makers

Ethics/Legal •  Encourage the appointment of proxies, surrogates, and other forms of
medical decisions makers early on.  Physicians should make referrals to
services that can aid in preparing these legal documents and have experience
working with ethnically diverse populations.

•  Religious beliefs may affect end of life care decisions.  Discussions
should begin early on with the patient and family, and the physician should
respect religious and cultural beliefs.
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Education (years of schooling completed)
Age
(years) 0 4 8 12 16 20

60 4 2 0 -1 -3 -5

65 4 3 1 0 -2 -4

70 5 3 1 0 -1 -3

75 6 4 2 0 -1 -3

80 6 5 3 1 0 -2

85 7 5 3 1 0 -1

90 8 6 4 2 0 -1

(Mungas et al., 1996)
1  MMSE adjusted scores can be determined by adding the raw MMSE score and the indicated correction that
corresponds to the individualÕs level of education and age.
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The PCP should assess the primary caregiver of the
AD patient regarding: Examples

Ethnic, cultural issues Primary language spoken, medical
beliefs (causal agents), who makes
decisions for the patient

Knowledge base Expected treatment outcomes,
knowledge of local services

Social support The availability of and satisfaction
with support network

Psychiatric symptomatology and burden, including
physical burden of caregiving

Depression, anxiety, physical
injuries, strain or somatic complaints
(e.g. back problems due to physical
demands of caregiving)

Family conflict The quality of the caregiver-patient
relationship prior to caregiving;
possible elder abuse
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Components of Cultural Assessment Specific Examples

Locus of Culture:
   Encompasses the individualÕs preferred means of
communication, practiced customs and rituals, and values, beliefs
and normative expectations.

- Language
- Relationships
- Values/beliefs

Domains of Expression:
   Pertains to the everyday ways people express their culture.

- Cognition (thoughts)
- Affect (feelings)
- Behavior (what they do)

Sources of Evidence:
   Assessment occurs at the very basic level, either interviewing
the patient, the caregiver or family member, or via simple
observation.

- Self-reports
- Collateral reports
- Observation and study

Confounding Information:
   Non-cultural elements that can skew the physicianÕs
understanding of the cultural factors influencing the
manifestation and treatment outcomes of the patient.

- Socio-economic status
- Literacy/education
- Social status

* adapted from Valle, R. (2001).  Cultural assessments in bioethical advocacy: Toward cultural competency in bioethical
practice. Bioethics Reform, 17(1):15-26.
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Cholinesterase Inhibitors

Suggested Dosage Side Effects Specific Cautions
Donepezil
   hydrocholride
   (Aricept )

Effective dose of 5 mg, once per day can be
administered without titration.  Can titrate
up to a 10 mg dose after 4-6 weeks.

Mild gastrointestinal symptoms including
nausea, vomiting, and diarrhea (can be
reduced when taken with food).

Conflicting evidence
regarding a possible drug
interaction with
cimetidine, theophylline,
warfarin and digoxin.
Rarely patients
experience increased
agitation, which subsides
after a few weeks.

Galantamine
   (Reminyl )

Recommended starting dose is 8 mg/day for
4 weeks, administered twice daily (with
morning and evening meals).  After one
month, increase to 16 mg/day for at least 4
weeks.  Increase to recommended dose of
24 mg/day on an individual basis,
depending upon clinical benefit and
tolerability.

Mild gastrointestinal symptoms including
nausea, vomiting, and diarrhea (can be
reduced when taken with food).  Sleep
disturbances commonly associated with
other cholinergic treatments do not appear
to be a problem with galantamine.

Contraindicated for
patients with hepatic
and/or renal impairment.

Rivastigmine
tartrate
   (Exelon )

1.5 mg/day administered twice daily is a
well-tolerated initial dose, but can titrate
(takes 4-12 weeks) up to 9-12 mg/day.
Increase dosage as tolerated and no more
quickly than 3mg/day every 4 weeks.

Mild gastrointestinal symptoms including
nausea, vomiting, and diarrhea (can be
reduced when taken with food);
headaches, dizziness, fatigue, and malaise.

Tacrine
   (Cognex )

Titrate to maximum tolerated dose starting
with 10 mg/day taken 4 times daily for 6
weeks, then increase to 20 mg/day for 6
weeks, then 30 mg/day, etc. until maximum
tolerated dose is achieved.  Maximum dose
is 160 mg/day.

Gastrointestinal problems are common.
Side effects reduced when taken with food.

Drug interaction with
theophylline, cimetidine,
ametidine.

Hepatotoxicity is a
problem and should be
monitored every other
week for 4-6 weeks and
then every 3 months.
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Alzheimer’s Association
1-800-660-1993
Website: www.alz.org

Alzheimer’s Disease Education and Referral (ADEAR) Center:
1-800-438-4380
Website:  www.alzheimerÕs.org/adear

Alzheimer’s Disease Research Centers of California:
1-916-327-4662
Website:   www.dhs.ca.gov/alzheimers

Area Agencies on Aging:  1-800-510-2020
Website:  www.c4aging.org

Family Caregiver Alliance (Caregiver Resource Centers):
1-800-445-8106
Website: www.caregiver.org

Eldercare Locator for Continuum of Services:
1-800-677-1116

Use the contact information above to obtain referrals and information regarding:

Adult day services
Assisted living
Caregiver and patient education programs
Caregiver Ð Physician communication education programs 
Continuing care retirement community
Exercise programs
Home health care
Homemaker/companion services
Hospice
Home-delivered meals
Legal services
Nursing homes
Residential care (Board and Care)
Respite care
Support groups
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Agitation Sleep Disorders Depression
Eliminate or minimize
environmental stresses

Decrease dietary caffeine and
evening fluid intake

Consider referral of patient to
counseling or an early stage
program

Consider referral to Geriatric
Psychiatry

Consider referral to Geriatric
Psychiatry

Consider referral to Geriatric
Psychiatry

Advise family to access medical
advice if there is sudden onset

Consider referral to respite
services

Consider referral to an adult day
care center for activities

Refer caregiver to support group Refer caregiver to support group
Simplify environment Increase patient activity level or

exercise in daytime
Distract, donÕt confront Adequate light during the

daytime
Use of restraints is not
recommended and may be
harmful

Consider referral to adult day
services.

For delusions, provide validation,
not reality orientation
If patient wanders, refer to
AlzheimerÕs Association Safe
Return Program
Structured, well-planned
activities
Consider referral to adult day
services
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ANTIPSYCHOTICS

ATYPICAL
Recommended Uses General Cautions

Used to control problematic delusions, hallucinations, severe
psychomotor agitation, and combativeness.

Diminished risk of developing extrapyramidal symptoms (EPS) and
tardive dyskinesia.  They are rapidly becoming the new ÒstandardÓ.

DD  oo   ss   aa   gg   ee   Specific Cautions
Clozapine (Clozaril) Initial dose: 12.5 mg bid; Max: 75-150 mg

(in divided doses)
Generally not used as a first line agent.  1%
risk for agranulocytosis, mandatory weekly
blood monitoring.  Very anticholinergic.

Risperidone (Risperdal) Initial dose: 0.25 mg qhs; Max 2-3 mg/day
(usually bid)

Current research supports its use in low
doses.  EPS may occur at 2 mg.

Olanzapine (Zyprexa) Initial dose: 2.5 mg qhs; Max: 10-20
mg/day (usually bid)

Generally well-tolerated.

Quetiapine (Seroquel) Initial dose: 12.5 mg bid; Max: 75 mg bid More sedating; beware of transient
orthostasis.
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Ziprasidone (Geodon) Initial dose: 10 mg/day; Max: 80 mg/day Requires baseline and periodic EKGs

TYPICAL

Recommended Uses General Cautions
Used to control problematic delusions, hallucinations,
severe psychomotor agitation, and combativeness.  Second
line of therapy for patients intolerant of or unresponsive to
atypical antipsychotics.

Current research suggests that these drugs be avoided, if at all
possible.  They are associated with significant, often severe, side
effects involving the cholinergic, cardiovascular, and
extrapyramidal systems.  There is also the inherent risk of
developing irreversible tardive dyskinesia which can occur in 50%
of elderly after two years of continuous use.

Dosage Specific CautiousHaloperidol (Haldol), fluphenazine
(Prolixin), and thiothixene
(Navane)

Dosage varies by agent Anticipated EPS.  If present, lower the dose
or switch to another agent; avoid the use of
Cogentin or Artane.

Thioridazine (Mellaril),
chlorpromazine (Thorazine)

Dosage varies by agent Significant hypotension, anticholinergic
symptoms, and drowsiness limit their
usefulness.  Thioridazine requires baseline
and periodic EKGs and regular chemistry
panels.T
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Trifluoperazine (Stelazine),
molindone (Moban), perphenazine
(Trilafon), and loxapine (Loxitame)

Dosage varies by agent Agents with an Òin-betweenÓ side effect
profile.

MOOD STABILIZERS (ANTI-AGITATION AGENTS)

Recommended Uses General Cautions
Used to control problematic delusions, hallucinations, severe
psychomotor agitation, and combativeness.  Useful alternatives
to antipsychotics for severe agitated, impulsive, repetitive, and
combative behaviors.

See ÒSpecific CautionsÓ

DD  oo   ss   aa   gg   ee   Specific Cautions
Trazodone (Desyrel) Initial dose: 25 mg/day (qd); Max: 200-400

mg/day (in divided doses)
Use with caution in patients with PVCs.

Carbamazepine (Tegretol) Initial dose: 100 mg bid; Titrate to Monitor CBC and liver enzymes regularly.
Problematic side effects.
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Valproate (Depakote) Initial dose: 125 mg bid; Titrate to Generally better tolerated.  Monitor liver
enzymes; platelets & PT/PTT as indicated.
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ANXIOLYTICS

BENZODIAZEPINES

Recommended Uses General Cautions
For management of insomnia, anxiety, and agitation. Regular use can lead to tolerance, addiction, depression, and

cognitive impairments.  Paradoxical agitation occurs in about 10%.
Infrequent, low doses of short half-life agents are least
problematic.

Dosage Specific Cautious
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Lorazepam (Ativan), oxazepam
(Serax), temazepam (Restoril),
alprazolam (Xanex), zolpidem
tartrate (Ambien), and triazolam
(Halcion)

Dosage varies by agent Regular use can lead to tolerance,
addiction, depression, and cognitive
impairments.  Paradoxical agitation occurs
in about 10%.  Infrequent, low doses of
short half-life agents are least problematic.

N O N - B E N Z O D I A Z E P I N E S 
Dosage Specific Cautious
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Buspirone (Buspar)
Initial dose: 5 mg bid; Max: 20 mg tid Useful in mild-moderate agitation only.

May take 2-4 weeks to become effective.

ANTIDEPRESSANTS

Recommended Uses General Cautions
See ÒSpecific CautionsÓ for individual agents. Selection is usually based on previous treatment response, tolerance,

and taking advantage of potentially beneficial side effects, e.g.
sedation vs. activation.  A full therapeutic trial requires at least 4-8
weeks.  As a rule, doses are increased using increments of the
ÒinitialÓ dose every 5-7 days until therapeutic benefits or significant
side effects become apparent.  After 9 months, reassess need for
medications by dose reductions.  Discontinuing medication over 10-
14 days limits withdrawal symptoms.
Note: Depressed patients with psychosis require concomitant
antipsychotic treatment.

TRICYCLIC ANTIDEPRESSANTS (Norepinephrine reuptake inhibitor)

DD  oo   ss   aa   gg   ee   Specific CautionsDoxipen (Sinequan/Adapin)

Initial dose: 10-25 mg qhs; Max:
150 mg qhs

Useful for depressed patients with agitation
and insomnia; significant hypotensive and
anticholinergic effects are limiting.

Desipramine
(Norpramin/Petrofrane)

Initial dose: 10-25 mg qam; Max: 150 mg
qam

Tends to be activating.  Lower risk for
cardiotoxic, hypotensive, and
anticholinergic side effects.  May cause
tachycardia.  Blood levels may be helpful.
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Nortriptyline (Aventil/Pardil) Initial dose: 10 mg qhs;
Anticipated dosage range of 10-40 mg (bid)

Tolerance profile similar to desipramine
but tends to be more sedating, may be
useful for agitated depression and
insomnia.
Therapeutic blood level ÒwindowÓ: 50-150
ng/nl.
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ANTIDEPRESSANTS (Continued)

HETERO- AND NONCYCLIC ANTIDEPRESSANTS

Dosage Specific CautionsTrazodone (Desyrel)
Initial dose: 25 mg qhs; Max: 200-400
mg/day (qhs or multiple doses)

Moderately effective; useful for associated
anxiety, agitation, or insomnia.  Significant
AM orthostatic hypotension.  Administer
with caution in patients with PVCs.

Nefazodone (Serzone) Initial dose: 50 mg bid; Max: 150-300 mg
bid

Effective, especially with associated
anxiety. Caution: Reduce in half the dose
of coadministered Xanax/Halcion.

Buproprion (Wellbutrin) Initial dose: 37.50 mg qam, then 37.50 to
75 mg q3 days; Max: 150 mg bid

Activating; possible rapid improvement in
energy level.  Avoid in agitated patients
and those with seizure disorders.  To
minimize risk of insomnia, give second
dose before 3 PM.
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Mirtazapine (Remeron) Initial dose: 7.5 mg qhs; Max: 30 mg qhs Potent and well-tolerated. Promotes sleep,
appetite, and weight gain.

SELECTIVE SEROTONERGIC REUPTAKE INHIBITORS ( SSRIs)
Recommended Uses General Cautions

These agents may prolong the half-life of other drugs by
inhibiting various P450 isoenzymes.

As a classs, typical side effects can include sweating, tremors,
nervousness, insomnia/somnolence, dizziness, and various
gastrointestinal and sexual disturbances.

DD  oo   ss   aa   gg   ee   Specific CautionsFluoxetine (Prozac)

Initial dose: 10 mg every other AM; Max
20 mg qam

Activating.  Very long half life; side effects
may not manifest for a few weeks.

Paroxetine (Paxil) Initial dose: 10 mg qd; Max: 40 mg qd
(AM or PM)

Less activating but more anticholinergic.

Sertraline (Zoloft) Initial dose: 25-50 mg qd; Max:
200 mg qd (AM or PM)

Well-tolerated; less effect on metabolism of
other medications.

Citalopram (Celexa) Initial dose: 10 mg qd; Max: 40 mg qd Well tolerated; nausea and sleep
disturbances in some.
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Fluvoxamine (Luvox) Initial dose: 50 mg bid; Max: 150 mg bid Caution when using with Xanax or Halcion
(reduce by half).

Venlaflaxine (Effexor) Initial dose: 37.5 mg bid; Max: 225 mg/day
in divided doses

Most potent SSRI-plus (also inhibits
norepinephrine reuptake)

LITHIUM

Recommended Uses General Cautions
Anti-cycling agent that may also be used to augment
antidepressant medication.

The elderly are prone to develop lithium neurotoxicity at higher
doses.

DD  oo   ss   aa   gg   ee   Specific Cautions

A
ge

nt Lithium Initial dose: 150 mg qd Blood levels between 0.2-0.6 meq are
generally adequate; usually achieved with
150-300 mg bid.

ELECTROCONVULSIVE THERAPY (ECT)

                            Recommended Uses
For those at risk of injuring or starving themselves; the severely psychotic; and the antidepressant non-responsive or intolerant may
require a course in ECT; however, there are no adequate studies of ECT in demented patients to date (Swartz et al., 2000).
* Adapted from Roland Jacobs, M.D., ÒPharmacological Treatment of Mood & BehaviorÓ, unpublished manuscript.


