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  Dr. Robert Katzman of the United States (US) warned in 1976 that, because of the 
demographic revolution in developed countries of a rapidly aging population, 
Alzheimer’s disease (AD) and other dementing illnesses would soon reign among 
society’s major killers. 

 His prediction has now been realized. AD now stands as the sixth leading cause 
of death and the only one among the leading causes of death in the US that lacks 
truly effective therapies. An estimated 5.3 million Americans have AD (this is 
almost certainly an underestimate, as many persons with the disorder are not diag-
nosed) and the Alzheimer’s Association estimates that the annual costs of caring for 
patients with AD has already approached $200 billion. In coming years, the prob-
lems will only worsen as the US population continues to age, with the  fi rst of the 
“baby boomers” (people born from 1946 to 1964) now turning 65 and older. AD 
thus represents a public health problem of enormous proportions. 

 Although in older adulthood, Alzheimer disease is by far the leading cause of 
dementia, other non-Alzheimer dementing disorders (e.g., Vascular dementia, 
Frontotemporal dementia, and Dementia with Lewy bodies) in many respects pose 
the same challenges and emotional turmoil for caregivers. 

 It is the human cost of AD and related disorders that is devastating for those with 
dementia and perhaps even more so for their loved ones.    The inevitable deteriora-
tion of the de fi ning attributes of individuals that make them uniquely human—
memory, language, reasoning, personality—is heart wrenchingly dif fi cult for both 
patients and caregivers to endure. Over an average duration from symptom onset to 
death of 7–10 years, AD invariably progressively disables and ultimately results in 
total dependence. Caring for an individual with AD is associated with “caregiver 
burden” and deleterious effects on health, income, and  fi scal security, as well as the 
emotional toll of watching the disease rob the very essence of a loved one. 

 Well-established and helpful sources of information and support exist for care-
givers who are facing the problem of dementia in a loved one, including the national 
Alzheimer’s Association (  www.alz.org    ). However, there is also a great need for a 
comprehensive guide to all the different facets of caregiving that is informative and 
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approachable. We are fortunate that Anne M. Lipton, MD, PhD, and Cindy D. Marshall, 
MD, have provided this book. 

 Both Dr. Lipton, a neurologist, and Dr. Marshall, a geriatric psychiatrist, are 
highly experienced in diagnosing and caring for individuals with Alzheimer disease 
and other dementing illnesses. In The Common Sense Guide to Dementia, they 
speak to all caregivers in plain language to educate about important topics. They 
provide clear de fi nitions of what can be a confusing array of terms associated with 
the dementing disorders and emphasize their points with case illustrations and com-
mon sense rules. Most critically, they remain focused on the practical aspects of 
caregiving, including how to seek a diagnosis for a loved one, a checklist of what to 
bring for a visit to the doctor, and very helpful recommendations on how to address 
such dif fi cult situations as “retiring” a person from driving who is no longer safe to 
drive. Here also is useful information on nonpharmacological approaches to demen-
tia management, a consideration of end-of-life issues, and how to care for the 
caregiver. 

 This Common Sense Guide is directed toward and will indeed bene fi t all types of 
caregivers, including health professionals, dealing with AD and other dementias. 
Drs. Lipton and Marshall clearly wish to help both those affected by dementia and 
their carers, and we are fortunate that they have provided us with such a useful 
guide on how to do so with this book.

St. Louis, MO, USA  John C. Morris   
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 We respect and appreciate patients and all types of caregivers, be they family or 
friends, professionals or volunteers. That is why we have written a book that can 
speak to everyone who may play an important part in the care of a patient. Our pri-
mary intent is caregiver education, and, as such, our book is speci fi cally designed, 
written, and addressed to the caregivers of a patient rather than speaking directly to 
a patient. However, we recognize and respect the fact that some patients with Mild 
Cognitive Impairment or early-stage dementia may  fi nd our observations useful, 
and we welcome such interest. 

 Although this book follows a logical order and grouping of caregiving topics, it 
need not be read from cover to cover. In fact, in our experience, some caregivers 
might  fi nd it overwhelming to do so. Therefore, we have written each chapter so that 
it may be read on its own, as can individual subheadings. A comprehensive index 
can be consulted as needed for information on speci fi c topics. We note that the last 
couple of chapters may be dif fi cult to read for some caregivers, and we recommend 
reserving reading those until the caregiver is in a good frame of mind and when 
these chapters have become relevant. 

 Note on terminology: Please note that we sometimes use the term “doctor” as a 
convenient shorthand that might apply not only to physicians per se but to any of 
those who, when and where warranted, may legally and practically ful fi ll some or 
all of the “doctor” role, such as explaining diagnosis, providing non-pharmacologic 
treatment, or even prescribing medications. This may include nurses, nurse practi-
tioners, physician’s assistants, medical assistants, psychologists, neuropsycholo-
gists, counselors, psychotherapists, occupational therapists, physical therapists, 
speech therapists/speech-language pathologists, pharmacists, pharmacy techni-
cians, other allied health professionals, and even other medical or of fi ce staff, who 
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may often act as an extension (“the ear and the voice”) of physicians. Similarly, 
when we discuss family, we are including any of those nonprofessional but vital 
caregivers who may have medical Power of Attorney, accompany a patient to a 
 doctor’s visit, or perform roles typically performed by a family member, when such 
a relative is not available.

Texas, USA Anne M. Lipton, M.D., Ph.D.
 Cindy D. Marshall, M.D.   
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 Although the case examples stem from our experiences as dementia specialists, 
any and all private health information has been protected by omitting, altering, or 
combining as a composite the details of any individual to protect and preserve 
con fi dentiality.  
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 All Alzheimer’s disease is dementia, but not all dementia is Alzheimer’s disease. 
Despite this crucial distinction, even experienced clinicians often confuse these 
terms. It is important to understand and differentiate the speci fi c type of dementia 
affecting a patient as the speci fi c diagnosis may determine both treatment and prog-
nosis. And these are usually the overarching concerns of loved ones from the very 
start of the dementing illness and the clinical evaluation. So—what is dementia? 
And—what are the signs? 

   Basic Clinical De fi nitions 

 First, let us de fi ne some commonly used clinical terms. The clinical term prognosis 
refers to the expected course of a disease, including the duration or how long it will 
last. This is usually one of the most important concerns of a patient and his or her 
family regarding any clinical diagnosis (including dementia). When physicians use 
the term “progressive or progressing,” we are usually referring to the progressive 
 worsening  of a disease state, unless speci fi cally stated otherwise. We also use the 
term “onset” to indicate the way a disease starts. An acute onset refers to a disease 
that presents suddenly over seconds, minutes, hours, or perhaps even a few days. 
A subacute onset means that a disease presents over days to a few weeks. Illnesses 
that occur over weeks, months, and years are considered to have a “gradual” onset. 
The progression of a disease may also be acute, subacute, or gradual. Dementia is 
therefore usually a disease with gradual onset and progression. Because the symp-
toms of dementia often begin so subtly and surreptitiously, “sneaking up” on a 
patient, dementia is often described as having an “insidious” onset. 

    Chapter 1   
 What Is Dementia?         



2 1 What Is Dementia?

 In some cases,  fl uctuations in the progression may be seen, such that occasional 
acute worsening or even transient mild improvements may be seen, but a dementia 
will continue to gradually worsen (progress) over a period of years. Stepwise pro-
gression refers to a type of progression that is gradual overall but with time points 
of acute worsening, sometimes followed by improvement and/or stabilization of the 
acute symptoms. This may be seen in Vascular dementia in which a patient has 
acute worsening of cognitive and/or behavioral symptoms each time he or she has a 
stroke, perhaps followed by some stabilization or even improvement in the new 
symptoms (but not of the problems preceding the stroke) (Table  1.1 ).  

 If symptoms begin or progress (worsen) more suddenly, then an unusual type of 
dementia or an alternate diagnosis should be considered. Dementia is a terminal 
illness in that it may eventually result in death in the absence of any other factors. 
However, many patients with dementia have cardiovascular and other associated 
disease states. Therefore, patients with dementia may die of cardiovascular (e.g., 
strokes or heart attacks) or other causes before succumbing to dementia  [  1  ] .  

   Dementia: De fi nitions 

 Dementia refers to a gradually progressive brain illness that affects cognition (think-
ing) and/or behavior to such an extent that daily function is impaired. We therefore 
use the terms dementing illness and dementia interchangeably throughout our text. 

 Alzheimer’s disease (AD) refers to a speci fi c type of dementia in which memory 
“leads the way” and problems with recall are the “ fi rst and worst” issue. Although 
researchers and medical publications often use the term “Alzheimer disease” for 
this speci fi c type of dementia, our usage of the possessive term, Alzheimer’s dis-
ease, re fl ects the common usage of the general public, clinicians, and residential and 
support organizations, all of whom comprise the target audience for this book. We 
also use the abbreviation AD, which is a commonly accepted shorthand for 
Alzheimer’s disease (or Alzheimer disease). 

 Clinicians use the terms cognition or mental status function, when referring 
thought processes such as attention and concentration, memory, language, visu-
ospatial skills ( which include hand–eye coordination), and complex thought pro-
cesses known as executive functions. Each of these categories constitutes the 

   Table 1.1    Types of onset and progression   

 Onset of symptoms  Disease progression 

 Acute  Days or less  Days or less 
 Subacute  Days to a few weeks  Days to a few weeks 
 Gradual  Months or years  Months or years 
 Stepwise  Acute or gradual  Months or years interspersed with time points of 

acute worsening which may be followed by 
stabilization or improvement of acute symptoms 
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so-called cognitive domain. The cognitive domain of  executive functioning  includes 
those complex thought processes that help us learn in school and perform at work, 
including sustained attention, planning, organization, judgment, anticipation, abil-
ity to alternate between tasks (mental set-shifting), and response inhibition. 
Synonyms for cognition used in this text include thinking, mentation, mental pro-
cesses, and mental status function. Formal assessment of these cognitive domains 
may be done by physicians, neuropsychologists, or others and referred to as mental 
status testing, neurocognitive evaluation, or neuropsychological testing. 
Neuropsychological evaluations tend to be the most comprehensive of all of these. 

 Mood is used clinically to indicate how someone describes his or her own emo-
tional state. Affect is the clinical term referring to how the emotional state of a 
patient is perceived by the professional evaluator. Psychosis refers to an affective 
condition in which a patient has lost touch with reality and has hallucinations, delu-
sions, or both. Hallucinations refer to abnormal sensory experiences in which one 
perceives something that isn’t really there. These may be visual (seeing things), 
auditory (hearing something), or tactile (sensation of feeling something), or affect 
taste (gustatory) or smell (olfactory). In dementia, visual hallucinations are the most 
common, but auditory hallucinations may also occur. Tactile hallucinations suggest 
a different diagnosis than dementia. Delusions designate a mistaken belief, such as 
believing that another person is present when they are not. Delusions may involve 
paranoia (in which a patient mistakenly believes that others are trying to in fl ict harm 
in some way). The presence of psychosis in the initial months or years of a dementia 
suggests a non-Alzheimer’s dementia.  

   Onset of Dementia 

 As noted above, dementia starts gradually and often insidiously, such that the initial 
symptoms do not cause much concern. Behavioral or cognitive problems that inter-
fere with daily function are not normal. Gradually progressive memory loss is the 
most common, but by no means the only way in which dementia may begin (see 
Chap.   2    ). The initial symptoms should be noted carefully as they often help in mak-
ing a speci fi c diagnosis. A useful mnemonic (memory device) to recall the major 
symptom areas involved is to remember the “ABCs” of dementia:  A ctivities, 
 B ehaviors, and  C ognition.  

   Progression of Dementia 

 As speci fi cally applied to dementia, “gradual progression” refers to worsening of 
the clinical condition over years. A few rare types of dementia can result in more 
rapid deterioration. However, even in these unusual cases, the initial onset of symp-
toms usually occurs over months to years (and not over minutes or hours or even 

http://dx.doi.org/10.1007/978-1-4614-4163-2_2
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days or weeks). By de fi nition, symptoms of dementia must be present for at least 6 
months to make a diagnosis. There is no such thing as “rapidly progressive” AD and 
an alternative or additional diagnosis should be sought if a patient has been diag-
nosed with AD and the progression of symptoms occurs over fewer than 6 months.  

   Stages of Care 

 Different stages of dementing illness have distinctive care requirements. Staging 
schemes can be useful constructs but serve as guidelines only since dementia pro-
gresses uniquely for each individual. 

 We  fi nd the classi fi cation of dementia into mild, moderate, severe, and late stages 
 [  2  ]  to be the most clinically useful construct and the most practical paradigm for 
caregivers. A person with a mild dementia may have memory loss (and/or other 
mild cognitive and/or behavioral de fi cits) with a few problems in more complex 
daily functions (or if using the Mild Cognitive Impairment rubric, no such func-
tional de fi cits). Someone with moderate-stage dementia would have more serious 
cognitive and/or behavioral de fi cits along with signi fi cant de fi cits in daily activities 
and might need some assistance with simple Activities of Daily Living (ADLs), 
such as eating, dressing, and behavior. A patient with severe dementia has severe 
cognitive and/or behavioral impairments and needs signi fi cant or total assistance 
with basic tasks. Late-stage dementia denotes the terminal phase of this illness and 
is discussed in Chap.   16    . 

 We recommend that caregivers retain a general understanding of and plan of care 
for each of these stages, but focus their attention and efforts in meeting the current 
and ongoing needs of a loved one with dementia.      

   References 

   1.    Kukull WA, Brenner DE, Speck CE, Nochlin D, Bowen J, McCormick W, Teri L, Pfanschmidt 
ML, Larson EB. Causes of death associated with Alzheimer disease: variation by level of cogni-
tive impairment before death. J Am Geriatr Soc. 1994;42(7):723–6.  

   2.    Morris JC. Clinical dementia rating: a reliable and valid diagnostic and staging measure for 
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   Not knowing is worse than knowing   

 If you are reading this book, you probably have some knowledge of dementia and 
its warning signs. However, much more awareness is needed, including in    the medi-
cal community. Unfortunately, patients are very often not diagnosed with dementia 
or referred to dementia specialists until 2–3 years after the onset of their symptoms 
 [  1  ] . Not only laypeople, but many medical professionals, continue to hold a mis-
taken and outmoded viewpoint that nothing can be done for dementia. This nihilism 
is unwarranted and can even be harmful in delaying or preventing appropriate inter-
vention or resulting in    inappropriate or deleterious treatment. Earlier detection of 
dementia often allays anxieties about unnamed and undiagnosed problems and 
allows a chance to capitalize on planning, treatment, and research opportunities. 

    Common sense rule: Most types of dementia are treatable.  

 Dementias are complex and often    require comprehensive evaluation by a specialist 
(or specialists) for speci fi c diagnosis. This book focuses on  fi nding such an expert 
and optimal care of a patient already diagnosed with dementia, but, because proper 
diagnosis is one of the foundations of patient care, it is important to review the 
basics of what is—and what isn’t—indicative of a possible dementia.

  A 73 year-old man, who was a retired engineer, was brought to the dementia clinic by his 
family. He had been having memory problems for 9 months which concerned all of them 
(patient and family), and his family was also worried that he had become socially with-
drawn from interactions with them and others and was much less active than used to be. 
(Until the last few month, he had golfed several times weekly and attended his grandchil-
dren’s ballgames.) He had been diagnosed with “depression” and prescribed alprazolam 
(trade name: Xanax) twice daily by his primary care physician. He had no prior history of 
depression and continued with signi fi cant memory problems, as well as anxiety, on alpra-
zolam. After a comprehensive assessment, including neuropsychological evaluation and 
brain MRI, he and his family returned for a follow-up visit. The specialist discussed test 
results and diagnosis, which was Alzheimer’s disease (AD). Although the patient and his 

    Chapter 2   
 Signposts: What to Look for and When 
to Seek Help         
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family expressed the typical dismay in hearing this diagnosis, all acknowledged that it was 
a relief to know the reason for his problems. The dementia specialist encouraged resump-
tion of prior activities and directions for tapering off alprazolam over a couple of weeks. At 
a second follow-up visit, the patient and his family reported that he was not having any 
anxiety, had resumed his usual social and other activities with his previous level of enthusi-
asm, and his thinking actually seemed a bit clearer off of the alprazolam. Prescription cog-
nitive enhancers were gradually added over the next few months.   

 This case points out the sometimes essential role of a dementia specialist in 
proper diagnosis and treatment of dementia, including selection of medications. In 
our experience, many well-meaning general practitioners may prescribe medica-
tions for dementia symptoms that actually exacerbate memory loss or other prob-
lems. We have also found that geographical distance between a patient and family 
members may be a signi fi cantly contributing factor to a family’s lack of knowledge 
regarding a patient’s cognitive, behavioral, and functional dif fi culties. However, 
case after case has made clear to us that even families who live relatively close by 
may also lack awareness of such problems or the consequences, including the need 
for familial, medical, or other intervention. (In fact, because the symptoms occur so 
slowly and gradually, those closest to the patient may not recognize the problems or 
how much they have “taken over” for the patient.) Any memory problems that inter-
fere with daily function are not normal and indicate the need for medical attention. 
Since a patient with such dif fi culties is unlikely to initiate a medical assessment, it 
is important for loved ones to recognize and address these issues. 

 Although memory impairment is the most common presenting symptom of 
dementing illness, it is by no means the only one. Dementia may begin with changes 
in a person’s cognition, behavior, or function, but it can also begin with motor prob-
lems. How a dementia begins is often key to making the diagnosis. This is so impor-
tant as to reiterate this point:  Knowing the initial signs of a dementia may clinch the 
diagnosis . In medical school, we were taught that “the patient makes the diagnosis,” 
meaning that the history of how an illness presents and progresses leads to an answer 
of what disease process it is. In the case of dementia, it is more often the family that 
“makes the diagnosis.” This is because one of the earliest signs of dementia is loss 
of insight (loss of awareness) into one’s problems, such that sometimes the problem 
is not even recognized by the patient. Since patients may forget or have    unaware-
ness (anosognosia) of details important in discerning the diagnosis, it is crucial for 
family members to communicate problems to the doctor or other examiner (see 
Chaps.   4–5     for help with this). 

 This chapter deals with some speci fi cs of dementia and WHEN medical attention 
should be sought. The symptoms concerning for dementia are seen in three main 
areas, which can be thought of as the “ABCs” of dementia:  A ctivities,  B ehaviors, 
and  C ognition. Memory loss is the most common sign of dementia. 

    Common sense rule: Memory loss is the most common, but not the only, sign of 
dementia.  

 As dementia specialists, we are often asked when medical attention should be 
sought for memory problems. The  fi rst principle is that memory loss that    interferes 
with daily function is not normal. Such memory loss may or may not be related to 

http://dx.doi.org/10.1007/978-1-4614-4163-2_3
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dementia, but demands medical attention. The same applies to other cognitive or 
behavioral problems that prevent a person from independently performing his or her 
usual activities. 

    Common sense rule: Serious problems should be taken seriously.  

   Selected Types of Dementia 

 Not are dementias inherently complex, but every individual has a different onset and 
course of disease. And, of course, there are exceptions to every rule. We recommend 
that those interested in more detailed and unusual facets of dementia diagnosis consult 
the many textbooks (e.g.,  [  2,   3  ] ), articles, and courses devoted to such considerations. 
We therefore present the following thumbnail sketches of some common dementia 
types to help in understanding some basic types of common dementias, but, by no 
means do these brief summaries represent comprehensive diagnostic guidelines. 

   Alzheimer’s Disease 

   Signs of Alzheimer’s Disease 

 Since Alzheimer’s Disease (AD) is the most common and most widely studied 
dementia, let us begin with it as our archetypal dementia. The six As of Alzheimer’s 
Disease is a useful way to summarize the  fi ve areas of cognition that may be impaired 
as well as to acknowledge that mood and behavior may also be affected  [  4  ] . Note 
the “A” that is not on the list: Attention. This is because simple attention is usually 
initially well preserved in AD    (Table  2.1 ).  

 AD is a common disease and the most common form of dementia  [  5  ] . Age is usu-
ally the greatest risk factor for disease and AD typically affects people aged 65 years 
and over. Memory is often the “ fi rst and worst” problem and is said to “lead the way” 
in AD. AD usually starts with subtle memory loss and gradually progresses (over 
years) to affect other cognitive domains, such as language, visuospatial skills, motor 
skills, executive functioning (e.g., judgment), as well as behavior. Patients with AD 

   Table 2.1    The six As of Alzheimer’s disease   

 The six As of AD  Common initial symptoms in AD 

 Amnesia  Forgetful of recent people or events 
 Agnosia  Dif fi culty recognizing faces or objects 
 Aphasia  Problems coming up with names of people or objects 
 Apraxia  Impaired ability to operate new car, phone, computer, or gadgets 
 Abstract reasoning  Loss of insight (e.g., reduced awareness of memory problems) 

(executive functioning) 
 Affect and behavior  Apathy, social withdrawal 



10 2 Signposts: What to Look for and When to Seek Help

typically have anterograde amnesia or “encoding” memory de fi cit in which they 
have signi fi cant dif fi culty learning and remembering information even when given 
cues (hints or clues). The memory loss usually begins with recent (“short-term”) 
memory, such that the newest information is the hardest to remember. As the disease 
progresses, remote (or “long-term”) memory also starts to fade. To give one exam-
ple, in the  fi rst few years of AD, a patient may start forgetting the names of his or her 
grandchildren (as these are newer members of the family) and later forget the names 
of more established family members, such as his or her grown children. Eventually, 
he or she may confuse present family members for those he or she knew as a child. 
Another example would be forgetting a recent signi fi cant event like a wedding, a 
party, or a funeral (or the details of such a happening), while still retaining memories 
from decades ago related to school, family life, work, military service, or social 
activities. As AD progresses, a patient may tend to dwell in the past and eventually 
even have dif fi culty recalling these older (“long-term” or remote) memories.   

   Mild Cognitive Impairment 

 Mild Cognitive Impairment (MCI) refers to dementia-type symptoms that are so 
mild as not to interfere with a person’s daily functioning. According to the clinical 
consensus criteria as set out by a National Institutes of Health expert panel  [  6  ] , MCI 
refers to cognitive problems, usually including memory loss, that meet several crite-
ria. The symptoms may be identi fi ed by a patient, a family member, or a clinician. 
The diagnosis should be made clinically, including by formal neurocognitive testing, 
but may include neuroimaging and additional tests of blood, spinal  fl uid, etc. A key 
point in diagnosis of MCI means that a patient retains independence with his or her 
daily activities and therefore does not meet the criteria for dementia. However, over 
5 years, about eight out of ten patients diagnosed with MCI progress or “convert” to 
a diagnosis of AD (or sometimes other forms of dementia) at a rate of 12–15 %/year 
 [  7  ] . Therefore, MCI usually represents the earliest clinical manifestation of AD  [  7, 
  8  ] . In this book, we generally refer only to dementia, but many of the same issues 
apply—or may have future application—for patients with MCI and their families. 

 Besides pure AD, many other kinds of dementia are common. These include 
Vascular dementia (VaD), Mixed dementia (AD + VaD), Dementia with Lewy bod-
ies (DLB), Parkinson’s disease dementia, and Frontotemporal dementia (FTD).  

   Vascular Dementia 

 VaD is a dementia caused by one or more infarcts (strokes) in the brain and/or 
stroke-like changes of small blood vessels (microvascular disease or leukoariaosis) 
 [  9  ] . VaD is also sometimes referred to as Multi-infarct dementia, but since it is not 
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necessary to have  multiple  strokes to incur this diagnosis, we use the more com-
monly preferred term of VaD. If a patient with VaD has a head MRI or CT, the report 
of the radiologist may describe microvascular disease as chronic small-vessel isch-
emic disease or something similar. 

 The symptoms of VaD may relate to the brain area or areas most affected by 
vascular disease. Because microvascular disease typically affects the white matter 
connections of the brain, it interrupts pathways, resulting in slower responses by a 
patient. You can think of this as “taking the long way home.” Thus, this patient 
eventually arrives at a correct response, but in a more circuitous manner than nor-
mal, just as you might have to go a longer way if you were driving and your usual 
route home was blocked. Similarly, VaD often causes a retrieval memory de fi cit 
such that a patient with VaD can recall information if given cues (hints or clues), so 
their memory is often somewhat better than a patient with AD with an encoding 
memory de fi cit (in which the information is not learned and/or stored such that cues 
do not help). That said, a patient with VaD may have a “retrieval” memory de fi cit, 
an encoding memory de fi cit, or a mixture of these types depending on the areas of 
the brain affected by vascular disease. 

 Patients with VaD also often have more striking emotional or “affective” changes 
than patients with AD. They may also have apathy, depression, agitation, disinhibi-
tion (with more impulsive/childlike behavior), personality changes, or a combina-
tion of these. 

 VaD should be considered in patients who have cognitive and/or behavioral 
problems, particularly those with a history of stroke(s). This may be by history 
(someone who has had symptoms of a stroke/s) or radiographically (e.g., on head 
MRI and/or CT). The term “silent” stroke/s refers to an infarct seen on neuroimag-
ing, such as MRI or CT, but with no known clinical symptoms. 

 In many cases, patients with VaD also have vascular disease elsewhere besides 
the brain, including the heart (cardiovascular disease) and peripheral vasculature 
(e.g., peripheral arterial disease). Risk factors for vascular disease associated with 
VaD include smoking, hypertension (high blood pressure), cholesterol abnormali-
ties (dyslipidemia, hyperlipidemia, hypercholesterolemia), obesity, diabetes, 
obstructive sleep apnea, and excessive alcohol    use. Identifying and treating (or 
avoiding) these vascular risk factors are crucial in addressing the root problem/s 
from which VaD stems. They should also be dealt with in other forms of dementias, 
including AD, to which they also may contribute  [  10  ] . 

 VaD may have a more indolent (slower) course than does AD, but the patient’s 
overall course is highly dependent upon the number and extent of vascular risk fac-
tors. If these can be minimized, then the prognosis may improve. If the vascular risk 
factors continue—or worsen—the patients’ overall vascular status, including their 
cerebrovascular function, will most likely decline. The progression of VaD also dif-
fers from AD in that it may be stepwise (with sudden decrements followed by peri-
ods of plateau/stabilization) representing time points at which strokes occur. Some 
recovery of acute symptoms may even occur, but the overall course is one of gradual 
worsening.  
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   Mixed Dementia 

 Mixed dementia is not a mixture of any old type of dementia but refers to the speci fi c 
combination of Alzheimer disease and VaD. As one might expect, the symptoms, 
course, prognosis, and duration are thus a blend of these two dementias and vary 
based on the degree of each involved. Here again, optimizing the treatment of any 
vascular risk factors can affect the patient’s overall health as well as the course of 
his or her dementing illness.  

   Parkinson’s Disease Dementia 

 The cardinal signs of Parkinson’s disease (PD) are rest tremor, bradykinesia (slowed 
movements), rigidity, and postural instability (tendency to fall backwards). These 
motor symptoms typically respond to treatment with antiparkinsonian medications 
and progress very slowly (over decades). Some 20 % of patients have cognitive 
de fi cits in the early stages of PD and round 30–50 % of patients with Parkinson’s 
disease develop dementia but this usually occurs at a relatively late stage of the 
disease  [  11  ] . The cognitive symptoms of PD tend to differ from AD in that they 
often include bradyphrenia (slowed thinking), as well as impairments of attention 
and a retrieval memory de fi cit (rather than the typical encoding memory de fi cit 
of AD)  [  12  ] .  

   Parkinson’s-Plus Syndromes 

 These include DLB (also called Lewy body dementia or Lewy body disease), 
Progressive Supranuclear Palsy (PSP), Motor system atrophy (also known as Shy–
Drager disease), and Striatonigral degeneration. Patients with any of these syn-
dromes have parkinsonism with some, but not all, of the cardinal motor features of 
PD. They also often have other symptoms distinguishing them from pure PD. 
Moreover, Parkinson’s-plus syndromes do not tend to respond (or at least not as 
robustly) to antiparkinsonian medication. Therefore, they often progress over a few 
years (rather than over decades as is typically the case for PD). 

 DLB deserves mention as it is a common cause of dementia. DLB refers to a 
combination of dementia, parkinsonism (Parkinson-type symptoms), psychosis 
(usually vivid visual hallucinations, but delusions and other types of hallucinations 
may occur), and cognitive  fl uctuations, all transpiring within just a few years (usu-
ally less than three)  [  13  ] . Patients with DLB tend to have cognitive and behavioral 
symptoms similar to those seen in Parkinson’s disease dementia but these progress 
more rapidly. The motor symptoms of DLB are often initially less extensive than 
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those of Parkinson’s disease (and tremor may be lacking), but do not usually respond 
as well to antiparkinsonian medications and tend to progress over just a few years 
(rather than over decades for Parkinson’s disease). 

 More information is available through the American Parkinson’s Disease 
Association at   www.apdaparkinson.org     and   www.lbda.org    , the Website for the 
Lewy Body Dementia    Association.  

   Frontotemporal Dementia 

 FTD is a disease that typically affects people under the age of 65, especially in their 
 fi fties or sixties, and may even be the most common dementia in this age group 
 [  14–  16  ] . Like AD, gradual onset and progression are typical. Unlike AD, in which 
memory loss is the most prominent symptom, the  fi rst dementia symptoms in FTD 
are typically language or behavioral problems  [  17–  19  ] . Thus, this disease may  fi rst 
be misdiagnosed as a stroke with aphasia or a psychiatric illness (such as depression 
or bipolar disorder) in a patient with no prior psychiatric history. Patients may also 
present with motor symptoms, such as weakness or Parkinson’s-type symptoms 
(parkinsonism). The patient’s age as well as the onset, course, and associated signs 
and symptoms are keys to the disease and careful neurological work-up is important 
in making the correct diagnosis, addressing any motor aspects of this disease, point-
ing the way to appropriate treatment, and helping to avoid unnecessary, futile, or 
even harmful evaluations or treatments. The clinical presentation (as well as the 
pathology) of PSP and FTD overlap, so PSP may present with FTD and parkin-
sonism may later develop, or vice versa. 

 Helpful Websites for FTD include:

   The Association for Frontotemporal Dementia:   www.theaftd.org      
  Northwestern University Feinberg School of Medicine Cognitive Neurology & 
Alzheimer’s Disease Center   www.brain.northwestern.edu      
  University of California, San Francisco Memory Clinic:   www.memory.ucsf.edu        

 There are many, many other types of dementia and if you are concerned for a 
patient or a loved one who doesn’t have the typical onset and course of AD as out-
lined below, evaluation by dementia specialist, in conjunction with good primary 
medical care, may be imperative to identify alternate causes. If you are concerned 
about a type of dementia not speci fi cally listed here, you can consult with your 
medical professional/s, as well as books, associations, and Websites dedicated to 
speci fi c forms of dementia. The National Institutes of Health A–Z list of diseases is 
especially helpful and can be found at   www.nih.gov    . And, keep reading, the follow-
ing chapters are meant to help professional and family caregivers of patients with 
dementia—no matter what the type.  

http://www.apdaparkinson.org
http://www.lbda.org
http://www.theaftd.org
http://www.brain.northwestern.edu
http://www.memory.ucsf.edu
http://www.nih.gov
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   Traumatic Brain Injury 

 Traumatic Brain Injury (TBI) is a complex subject since each trauma leaves its own 
distinct signature and may be affected by age, preexisting trauma, or other medical 
issues. Besides the type, location, and extent of any given injury (including any loss 
of consciousness), repetition of brain trauma may contribute to cognitive and behav-
ioral de fi cits. TBI may result from many causes, including deprivation of oxygen to 
the brain. Brain injury, particularly repeated trauma with extended loss of con-
sciousness, can also predispose to the development of dementia  [  20  ] . Repeated 
sporting-related head trauma has been linked with Chronic Traumatic Encephalopathy 
 [  21  ] . (Encephalopathy refers to cognitive and behavioral impairments which are 
permanent and may be progressive.)   

   Other Diagnostic Considerations 

 In discussing what dementia is, it is also important to consider what is  not  dementia. 
Before making a diagnosis of MCI or dementia for a patient with gradual cognitive 
and/or behavioral decline, a medical work-up should be done to evaluate for other 
possible primary or contributing causes. Potential etiologies may include depres-
sion, thyroid problems, alcohol dependence, certain medications, B12 de fi ciency, 
obstructive sleep apnea, and neurosyphilis. All may be treatable to some extent. 

 Dementia is typically not a “fast” process, but one that occurs gradually over a 
period of years (even the so-called rapidly progressive dementia, which is rare, 
occurs over months to years). If mental processes deteriorate (or seem to) at a faster 
rate (than years), this generally indicates one of several possibilities: 

 One, the cause is not dementia, but something else, such as a delirium, which can 
cause mental status changes over a period of hours. As a general rule, the rate of the 
deterioration is directly proportional to the speed to which one should seek medical 
attention. That is, the more abrupt the change, the sooner that professional evalua-
tion should be sought. Causes of delirium include head/brain injury, stroke, seizure, 
infection, alcohol, and drug effect (this can include legal medication taken in rec-
ommended dosages). If a person’s mentation changes over a period of hours (or 
shorter), this suggests a serious medical cause, but because of the potential for 
reversibility, if the cause can be properly identi fi ed and treated in a timely fashion, 
the need for immediate medical attention is underscored. 

 Of course, a delirium may be superimposed upon a dementia. This often makes 
diagnosis of dementia in the acute situation dif fi cult, if not impossible, as any delir-
ium must be addressed  fi rst and may obscure (and/or exacerbate) an underlying 
dementia. Diagnosis of an underlying dementing process may be made tentatively 
or even deferred until resolution of a delirium. It is also important to stress that 
patients with dementia may have delirium (and are in fact at higher risk for it) and 
the presence of a dementing illness may obscure diagnosis of an accompanying 
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delirium. For a patient with a previously diagnosed dementia, it is important for 
those who know the person well, including family and professional care providers, 
to note sudden changes in thinking, behavior, or daily function. Furthermore, family 
members and others should emphasize these changes and act as the patient’s advo-
cate in asserting the need for medical intervention, even in a medical setting. In our 
experience as dementia specialists, those who do not know the patient well, includ-
ing health care professionals, may minimize such mental status alterations in a 
patient with a prior diagnosis of dementia:

  An 82 year-old woman with Alzheimer’s disease was living at home with her family. They 
noted her to have increased confusion with sudden interruption in conversation for several 
minutes two nights in a row. The  fi rst evening, the family had brought the patient to an 
urgent care clinic and were told that “Oh, she just has dementia” and they should expect her 
to behave this way as she was “sundowning.” However, this was such a marked change from 
her usual behavior that, when it happened again, they brought her to the emergency depart-
ment of a local hospital. A doctor there noted that the patient appeared to be having possible 
visual hallucinations and kept looking to the right. The doctor discussed this with her fam-
ily who said that they had never noticed her to have such symptoms before. The doctor 
suspected that something like a stroke or infection which might be causing this, but a CT 
scan of her head and tests of blood and urine were normal. The doctor then called the 
patient’s neurologist who also indicated that the patient had no history of hallucinations, but 
that she did have a similar episode of confusion and decreased responsiveness a month 
prior. An outpatient electroencephalogram (EEG) had been done around that time, but did 
not show any abnormal epileptiform activity that would suggest a seizure. However, both 
the neurologist and emergency physician agreed that the patient’s history was now even 
more concerning for possible seizures and that these might be captured on an EEG while 
the patient was having such symptoms. Therefore, an EEG was performed in the emergency 
department. The patient was found to have abnormal epileptiform activity consistent with 
seizure. She was started on seizure medication, her symptoms resolved, and she did not 
have any further spells. Her family and neurologist agreed that her behavior had also 
returned to her usual baseline (i.e., what was normal for her) after starting such medicine.   

 In such a scenario, it is extremely helpful to consult with the patient’s usual 
medical team for input into the alteration from their usual medical condition. And 
family members shouldn’t assume that hospital personnel, either in the emergency 
department or elsewhere, will automatically contact a patient’s primary care pro-
vider or specialist. 

 We recommend that family members not only request emergency or other hospi-
tal personnel to inform a patient’s existing medical providers of admission (to the 
Emergency Department and/or hospital), but that the family also call the patient’s 
usual medical team to ensure that they are informed of the patient’s situation. We 
believe that any good primary care physician wants to know when and why one of 
their patients has to go to the hospital and that any dementia specialist following the 
patient does as well, whether to provide professional medical history/records for the 
patient and their hospital team, make medication recommendations, visit the patient, 
or to provide information for the patient’s medical record and follow-up care regard-
ing changes in clinical course, hospital evaluation, and/or any medication reactions. 
Someone, be it a family member and/or medical professional, who is familiar with 
a patient’s history can make all the difference in advocating for the patient’s best 
interests and helping secure the most appropriate medical care. 
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 Another explanation for cognitive decline in dementia that is faster than expected 
is that a person with a dementing illness may have “unmasking” of the disease due 
to a stressor (and more often, multiple stressors) which makes the onset appear 
more abrupt than it actually is. In our clinical practice, the most common stressors 
are hospitalization, surgery (whether or not hospitalization is involved), death of a 
spouse or other caregiver, and/or a move. Hospitalization often involves a number 
of stressors, including being away from one’s home, family/caregiver, and daily 
routine; pain; illness; addition or alteration of medications; as well as surgical and/
or other medical procedures, invasive or otherwise. A person with dementia may 
function well in his or her own environment, but be extremely vulnerable to decom-
pensation, which serves to make the change in his or her mental status appear much 
more abrupt than it actually is.

  A 74 year-old man who lived alone was admitted to a Veterans’ Affairs hospital with gastric 
distress and underwent various gastric procedures. He was issued the standard hospital 
hygiene kit, but seemed befuddled as to how to perform basic Activities of Daily Living 
(ADLs), such as shaving. His family was consulted and they reported that he had no prob-
lems living independently, including using the shaver that he had kept in the same location 
on his bathroom shelf “for 40 years.”   

 Another possibility is that a patient’s history is unknown, not well known, or not 
recognized as a problem until the occurrence of a signi fi cant crisis.

  A 78 year-old woman who lived alone was admitted to a geriatric medical  fl oor for correc-
tion of dehydration after she was found on the  fl oor by her family after she had a fall. Her 
geriatric team requested consultation from a dementia specialist after the patient persisted 
with cognitive problems even after her dehydration was corrected and no other signi fi cant 
medical problems were found. The geriatric team had spoken with the family who con fi rmed 
that the patient lived alone and “independently.” The dementia specialist evaluated the 
patient and found her to have excellent attention (which is usually impaired in cases of 
delirium) but moderate-to-severe impairments of memory and executive functioning. The 
specialist obtained new history from the family which indicated that the patient didn’t drive 
and that, over the last year, they had assumed management of her  fi nances and done all of 
her grocery shopping and some of her housekeeping.    

   Summary 

 The main aspects, or “ABCs,” of dementia are  A ctivities,  B ehaviors, and  C ognition. 
Memory loss is the most common sign of dementia, but there are many types of 
dementia and even the same type of dementia may differ in presentation among 
individual patients. While dementias are generally not curable, and few are revers-
ible, such illnesses often can be treated to some extent. It is important to identify 
and treat any other medical conditions, such as delirium, which may worsen or 
mimic a dementia. If this chapter has helped you decide that you do, in fact, need to 
get help for someone with dementia, the next chapter will guide you on the how-to 
of  fi nding it.  
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   Websites 

 Alzheimer’s Association:   www.alz.org     
 American Parkinson’s Disease Association:   www.apdaparkinson.org     
 Lewy Body Dementia Association:   www.lbda.org     
 Association for Frontotemporal Dementia:   www.theaftd.org     
 Northwestern University Feinberg School of Medicine Cognitive Neurology & 
Alzheimer’s Disease Center   www.brain.northwestern.edu     
 University of California, San Francisco Memory Clinic:   www.memory.ucsf.edu     
 The National Institutes of Health:   www.nih.gov      

   Common Sense Rules 

    Most types of dementia are treatable.  • 
  Memory loss is the most common, but not the only, sign of dementia.  • 
  Serious problems should be taken seriously.         • 
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   “A journey of a thousand miles begins with a single step.”
—Lao Tzu   

 Chapter   2     dealt    with    when help should be sought on the basis of symptoms of 
dementia. This chapter addresses how and where to  fi nd the right type of assistance 
and the important role of family members (or their surrogates), in conjunction with 
medical professionals, on this quest for the right diagnosis, treatment, and addi-
tional support. 

 The major actions involved in procuring such help are (1) advocating for the 
person with dementia; (2) identifying a physician/s who can provide appropriate 
assessment, diagnosis, and plan (and accompanying the patient to visits with said 
doctor/s); and (3) seeking additional resources for the patient and for the caregiver. 
If you are reading this book, you have already taken an important  fi rst step. 

   Advocating for the Person with Dementia 

 This section is primarily intended for family members and/or those with medical 
power of attorney (POA) for patients with warning signs of dementia. However, it 
may also provide valuable guidance for professionals to keep in mind as they assist 
patients and families. 

 If you are concerned that your loved one has dementia, then the ball has landed 
squarely in your court. Someone with cognitive and/or behavioral impairments may 
have dif fi culty arriving at appropriate medical care on his or her own and deserves 
an advocate towards this goal. Someone with dementia often lacks full awareness of 
his or her condition and won’t seek help on his or her own. A person with dementia 
also doesn’t generally bring cognitive or behavioral symptoms to the attention of 
his or her primary care physician. In addition, most general practitioners don’t 
 routinely screen for dementia. Therefore, it is up to a family member (or surrogate) 

    Chapter 3   
 Finding Help         
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to support the patient in obtaining the proper evaluation, diagnosis, and treatment. 
In practical terms, this usually means that a family member must  fi nd a doctor 
(or doctors) to carry out such assessment and management. 

 One of the most important things that you can do for a family member with 
dementia or suspected dementia is to attend his or her doctors’ visits. This means 
that you (or your surrogate) should not just wait in the waiting room. We should all 
be so lucky. A doctor’s of fi ce can be stressful on a good day, and often we are there 
when we are at our sickest and most vulnerable. Having a medical partner attend 
physician visits is a good idea for everyone, but particularly so in the case of some-
one with possible dementia. Someone who has memory problems may forget to 
relate certain information and this could be serious if he or she forgets important 
elements of his or her medical history, such as allergies. Also recall that patients 
with dementia may lack insight or awareness of their problems and physicians may 
not learn about cognitive de fi cits unless they speci fi cally screen for them (and most 
doctors don’t routinely do so). Patients with memory loss due to AD have the most 
dif fi culty learning and recalling novel information and this would include any new 
diagnosis or newly prescribed medications. 

    Common sense rule:    Someone with memory problems (or similar) should not 
go to the doctor alone.  

 In the case of physical examinations, the patient, doctor, and family member should 
work together to decide on the best plan. For patients with moderate-to-severe 
dementia, it may actually be more reassuring for the patient to have a familiar 
family member in the room than to be alone. It may also be helpful for a family 
member/medical POA to witness medical exams or procedures to assess a patient’s 
stress level and help decide when it is no longer worthwhile to continue or repeat 
evaluations, particularly invasive ones like gynecological exams. 

 One of the other important functions of a family medical advocate is to call a stop 
to screening invasive and/or potentially painful examinations and procedures when 
dementia progresses to a severe stage. Three important questions to ask before an 
examination or procedure: Do the risks (e.g., the pain or distress from an examina-
tion or procedure) outweigh potential bene fi t/s? Will the evaluation change the 
patient’s management/treatment? Can it help improve the patient’s quality of life? 
For example, it may not be necessary to continue screening mammography, colonos-
copy, or lab tests if these are dif fi cult and/or will not change what is being done for 
a patient with severe dementia. If it is clear that a patient with severe dementia 
would not be subjected to any surgical biopsy, lumpectomy, or other procedure for 
a breast lump, no matter how suspicious, then there is no point in continuing to 
perform (and pay for) mammograms. The patient, family, and community would be 
far better served by placing time, effort, and  fi nances towards optimizing a patient’s 
quality of life. Another important example is avoiding the placement of a feeding 
tube for a patient with severe dementia as this has not been shown to be bene fi cial 
 [  1–  3  ] , but, unfortunately, continues to be done, sometimes with little or no input 
from a patient’s family  [  4  ] . If a doctor or a health care team fails to bring up these 
issues, a family member or medical POA should raise them. It’s often hard for 



21Advocating for the Person with Dementia

 doctors and families NOT to do an exam or procedure. It’s hard to say no. But it can 
be much easier—and kinder—to refuse a test or procedure than to deal with an 
abnormal result—or an adverse outcome. 

    Common    sense rule: A good advocate may have to speak out and—know when 
to say no.  

 As noted above, to be a credible advocate, you have to be there. It takes at least two 
to diagnose dementia. Most often information from a family member is necessary 
in making the diagnosis. But what if you live far away or can’t attend doctors’ visits 
for another reason? Then, before you  fi nd a specialist for the patient, you  fi rst need 
to  fi nd someone to act as the patient’s advocate in your stead. 

 If family members/medical POA are not available due to constraints of time, 
geography, their own health issues, or other reasons, they should enlist the help of 
others, including other family members and/or a professional caregiver. A geriatric 
care manager is usually the best bet for faraway families and can be found via the 
Internet (e.g., the National Association of Professional Geriatric Care Managers 
Website:   www.caremanager.org    ) and area agencies on    aging. A geriatric profes-
sional care manager can perform a home evaluation to assess a patient’s needs, 
arrange doctors’ appointments and accompany the patient to these, and assist in 
many other ways (although they require payment for their services). 

 A professional health aide or similar caregiver hired privately or from a home 
health agency may be able to help a patient in a variety of ways, including accom-
panying patients to doctors’ visits. A home health agency may perform a needs 
assessment; however, this is typically not as comprehensive as that of a geriatric 
care manager. A private nurse is usually the most expensive option, but could cer-
tainly apply his or her professional expertise to advantage in a clinical setting. 

 All professionals should be vetted for prior experience with geriatric and demen-
tia patients. Certi fi cations, references, and recommendations should be sought, 
including from doctors, other medical personnel, and organizations like your local 
Alzheimer’s Association chapter, as well as friends and family. Do a background 
check or con fi rm that one has been done (as is typically the case for employees of a 
home health agency). 

 If it is not possible for a family or professional caregiver to attend doctors’ visits, 
close friends, neighbors, housekeepers, and/or coworkers may have to step in. It is 
helpful if such intermediaries have the support of any next-of-kin. This may include 
forms designating medical POA, contact information for family members, and/or a 
brief letter from a family member outlining the situation. Be advised that only the 
patient can designate a POA. Laws vary from state to state, but generally speaking, 
a person with the ability to understand such designation may name a durable medi-
cal POA to speak for him or her. Therefore, a patient with dementia may be able to 
designate POA in the earlier stages of dementia, but not in the later stages. Once a 
patient’s dementia is severe enough to impair his or her understanding and judg-
ment, a POA can no longer be designated. In this case, the next-of-kin must substi-
tute judgment. This must be a living relative. The spouse would be considered the 
 fi rst next-of-kin, then parents, any adult children next, then any brothers or sisters, 
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and so on. Unfortunately, in the case of multiple parties sharing equal decision-
making power (e.g., more than one child), con fl icts may arise, sometimes necessi-
tating costly legal proceedings, even guardianship proceedings, which may cost 
tens of thousands of dollars. Avoiding the heartaches, headaches, and other costs of 
family disagreements represent some of the many important reasons why everyone 
of legal age should designate a durable medical POA (and legal/ fi nancial POA as 
well) (also see Chap.   14    ). 

 Some doctors will allow for phone-conferencing during a patient appointment 
(this is usually most practicable during discussion of diagnosis, etc., rather than dur-
ing the history or physical examination portions of the visit) or at another scheduled 
time (usually at an additional cost since most insurance plans, including Medicare, 
do not reimburse for this). 

 So now you know that you (or another responsible party) need to go to the doctor 
with your loved one. But,  fi rst you have to  fi nd the right doctor.  

   Primary Medical Care 

 Once a problem of possible dementia has been identi fi ed by someone like a family 
member or a primary care practitioner, one of the important  fi rst steps is to  fi nd a 
medical professional knowledgeable in evaluating and treating this disease, just as 
one would for any major health problem, such as heart disease or pain. 

 Fortunately, nowadays, most people have access to a variety of resources to  fi nd 
such specialist. On the other hand, such specialists are often few and far between, 
especially in rural areas. 

 If symptoms occur rapidly (over hours or more quickly), emergency medical 
attention should be sought as this is unlikely to be dementia (it could be delirium or 
another problem superimposed on dementia). 

 If symptoms occur gradually, the  fi rst point-of-care should be the patient’s pri-
mary care physician. If the patient does not have one, this is a signi fi cant de fi cit in 
the patient’s health care and a primary care provider should be sought to address any 
and all medical issues, possibly including dementia, prior to a consultation with a 
dementia specialist. It is important that medical conditions, including cardiovascu-
lar (such as high blood pressure, high cholesterol), endocrine (diabetes and thyroid 
problems), and pulmonary/respiratory conditions (such as sleep apnea or chronic 
obstructive pulmonary disease) be addressed, as these may cause or contribute to 
cognitive problems. 

    Common    sense rule: Everyone should have a primary care physician.  

 A primary care physician may be quali fi ed, willing, and able to diagnose and man-
age dementia, but, unfortunately, all too many cases of dementia go undiagnosed 
and untreated, as has been documented for AD  [  5  ] . General practitioners can cer-
tainly address dementia, but they often do not have the time and it may not be given 
a high priority due to the plethora of other medical issues that must be addressed for 
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a single patient. Therefore, we strongly recommend consideration of a referral to a 
dementia specialist and/or center or clinic. 

 That said, it is usually worthwhile to  fi rst visit with a patient’s family doctor to 
discuss symptoms concerning for dementia and the best plan of action for the 
patient, including any primary medical work-up, such as blood tests, that should be 
done. Make sure to ask the primary care doctor for his or her expert recommenda-
tion regarding the best specialist dementia doctor/s in the patient’s geographic area 
and a referral to one of these. The primary care doctor may be relieved to have such 
expert support as dementia typically involves complex and time-consuming evalua-
tion and counseling. If this doctor doesn’t have a recommendation, the next section 
will help you  fi nd a dementia expert or a clinic. 

    Common    sense rule: See the primary medical doctor  fi rst.   

   Identifying a Specialist 

   Who Are Specialists? 

 Dementia specialists go by a number of titles and specialties. The authors of this 
book are a geriatric psychiatrist (CM) and behavioral neurologist (AL). These repre-
sent subspecialties of psychiatry and neurology, respectively. Medical doctors spe-
cializing in dementia include psychiatrists (especially geriatric psychiatrists), 
neurologists (especially behavioral neurologists and geriatric neurologists), and ger-
iatricians. These doctors may have a doctorate in medicine (M.D.) or Osteopathy 
(D.O.) and are quali fi ed to diagnose medical illness and prescribe medications. Other 
professionals, such as psychologists, neuropsychologists, geriatric and psychiatric 
nurses, nurse practitioners, and physician assistants, may also play an integral role in 
the evaluation and treatment of dementia, often in concert with physicians. 

 Neurologists and psychiatrists are medical doctors (M.D. or D.O.). After medi-
cal school, they complete a 1 - year medical internship and 3 years of residency in 
their specialty. Neurologists diagnose and treat diseases of the entire nervous sys-
tem, including the brain. There is often confusion between what psychiatrists and 
psychologists are and do, so let us make that clear: Psychiatrists diagnose and treat 
mental illness. Such treatment may include medication and psychotherapy (“talk 
therapy”). Psychologists also assess mental health and provide invaluable services 
in the form of psychotherapy and neuropsychological testing. However, a psycholo-
gist earns Doctor of Philosophy degree (Ph.D.) which does not allow for the pre-
scribing of medication in most states. 

 Psychotherapy can be especially valuable for caregivers, but it may be limited or 
pose special challenges for patients with dementia, who may lack the insight (aware-
ness of their problems) necessary for such therapy. Nevertheless, patients, as well as 
caregivers, may certainly bene fi t and its merit should be judged on an individual—
and ongoing—basis. 
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 Neuropsychologists are specially trained psychologists who perform and inter-
pret psychometric assessments, such as Intelligence Quotient (IQ) tests, in which 
cognitive abilities are scored. A comprehensive neuropsychological evaluation 
includes the administration and scoring of a panel of such tests along with an 
 interpretation of the results. The technical expertise and opinion of a neuropsy-
chologist may be helpful, or even essential, in the evaluation of dementia, especially 
in complex or unusual cases of dementia, mild cognitive changes, and/or evaluation 
of capacity (discussed further in Chap.   14    ). 

 Neurologists and psychiatrists have training in the evaluation and treatment of 
dementia, but this varies and should be veri fi ed, as should board-certi fi cation. In the 
United States, psychiatrists and neurologists may earn board-certi fi cation from the 
American Board of Psychiatry and Neurology by completing a residency in their 
 fi eld and passing a specialty board examination. Such doctors are considered “gen-
eral” neurologists or psychiatrists. Some neurologists and psychiatrists also pursue 
additional training and/or certi fi cation in a speci fi c aspect (“subspecialty”) of their 
 fi eld. Such subspecialty certi fi cation usually entails an additional 1–2 years of fel-
lowship training as well as passing a written subspecialty examination. Doctors in 
subspecialties of Geriatric Psychiatry, Geriatric Neurology, or Behavioral Neurology 
have additional training in dementia, but are few and far between, so you are in luck 
if you  fi nd one. Most practice at academic medical centers, such as medical schools. 

 General neurologists and psychiatrists are typically familiar with diagnosing and 
treating dementia. Psychiatrists have additional training in the management of 
behavioral and psychosocial issues, whereas neurologists have special expertise in 
addressing motor and mobility issues (e.g., weakness, falls) and stroke risk factors 
and complications. If you are lucky enough to have a choice of specialists, focus on 
problems which are the worst. A patient with dementia might be evaluated and 
treated by a psychiatrist or a neurologist. But, one who has irritability might be bet-
ter served by a psychiatrist, whereas one who has dif fi culty walking might bene fi t 
more from a neurological evaluation. In some cases, it may be helpful to have the 
two specialists work together. For example, in the case of Parkinson’s disease 
dementia or DLB, a neurologist may attend to the patient’s motor symptoms, while 
a psychiatrist might treat the patient’s hallucinations. 

 A geriatrician is a primary care physician who has additional training and 
certi fi cation in the treatment of patients 65 years and older. Because age is a major 
risk factor for dementia, it is a disease commonly seen in the elderly, so geriatri-
cians, by de fi nition, usually have a great deal of experience with dementia. They are 
expert at carefully shepherding the care of patients with advanced dementia to opti-
mize quality of life and avoid unnecessary, expensive, and potentially harmful 
exams and procedures. On the other hand, if their time and attention must necessar-
ily focus on the management of signi fi cant medical issues other than dementia, a 
referral to another specialist, such as a neurologist or a psychiatrist, may help every-
one—the patient, the family, and the doctor. 

    Common    sense rule: Experience and training are more important than title.    
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   Why Consult a Specialist? 

 An evaluation by a dementia expert helps ensure proper diagnosis and treatment and 
referral for appropriate research opportunities, as warranted. The earlier in the dis-
ease course a patient has such an assessment, the better in terms of optimizing 
diagnosis (it is easier to make a speci fi c diagnosis before the disease progresses as 
initial symptoms are key in making this determination), management (including 
future planning), and prospects for participation in research studies. On the other 
hand, there is a shortage of such specialists and the time, money, and other effort 
required if one can be located may be prohibitive. One option is for a patient to have 
a one-time consultation with a dementia specialist who can send a diagnostic report 
and recommendations to the patient’s general practitioner, who can then follow up 
on these. While it is not necessary for every patient with suspected dementia to see 
a specialist, we highly recommend at least one consultation with such an expert 
when a patient has unusual symptoms (e.g., early hallucinations or motor symp-
toms), onset (e.g., before age 65), or course (e.g., progression is more rapid than 
months-to-years). 

    Common    sense rule: Unusual medical cases deserve the attention of a specialist.   

   How and Where Can I Find a Specialist and Other Resources? 

 As discussed above, the  fi rst and best step in  fi nding a specialist is to obtain a refer-
ral for one from the patient’s family physician. However, it may be worthwhile to 
obtain recommendations from other sources as well. You might ask a patient’s other 
doctors, other doctors in the patient’s locale, your own doctors, and other medical 
professionals (do not underestimate the knowledge base of medical of fi ce staff who 
are usually well acquainted with local doctors). Word of mouth from others in your 
shoes (family, friends, and neighbors) can also be very helpful, although their 
knowledge of medical professionals may be limited to personal experience. 

 Because there is a desperate shortage of geriatric psychiatrists, it may be dif fi cult 
to  fi nd one. The American Association for Geriatric Psychiatry (AAGP) provides 
valuable information for patients and families on their Website (  www.aagponline.
org    ), including a search engine to  fi nd a geriatric psychiatrist in your area. 

 A list of National Institutes of Health (NIH) Alzheimer’s Disease Centers may be 
found online at   http://www.nia.nih.gov/Alzheimers/     or by calling 1-800-438-4380. 
These centers generally offer a number of quali fi ed specialists and other support, as 
well as research opportunities. Once even a tentative dementia diagnosis is made, 
we recommend consulting the A–Z listing of diseases at the NIH Website (  www.nih.
gov    ) and  fi nding the patient information and national support group for that particu-
lar disease. The Alzheimer’s Association (  www.alz.org    , telephone help line: 1-800-
272-3900) and its local chapters can help locate specialists and also provide a variety 
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of other resources regarding all types of dementia. You can also sign up for their 
electronic newsletter. Depending on the type of dementia, other local and national 
support groups, such as the Association for FTD (  www.theaftd.org    ), and the Lewy 
Body Dementia Association (  www.lbda.org    ), may be bene fi cial. Attending a care-
giver support group, class, course, or symposium may be a great source of informa-
tion and networking, even (and perhaps especially) during the breaks. In between 
sessions, take the opportunity to meet and talk to professionals and nonprofessional 
caregivers alike and bene fi t from their experiences and suggestions. A number of 
other caregiver Websites including   www.caring.com     may assist you. You can set up 
Google alerts for news on dementia and/or a speci fi c type of dementia to receive 
updates on these topics. A signi fi cant method of helping someone with dementia is 
to educate yourself. If you don’t use a computer, try reading books such as this one, 
calling one or more of the organizations listed above, and visiting their local 
branches, which often include libraries with free publications. 

    Common    sense rule: Identify the resources that help you the most and learn 
from these.  

 No matter where you get your information—from person, print, or PC—consider 
your source. It’s usually best to start with reliable organizations, such as the NIH, 
which are not trying to sell something and which have a good scienti fi c and medical 
foundation. Unethical businesses (Web-based or bricks-and-mortar) may take 
advantage of the most vulnerable members of society, including the sick and elderly. 
Remember that the Food and Drug Administration does not routinely regulate herbs, 
vitamins, minerals, etc., so manufacturers and marketers of these may make just 
about any claim that they want. This point is so important as to reiterate, these alter-
nate therapies can be marketed on the basis of unproven statements. Check with a 
doctor and/or other trusted sources—who do not sell such items. 

    Common    sense rule: Caveat caregiver!   

   What if I Can’t Get My Loved One to the Doctor 
for Memory Problems? 

 The most common obstacle in getting a loved one with suspected dementia to a doc-
tor for evaluation is his or her lack of insight into memory or similar de fi cits. 
A person with dementia may take offense at a suggestion of memory problems 
(or similar), having to see a new doctor regarding such and/or having a family mem-
ber come along. Often the less said, the better. The more routine and nonchalant the 
process is the more likely it is to proceed. 

 Most patients will listen to their doctor. So, as suggested above, start with the 
primary care physician. Find out when the patient’s next appointment is and accom-
pany him or her to it (without creating a lot of fanfare). If this is out of the norm and 
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the patient questions you about your going along, tell him or her honestly that you 
have some questions for the doctor. (If your loved one is suspicious or balks at the 
idea of your presence at their appointment, call the of fi ce and/or fax or mail a note 
advising the doctor of your concerns. Although physicians cannot discuss a patient’s 
care without consent, they can freely accept any pertinent information.) 

 Most people say they don’t like doctors but usually have a good relationship 
with their personal physician and willingly follow the direction of their personal 
physicians to see a specialist. If not, you may wish to see if the primary care doctor 
is comfortable evaluating and treating dementia—or at least making a start (it may 
be possible to consult with a specialist later). 

 Sometimes patients are willing to see a specialist for a problem other than a cog-
nitive one. Someone who is unwilling to see a neurologist for memory loss may be 
willing—or even eager—to do so for problems with pain, insomnia, or problems 
with gait (walking) or balance. Stigma regarding seeing a psychiatrist may be con-
quered by explaining that such a doctor is expert in reviewing medications to see if 
any can cause or contribute to issues with memory, energy level, or sleep. It is okay 
if a loved one’s chief concern is different from yours. 

 If none of these measures are successful, and you can’t even get the patient to see 
a primary care doctor, consider exploring the option of geriatric house calls. You can 
check with local hospitals regarding availability. If geriatric house calls are not 
available in the patient’s locale, consider hiring a professional geriatric care man-
ager to perform a home evaluation and assessment of the needs of the patient and 
family. Call the Alzheimer Association helpline or consult the Website as to other 
suggestions and resources. Finally, if a patient’s basic health and safety are at risk, 
it may be necessary to get emergency or adult protective services involved. 
Unfortunately, emergency services and hospitals are not optimal for dealing with a 
chronic problem like dementia, so families may be back to square one if a patient is 
discharged home immediately due to lack of medical justi fi cation for hospitalization 
or after a brief hospital stay. Adult protective services may make decisions for the 
patient independent of family input. Happily, in most cases it doesn’t come to this. 

    Common    sense rule: A patient’s chief concern/s should be respected and 
may differ from a caregiver’s. The priority is to obtain appropriate medical 
evaluation.   

   Summary 

 As we mentioned in the beginning of this chapter, the major steps involved in get-
ting help are (1) advocating for the person with dementia; (2) identifying a 
physician/s who can provide appropriate assessment, diagnosis, and plan (and 
accompanying the patient to visits with said doctor/s); and (3) seeking additional 
resources for the patient and for the caregiver. The next chapter will expand on these 
steps and assist any family member to act as a strong patient advocate in acquiring 
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the knowledge and answers you seek as you accompany your loved one to the 
 doctor. Now that you know where to go for help, the next two chapters show you 
how to get the answers you need.  

   Common Sense Rules 

    Someone with memory problems (or similar) should not go to the doctor alone.  • 
  A good advocate may have to speak out and—know when to say no.  • 
  Everyone should have a primary care physician.  • 
  See the primary medical doctor  fi rst.  • 
  Experience and training are more important than title.  • 
  Unusual medical cases deserve the attention of a specialist.  • 
  Caveat caregiver! (Carefully consider the source of any information.)  • 
  A patient’s chief concern/s should be respected and may differ from a caregiv-• 
er’s. The priority is to obtain appropriate medical evaluation.     

   Websites 

 Alzheimer’s Association:   www.alz.org     
 AAGP:   www.aagponline.org     
 Association for Frontotemporal Degeneration:   www.theaftd.org     
 National Association of Professional Geriatric Care Managers:   www.caremanager.org     
 Lewy Body Dementia Assocation:   www.lbda.org     
 NIH/National Institute on Aging:   www.nia.nih.gov     and   www.nia.nih.gov/Alzheimer’s          
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   “Chance favors the prepared mind.”
—Louis Pasteur   

 Chapter   3     explained the who, what, and where of locating a dementia specialist and 
other resources. Now, we show you how to ensure that the doctor gets the informa-
tion necessary to assist a patient and family get the help they need. 

 If you    are a family    member, this chapter should prepare you and your loved one 
for the doctor’s visit and set the stage to  fi nd the answers you seek. Anyone else who 
plans to accompany the patient to the clinic may also  fi nd it useful. Finally, it may 
be bene fi cial for professionals in acquiring complete medical records and laying the 
foundation for a successful medical evaluation for dementia. 

 We offer a checklist (Table  4.1 ) to assist you on this mission and will review each 
component in detail in this chapter. To make the most of a visit with a doctor, do 
everything you can in advance to maximize the precious—and limited—amount of 
face-time that you will have.  

    Common sense rule: Be prepared.  

   Before You Go to the Doctor 

   Making an Appointment 

 Setting up    a doctor’s visit may seem obvious and routine, but it is a little different 
when you are arranging an appointment for someone else. We have found a number 
of tips that facilitate the process—and may get you and your loved one in to see the 
doctor sooner. 

    Chapter 4   
 Preparing for a Visit to the Doctor         
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 Many people delay this step—Don’t! Most specialists and dementia centers have 
a waiting period which may be up to several months long. What this means is that if 
you delay setting up the appointment for days or weeks or months, you may have to 
wait not only that long but even a few months more before seeing the doctor. So, call 
to make an appointment as soon as you have a recommendation and/or doctor’s 
referral, if needed. 

 If you want to try to get in sooner and your schedule is  fl exible, ask if the doctor 
has a waiting list in case of cancelations and ask to be placed on this. (If you do, 
make sure to have completed all of the necessary paperwork and know how to get 
to the doctor’s of fi ce, so that you can be ready quickly in case you are called.) 

    Common sense    rule: The earlier you call, the sooner you will get answers.  

 Most of the time, a patient’s family member will be the one calling a specialist’s of fi ce 
to arrange appointments. Have your calendar (as well as the patient’s) handy when 
you call, in order to schedule the date and time that work best for everyone. Be sure 
that you have a patient’s basic demographics (name, date of birth, address, phone 
number, etc.), contact information for primary and referring physicians, and insurance 
card/s and information. You should also make sure that the doctor’s of fi ce has your 
name and phone number as the contact person. Even though it has always been our 
of fi ce procedure to obtain all of these details, we have still encountered situations in 
which we have only had the patient’s phone number on  fi le and were unable to reach 
a family caregiver regarding an appointment (e.g., a reminder phone call or schedule 
change) and an appointment has been forgotten or a chance for an earlier appointment 
missed. Make sure that the doctor’s of fi ce also has your name and address so that such 
items as forms, appointment reminders, and bills will be mailed to you. 

   Table 4.1       Checklist for doctor’s appointment   

   Obtain basic demographics (address, etc.), insurance, and pharmacy plan details and make • 
copies of cards/information 
   Make appointment with primary care doctor • 

   Obtain recommendation/referral for specialist  –

   Make appointment with specialist • 
   Obtain medical records including neuroimaging compact discs or  fi lms and medical Power of • 
Attorney documents 
   Medication list including: • 

   Allergies/sensitivities  –
   Doctors’ names, #’s, and specialties  –
   Pharmacy name and #  –

   Medical history summary including patient’s past medical and surgical history and family history • 
   Your list with current symptoms and your questions and concerns • 
 For a patient in a long-term care facility: • 
   Notify facility in advance of any doctor’s visits • 
   Request a copy of the Medication Administration Record (MAR) to bring to each doctor’s visit • 
   Request blank order form/note from care facility • 
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    Common sense    rule: Don’t rely on someone with signi fi cant memory loss 
(or similar) to schedule or remember appointments, etc.  

 The doctor’s of fi ce may request—or require—medical records from a patient’s doc-
tor, doctors, and/or hospitalization/s, as well as any neuroimaging (CT, MRI, and 
PET scans). Some clinics prefer to handle this on their own as a doctor-to-doctor 
process. Unfortunately, sometimes requests go unheeded and records aren’t sent. 
They can also be mis fi led or somehow otherwise not available. We therefore encour-
age you to  fi nd out exactly what records a doctor needs and hand-carry them with 
you to the appointment. This acts as a fail-safe if one doctor’s of fi ce is unable to 
obtain records from another or can’t  fi nd ones that were sent. If you want to drop off 
the records yourself (or the doctor’s of fi ce requests or requires this), do so only after 
making copies for yourself. If you request any neuroimaging, get at least one copy 
of each test and report on a compact disc for yourself (and future reference). You 
should also bring copies of any medical Power of Attorney documents. Use your 
favorite type of organizer to keep everything handy, portable, and in one place. 

    Common    sense rule: Make and  fi le copies of medical records.  

 Some of fi ces, clinics, hospitals, or neuroimaging facilities may charge a patient or 
patient’s family representative or medical POA for records (but don’t charge treat-
ing physicians for the same). We would prefer that patients and families avoid the 
burden of such a fee. So, if you run into this problem, make sure that the dementia 
specialist’s of fi ce has all the contact information needed to obtain such records and 
CALL and make sure that they have all of these records as far in advance of the 
appointment as you can. If the new doctor hasn’t received records from any of these 
sources, request that the staff try again. Most importantly, avail yourself of this 
opportunity to directly contact the source yourself, explain the situation, and offer 
to pick up the record … IF it can be provided free of charge! (And, as always try to 
obtain or make a copy for your  fi les.) 

    Common    sense rule: Provide relevant past medical records to a new doctor.  

 Most dementia specialists need recent labs and notes from a patient’s primary phy-
sician (and/or any other doctor who is referring the patient to the specialist). If a 
patient has seen a psychiatrist or neurologist recently,  for whatever reason , these 
records are usually extremely valuable. Of course, the results of any prior dementia 
evaluation should also be made available. These include any doctor’s notes, neurop-
sychological evaluations, and results of any prior neuroimaging, such as CT, MRI, 
and PET scans of the brain or head. The specialist will want to read the radiologist’s 
report of the neuroimaging and may also want to review the actual images. Check 
with your specialist’s of fi ce as to whether it is best to bring such neuroimaging 
results in on a compact disc or via printed copies of the  fi lms. This can avoid wasted 
time and unnecessary repetition of tests. 

 Of course, it’s a good idea to make sure you have everything, but we generally 
 fi nd it’s best to leave a detailed review of the medical records to the doctor. It may 
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be depressing and/or anxiety-provoking for a patient or family member to read 
through these as they general focus on problems and abnormalities. In this case, a 
little knowledge can truly be a dangerous thing. If you are really interested, you 
might ask the doctor for an overview. 

    Common sense    rule: Bring medical records directly to the doctor.   

   Forms 

 We know that medical forms can be time-consuming and seem redundant. And, we 
all hate to do paperwork. However, this is a necessary and important step. It also 
allows for a physician to spend less time gathering a medical history and more time 
to spend with a patient and family in discussing diagnosis and answering questions. 
So, our recommendation is—just do it! 

 First,  fi nd out if the doctor has any new patient forms and obtain these from the 
of fi ce, by mail, fax, or via an online Website. Complete these in full and  fi nd out if 
you need to mail or fax these to the doctor’s of fi ce or bring them in at the time of the 
appointment. You may wish to call ahead of the appointment and verify that all 
paperwork has been received. Make sure to indicate in a prominent place if you are 
completing forms for someone else and your relation to them and/or any Medical 
Power of Attorney. Be certain to make a copy (or copies) for yourself and bring 
these to the visit. 

    Common sense    rule: Complete all necessary forms and make copies for yourself.   

   Medication List 

 One of the most important reasons to see a specialist (or any doctor) is for a review 
of medications, determining which may help—or harm—memory and other aspects 
of a patient’s health, and adjusting them accordingly. No changes can be made 
unless a physician knows what a patient is—and is not—taking. New drugs can’t be 
prescribed (due to risk for duplication or adverse drug reactions) and old ones can’t 
be altered without this knowledge. A new cognitive enhancer can’t be added and 
something that might be hurting memory can’t be withdrawn. 

 We can’t tell you how many times that we have heard, “I forgot the medication 
list. Can I call/fax/email it to you later?” A doctor must have an accurate medication 
list at each appointment to review current medications and make changes (including 
additions), as appropriate. Having this information after the appointment doesn’t 
allow the doctor, patient, or family member to make the most of this visit. And, no 
one wants to have to wait until the next visit if there are any problems, issues, or 
potential new medications that could and/or should be addressed immediately. 
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    Common sense    rule: A doctor can’t prescribe new medications (or make 
changes to old ones) without knowing what a patient is already taking.  

 Thus, a medication list is one of the most important tools that you can bring to the 
doctor. Here are some helpful hints to ensure that you always have a medication list 
in hand. Make sure to verify the accuracy of the medication list before each 
appointment. 

 We recommend that everyone should keep such a record with them at all times. 
A patient’s spouse and adult children should also have a list of a loved one’s medi-
cations—whether the patient has dementia or not!—close at hand. It may be recorded 
on a smart phone or typed or neatly written in ink and carried in a wallet or purse. 
(We don’t recommend lamination as this makes changes dif fi cult to record.) It may 
be self-evident that always carrying such an inventory may be life-saving in case of 
a medical emergency, but you might be surprised how often it comes in handy. You 
may be extremely grateful to rely on having it with you in every doctor’s of fi ce, at 
the pharmacy, or on vacation. 

 Anyone with a mobile phone should designate an ICE (In Case of Emergency) 
contact, in addition to listing their medications, for emergency personnel. Patients 
on certain medications, such as blood thinners, should also wear a medical-alert 
identi fi cation band, as this may also provide life-saving information. 

    Common    sense rule: Always carry a list of medications.  

 The following are some tips on creating such an inventory. If paperwork from the 
doctor includes a place to record medications, then, by all means, use their preferred 
format. If not, we are including a sample template form that will help get you started 
   (Table  4.2 ).  

 A complete list should include the name of each medication, dosage (how much), 
frequency (how often), indication (reason for taking medications), and the name of 
the prescribing doctor. Make sure to be clear about the dosage and frequency. For 
example, if you say that a pill is taken as “two a day,” it is unclear as to whether two 
pills are taken once daily or one pill is taken twice daily. A doctor needs to know 
which one is the case, so be as speci fi c as you can. If a pill is taken once daily, indi-
cate at approximately what time or, at least, whether it is taken in the AM, PM, or 
midday. Note if a pill is taken with food (after a meals or a speci fi c meal) or on an 
empty stomach (before meals or a speci fi c meal).  Include all over-the-counter 
medications, vitamins, minerals, herbal remedies, and all other supplements . 
All of these have potential risks, bene fi ts, and interactions with each other. We have 
placed this statement in bold because, even though we included this instruction in 
our own of fi ce medication form, it has often been neglected. We have often had to 
apply considerable effort to determine whether a patient is taking something per-
ceived to be innocuous (perhaps because it doesn’t require a prescription or is an 
alternative or natural remedy), but which may actually interfere with memory, pose 
other risks, or interact with other substances. 

 If a patient self-dispenses medication and uses a list, make sure to bring that, too. 
If a family member, companion, or professional administer medication, bring the 
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list utilized to do so. If your loved one lives in a supervised living community and 
the staff administer medications, ask for a copy of the patient’s Medication 
Administration Record (MAR) that you can bring to the doctor’s of fi ce. Do not 
assume that the facility will automatically send the MAR to the doctor or give it to 
you without a speci fi c request. Make sure to obtain any such list/s in advance of the 
appointment and verify for accuracy. 

   Medication Administration Record 

 Request a copy of the MAR to bring to every doctor’s visit. Although a facility may 
offer to fax the MAR to your physician’s of fi ce, your better bet is to bring it with you. 
Call ahead and let the staff know that you will need it by a certain time. This helps 
prevent delays when you are rushing to get your loved one out the door in time for an 
appointment, and you  fi nd the staff is away from the desk attending to other patients. 

 Another reason to obtain this in advance is to ensure that it is up-to-date. Most 
MARs are printed at the beginning of the month and will have the month and year 
clearly displayed on the document. Since medication changes can occur throughout 
the month, each MAR system has a way to address how the changes make it into the 
document. No need to concern yourself with the details so much as to talk to the 
nurse and make sure you leave the facility with everything you need. 

   Table 4.2    Blank medication form   

 Patient name:  

  ALLERGIES:   

 Emergency contact name and number:  

  MEDICATION LIST  
 Date that this list was last updated: ____/____/________ (month/date/year) 
 Please list all of your medications, including prescription, over-the-counter, vitamins, 

and herbal supplements 

  Medication  
  Dosage  
(e.g., mg) 

  Frequency  
(e.g. AM, PM, 
twice daily) 

  Reason  
for taking 

  Doctor  who 
prescribes this 
medication 

  ________    ________    ________    ________    ________  
  ________    ________    ________    ________    ________  
  ________    ________    ________    ________    ________  
  ________    ________    ________    ________    ________  
  ________    ________    ________    ________    ________  
  ________    ________    ________    ________    ________  

 Pharmacy:     Phone:    

 Primary Doctor:     Phone:    

 Other Doctor:     Phone:   



35Before You Go to the Doctor

 Most MARs include two basic sections. One section lists the medications, doses, 
and scheduled administration times. The other section records the actual adminis-
trations of the medication. Some facilities send only the medication list and remove 
the daily administration log. So if you are given strips of paper (essentially they look 
like scissors were taken to them) versus regular size paper, you can assume the 
administration portion is absent. It is crucial that the administration portion of the 
MAR is included so that your physician can monitor each use of medications, par-
ticularly those given PRN (as needed). 

 For example, the administration record may help a reviewing physician deter-
mine whether a medication was refused by the patient or held by a nurse due to 
sedation. The physician might observe that a patient took an antibiotic for a week 
for a urinary tract infection. Such an infection might cause a delirium and explain 
why a patient was more confused during that period. 

 As dementia specialists, we look for patient compliance and use of PRN (as 
needed) medication. 

 Without knowing compliance, a doctor might increase a medication dosage, mis-
takenly assuming that the prescribed amount is not effective, rather than the patient 
is refusing the medication. If we see that compliance is typically a problem at night, 
we may move some medication to earlier in the day. If a patient needs PRN agitation 
or anxiety medications, that gives us a great deal of clinical information and directs 
the next step of the treatment. For example if a patient needs such medications one 
or more times daily, consideration may be made to adding a medication to help 
prevent or better address such agitation or anxiety. 

 It is important to bring and review the MAR even if you have your own list. In 
our practice, families may not have brought the current MAR because they are 
con fi dent “nothing has changed.” Remember this is a complex system involving 
patients, multiple medical providers, family members, and facility staff. And let’s 
not forget the pharmacy—or the hospital, skilled nursing, rehabilitation unit, or 
other facility, if a patient is admitted or transferred to one of these. 

 Then consider that within the greater system, individuals communicate via mul-
tiple domains: in person; via phone, fax, electronic communication, and/or printed 
and/or written discharge and other orders; or by sending written orders with patient 
or family. The chances for miscommunication loom large. By viewing the MAR 
regularly, physicians can easily verify if treatment plan is being followed. It is also 
important for families to review. In fact, it is a good idea for a relative to obtain a 
copy of the MAR (with appropriate consent) and review this for accuracy on a regu-
lar basis (at least every few months). It should also be checked after any major 
transition for the patient, such as a move or hospitalization, to ensure that it has been 
properly updated. You might be surprised at what you  fi nd. We have had family 
members learn (much to their dismay) that loved ones had received the wrong drug 
or dosage (or an important medication had been omitted) based on an incorrect or 
out-of-date MAR. Just because you are aware of changes doesn’t guarantee that 
they have been implemented. And, even if you have not been made aware of any 
changes, doesn’t mean that none have occurred. 
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    Common sense    rule: If a patient has a Medication Administration Record 
(MAR), review it and bring it to every doctor’s visit.   

   Medication Bottles and Pillboxes 

 We  fi nd a list serves as the quickest and most effective way of learning about a 
patient’s medications. However, some doctors prefer to have the bottles of medica-
tion brought into the of fi ce. If you’re not sure, err on the side of caution and do both 
(make a list and bring in the bottles). In some cases, especially for over-the-counter 
remedies containing multiple components, a doctor may need to review the label for 
the complete listing of ingredients. The label and contents of the bottle may also aid 
in determining whether a patient is taking a medication as prescribed (e.g., if a 
medication should be taken daily and was  fi lled more than 90 days ago with 90 pills 
and pills still remain). Therefore, whenever possible, bring medication bottles with 
labels as well as a list. (We highly recommend the use of pillboxes, but having pill-
boxes alone doesn’t provide the all-important labeling information and makes med-
ication identi fi cation more challenging and time-consuming.)  

   Medication Allergies and Sensitivities 

 Include any medication allergies and sensitivities along with a list of current medica-
tions. List not only the medication but also the speci fi c problem associated with it. 

 All medication allergies are sensitivities, but not all medication sensitivities are 
true allergies. Speci fi c symptoms are associated with an allergic reaction. These 
include rash, shortness of breath/swelling of the mouth and/or throat (anaphylaxis), 
and/or low blood pressure (hypotension or shock). 

 A medication sensitivity, on the other hand, may relate to any adverse effect/s 
associated with a particular drug for a given individual. It could be associated with 
almost any symptom, such as nausea, vomiting, or dizziness. For example, nausea 
and vomiting are known adverse effects of codeine. Some people experience these 
effects with this drug and some do not. Someone who has nausea and vomiting (but 
no other symptoms) while taking codeine may have a sensitivity to this medication 
but isn’t experiencing a true allergic reaction. 

 It’s best to list all medication allergies and sensitivities by identifying each drug 
and problem it has caused in the past as speci fi cally as possible (e.g., penicillin 
caused a rash on the chest and back, codeine caused nausea and vomiting). This will 
help a doctor determine what medications should be avoided and which might be 
tried again with caution, if needed. Medical-alert identi fi cation bands may be life-
saving for patients with known allergies to medications or other triggers. And, doc-
tors and other medical personnel also need to know about these other types of 
allergies/triggers to allergic reactions, such as food allergies, bee stings, etc. 

    Common    sense rule: Carry a list of speci fi c medication allergies/sensitivities.   
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   Pharmacy, Prescriber, and Prescription Information 

 Pharmacy and doctor information also belongs on a medication list. If you don’t have 
room, then you should keep this information in your mobile phone or make another 
list. Include pharmacy name and number as well as doctors’ names, specialties, 
phone numbers, and fax numbers, if possible. 

 Bring the patient’s prescription plan card and information to every doctor’s 
appointment. Be familiar with a patient’s prescription plan and what it covers, espe-
cially regarding any cost savings regarding the number of days’ supply of medica-
tion or mail order. Some plans offer discounts for bulk orders (e.g., 90 days’ supply 
rather than  fi lling a 30-day supply thrice) and/or ordering by mail. A doctor will 
need to know if he or she should write for a 30- or 90-day supply of medication, and 
if the prescriptions will be  fi lled locally or by mail order.  

   For Patients in Supervised Care Facilities 

 It is best to advise long-term care facility of doctors’ visits ahead of time. In addi-
tion to providing you with the MAR (see above), you may also request a blank order 
form and a blank progress note, so that the physician can effectively communicate 
any new orders and instructions.   

   History 

 When listing the history, think like a doctor and make a brief list of a patient’s medi-
cal history. Key highlights are much more important than noting details. Use a doc-
tor’s own form, if available. If not, this history should not be more than one page. 
Include any injury a patient has had that may be relevant to a dementia evaluation, 
particularly head injury and/or loss of consciousness (blacking out). For the patient 
and family, make sure to include diseases that may impinge upon a dementia diag-
nosis, such as strokes. Make sure to include any history of dementia in the family 
with age and symptoms of onset, if known. This inventory should include: 

 Medical history: Any signi fi cant injuries and illness, including date of onset, if 
known. 

 Surgical history: Any signi fi cant surgeries, including year performed, if known. 
For more recent procedures, it may be helpful to list the month or exact date, if 
known. 

 Family history: 
 Number of all of a patient’s biological siblings or half-siblings. Include current 

ages, if living, or age and cause of death, if deceased. List whether they have mem-
ory problems or not. 

 Signi fi cant diseases in biological relatives (those related by blood, rather than 
marriage or adoption), including parents, siblings, and children (We have found that 
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many adult children of our patients don’t think to include their own medical history, 
so we remind you to do so, when relevant.) If any of these close relatives has died, 
include age of death and cause of death. 

 Family neurological/psychiatric history: Include any history of neurological and 
psychiatric illness and hospitalizations, such as strokes, Parkinson’s disease or simi-
lar, amyotrophic lateral sclerosis (ALS, also called Lou Gehrig’s disease), depres-
sion, alcoholism, bipolar disorder, etc. 

 Family dementia history (Since this is directly relevant, it can be a bit more 
detailed and include whatever information is known. Age of onset, symptoms, and 
diagnosis, if any are particularly helpful.): Include any history of dementia or mem-
ory problems in a patient’s biological aunts and uncles as well as the close relatives 
listed above. 

 Social history: If you are feeling particularly ambitious, you can also prepare 
this. A social history typically takes account of any past or present history of alco-
hol, tobacco, or other substances. For a dementia evaluation, it is crucial to know a 
patient’s education, present or former occupation (specify whether the patient work-
ing or retired), and living situation (e.g., lives alone at home or with a spouse in a 
senior living apartment). You can also add any hobbies or exercise. 

    Common    sense rule: Make sure the doctor is aware of any relevant patient 
and family medical history.  

 Table  4.3  shows a sample history   :   

   Your List 

 We saved the best for last. This list is for you. If you do nothing else, do this — for 
yourself, your loved one, and the doctor. 

 Type (or neatly write) your top 1–3 concerns/questions. Always start with the 
worst, most pressing problem  fi rst. Highlight each with a word or few words (e.g., 
memory loss, agitation, aggression, hallucinations), so that it’s easy to see what the 
problem is. You can then add a line, few lines, or paragraph with one or more exam-
ples. It should be no longer than a page, or you are including too much detail. 
Summarize overall features by theme (rather than listing speci fi c examples), if you 
need to make it shorter. A day-to-day diary documenting day-by-day events and 
behavior is not particularly helpful as it doesn’t easily allow a doctor to discern a 
pattern. Remember the ABCs of dementia and emphasize key problems with 
Activities of Daily Living, Behavior, and Cognition (thinking/mental processes). 

 Include in your note the key points that the physician needs to know about such 
symptoms, including onset (when the problem started), frequency (how often it 
occurs), timing (when it occurs, e.g., more often in the evening), and any known 
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triggers (e.g., being in a strange environment like a hotel or hospital). Don’t obscure 
major problems with too much information. A little really does go a long way—and 
is often better. Usually, just one or two examples can make your point. Give one 
copy to the doctor and bring a copy for yourself as well as a pen and pad of paper so 
that you can take notes on the answers. 

    Common    sense rule: Prioritize problems and deal with the worst  fi rst.  

 Here is a sample note    (Table  4.4 ):    

   Table 4.3    Sample patient history prepared by family member for doctor   

 Patient Name: Jane Smith 
 Date of Birth: 1/1/1938 

  Past Medical History  
 Breast cancer, in remission. Diagnosed age 72. Had chemotherapy and mastectomy 
 Strokes seen by doctor on CAT scan but no history of any stroke symptoms 
 High blood pressure (diagnosed in her 40s) 
 High cholesterol (diagnosed in her 60s) 
 Hypothyroidism (diagnosed in her 50s) 
 3 pregnancies, 1 miscarriage and 2 live births (1 C-section) 

  Past Surgical History  
 Appendectomy in her 20s 
 Mastectomy January 2011 (age 73) 

  Family History  
 Oldest of four children. 

 1 brother died of a heart attack in his 60s. 
 Patient’s two living sisters have high blood pressure and 1 had a stroke in her 60s, but neither 

has memory problems. 
 Father died in his 40s in a car accident 
 Mother died of a stroke age 81 in a nursing home and had memory problems for the last 5 years 

of her life that became progressively worse. She never had a diagnosis for this by a doctor, 
but the family thinks she had Alzheimer’s disease. None of mother’s 6 siblings (patient’s 
maternal aunts and uncles) or any of patient’s other relatives are known to have had any 
memory problems. Besides strokes and possible dementia, there is no family history of 
neurological or psychiatric illness 

 Both grown children have high blood pressure 

  Social History  
 Married, lives at home with husband John 
 Graduated from the state university and worked as an of fi ce manager for 40+ years. Retired age 62 
 2 adult children, Audrey and Bill 
 Never smoked 
 Drinks 1 glass of wine with dinner 
 Hobbies/exercise: Reading, cooking, bridge. Walks 1 mile daily 
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   Sensitive Subjects 

 Some problems are understandably dif fi cult to discuss in front of the person experi-
encing them. These may include driving,  fi nances, alcohol consumption, urinary or 
bowel incontinence (wetting or soiling oneself), physical and/or verbal aggression, 
hallucinations (usually seeing or hearing things in the case of dementia), and para-
noid delusions, including delusions of marital in fi delity (a person mistakenly 
believes that their spouse is being unfaithful). 

 We don’t want you to ever have to make a phone call to a doctor like this: I was 
with my mother at her appointment with you this morning. I am calling to give you 
more information because there was a lot that I was not comfortable discussing in 
front of her. 

 We certainly understand a family member’s hesitation in bringing up sensitive 
information in the presence of a patient. Families worry that the information will be 
upsetting to their loved one. Or that the patient will deny it and an argument will 
erupt. Rest assured that physicians experienced in dementia can handle these sensi-
tive topics during an appointment. However, the doctor needs to know everything at 
that time in order to address these issues. Calling with pertinent information after 
the visit is disruptive and makes the whole process inef fi cient. Often, the doctor will 
have begun implementation of a treatment plan, including medication recommenda-
tions, and discussed that with you and the patient, on the basis of the information 
gathered at the appointment. Knowing the full picture is vital not only in the 
approach to the problem, including what drugs to prescribe, but also in making a 
diagnosis. 

 One helpful suggestion is to include these topics in your note, indicating what 
subjects have or may be particularly distressing to the patient (see Table  4.4  for an 

   Table 4.4    Sample note from family member for doctor   

 Dear Doctor: 
 These are my major concerns for my dad and why I am bringing him to see you today. As his 
daughter (and the only one of his family who lives locally), I’d like to know any medical cause 
for these problems and the best ways for me to help him handle these problems: 

 1. Memory loss. 
 This is Dad’s worst problem and the main reason for our visit. He began having minor memory 
problems about 2 years ago and they have gotten worse since then. He now forgets conversa-
tions after a few minutes and sometimes calls me back on the phone right after we have just 
spoken. He has also occasionally forgotten to take his daily medication 

 2. Problems managing  fi nances. 
 I found out that Dad got a late bill notice which is very unusual for him. I then sat down with him 
and we looked at his  fi nances together. I noticed that he had actually paid some of his bills twice 

 3. Driving. 
 Dad had to call me for directions to the bank he has been using for many years and becomes 
upset when reminded of this. 
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example), and deliver it discreetly to the doctor. You can do this via a variety of 
means. You might enclose it in an envelope addressed to the doctor and hand it to 
of fi ce staff during check-in to pass on to the doctor. You could also fax or email it 
the day before or morning of an appointment. You may wish to call the clinic and 
ensure that it has been received. 

 If you need to discuss these issues further, you might inquire as to whether you 
could schedule a family conference with the doctor—and without the patient. Some 
doctors may offer this type of visit, provided appropriate consent for release of 
patient information has been obtained. Make sure to check regarding any charge 
associated with such an appointment. Unfortunately, insurance may not cover costs 
for any visits without the patient present. You can circumspectly inquire about such 
a meeting in your note to the doctor, a quiet word to the front desk, or a call to the 
of fi ce. 

    Common    sense rule: Communicate your concerns effectively in order to have 
them fully understood and addressed.   

   Summary 

 Before you go to the doctor’s of fi ce, prepare in advance. Call early for an appoint-
ment. Collect records and summarize a patient’s medical history. Compose a list of 
medications. Make a note of your concerns for yourself and the doctor.  

   Common Sense Rules 

    The earlier you call, the sooner you will get answers.  • 
  Don’t rely on someone with signi fi cant memory loss (or similar) to remember • 
appointments, etc.  
  Make and  fi le copies of medical records.  • 
  Provide relevant past medical records to a new doctor.  • 
  Always carry a list of medications.  • 
  If a patient has a Medication Administration Record (MAR), review it and bring • 
it to every doctor’s visit.  
  Make sure the doctor is aware of any relevant patient and family medical • 
history.  
  Prioritize problems and deal with the worst  fi rst.  • 
  Communicate your concerns effectively in order to have them fully understood • 
and addressed.          
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   “First do no harm . ”
—Hippocrates 

 “Second, do some good.”
—Anne M. Lipton, M.D., Ph.D.   

 Every    patient and family    has a story. In this chapter, we present some effective ways 
of sharing yours. The last chapter prepared you for the doctor’s visit. Here, we help 
you make the most of it once you’ve arrived. And, being there is essential. Someone 
with memory loss (or similar problems) should have someone responsible with 
them to act as a patient advocate. Otherwise, the physician may not receive an accu-
rate history (upon which the correct diagnosis depends) or the patient may forget 
essential matters, such as medication instructions. 

 This chapter offers important insights into the ways in which a physician thinks—
speci fi cally, the methods by which a doctor obtains medical details and organizes 
these facts to facilitate pattern-recognition and reach a diagnosis. We remind you of 
the materials that you should bring along, help you determine what questions you 
should be sure to ask, and share tried-and-true tips to enable you to successfully 
communicate your concerns—and, most important of all, to elicit answers. 

 Anyone accompanying a patient to a medical of fi ce or otherwise acting as a 
patient advocate may  fi nd this information valuable. It should enhance the clarity of 
communication and the free- fl owing exchange of ideas and information among all 
involved in the interaction. This includes doctors, who may  fi nd it helpful as a 
reminder that their process is not always intuitive, and that they should take care to 
provide straightforward explanations to nonphysicians. 

 A patient and family should work together with the doctor towards the best medi-
cal management of dementia via the following steps: (1) Identi fi cation of the prob-
lem or problems; (2) Communication of these issues and other medical history to 
the physician; (3) Dementia evaluation including physical examination, neuroimag-
ing, and laboratory tests; (4) Finding out the results of all evaluations performed as 
well as a speci fi c diagnosis; and (5) Formulation of a plan of treatment. 

    Chapter 5   
 Making the Most of the Doctor’s Visit         
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    Common sense    rule: Someone with memory issues (or similar problems) should 
not go alone to doctor’s visits.  

   What You Need to Bring to the Doctor’s Of fi ce 

 In this case, it’s really “who” rather than “what.” Someone who knows the patient 
well should plan to attend the doctor’s appointment (and that means not just drop-
ping a patient off or waiting for him or her in the waiting room, but being mentally, 
physically, and emotionally prepared and present throughout the visit). Ideally, a 
family member who lives with the patient and/or will be involved in the patient’s 
care on an ongoing basis should attend. So, if that’s you, the most important thing 
to bring is yourself. 

 The following encounter illustrates a common problem that can and should be 
avoided:

  A 76 year-old woman with Alzheimer’s disease and her adult son attend a follow-up visit 
with a dementia specialist. The patient had been having insomnia and the doctor prescribed 
a medication to help with this. When the doctor asked about her current quality of sleep, the 
patient was unable to recall if she was still having problems. Her adult son added, “I’m 
sorry, but I really don’t know if Mom is sleeping better. Mom lives with my sister, but I am 
trying to help more. One way to help was to bring Mom to her appointment today.”   

 We completely understand that patients’ families are busy and have con fl icts 
with appointments. We fully support family caregivers taking care of themselves by 
attending to work and other commitments. That being said, we recommend that a 
family member who knows the patient well attend all physician visits. If that is not 
possible, assign one family member to a particular doctor. This helps with consis-
tency and communication. After each appointment, that relative can email or other-
wise communicate the pertinent  fi ndings and treatment recommendations to other 
family members. You could then bring a printed email or notes on the information 
with you to your assigned physician. If family cannot attend in person, ask if your 
physician’s of fi ce has an option to include you on speaker phone during the appoint-
ment. If all of a patient’s relatives live out-of-town, consider hiring a geriatric care 
manager to accompany your loved one to appointments and communicate the 
 fi ndings with family. 

 We welcome all relatives to be involved in the care of a family member with 
dementia, but someone should be designated as the point person. Ideally, this indi-
vidual should live with (or close) to the patient, interact with the patient on a routine 
basis, and maintain a record of patient’s basic medical history, current symptoms, 
and any medications or allergies (see Chap.   4    ). Such coordination and consistency 
optimizes a patient’s overall care. Without such a system in place, a family and/or 
doctor may lack awareness of or the means to address key medical issues. 

    Common sense    rule: A patient with dementia should have a medical advocate.  

http://dx.doi.org/10.1007/978-1-4614-4163-2_3
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 Table  5.1  provides a handy summary of the notes and materials that you need to 
bring to the appointment (See Chap.   4     for specifi c details.)      

   Assistive Devices 

 Bring any eyeglasses, hearing aids, walkers, canes, or other assistive devices that the 
patient uses in daily life to facilitate adequate evaluation. If a patient does not have 
proper visual correction, this may not only impair examination of visual acuity but 
also of other functions, including reading and writing. If a patient doesn’t wear his 
or her hearing aids or dentures, it may be impossible to adequately test language 
functions. Leaving a walker or cane at home may preclude assessment of a patient’s 
gait (walking) and balance. 

    Common sense    rule: Bring all of the patient’s assistive devices to any medical 
evaluation.   

   Communicating with the Doctor 

 During our clinical interview with a patient and family, we generally elicit and 
record this primary symptom  fi rst from the patient and then from the accompanying 
family member. It is often very telling to hear the patient’s reason for seeking 

   Table 5.1       Checklist of items to bring to the doctor’s visit   

   Patient’s photo ID • 
   Insurance and pharmacy plan cards • 
   Medical records, including neuroimaging reports (images on  fi lms or CD if requested) • 
   Medical power of attorney documents • 
   Medication list including: • 

   Allergies/sensitivities  –
   Doctors’ names, #’s, and specialties  –
   Pharmacy name and #  –

   Medical history summary including patient’s past medical and surgical history and family history • 
   Your list with current symptoms and your questions and concerns • 
   Any assistive device, including eyeglasses, hearing aids, dentures, cane, walker, wheelchair, or • 
similar 

  For a patient in long-term care facility : 
   Notify facility in advance of any doctor’s visits • 
   Request a copy of the Medication administration record (MAR) to bring to each doctor’s visit • 
   Request blank order form/note from care facility • 

 Bring a pen and pad so you can take notes on the answers 

http://dx.doi.org/10.1007/978-1-4614-4163-2_3
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 consultation. Sometimes we have written information from the new patient form 
(which may have been completed by the family) or other records indicating memory 
loss, and the patient doesn’t mention this. In such a case, we mention that we often 
evaluate people for memory dif fi culties and speci fi cally ask the patient as to whether 
he or she is experiencing such problems. We also ask the patient his or her age. This 
line of questioning can be extremely valuable for a clinicians as it often quickly 
reveals if a patient has severe de fi cits of memory and/or insight and whether it may 
be dif fi cult (or impossible) to obtain an accurate history from the patient:

  An 80 year-old man presented with his daughter for evaluation. The new patient form (com-
pleted by the daughter) listed “memory loss” as the chief concern. When asked the reason 
for his visit to the clinic, the patient replied, “My knees hurt.” When asked whether he had 
any problems with his memory, he demurred, declaring, “no more than anyone else my 
age.” When asked his age, he replied that he didn’t know and exhibited a “positive head-
tilt,” turning towards his daughter as if looking to her for the answer.   

 Dementia specialists are well aware that patients with advancing dementia may 
report things incorrectly. Patients with dementia may not have full awareness of 
memory loss and similar symptoms. Patients in early stages of dementia may have 
partial insight into their problems, but lack full insight. 

 Therefore, whereas a family may clearly see memory loss (or another cognitive 
or behavioral problem) as the main reason for a visit with a dementia specialist, a 
patient with dementia may or may not. Or, a patient may be able to state a symptom 
such as memory loss as the chief concern, but is unable to provide full details. 
Therefore, it is imperative for a family member who can do so to be present at the 
doctor’s visit, but to let the patient speak  fi rst and only step in as directed by the 
physician. 

 Whenever possible (and not just in a clinic setting), it is best to avoid correcting 
or arguing with a patient who has dementia. Such efforts are often futile and may be 
upsetting (and not just to the patient!) or even counterproductive. Many other and 
better means can guarantee that the doctor has the correct information. Correcting a 
patient throughout the appointment merely serves to frustrate everyone as 
exempli fi ed by the exasperated comments of a patient’s grown daughter:

  No, Dad, you retired 4 years ago. And you know you aren’t sleeping well. You tell me that 
almost every day. What do you mean you eat well? You eat like a bird.   

    Common sense    rule: Avoid con fl ict and employ alternate strategies.  

 Since it can distress a patient for a doctor and family member to discuss these mat-
ters (either in front of the patient or not), we strongly recommend that you type or 
write a brief letter for the doctor listing your major concerns (see Chap.   4    , Table   4.3    ) 
and hand-carry two copies to the appointment (one copy for the doctor and one for 
yourself). If a patient is particularly sensitive, you may wish to place the note in an 
envelope and hand it to the front desk to pass along to the physician. You could also 
fax it the day before the visit. 

http://dx.doi.org/10.1007/978-1-4614-4163-2_4
http://dx.doi.org/10.1007/978-1-4614-4163-2_4
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 Putting it in writing is the best way to assure that you convey essential—and 
accurate—information, to the doctor. 

 If you bring a pen and pad of paper to take notes, then you also have the option 
to write something down for the physician during the visit, if it becomes relevant:

  The grown daughter of a 76 year-old man brought her father for an initial dementia evalua-
tion. The dementia specialist inquired about alcohol use and the patient stated that he drank 
“two glasses of whiskey daily” but was unable to further quantify the amount. His daughter 
was taking notes during the interview and handed the doctor a brief one-sentence note to the 
doctor indicating that the patient was actually drinking a full bottle of whiskey daily.   

    Common    sense rule: Put it in writing.  

   Other Strategies for Communicating with the Doctor 

 If space allows, you might also try to position yourself in the of fi ce such that you 
are facing the physician but next to or slightly behind Dad. When Dad asserts he’s 
still working, instead of correcting him, just nod “no.” If Dad denies napping, and 
you observe him sleeping throughout the day, you can nod a “yes.” Hearing de fi cits 
in your loved one can also used to your advantage as you can whisper the correct 
answer to the physician. 

 Most dementia specialists will be able to address a family’s concerns with a 
minimum amount of disruption to the patient, either by a nonchalant discussion or 
writing down instructions for relatives. If there are additional matters that you wish 
to discuss further, another option may be to schedule a family visit without the 
patient (with appropriate consent):

  The adult granddaughter of an 82 year-old woman who lived alone accompanied her grand-
mother to an initial visit with a dementia specialist. The patient denied any problems but 
had moderate-to-severe impairments of memory, abstract reasoning, judgment, and visu-
ospatial skills on examination. The granddaughter was reluctant to discuss any issues in 
front of her grandmother. The patient had consented for her private health information to be 
discussed with the granddaughter and the patient’s grown daughter, and a family visit with 
both of them and without the patient was scheduled at the doctor’s recommendation. 
Numerous issues were discussed and clari fi ed, including that the patient had been having 
gradually progressive memory loss for 4 years. Two years before the visit, she stopped driv-
ing at her family’s behest and they began managing her  fi nances as she was no longer able 
to keep up with payment of her bills. Over the prior 6 months, she didn’t seem to be bathing 
regularly, wasn’t eating well (and was losing weight), and wasn’t taking medications as 
prescribed. In the month or two prior to her visit, she also appeared to have had one or two 
paranoid delusions that a pizza delivery man was stealing from her despite a lack of evi-
dence. She was diagnosed and treated for Alzheimer’s disease. Her family moved her into 
assisted living where she did well. She enjoyed participating in many of the social and other 
available activities. Her appetite improved and she returned to her usual weight. She also 
experienced no further delusions or psychosis over the next few years.   
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 As illustrated above, this type of family meeting (without a patient) may be 
extremely bene fi cial. However, not all doctors offer them and most insurance compa-
nies won’t pay for them, so check to see if it is a possibility and, if so, what the charge 
will be. Most physicians will not schedule such a visit without  fi rst establishing a 
relationship with a patient, meaning that such a family visit usually can’t be held until 
after an initial evaluation at least. Appropriate patient consent for such a visit must be 
obtained. If you have questions about this, check with the doctor’s of fi ce.   

   How the Doctor’s Visit Works 

 You don’t have to talk like a doctor—but, it can’t hurt, and it might help. So, here’s 
your crash course in Medicalese 101 and the steps that a physician takes in reaching 
a diagnosis and plan of care. 

   History 

   Chief Concern 

 Most doctors are taught in medical school to record the patient’s main reason for a 
hospital or clinic visit as the “Chief Complaint.” This is not meant to imply that 
patients are “complainers,” but it can sound pejorative. Therefore, we prefer the 
term “Chief Concern.” 

 It’s best to provide the main symptom to be evaluated in a word or short phrase, 
such as “memory loss,” “agitation,” or “hallucinations.” However, you should be 
aware of and able to supply further details and speci fi c examples, if requested. 

    Common sense    rule: Always start with the worst, most pressing problem  fi rst.   

   History of Present Illness 

 A physician collects the details of the Chief Concern (or Concerns) in the History of 
present illness, or HPI. They include exact symptoms and examples, onset (when 
and how quickly the symptoms started), frequency (how often does a symptom occur 
(e.g., Does a patient have hallucinations every night or once a week), duration (how 
long the symptoms have been going on or how long they last when they occur, con-
tributing factors (anything that makes the symptom/s better or worse), and associated 
symptoms (e.g., a patient may have started having problems with naming objects for 
a couple of years but started having falls over the past 6 months). The diagnosis of 
dementia is a clinical one. Dementia is a terminal illness, which means that different 
dementias all progress to the same endpoint and are most distinctive early in the 
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course of the illness. In other words, the history of a dementia, particularly the  fi rst 
and worst symptoms, may be key to identi fi cation. Therefore, a dementia specialist 
relies on an accurate HPI to supply the most speci fi c diagnosis. 

 The “ABCs” of dementia help categorize important primary and/or associated 
symptoms and can be useful in organizing examples of problems that you wish to 
share with the doctor:    

   Activities of Daily Living 

 Functioning can be divided into Instrumental and Basic Activities of Daily Living 
(ADLs). Patients with dementia usually have problems with Instrumental ADLs 
(IADLs)  fi rst. This is because these are more complex functions, such as cooking, 
shopping, managing  fi nances, and driving. Basic ADLs (BADLs) are the fundamen-
tals of day-to-day existence, such as eating, dressing, bathing, and toileting. It is 
vital for a doctor to know of any problems that may pose a risk to the health, safety, 
and well-being of a patient—and/or others (such as an individual who persists in 
driving despite an inability to operate a vehicle safely).  

   Behavior 

 Make sure to let the doctor know about any signi fi cant changes in the patient’s 
mood, behavior, or personality. Examples of mood symptoms might include agita-
tion, apathy, depression, euphoria, and/or irritability. Behavioral changes might 
include aggression (verbal, physical, and/or sexual), disinhibition (saying and doing 
inappropriate things), and psychosis. When a patient experiences psychosis, he or 
she “loses touch” with reality in some way. Psychosis may include hallucinations 
and/or delusions. A hallucination is an imagined sensory experience (e.g., seeing, 
hearing, or feeling something that isn’t really there). The most common hallucina-
tions in dementia are visual (“seeing things”) or auditory (“hearing things”). A delu-
sion is a false belief or mistaken idea (e.g., patient mistakenly believes family 
member is an imposter, stealing, or having an affair). 

 Be sure to make the doctor aware of some examples as well as how often these 
symptoms occur and how troubling they are to you and the patient. This information 
may be critical to the doctor in making the dementia diagnosis and determining 
treatment. For example, a patient who had hallucinations once in the hospital after 
surgery and while on pain medications might not need to be put on a medication for 
these symptoms, but severe psychosis once or more daily might warrant pharmaco-
logic treatment. 

 Include any problems with eating, sleeping, or motor behavior. Pacing would be 
an example of motor behavior. Issues with these behaviors can adversely impact 
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quality of life not only for the patient but also for anyone who lives with them (see 
Chaps.   11     and   12     for additional information on mood, behavior, and psychosis).  

   Cognition 

 Cognitive domains include attention and concentration, memory, language, visu-
ospatial skills (which include hand–eye coordination), and complex thought pro-
cesses known as executive functions. Memory is the most common  fi rst symptom 
of Alzheimer’s disease and many other types of dementia. Let the doctor know what 
types of things the patient is having dif fi culty remembering, such as recent events, 
appointments, conversations, and names. You should provide a couple examples, 
especially if you can remember the  fi rst and/or worst incident/s of forgetting. 

 If another cognitive domain, such as language, is predominantly affected  fi rst, a 
non-Alzheimer’s dementia may be a diagnostic consideration. Non-Alzheimer 
dementias may also be heralded by noncognitive symptoms, such as problems with 
gait, strength, or behavior. Therefore, informing a physician of early symptoms may 
help in making the correct diagnosis. 

 You can think of the frontal lobes as the Chief Executive Of fi cer (CEO) of the 
brain. They help coordinate the higher order cognitive processes, known as frontal 
or executive functions. These include sustained attention, planning, organization, 
judgment, anticipation, the ability to alternate between tasks (mental set-shifting), 
and response inhibition (ability to suppress actions). The frontal lobes also mediate 
emotional states. Patients with frontal lobe damage due to brain injury and/or 
dementia may therefore exhibit one or more of the following: Apathy/emotional 
blunting, depression, euphoria, disinhibition, compulsions, and/or perseverative 
(repetitive) thinking. Patients who are disinhibited may speak or act inappropriately 
and display a loss of social graces. This could include diverse behaviors but some 
examples include loudly insulting others, discussing private matters with strangers, 
or disrobing in public. 

   Other Medical History 

 Other elements of the history: Past Medical and Surgical History, Family Medical 
History, and Social History, and Medications/Allergies/Sensitivities are covered in 
Chap.   4    .  

   Examination 

 An evaluation for dementia includes assessing cognitive domains via a mental sta-
tus, cognitive, neurocognitive, and/or neuropsychological evaluation. Such testing 

http://dx.doi.org/10.1007/978-1-4614-4163-2_5
http://dx.doi.org/10.1007/978-1-4614-4163-2_6
http://dx.doi.org/10.1007/978-1-4614-4163-2_3
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may be performed by a physician or neuropsychologist. A caregiver interview and/
or questionnaire may be included. A physical examination, including a neurological 
examination, may also be important. While “symptoms” are elicited in the history, 
a doctor looks for “signs” on examination that may be a clue to diagnosis and/or 
require further evaluation or treatment. Memory loss is a symptom, but a loss of 
re fl exes is a physical “sign” (and generally not something that most patients or fam-
ily would be aware of without a physical examination). Like symptoms, signs may 
help guide diagnosis. 

 If you are accompanying the patient and wish to be present during any examina-
tion, just ask the doctor. Most dementia specialists are happy to include supportive 
family members whenever possible. Please be cognizant, however, that some testing 
may need to be done with the patient alone (or the caregiver alone), and the evalua-
tor will let you know.  

   Additional Evaluation 

 This may include neuroimaging (such as CT, MRI, PET, or SPECT scans) and labo-
ratory testing. Blood tests are commonly checked as part of an initial dementia 
evaluation. A spinal tap (lumbar puncture) and/or urine tests may be done in some 
cases. A detailed explanation of a medical work-up for dementia is beyond the 
scope of this book but is easily referenced elsewhere  [  1,   2  ] . 

 The most important job of a caregiver is not just to make sure these tests are 
done, but to make know why each is done (and how it might make a difference for 
the patient), and most importantly, to make sure to  fi nd out the results (and get a 
copy). If the results are somewhat detailed or complicated, such as is often the case 
for neuroimaging, ask the doctor to go over these with you. 

 Don’t try to memorize all the results. Write down the doctor’s explanation. Get 
copies. If you don’t understand anything, especially the meaning and spelling of 
medical terms—ASK. There’s a reason doctors take a lot of notes. Even someone 
with a normal memory can’t be expected to remember everything. 

    Common sense    rule: Get copies of medical test result.    

   Assessment 

 A doctor synthesizes the patient history, examination, and results of any other evalu-
ations in deciding on a diagnosis. This is called the assessment. A dementia assess-
ment is complex and involves consideration of many diagnostic possibilities (the 
“differential diagnosis”). This may include various types of dementia and other pos-
sible medical etiologies of symptoms and other  fi ndings. 

 Dementia is considered to be a “clinical diagnosis” in that there is no one test that 
can be done to diagnose it during life. An accurate dementia diagnosis is therefore 
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highly dependent on the quality of the history provided, the clinical evaluation, and 
the skill and expertise of the clinician. That is why a thorough evaluation by an 
experienced dementia specialist may be imperative for proper diagnosis. 

 Before you leave the doctor’s appointment, make sure that you know and under-
stand the diagnosis; the prognosis, including expected duration (if it’s a dementia, 
the prognosis is usually for gradually worsening over years); and the plan of care, 
which we cover in the next section. 

    Common sense    rule: Ask questions and take notes on test results and diagnosis.   

   Plan of Care 

 Newton’s Third Law states that for every action, there is an equal and opposite reac-
tion. In medical terms, each clinical assessment or diagnosis deserves a plan of care. 
And, generally speaking, the more complicated the clinical situation, the more com-
plex the strategy. This is certainly true of dementia which requires a multimodal 
caregiving approach. This requires much more effort than just taking a pill, although 
that may be one part of the strategy. 

 It is important to understand each medication before you leave the doctor’s of fi ce 
and have answers to the following questions:

   Why (for what reason) is the medication being taken and what bene fi ts are 
expected?  

  What are potential side effects?  
  Is there a generic that can safely be substituted? (Make sure to tell the doctor if cost 

is an issue.)  
  Are there any other options (such as alternate medications)?  
  How is it started? (Titration schedule)  
  Should any other medications be stopped?  
  When (what time of day) should it be taken?  
  Should it be taken with or without food?    

 In addition to medications, you should consult with the doctor about any treat-
ments other than medication that should be implemented, as well as other sources 
of help. Non-pharmacologic treatment includes behavioral and environmental mea-
sures that may help improve quality of life for the patient and others interacting with 
the patient. Again, make sure that you understand the reason, method, and expected 
results of these measures. Find out what professional organization or organizations 
may help. Ask the physician to provide you with any relevant educational materials 
available at the clinic. 

 You should obtain (or make sure the doctor sends) any prescriptions, as well as 
any referrals for other tests, doctors, or services. These might include physical and/
or occupational therapy (PT/OT), speech-language pathology, home health, or 
counseling. 
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 Home health services may include nursing care, PT/OT (with possible home 
safety evaluation) and social work assistance. A patient must meet certain require-
ments for these services to be covered by insurance, including that the patient 
doesn’t drive. If you’re not sure whether your loved one meets the criteria, just ask 
the doctor if home health might be an option. If a patient quali fi es, make sure to 
request a PT/OT home safety evaluation as this can be an important preventive 
health measure and may allow insurance coverage of necessary equipment, such as 
bathtub safety bars, and raised commode seat. 

    Common sense rule   : Make sure you know and understand the plan of care 
before you leave the doctor’s of fi ce.   

   Between Patient Appointments 

 Keep a symptom log. This needn’t be a daily diary, but even just a note in a calendar 
of an unusual symptom or behavior (as well as the timing—day or night—and any 
triggers). This should help the doctor identify new problems or patterns, such as 
worsening insomnia or psychosis. 

   Know When to Call 

 Sudden changes demand immediate medical attention (calling 911 for emergency 
medical assistance). These may include:

   Sudden confusion or change in memory or mood.  • 
  Passing out/serious fall.  • 
  Suddenly unable to speak.  • 
  Sudden weakness.    • 

 Inform all of the patient’s doctors of any visit to the Emergency Department and/
or hospitalization as soon as possible. Call the primary doctor and/or the specialist 
for any other signi fi cant new problems that arise, especially right after starting a 
new medication (as these may be side effects). Inform the specialist of any new or 
worsening behavioral issues, such as insomnia, hallucinations, or agitation. Any of 
these can affect quality of life not only for the patient but also for the caregiver.  

   Follow-Up on the Plan of Care 

 Do what you can to follow-up on the plan of care and enlist the help of family, 
friends, and professionals, where needed. Get additional support from local 
and  national organizations designed to help patients and caregivers. Look for local 
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caregiver courses and symposia. We recommend that all those who will be involved 
in a patient’s care attend a caregiver class at least once. Also educate yourself in 
other ways that work best for you, whether reading a book like this one or  fi nding 
resources on the internet. Join a support group, especially if you’re feeling 
isolated. 

 Talk to your own doctor and ensure that all of your medical problems are opti-
mally treated. Speci fi cally express any changes in your mood, appetite, or sleep. 
Caregivers may need to see a specialist, too. Consider seeing a counselor if you are 
anxious, depressed, overwhelmed, or experiencing signi fi cant con fl ict—whether 
internally or with the patient. A primary care doctor can diagnose depression and 
prescribe antidepressants, but this is not usually their area of focus. A psychiatrist, 
especially a geriatric psychiatrist, will be more familiar with the medications and 
issues faced by caregivers. Such a doctor can also perform psychotherapy or recom-
mend a therapist. A psychiatrist is usually familiar with local counselors who spe-
cialize in caregiver therapy. If you aren’t getting the answers you need from your 
physician, you might inquire with your loved one’s specialist, a professional asso-
ciation, or fellow caregivers.   

   Follow-Up Appointments 

 The doctor who is treating the patient’s dementia usually has some speci fi c ques-
tions in mind. Make sure to bring yours along as well. Again, it’s best to put these 
in writing for the physician and bring it along with any patient log (as described 
above), if you’ve been keeping one. 

 Your follow-up letter to the doctor should emphasize any changes since the ini-
tial visit as well as the effects, if any, of treatment. Make sure to let the doctor know 
how you’re doing, too. Such a note might include:

   The general state of the patient (and caregiver’s!) health and well-being.  • 
  Changes (for better or worse) in patient’s ADLs, behaviors, and cognition.  • 
  Whether treatments/interventions seem to be working or not.  • 
  Any possible side effects of medication.  • 
  Any new problems (including other aspects of the patient’s health or hospital visits).  • 
  A request for any re fi lls needed with the amount needed (such as a 30- or 90-day • 
supply). Also note whether the Rx should be written and given at the visit or sent 
(and, if it is to be sent, specify which pharmacy).  
  Any other requests, questions, or concerns.    • 

 At the follow-up visit, again make sure that you understand any new plan of care, 
including the indication (reason for taking), bene fi ts, and risks of all medications. 
Obtain (or make sure the doctor sends) any prescriptions, as well as any referrals for 
other tests, doctors, or services. 

    Common sense    rule: Put it in writing—again!   
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   Summary 

 Advance preparation and organization can help you make the most of a doctor’s 
visit. Present and highlight important medical information in a structured fashion. 
Bring and take notes and relevant records. Familiarize yourself with a loved one’s 
medications and prescription needs. Convey your concerns and have them addressed 
in ways that avoid turmoil. Know what questions to ask—and ask them! Document 
answers and gather materials that will assist you in caring for your loved one, 
including  fi nding other means of help to assist you. A well thought-out plan of 
action is most likely to result in an optimal plan of care. Go home happy knowing 
what to expect and what to do.  

   Common Sense Rules 

    Someone with memory issues (or similar problems) should not go alone to doc-• 
tor’s visits.  
  A patient with dementia should have a medical advocate.  • 
  Bring all of the patient’s assistive devices to any medical evaluation.  • 
  Avoid con fl ict and employ alternate strategies.  • 
  Put it in writing.  • 
  Always start with the worst, most pressing problem  fi rst.  • 
  Get copies of medical test result.  • 
  Ask questions and take notes on test results and diagnosis.  • 
  Make sure you know and understand the plan of care before you leave the doc-• 
tor’s of fi ce.         
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 Many seeming faults are to be imputed rather to the nature of 
the undertaking, than the negligence of the performer.”

—Samuel Johnson   

 First, you must know WHAT you are dealing with and if it is dementia. Now, we 
introduce some strategies relating to HOW to care for a person with dementia. It is 
impossible to cover every situation that may arise, but some general principles 
improve life for everyone involved. We also share examples to which you might 
relate or from which, you might extrapolate. Note that these are guidelines, not 
rules. Every individual is distinct and every situation individual. And, none of us is 
perfect. In fact, one of the most important themes in dementia care is  fl exibility. 
It all boils down to:  

    Chapter 6   
 The Seven Common Senses of Dementia Care              

      The seven common senses of dementia care   

 1. Respect 
 2. Teamwork 
 3. Routine 
 4. Preparation 
 5. Flexibility 
 6. Positive engagement 
 7. Safety 

   First Principle: Independence and Respect 

 Honoring the best interests of a person is the foundation of caregiving. For a family 
caregiver this means caregiving as an expression of love without oversmothering 
(“If it ain’t broke, don’t  fi x it.”), but with recognition of when to step in and help, 
particularly when someone’s health, safety, and well-being are at stake. Achieving 
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this delicate balance is de fi nitely easier said than done—BUT, it can be done! Like 
most things in life, practice and experience help, as does education in a variety of 
forms and talking to trusted others (which might include friends, family, fellow 
caregivers, and professionals. The latter could be your loved one’s doctor or your 
own doctor or therapist). Respect not only a person’s wishes but also their limits—
and your own! 

 Determining a person’s best interest should emphasize autonomy, whenever pos-
sible. This means letting each individual do and decide what they can for them-
selves and stepping in only as necessary. Avoiding present or future harm, not just 
physical but emotional and  fi nancial as well, is key in this determination. Try not to 
test a loved one at home (e.g., asking memory questions, such as “What is the 
date?”). Leave that for the doctor’s of fi ce. Instead, determine a loved one’s prefer-
ences from day-to-day life and your knowledge of the person, and use these as your 
guide. Can you work with as a team in managing  fi nances if your husband likes to 
be involved, rather than having to take over completely? What does Mom enjoy 
doing? If she can’t drive, arrange alternate transport to her bridge group. If she can 
no longer play cards, but still enjoys spending time with her friends, see if they be 
willing to have her join them for coffee afterwards.  

 Also, respect yourself as caregiver. It may be the best job you ever have. 
Caregiving is hard, but it can also be rewarding and empowering. So, respect your 
limitations, but also remember the valuable and often essential role you play in 
someone’s life. If you can’t think of a solution, talk to someone you trust and brain-
storm together. The idea that two heads are better than one leads us to our second 
guiding principle:  

   Second Step: Teamwork 

 We’ve said it before, but can’t say it too much: Care for the Caregiver. Help the 
Helper. Work as a Team. In addition to the individual needs of the patient with demen-
tia, we must respect the tough job done by caregivers day in and day out. We have 
encountered many caregivers who feel they “must” go it alone. This attitude is not 
helpful and may be harmful in creating social isolation for the person with dementia 
and caregiver alike. Numerous studies show that social activity bene fi ts mental and 
physical health. This includes people with dementia—and their caregivers, too. 

 For a patient with dementia who lives at home, a primary family caregiver who 
lives with (or close) to the patient might provide day-to-day care. Others involved 
may be family, friends and neighbors, and professional caregivers (via adult day 
programs or home care. A variety of options are discussed in detail in Chap.   15    : 
Selecting Level of Care). As previously discussed, the patient should have at least 
one general physician and a dementia specialist (such as a geriatric psychiatrist or 
behavioral neurologist) may be extremely helpful. Play to the strengths of your 
team and delegate responsibility (especially jobs that you’d rather not do). Let the 
grown kids who are good on the computer manage online banking and prescription 
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orders. And, avail yourself of advice and help from fellow caregivers, as well as the 
plethora of community and online resources from the Alzheimer’s Association and 
other organizations. 

 If you are a caregiver and considering quitting work or another activity that you 
enjoy, this may mean that you need additional assistance from others. This could even 
be a sign of caregiver depression. Talk it over with others (see examples above), 
including your doctor and your loved one’s doctor, too. See if you can  fi nd an alternate 
solution, including additional caregiving support. Maybe you’ll still quit your job 
(that is, one besides your job as caregiver!), but maybe you will  fi nd that you don’t 
need to stop working after all. Maybe your loved one enjoys the mental, social, and 
physical activities available in an adult day program while you are at the of fi ce. Of 
course, if you hate your job and have the  fi nancial wherewithal to quit, that’s one 
thing, but, if you enjoy your work and only quitting because you think you “have to,” 
that’s another. At least consider trying additional caregiver support and/or a temporary 
separation (e.g., family leave) to see how things go before quitting your job 
completely. 

 And, if you are considering quitting a beloved activity that has been a corner-
stone of your routine (anything from a social group to exercise to a hobby), this 
strongly indicates a need for additional caregiving support. Such a sacri fi ce doesn’t 
help you—or your loved one. In fact, it only hurts by depriving you of an important 
outlet for diffusing stress and can create feelings of resentment regarding your care-
giving responsibilities. It’s not healthy. If you feel bad or guilty about taking a break, 
remember that your loved one may need a break from you, too! Since caregiving is 
more than a full-time job, it helps to have someone (or more than one) who you 
know and trust, is good with your loved one, and able to step in and help out when 
you can’t due to life’s little—and big—interruptions. Speaking of disruptions to 
routine brings us to the third Common Sense of Dementia care.  

   Third Thing to Do: Stick with It! 

    As we all know, life is often not routine, and things happen! That will be covered 
more in the next section. However, structure and routine represent critical compo-
nents of dementia care. 

 Having a routine doesn’t have to be boring, nor does it mean that you have to do 
the same thing everyday. It’s often helpful to schedule two or three activities during 
the day, but these can be different activities, such as walking or other exercise, 
hobbies, and social activities. Perhaps a friend is available for lunch every Tuesday 
and you and your loved one go to the movies (or see one at home) on Fridays. Also, 
remember to think about space as well as time. Have a hook or basket near a door 
for keys. Have a set place for purses and wallets. 

 But, some things are better when done the same way at the same time each day. 
These include our basic functions and activities such as eating, sleeping dressing, 
and bathing. You don’t have to eat the same thing each day, but it is helpful to have 
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standard mealtimes. Similarly, with sleep, the quality of everyone’s sleep (patient and 
caregiver/s) will be maintained or improved by set times. This includes a  fi xed bed-
time as well as a routine time to wake up. A person’s routine or preferences can easily 
be incorporated at home or in a long-term residential care situation. Sometimes you 
just have to ask. (What time does Dad prefer to wake up and how can we make that 
happen?) Having a set bedtime routine (turning down lights, putting on soft music, 
changing into pajamas, rubbing scented lotion into hands, having milk and cookies or 
another snack) may also help ease the transition to sleep. A scheduled post-lunch 
“siesta” may work better than allowing someone to doze off randomly during the 
day. 

 Scheduled voiding (i.e., taking a person to the bathroom at regular intervals) has 
been scienti fi cally shown to minimize urinary incontinence (“pants-wetting”)  [  1,   2  ]  
and often works better for patients with dementia than any bladder medication (as 
the problem is more about the “brain” aspect of urinary control than the bladder. 
Furthermore, as discussed in Chap.   8    , many such medicines impair memory). Try 
taking your loved one to the bathroom based on their usual routine or else try once 
an hour and increase or decrease that time interval based on what works. 

 Speaking of incontinence, accidents can—and will—happen, along with lots of 
other bumps along the road, which brings us to our next point:  

   Fourth, Be Prepared 

 Don’t just expect the unexpected, prepare for it. This includes holidays, hospitaliza-
tions, moves, guests, trips, and travel. Large gatherings and disruptions to routine 
may be disconcerting, to say the least, for a patient with dementia. Retain as much 
routine as possible. Make sure to have a quiet room that you can seek out if your 
loved one is overwhelmed by noise or crowds. Sometimes it’s better to visit a loved 
one at home or other quiet, familiar place and one at a time, or in small numbers. If 
you’ve followed our previous advice about carrying a list of a patient’s medications 
(see   Chap. 4    ), you’re that much more prepared for any hospitalization or other med-
ical procedure—or trips. If you don’t think that your loved one will travel again, 
make sure to have a care plan if you’re sick or called away. This might include lining 
up a family caregiver, a professional in-home caregiver, or respite care at a residen-
tial facility. Have your loved one’s doctor complete any required medical forms, 
exams, orders, and tests (e.g., for tuberculosis, “TB”), and do this now rather than 
rushing around at the last minute when you might also be preparing for a last-minute 
trip or be unable to do so due to other circumstances (e.g., should you fall ill and/or 
require hospitalization). 

 Many patients with mild or even moderate dementia can travel well in the com-
pany of a caregiver. However, prepare for possible disorientation and sleepless 
nights given the departure from the usual routine. (Sleeping—and waking up—in 
an unfamiliar place and being thrown out of our usual routine can be dif fi cult—and 
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even transiently disorienting—for those of us without memory loss, so you can 
imagine how hard it may be for someone with even mild dementia.) 

 Your loved one may require additional assistance. For safety’s sake, it’s often 
wise to travel with at least one person of the same gender as the person with demen-
tia, in case family bathrooms are not available. Check with your loved one’s doctor, 
but, even if a physician approves, you need to consider travel plans carefully. Your 
loved one shouldn’t go if it will cause more harm than good for the patient, you, 
and/or others. 

 If your loved one hasn’t traveled for some time, it may be best to start with a 
short trial vacation close to home. If  fl ying, you may want to have a letter from a 
doctor explaining that your loved one needs to travel with you and may have 
dif fi culty answering security questions due to memory loss. (Airport security 
required one of our patients to proceed through a separate security line from his 
wife despite her explanation that he had Alzheimer’s disease and they needed to 
stay together. The security agent reportedly said, “He looks  fi ne to me.”) 

 Have a “dummy” or duplicates for items such as wallets and purses that are fre-
quently misplaced (and, of course, nothing of signi fi cant value, including 
identi fi cation, insurance, and credit cards, or large amounts of money, should be 
kept in them, if these are often lost). This also applies to glasses, make-up lipstick, 
and the like. If the toothpaste tube always goes missing, buy travel sizes. Be pre-
pared and be creative, which brings us to our next point:  

   The Fifth Element: Flexibility 

 It isn’t common sense to do the same thing over and over and expect a different 
result. Alter course when something doesn’t work. Don’t beat your head against the 
wall repeatedly. Don’t beat your head against the wall repeatedly. Don’t beat your 
head against the wall repeatedly. 

 Try another tactic: Rest, hugs, distraction (snack, car ride, other activity), leave a 
room and return in a few minutes. Count to 10—or 100! Use memory loss to advan-
tage, not disadvantage. For example, depending on the degree of a person’s dementia, 
they might be perfectly happy and occupied by activities that might seem tedious or 
boring to someone with normal memory. Gear such tasks to the person’s likes and 
level of ability. These might include sorting playing cards, sweeping or vacuuming, or 
stuf fi ng envelopes. It might also include folding the same basket of clothes over and 
over or reading the same magazine again and again. We’re sure you can think of many 
more, and, especially, know of things that your loved one speci fi cally enjoys doing. 

 If a loved one has asked you what the date is 3 times in 1 min, you should be 
looking for a pen and paper to write it down. Or a calendar on which to show them. 
Or thinking about buying a large wall calendar and/or dry erase whiteboard, so that 
you can easily display and direct them to this information each day. 
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 You don’t have to be a genius to be ingenious. And, if you feel frustrated or 
annoyed or like you have a problem that you can’t solve, look to others for support 
(remember, we’re a team).  

   The Sixth “Common Sense”: Positive Engagement 

 “You never win an argument with a patient with Alzheimer’s Disease.” This fre-
quently applies to people with other types of dementia as well, since memory, judg-
ment, and abstract reasoning worsen as dementia progresses. Therefore, it is best to 
avoid direct confrontation. To put it bluntly, don’t start an argument. Go along. Go 
with the  fl ow. Try agreeing! Show, don’t tell. Long explanations are usually not the 
answer. Words of reassurance and support may be. 

 If a person with dementia hallucinates at night, seeing nonexistent “strangers” 
are in the house, it usually does not work to deny the hallucination outright and just 
say that no one is there. The “strangers” may be scary and real to your loved one. 
Try different strategies such as a reminder that you’re here and that the doors are 
locked and it’s safe. Point out the phone by the bed. 

 Just as you can show rather than tell, it’s often better to do, than tell—and often 
to do with your loved one. If an item like a wallet is misplaced, it may help to look 
for it together. For the example of nighttime hallucinations above, if verbal reassur-
ance doesn’t work, try turning on lights, asking where the “strangers” were, and 
checking with your loved one to make sure “they’re gone.” Perhaps make checking 
door locks together before you go to bed part of your nightly routine. If you have 
another technique that works, by all means stick with it (until or unless it doesn’t 
routinely work). 

 Avoid what doesn’t succeed and embrace what does. In case of a potential argu-
ment brewing, agree, tell a funny story (it helps to have a few ready or carry a joke 
book), or change the subject (using memory loss to advantage). Sometimes no 
words at all will help. But other approaches may. These include hugs and distraction 
via an activity, which might include a snack, calling a beloved friend or relative on 
the phone, listening to favorite music, watching a TV program, crafts, household 
tasks, and many, many more—probably even more than you can think of yourself. 
Ask your loved one what he or she would like to do. You can also get ideas from 
friends, families, fellow caregivers, the Internet, and books (this book lists a variety 
in previous chapters as well). 

 Let your loved one with dementia be your guide. Enter their world. Remember 
that patients with Alzheimer’s disease often recall the past better than the present. 
Therefore, if they wish to speak of dead relatives as if they were still alive or past 
events as if they are ongoing, it’s OK for them—and you!—to do so. (Of course, if 
it’s upsetting change the subject or activity.) When it comes to music, play or sing 
favorite “golden oldies.” Reminiscing over old family pictures or photo albums can 
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be a wonderful activity and generate many others. You may even want to display 
some of these or make a memory book of favorite photos (or copies) with brief 
explanations of each. Some patients with dementia forget their age and may not 
recognize their own re fl ection, expecting to see a much younger person. Consider 
removing or covering mirrors to avoid this upset. Television newscasts can be 
extremely unsettling to patients with dementia, particularly if they believe a news 
story like a  fi re is happening to them then and there. The TV can be removed or 
unplugged or you might take advantage of the many recorded programs now widely 
available to watch old or new favorite musicals, TV series, and movies that delight 
rather than disturb. 

 Tailor activity for the interests and ability level of the person with dementia. Set 
your loved one up for success, not failure. Maybe your wife used to be a great cook, 
but now forgets ingredients. If dinner is a disaster, have a laugh over it, rather than 
a blow-up. Cook with her. Step in (or take over) as needed for any frustration or 
safety concerns, while allowing her to perform the steps that she can do safely and 
stress-free. If she used to make dishes from scratch and now becomes easily con-
fused, see if she can follow a recipe. Help recreate favorite dishes or  fi nd similar 
ones from her recipe box, family members, cookbooks, or the Internet. 

 Above all, don’t critique people with dementia. It’s not their fault. They can’t 
help it if they forget or lose something. And, remember the “short-term” memory 
goes  fi rst in Alzheimer’s Disease and most dementias. So, instructions or directions 
are likely to be quickly forgotten, although emotional upset may persist. (If a prob-
lem occurs, it’s much better to  fi nd another way to prevent this from happening 
again rather than assigning responsibility or blame.) Maybe your loved one put the 
ice tray in the pantry rather than the freezer, but reminding him or her will only 
make you both feel bad. 

 You may be right, they may be wrong, but agreeing to save the peace is often a 
better approach in the long run than proving your point. However, we are all imper-
fect and the daily frustrations of caring for a loved one with dementia can be many. 
If you do or say something you regret, try to defuse the situation as quickly as pos-
sible. Provide reassurance. Forgive yourself and try to do better next time (and do 
what you can to prevent a “next time”). If you  fi nd that you are more irritable on a 
regular basis, consider additional caregiving assistance and even whether you need 
to speak with your own doctor or therapist about the demands upon you. Give your-
self and your loved one a break—maybe even a snack break. You may never win an 
argument with a person with dementia, but most of them love a treat. And, you may 
deserve one, too. 

 Although it’s best to avoid confrontation and usually best to honor a person’s 
wishes, a line must be drawn when it comes to protecting the safety of your loved 
one and others. Sometimes it is not possible to agree with someone with dementia 
who puts themselves and/or others in harm’s way:  
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   The First and Last Common Sense: Preserving 
Safety—and Sanity 

 Believe it or not, hearing that they have Alzheimer’s disease (or another type of 
dementia) is not the most disturbing thing for most of our patients, hearing that they 
can’t drive is. 

 Even though this is the last section of this chapter, safety, is, of course, always 
 fi rst. Preserving safety and sanity for all is critical for patients with dementia and 
caregivers alike. As mentioned at the beginning of this chapter, one of the most 
important components of caregiving is knowing when to stand back and when to 
step in. That is, knowing when to say when. 

 And, if you aren’t sure whether your loved one with dementia can safely drive, 
live alone, walk unaccompanied, cook, possess a  fi rearm, drink alcohol, etc., such 
doubt can be a pretty good indicator that they shouldn’t be. Studies show that a 
patient with dementia is generally not a good judge of whether or not he or she is 
safe to drive), but that caregivers of patients with dementia are much better able to 
determine whether or not a patient is safe to drive  [  3  ] . When it comes to driving or 
any other activity that should be more closely supervised, curtailed, or stopped alto-
gether, utilize the sensible strategies outlined in this chapter to help  fi nd a creative 
way to do so in a manner acceptable to the patient and others. Use the “start low and 
go slow” principle in providing care. First, monitor daily activities. Address 
any problems with appropriate and speci fi c intervention. These may include super-
vising, limiting, or stopping activities. It might also mean doing things together. 
A pattern of problems (repeated or similar problems) with a given activity should 
raise red  fl ags indicating a need to step in. 

 For example, if a person with dementia becomes lost with driving, consider the 
context in deciding what to do next. Was the person driving to a very familiar place, 
such as someplace they go daily or weekly? If so, at a minimum, this person 
shouldn’t drive alone and maybe shouldn’t be driving at all (again, consider all the 
circumstances, including driving skills, which should be regularly monitored by 
family and/or formally tested). If a driver with dementia becomes lost going to a less 
familiar place, driving alone may be problematic. Is this someone who uses (not just 
possesses!) a mobile phone and could call for help? However, keep in mind that 
mixed messages may be hard to keep straight. Sometimes, it is easier on everyone 
for a person with dementia to stop driving altogether rather than setting particular—
and possibly confusing—restrictions about area, time of day, driving accompanied 
or alone. Someone who routinely becoming lost shouldn’t drive. Someone who has 
problems with driving skills or obeying traf fi c laws shouldn’t drive. Someone who 
has problems driving in their own driveway or neighborhood shouldn’t drive. The 
question is, does this apply to someone you know? 

 It sometimes helps to take a step back and try to view things a bit more objec-
tively (or check with someone else who can, such as another family member or a 
doctor). Take the “next-door neighbor” or “grandchild” test: What action do you 
think should be taken if you heard that someone else’s spouse or parent having the 
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problems that your loved one is having with an activity? In terms of driving, would 
you feel safe riding in the car with that person? Would you let a child you know ride 
in the car with that person? Would you want that person driving in the neighborhood 
in which that child plays? Remember driving does not occur on a closed course, but 
on an actively changing one. 

 We often hear something along these lines from family caregivers for patients 
who have dementia severe enough to make driving unsafe:

  Dad doesn’t understand why he can’t drive. We argue about it all the time. And he gets mad 
when I remind him that his doctors told him to stop driving. Would you please explain it to 
him again?   

 First, don’t argue! You’ll lose. Second, recognize that the problem here may not 
be limited to memory. Insight, judgment and problem-solving may also be impaired. 
Dad may not remember his physicians restricting his driving, but repeated remind-
ers, explanations, and discussion are unlikely to be bene fi cial and may instead be 
met with anger and frustration. As noted in the study mentioned above, patients 
with dementia generally don’t recognize their own problems with driving. Dad 
likely feels he drives well even with evidence to the contrary. Patients with dementia 
may try to explain away multiple motor vehicle collisions or episodes of becoming 
lost as if family, doctors, or others are overreacting. Many express feelings of being 
unjustly targeted. 

 If you don’t think your loved one with dementia is safe to drive, you should take 
action to address this, including informing his or her physician. In   Chaps. 4–5    , we 
discussed how it may be helpful to give the doctor a note at the appointment with 
information and updates on patient problems. Such a note is usually a better way to 
convey driving dif fi culties, as most patients become upset if these are mentioned, 
let alone discussed. 

 So, if your loved one with dementia is no longer safe to do drive, you should 
avoid raising the subject. In case he or she brings it up, have such a short, stock 
answer at the ready and repeat if necessary—or write it down. You might ask the 
doctor to write a “prescription” indicating that the patient should not drive (don’t 
post this, just pull it out as needed). Whatever you do, pick one explanation and 
avoid a long discussion. Then, change the subject or try to employ a distracting 
activity. We readily acknowledge that this subject may be one of the hardest (in the 
world) from which to successfully disengage. 

 When it comes to loss of driving privileges, many of our patients are more accept-
ing of reasons other than memory problems or poor driving performance. Some 
medical justi fi cations that may be more palatable include poor eyesight or pain or 
weakness in arms or legs. You might even assign the blame to a physician to take the 
onus off of you. “Dad, the doctor said you are not allowed to drive. I am sorry but 
there is nothing I can do.” We have had family members employ a variety of suc-
cessful strategies with loved ones with dementia who shouldn’t be driving: explain-
ing that insurance is now unaffordable or canceled, hiding keys, disabling the car, or 
sending it for “repair” to “the shop” (at which there is an endless “waiting for the 
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part,” if the car’s absence is noted). Sometimes keys must be secured and/or engines 
disabled to prevent unsafe driving of shared vehicles. But, if Dad’s car is not needed 
for others to drive him, we advise removing it from the property to minimize a very 
large visual trigger. A good rule of thumb is not to have more cars than drivers and 
not to routinely park within easy eyesight of the household of a person with demen-
tia who can’t drive (i.e., park inside a garage, rather than on the driveway). If you 
can’t keep a vehicle “out of sight, out of mind,” an unsafe driver must still be kept 
off the road. 

 For a loved one who remains adamant about driving, you might request a referral 
from the doctor for comprehensive neuropsychological evaluation and/or a formal 
driving assessment. Check with the physician to see if a local medical or rehabilita-
tion center has a driving assessment program. This is used to assess driving abilities 
of brain injured patients (stroke, head injury, etc.), but can be applied to dementia. 
Keep in mind these assessments can be costly are not typically covered by medical 
insurance. A free option may be available at the Department of Motor Vehicles, but 
remember that such agencies are not generally equipped to assess complex cogni-
tive function. Family and physicians can truthfully tell the patient that he or she can 
resume driving upon passing the assessment, but not until such time. If he or she 
then tries to engage in discussion about the unfairness of the restriction, you can 
respond with “The doctor said you could resume driving if you pass the assess-
ment.” It is certainly a more positive response, and takes a burden off of the care-
giver, putting the ball in the patient’s court. Frankly, many patients with dementia 
will just not follow through, perhaps due to an underlying fear of not passing. We 
recommend being cautious and not scheduling the assessment on the patient’s 
behalf. If a patient doesn’t have the cognitive wherewithal to make such an appoint-
ment, he or she should not be driving. If the patient passes the assessment, this 
provides a greater level of comfort to everyone in lifting the driving restriction. 
Family should continue to monitor the driving abilities of such a patient (including 
riding as a passenger at least every 2 weeks). If Dad does not pass the assessment, 
everyone can feel more con fi dent with the restriction. 

 Some states require physicians to report any patients diagnosed with dementia or 
similar issues. However, an unsafe driver can be reported in any state to the appro-
priate agency by anyone, including a doctor. Of course, even a revoked driver’s 
license may not stop some people from driving. Someone with dementia who has 
had his or her driver’s license revoked and continues to drive may need to be moved 
to a secure (locked) memory care unit to prevent harm to self or others, if access to 
a car cannot be prevented another way, 

 Let us not forget that driving cessation often equates to loss of independence. 
Even when family and friends are available for transportation, Dad may not want to 
rely on them. It may be preferable to use a paid companion to do the driving. 

 It is always best to err on the side of safety. For the patient. And the caregiver. 
And the rest of us, too.  
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   Summary 

 A common sense approach to caregiving implies a balanced approach with neither 
too much nor too little intervention. Respect, teamwork, routine, preparation, 
 fl exibility, taking cues from the person with dementia, and safety are sound princi-
ples that can guide caregivers to a workable solution for day-to-day problems. 
However, much caregivers strive to get things “just right,” they should not expect to 
be perfect. There is no cure for dementia, but there are better ways to cope and care.      
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 We have a    special message for caregivers:  Your loved one will only do as well as you 
are doing . 

 A caregiver has to take care of himself or herself  fi rst in order to be ready, avail-
able, and healthy enough to assist another. If the caregiver’s mental or physical 
health worsens, he or she may become unable to care for himself or herself, let alone 
the patient. So, if you’re a caregiver, take care of yourself. This means seeing a pri-
mary care doctor and any other specialists necessary to ensure your overall health, 
educating yourself, and enlisting assistance when you need it. If you are over-
whelmed, need some days off, or want a housekeeper, then by all means bring in 
help. This may include other relatives, friends, and/or professionals (medical and 
other). It also may mean going outside the home for planned respite care, in which 
your loved one might attend an adult day program or stay overnight (or longer) in a 
memory care unit or similar facility. 

 None of us want the caregiver to burn out. You don’t need to act alone and it’s 
actually much better not to try to  fl y solo. Remember that socialization bene fi ts both 
patient and caregiver. Furthermore, working as part of a team also usually optimizes 
medical care. Speaking of which, even experienced and/or professional caregivers 
need to take heed of this advice. The more we mature in our caregiving skills, the 
greater our tolerance, but the lesser our awareness, of stress. If you are even contem-
plating whether you might need a hand, then it is worth at least looking into or 
inquiring about additional assistance. As long as  fi nancial considerations were taken 
into account, we have never heard of a caregiver who got help “too soon.” 

    Common    sense rule: A patient will only do as well as his or her caregiver does.  

   Family Members of Caregivers 

 This section is directed mainly to adult children of parents dealing with dementia, 
but other relatives and caregivers may certainly  fi nd it applicable as well. 

    Chapter 7   
 Caring for the Caregiver         
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 Physicians learn early in their training that an abnormal  fi nding might be missed 
without thoroughly checking for it. This principle explains why we perform a his-
tory and physical in the methodical fashion outlined in Chap.   5    . Such careful assess-
ments are especially important for a slow-moving disease like dementia, which 
tends to sneak up on a patient (and family) little by little. 

 If you have one parent with dementia and one who is the primary caregiver, you 
need to monitor the situation, too. This is not only true for parental caregivers who 
have expressed problems but also for those who haven’t. Caregivers may become so 
hopeless that they give up on any help or solution. They may feel too tired or over-
whelmed to pick up the phone or converse in detail about what they are going 
through. They may also consider it a failing or  fi nd it embarrassing to mention such 
problems to others, especially their children. Therefore, you need to ask questions 
and also see how things are going with your own eyes. 

 Find out how your caregiver parent is doing, feeling, and coping. Learn about 
any particular issues that have emerged in caring for your family member with 
dementia in any of the “ABCs”: Activities of Daily Living (ADLs), Behaviors, or 
Cognition. Ask about any depressed mood and any problems with sleep or appetite, 
which can be signs of depression. It’s important to know about these issues in the 
caregiver as well as for the patient. Caregivers of patients with dementia suffer from 
depression at high rates, especially if the patient has depression and/or behavioral 
problems  [  1  ] . On a happier note, a variety of strategies, including caregiver educa-
tion and support may be helpful  [  2  ]  and even delay the placement of a patient into a 
nursing home  [  3,   4  ] . Physicians typically focus of fi ce assessments on cognition, but 
problems with ADLs and behaviors can impose signi fi cant daily dif fi culty for a 
family caregiver and, along with the caregiver’s health, are major reasons for insti-
tutionalizing a loved one with dementia  [  5  ] . 

    Common sense    rule: Care for the primary caregiver.  

 If your caregiver parent hasn’t asked you for help, ask your parent. If your parent 
declines your assistance, but you suspect it may be needed, express your interest in 
making life easier for them as subtly and unobtrusively as possible. Parents may be 
leery of getting help from their grown children, so it is often best to make it about 
you, rather than them. For example, if you would like to attend a doctor’s visit, you 
might say that you have some questions that you would like to ask the physician and 
inquire as to whether you could go with them to the clinic to do so. 

 Make speci fi c proposals of help, especially in ways in which you may be well-
suited, such as making doctor appointments and/or driving your parents to these. 
For parents who are not as adept with computers, offer to convert ordering medica-
tions to online and manage these for them. Depending on the circumstances, it may 
also be helpful to do this with banking or other  fi nancial transactions. 

    Specifi c times and types of help work best. They are often more practical, easier 
to receive, and more likely to be accepted, while still offering fl exibility. (“Mom, I 
have Thursdays off and I could take Dad out gol fi ng that day. I could also take him 
out on the weekend.”) This honors and respects an individual’s ability to choose 
between a couple of good choices (or accept them all!). It usually works best to  fi nd 

http://dx.doi.org/10.1007/978-1-4614-4163-2_4


73Family Members of Caregivers

nonthreatening approaches of assistance and avoiding blatant interference or injury 
to anyone’s pride and dignity. If offers for help are declined despite an apparent 
obvious need, your options may include stepping in more assertively, enlisting other 
family members or friends, and/or consulting with your parents’ doctors or other 
medical professionals. 

    Common sense    rule: Make speci fi c offers of help.  

 Adult children need to keep a close eye on a parent who is a caregiver to make sure 
Mom is taking care of herself or Dad has some help with the cooking or whatever 
the case may be. Our experience is that parents often minimize their caregiver bur-
den to and decline offers of assistance from their grown children. Such spousal 
caregivers often express to us that they don’t wish to “bother” their offspring and 
conceal their real level of distress. We therefore  fi nd it helpful to include the adult 
children (or at least one) at the clinic visit whenever possible. 

 You might spend a few days and nights staying with your parents quietly and 
unobtrusively observing how they do from day-to-day. If family members do not 
live close by or this is otherwise not feasible, consider hiring a geriatric care man-
ager to perform an in-home assessment. It may work best to enjoy a social visit and 
avoid critiquing or intervening (unless a situation poses a basic health or safety 
risk), so that you can how things go when you’re not there. Obviously, it is impor-
tant to pitch in as needed, but it is also essential to observe the daily routine (or lack 
thereof) as it occurs when you’re not present, so that you can see what works, what 
doesn’t, and what might be improved. 

 You may be very surprised by what you  fi nd, so prepare yourself. For example, 
you might schedule a family meeting with your sibling or siblings, by phone or in 
person, to occur before and/or after the visit, so that you can talk things over. You 
might also need some time after your visit for re fl ection, research, or even just some 
relaxation. 

 Once you have assessed the situation in your parents’ home, then you might 
develop a plan of action by meeting with your caregiver parent and/or other family. 
Of course, if you do perceive health or safety risks, these need to be addressed 
immediately as well as for the long-haul. If you conclude that your caregiver parent 
is struggling, intervene. The decline we see in a patient sometimes corresponds 
more to the caregiver’s decline than due to the patient’s underlying dementia. And, 
remember, sometimes the spouses of our elderly patients develop dementia, too. In 
fact, the spousal caregivers of patients with dementia have been shown to experience 
dementia at a rate six times higher than their age-matched peers  [  6  ] , perhaps due to 
the dif fi cult demands of caregiving for a loved one with a dementing illness. 

 Just because you aren’t aware of a problem, doesn’t mean it’s not there. Look, 
listen, and dig deeper. Patients have regular examinations. Make sure to check the 
caregiver, too. Preventive care is always best. If a problem can’t be completely 
avoided, perhaps it can be minimized. 

    Common sense rule: Live a day (or more) in a primary caregiver’s shoes.   
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   Caregiver and Family Dynamics 

 We conclude this chapter by pointing out problematic caregiver and family issues 
that we see regularly in caring for patients with dementia. We suspect that some of 
these dif fi culties re fl ect the underlying personality organization of the individual or 
a family member’s internal struggles. Others represent family dynamics that eventu-
ally manifest in problematic caregiving behavior. No easy solutions exist for predica-
ments stemming from ingrained personality types and family dynamics. However, 
individual or group psychotherapy may sometimes help deal with these issues. 

 If any of these apply to you or your family, the  fi rst step is recognition. The sec-
ond step is contemplation. Consider how you and your family might avoid or mini-
mize con fl ict and counterproductive behaviors. Such measures might include 
counseling. It is unlikely that long-standing family or personality problems will be 
resolved. Stress and illness usually exacerbate these troubles rather than resolving 
them. Keep in mind as you read this section that each of us has  fl aws and almost 
every family has some level of dysfunction, but most caregivers that we encounter 
(especially unpaid family members) are good, well-intentioned, and altruistic indi-
viduals doing the best they can in a very sad, dif fi cult, and challenging situation. So, 
caregiver, know thyself. But remember, the most likely answer to the question, 
“What kind of caregiver am I?” is “A good one.”  

   Some Caregiver Types and Traits 

 We all have personality traits that can work to our advantage or disadvantage. For 
example, you probably want your doctor to be attentive to detail, and most doctors 
are, although you might also become frustrated by how long you must wait for one 
who takes his or her time. Such traits can in fl uence what types of caregivers we are. 
Awareness of these can help you capitalize on your strengths—and minimize 
pitfalls. 

  The In fl exible Caregiver . This is someone who cannot adjust to the changes in a 
loved one (or life in general). The in fl exible caregiver lives in a world of black and 
white. Instead of letting things slide, he or she feels compelled to correct each mis-
statement a patient with dementia utters. The in fl exible caregiver doesn’t appear to 
know what the term “roll with it” means. He or she would never even consider 
bending the truth for the greater good. Since  fl exibility is one of the main keys in 
living with a patient with dementia, this caregiver will be traveling a hard road. 

    Common    sense rule: It is better to bend than to break.  

  The Micromanager . Often we see micromanaging as a way of dealing with the 
depression, anxiety, anger and/or guilt that caregivers experience. The Micromanager 
channels these feelings into creating documents and lists. He or she looks over the 
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shoulders of all other caregivers, which might include the staff of a facility where a 
patient resides. The Micromanager calls the physician’s of fi ce so often that the 
receptionist can identify his or her voice. We, as physicians, are often impressed by 
the thoroughness of the Micromanager. However, the Micromanager tends to take 
on too much alone and may lose the forest for the trees, rather than letting some 
things go in favor of more pressing issues. From a psychiatric standpoint, we want 
to make sure the micromanaging is not being used as a diversion to avoid experienc-
ing the strong emotions that this disease can elicit. 

 A Micromanager needs to learn to delegate what, when, and where needed and 
have time and an outlet for diversion and relaxation.

  A woman in her 70s with moderate-to-severe Alzheimer’s disease required 24/7 care, includ-
ing assistance with dressing and bathing. They had no relatives nearby and her husband gave 
up his long-standing weekly tennis game despite repeated recommendations by her demen-
tia specialist to obtain outside help (including professional help covered by long-term care 
insurance), so that he could resume this. He tried a couple of professional in-home caregiv-
ers but rejected each after one visit as he said that his wife didn’t want anyone else but him 
to take care of her and that none of the aides lived up to his exacting standards. At each visit, 
the patient’s husband provided a typed list of her medications and a detailed update on her 
condition, which was also typed out. She participated in a clinical research trial in which the 
study medication her husband administered to her was checked and counted at regular inter-
vals, always with 100 % compliance. After several years, the patient’s husband  fi nally 
relented to having a part-time in-home professional caregiver (paid for by their insurance) 
and this appeared to be a good solution for both of them. The patient had always interacted 
well with all of our of fi ce staff and got along well with this companion from an outside 
agency, too. Her husband enjoyed going back to playing tennis regularly with his friends. He 
appeared more rested and relaxed and both seemed happier at clinic visits.   

    Common    sense rule: Sometimes the patient needs a break from the caregiver!  

  The “I just want to make them happy” Caregiver . On the surface, there is nothing 
wrong with this attitude. However, it is concerning when taken to the extreme. It is 
relatively easy for a doctor to spot a patient that is hard (or impossible) to please. So, 
when we see a caregiver of such a patient jumping through hoops for naught, we 
will ask the caregiver about the fervor behind their efforts. Often the explanation 
given is to make the patient “happy.” Typically, we ask the caregiver whether the 
patient has ever been happy. When the caregiver’s response is to laugh at this notion, 
it becomes evident that even taking great pains to do so will remain futile. It is 
important to realize that ingrained personality traits are unlikely to change and may 
become even more pronounced in the case of dementia. In these types of cases, we 
do not want to see the caregivers set themselves up to fail. 

    Common    sense rule: Don’t bend over backwards for naught.  

  The Martyr . We recognize the signi fi cant sacri fi ces that all caregivers must make. 
However, the Martyr caregiver may dominate a doctor’s visit or support group in 
talking about how overwhelmed he or she is, while categorically rejecting all rec-
ommendations and offers of assistance. Extreme sacri fi ce of one’s interests for 
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another (or others) may represent a long-standing role or personality trait. The 
Martyr caregiver may have built his or her life around the caregiving role, and this 
may comprise a signi fi cant part of his or her identity. Therefore, there may be con-
siderable backlash against the intrusiveness of others, even if such action is required 
for the patient’s (and caregiver’s) well-being. We have seen success when other 
family members step in and put assistance in place (despite reluctance from the 
primary caregiver), while acknowledging the importance of the primary caregiver, 
preserving his or her sense of purpose, and involving him or her prominently in the 
patient’s continuing care. The best strategy for dealing with dementia is a team 
approach. It serves no purpose to add to the suffering of this disease by rejecting 
help and trying to go it alone.

  A woman participated for the  fi rst time in a caregiver support group moderated by two 
dementia specialists. Her husband, who was 68 years old, had been diagnosed with “demen-
tia” by the patient’s general practitioner. She spoke about problems she was having caring 
for him, including some that posed risks to the patient and others. These included driving 
against medical advice and carrying around a loaded gun in his pocket (which had acciden-
tally discharged into their refrigerator, but fortunately had not harmed the patient or any 
other person). This support group represented her  fi rst attempt to reach out for help beyond 
the patient’s primary care doctor. During the rest of that day’s session, all members of the 
group offered support to this caregiver and a variety of suggestions, all of which were 
rejected. Soon thereafter, other relatives of this patient stepped in to arrange his placement 
in a memory care unit where he stayed social and active.   

    Common    sense rule: If it’s broke,  fi x it.   

   Family and Caregiver Issues 

 Although we often see the following issues in the context of family dynamics, they 
certainly may apply to the individual caregiver as well. 

  Families Paralyzed with Indecision . We sometimes work with families who will 
discuss something to death, but never make a decision. We may be amazed to look 
back in the medical record and see that we’ve been discussing a particular topic for 
over a year without any progress. This may re fl ect underlying family dynamics. We 
have also witnessed some families so paralyzed that they actually try to defer all 
decisions to the person with advancing dementia. Calling a family meeting is a  fi rst 
step in addressing this problem. Depending on the patient’s cognitive abilities, it 
may be necessary to have the family meet without the patient. If you have any ques-
tions about this, check with the patient’s dementia specialist. Follow-up or regularly 
scheduled family meetings may be required, but if you have had a couple of such 
get-togethers without resolution of major issues, then consider scheduling a family 
appointment with a therapist and/or the patient’s physician. Regularly scheduled 
doctor’s visits (rather than just calling the clinic for help and/or making an appoint-
ment when a crisis arises) and following our tips to make the most of medical help, 
as outlined in the preceding chapters, can also be bene fi cial. 
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    Common    sense rule: Make decisions and follow through.  

  Family Members Trying to Settle Old Debts . Family relationships can be hard. 
Sometimes a spouse or a parent fell quite short of the ideal. What if Mom withheld 
love and approval or drank her way through your formative years? Maybe Dad was 
absent. Perhaps your spouse was unfaithful. Sometimes we work with families 
mired in the history of their relationship. One of the more common scenarios we see 
is an adult child seeking the love and approval of a parent who long withheld both. 
Even as a rational, high-functioning adult, it’s dif fi cult to resist the chance to  fi nally 
meet that need. The idea is as follows: If I take good care of Mom during her decline, 
she will love and accept me. Mom will be thankful and acknowledge my contribu-
tions. Unfortunately most of these situations end in disappointment. If Mom did not 
have insight into the situation when her brain was at its best, she will certainly not 
at its worst. Be mindful that childhood losses and longings may rise up in full force 
when you become a caregiver for the one who didn’t adequately care for you. Some 
see an opportunity to right a wrong. In these situations, we strongly suggest an indi-
vidual therapist for the caregiver. Even if you have no interest in dredging up the 
past, you need support during this time. 

 We also commonly see con fl ict between two or more family caregivers which 
may include sibling con fl ict and/or other issues. Therapy is much more sensible 
(and usually cheaper) than legal alternatives. Maintaining rapport is often the best 
way to avoid another party from engaging in legal action. Another option is to hire 
a geriatric care manager to serve as the point person in Dad’s care. The care man-
ager not only ensures Dad’s needs are met, but can moderate between various fam-
ily members who may have varying opinions on what is going on and what should 
be done about it. 

 If you are a patient’s primary caregiver, reach out to and maintain lines of com-
munication with other relatives. This might be through regular family meetings, 
phone calls, and/or email. Notify and invite immediate family to doctor’s appoint-
ments. Find ways of engaging family members that wish to be involved (sometimes 
people are  fl attered just to be asked and certainly if you ask their input into how they 
might help). If you have any speci fi c needs that you know would be aligned with 
their time, interest, and abilities, you might ask if they could help with those (such 
as asking your sister, who works with computers, if she could help your with order-
ing your mom’s medications online). 

 We suggest that if you  fi nd yourself in a situation involving persistent unresolved 
con fl ict that you see a therapist—even if the other party won’t. 

    Common    sense rule: Don’t use illness to settle old debts.  

  Denial . Denial is a part of life. We all regularly use some form of denial when 
assessing our beauty or golf game. However, in this case we’re not talking about not 
being on the same page, we’re talking about not being in the same book. Some fami-
lies, even in advanced dementia, question whether their spouse or parent has demen-
tia at all. This type of denial hinders families from moving forward and may even 
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paralyze them into inaction. This is one of the most challenging parts of our work 
as dementia specialists. It is very hard to penetrate this defense mechanism and 
sometimes counterproductive to try. Fortunately, if you are reading this book, you 
are probably past this point. 

 If you are dealing with relatives who are in denial about a loved one with demen-
tia, it probably won’t work to “talk them out of it.” You may wish to include them 
at visits with specialists or spend time with the patient, observing dif fi culties in 
performing daily activities, etc. Sometimes prolonged periods of time and/or 
signi fi cant crises may  fi nally trigger a fuller realization of a dementia. Even in the 
face of forceful facts, denial is a powerful and often intractable defense mechanism. 
Most of our patients come to initial dementia evaluation after 2–3 years of decline 
in cognition, behavior, and daily function. In some cases, relatives only made 
appointment for their loved ones after a crisis (or repeated crisis) situation, such as 
being brought home by police after becoming lost or even jailed for disorderly 
conduct. 

 We are often asked about denial in patients with dementia. (“I think Dad is in 
denial about his memory problems.”) This usually does not represent denial per se. 
Rather, it is very common for patients with mild dementia to have poor insight or 
awareness of their memory or other de fi cits rather than true denial. 

    Common    sense rule: The  fi rst step towards a solution is acknowledging the 
problem.   

   Summary 

 Caregivers should consider their own mental and physical health and work as part 
of a team to optimize care for a patient with dementia. Family members should 
regularly monitor and check on loved ones with dementia and their primary family 
caregivers for stress and other quality of life issues and offer help. Personality types, 
defense mechanisms, and family history and dynamics may determine caregiving 
issues. These should be addressed if it is necessary and feasible to do so. Professional 
assistance, such as psychotherapy, may be indicated in some cases.  

   Common Sense Rules 

    A patient will only do as well as his or her caregiver does.  • 
  Make speci fi c offers of help.  • 
  Live a day (or more) in a primary caregiver’s shoes.  • 
  It is better to bend than to break.  • 
  Sometimes the patient needs a break from the caregiver!  • 
  Don’t bend over backwards for naught.  • 
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  If it’s broke,  fi x it.  • 
  Make decisions and follow through.  • 
  Don’t use illness to settle old debts.  • 
  The  fi rst step towards a solution is acknowledging the problem.         • 
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   “Start low and go slow.”
—Maxim of Geriatric Physicians 

 “But keep going!”
—Cindy D. Marshall, M.D.   

 In this    chapter, we discuss proper medication administration and supervision for the 
patient with    dementia. We review various medications, including cognitive enhanc-
ers, those which may help symptoms of dementia, those which may worsen such 
symptoms, and those which are purported to help—but generally don’t. We also 
include some tips for helping to decide when a medication is bene fi cial—and when 
it is not helping and may even be worsening dementia symptoms. 

 A regular review of medications is a cornerstone in the ongoing management of 
dementia. Vitamins, supplements, herbal remedies, and other alternative therapies, 
as well as over-the-counter and prescription drugs, have risks and the potential for 
drug interactions, as well as bene fi ts, as will be discussed in this chapter. We there-
fore recommend creating a very inclusive medication list (see also Chap.   4    ). 

    Common    sense rule: All medications have side effects.  

 This chapter doesn’t provide a detailed pharmacologic overview of dementia medi-
cations (and such reviews are available elsewhere  [  1,   2  ] ). Nor, do we discuss medi-
cations in development or under study which may have wider future applicability, 
which again can be found via other resources, including online. Rather, we hope to 
provide practical clinical pearls regarding currently available medications for 
dementia, focusing on common issues that we have encountered as clinicians. 

 If you are a family caregiver, we are happy to broaden your knowledge about 
drugs for dementia, but don’t be tempted to change a loved one’s medications on 
your own. Drugs that affect the brain should be started or changed with close medi-
cal supervision, especially in the elderly, who may be particularly sensitive to poten-
tial risks. Physicians need to be informed about adverse effects a patient may be 
experiencing and can provide crucial input. 

    Chapter 8   
 Dementia Medications         
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    Common    sense rule: Make medication changes only with a doctor’s supervision.  

   General Medication Guidelines for Caregivers 
of Patients with Dementia 

   Medication Administration 

 First use a pillbox. This should be  fi lled and checked by a family member at least 
weekly (“Trust, but verify”). Keeping the pillbox in plain sight on the breakfast 
table or by a coffeepot, toothbrush, or other routinely used item may serve as a help-
ful reminder. If medications are taken more than once a day, we recommend using 
two or more weekly pillboxes (e.g., a yellow one in the AM and a blue one for PM 
medications) or a pillbox with multiple slots. Pillboxes also help signal when pre-
scriptions need to be re fi lled. If mistakes are made, additional support and supervi-
sion (with each dose, if needed) should be provided. 

 We can all forget a pill, but medications should be supervised for anyone taking 
medication speci fi cally for memory problems. In particular, when “short-term” or 
recent memory is affected, one may forget to take a pill (or forget that a pill has 
already been taken and take it again and this can happen repeatedly, even in the 
same day). And any medications, not just those for memory, may be over- or under-
dosed or taken erratically. Furthermore, most medications prescribed for memory 
generally have few side effects when taken regularly, but, if taken sporadically, may 
fail to help memory and have signi fi cant side effects (especially gastrointestinal 
side effects, such as diarrhea). 

 We strongly recommend that family caregivers adopt a team approach and “take 
your medications together” to help remind each other, jointly  fi lling and using their 
respective pillboxes. This is usually a much kinder, gentler, and palatable method 
than simply “supervising” your loved one. Even if you don’t take medications, con-
sider starting a daily multivitamin or other vitamins (with your doctor’s permission) 
as a show of support. 

 A 72-year-old woman was referred by her primary care physician to a dementia 
specialist for “possible” Alzheimer’s Disease (AD) and inability to tolerate a drug 
prescribed for this due to diarrhea. She came to the clinic with her husband. They 
both reported that the patient took all of her own medications from the bottles. 
When making a list of medications for her appointment with the specialist, her hus-
band had discovered that his wife had two bottles of the same prescription from 
different doctors and had probably been taking both. The dementia specialist coun-
seled them regarding the patient’s medication. Both were agreeable to  fi lling and 
using pillboxes together. The patient was then able to tolerate the drug for dementia 
without dif fi culty. 

    Common sense    rule: Use a pillbox and increase supervision as needed.  
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 This case example also underscores our prior recommendation that a caregiver 
should have an accurate medication list and bring this to any medical visit as dis-
cussed in the preceding chapters. Such an inventory allows the physician to see if 
any drugs are redundant, unnecessary, or deleterious, as well as to check what addi-
tions might bene fi t the patient and any drug–drug interactions. It also helps a demen-
tia specialist if you are aware of the names, dosages, and side effects of any 
medications for dementia that the patient has tried previously.  

   Medication Information and Side Effects 

 Medication information can be obtained from a variety of resources, including the 
prescribing physician, other doctors, nurses, pharmacists, printed material (includ-
ing pharmacy information and manufacturer’s inserts), and online. In our experi-
ence, such details can overwhelm many patients and families, so focus on main 
points from trusted sources (i.e., You can  fi nd anything on the Internet, don’t read or 
believe all of it!). 

 We recommend that family caregivers discuss any medication with the prescrib-
ing physician, read over any printed (or similar online) information from the phar-
macy, and also consult with the pharmacist, if needed. Usually reviewing such 
printed material once is suf fi cient. Familiarize yourself with the highlights and retain 
it for future reference. If you  fi nd yourself reading the details over and over, ask 
yourself if this is really helpful. In our experience, it usually isn’t. It may actually be 
harmful in creating undue anxiety. We recommend focusing one’s time, energy, and 
effort on caregiving for the patient, not the paper (or the computer screen). (Because 
learning new information is generally dif fi cult for patients with dementia, we rec-
ommend even more strongly that they channel their energies elsewhere.) 

 Of course we want family caregivers to educate themselves, but we don’t want them 
to worry excessively about this information (e.g., trying to memorize the entire list of 
side effects, etc.). Knowing the  fi ner points of a medication is the job of the prescribing 
physician, who should certainly be consulted in case of a new or worsening problem 
occurring after the initiation of a medication. If there’s something you don’t under-
stand, then by all means check with the pharmacist and/or prescribing physician. For 
substances not requiring a prescription, check with a patient’s specialist, if possible, 
and/or family doctor regarding potential drug interactions, bene fi ts, and risks. 

    Common sense    rule: Be familiar with medications but most familiar with your 
medical team.  

 Due to the potential for drug–drug interactions, it is usually prudent not to start 
more than one medication at a time. Otherwise, if a patient has a subsequent ill 
effect, it may be unclear if which drug, drugs, or interaction thereof might be cul-
pable and all may need to be withdrawn. Or, if a patient does better, both medica-
tions might be continued, when one could do the trick, creating additional cost and 
posing the potential for increased adverse effects and drug–drug interactions. 



84 8 Dementia Medications

 The same logic holds for stopping medications. If you stop more than one 
 medication and a patient declines, how will you know which one should be restarted? 
Furthermore, just as neurologists and geriatric psychiatrists “start low and go slow” 
when initiating medications, when it becomes necessary to withdraw a drug (or 
drugs), we often prefer to similarly withdraw them slowly. Many neuropsychiatric 
medications (drugs that act on the brain) may have serious side effects if stopped 
suddenly. 

    Common sense    rule: Don’t start (or stop) more than one medication at a time.  

 It’s a good rule of thumb not to start medications during major transitions. Change 
is hard, but even more so for patients with dementia. Even something usually con-
sidered to be a positive change, such as holidays, vacation, or hosting visitors, may 
be dif fi cult for a patient with dementia. It may be logistically dif fi cult (e.g., to reach 
a doctor or regular caregiver or obtain a new prescription) during travels or holidays, 
if a patient begins having symptoms associated with starting a new drug. We gener-
ally recommend that medications should not be changed within a couple weeks of a 
move or other transition for patients with dementia. Of course, there are exceptions 
to every rule and care should be individualized, especially if there is an imminent 
need to treat a medical issue (which might include behavioral problems in the case 
of dementia). Still, even if a patient is hospitalized, it usually makes sense to con-
tinue his or her usual medications unless a compelling reason exists not to do so. If 
medications for dementia are stopped for more than a few days, they are usually 
reintroduced at the starting dose and must be gradually titrated up (increased) to the 
maximally effective level.

  An 78 year-old woman diagnosed with AD one year previously by her family physician was 
brought by her son to a dementia specialist due to signi fi cant worsening since she moved 
into a memory care unit one month prior. Her dementia medications were stopped at the 
time of this move. In the past two weeks, the patient had been having daily episodes of 
agitation (despite no previous history of this) and was having more dif fi culty dressing her-
self. Over the next few months, the dementia specialist gradually added back the patient’s 
medications, and the patient’s agitation resolved. Her dressing ability also improved but not 
to the level she was functioning at prior to her move.   

    Common sense    rule: Don’t change medications during major transitions or 
disruptions to routine.   

   Off-Label Usage 

 If a drug lacks FDA approval for a particular medical condition, it may be because 
it is not effective in that speci fi c situation. However, sometimes lack of such approval 
may simply mean that not enough research has been done and/or submitted to the 
FDA to meet its rigorous requirements. Because such studies and submissions are 
laborious and expensive, they may not be done even if some evidence indicates that 



85Cognitive Enhancers

a drug may be worth trying for a given disease state. Therefore, physicians some-
times prescribe medications which have been approved by the FDA as safe and 
effective for at least one medical reason in an “off-label” fashion if they perceive a 
possible indication (medical rationale) that may not be recognized by the FDA. 
Since there are no FDA-approved medications for many types of dementia and 
related symptoms, use of any drug to treat these conditions is by-de fi nition “off-
label.” For example, a doctor may prescribe a drug with FDA approval for AD for 
another type of dementia. Furthermore, due to the paucity of drugs that are FDA-
approved, we and other physicians sometimes prescribe medications that are FDA-
approved as safe and effective for a condition other than dementia in an “off-label” 
fashion to treat dementia and its symptoms.   

   Cognitive Enhancers 

 The main medications presently available for the primary treatment of dementia are 
often called cognitive enhancers. (This may be somewhat of a misnomer, as we will 
discuss further.) Unfortunately, only two classes of medications are FDA-approved 
to treat dementia and all but one are indicated for Alzheimer’s disease alone. 
Rivastigmine is the exception as it also has FDA approval to treat Parkinson’s dis-
ease dementia (PDD). Therefore, at the time of writing this book, no medications 
are FDA-approved for any other types of dementia (like Vascular dementia or 
Frontotemporal dementia (FTD)). Furthermore, one class of these medications con-
sists of just one FDA-approved medication (memantine, trade name: Namenda), 
which is only FDA-approved for the treatment of moderate-to-severe AD. The man-
ufacturer’s insert for each of these products contains full prescribing information 
(and are available online), but we share in this section some important highlights as 
well as some helpful tips based on our on real-world experience prescribing these 
medications. 

 Unfortunately, there is no cure for dementias such as AD. Furthermore, although 
the medications to treat dementia are called “cognitive enhancers,” we don’t typi-
cally expect them to result in dramatic improvements. Current medications gener-
ally treat symptoms of dementia and may also delay or slow decline in terms of 
cognition, behavior, function, or the patient’s overall condition  [  1,   2  ] . Cognitive 
enhancers may also postpone nursing home placement  [  3  ]  or save money on other 
aspects of medical care  [  4,   5  ] . You can think of the “ ABCD s” of dementia treatment 
goals:  A ctivities of Daily Living,  B ehavior,  C ognition, and  D elaying institutional-
ization and possibly decline. 

 Because dementia is such a slow-moving disease, it may be dif fi cult to appreci-
ate this “slowing of decline” for an individual patient. Even if a patient with demen-
tia wasn’t on medication, we wouldn’t expect to see much change over a time period 
shorter than months. Therefore, it is important to give cognitive enhancers a fair 
trial over at least a few months (so long as the patient isn’t having any ill effects 
from them or there exists any other superseding reason to stop). It is also essential 
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to titrate (gradually increase) to an effective or maximally effective dosage which 
generally takes at least a few weeks or even months. Despite these considerations, 
we often encounter cases in which doctors and/or family caregivers have stopped 
the patient’s medication for dementia because the patient “didn’t improve” even 
after trying just a starting dose for a short interval. An unfortunately all-too-common 
example illustrates this point:

  An 84 year old man was brought by his daughters to an initial consultation with a dementia 
specialist, who con fi rmed the patient’s prior diagnosis of AD by his internist. That doctor 
had prescribed various drugs for AD, but the patient’s daughters said that they stopped each 
of these after a few weeks as “nothing helped.” The patient was living with one of his 
daughters as he was no longer able to live independently, but he still enjoyed walking daily. 
The dementia specialist counseled them regarding AD, available treatment options and 
expected results. She recommended restarting one of the medications for AD that had been 
previously tried and suggested that the daughters compare the patient’s decline over the 
prior months (when he was not taking such drugs) to his daily function, behavior, and cog-
nition over the next few months. All agreed that maintaining his exercise routine (with 
supervision) was an important goal of therapy. Over the next few months, his daughters 
noted that his overall decline had slowed, especially with regard to his activities and behav-
ior. During this time frame, the dose of the cognitive enhancer was gradually titrated to a 
maximal dosage frame and another class of dementia medication was subsequently added 
and similarly increased. The patient was able to continue living at home with his daughter 
and walking with one of his daughters or another companion for the next couple of years.   

    Common sense    rule: Don’t stop a dementia medication due to “no change.”  

 In the treatment of dementia and many chronic illnesses, we must manage our 
expectations and not expect a cure or even improvement. Our goal is to maintain our 
patients’ living skills and slow symptom progression. We understand the frustration 
of patients, families, and other professionals that these medications do not offer 
more than they do. We feel the same way. However, we would choose symptomatic 
relief or the possibility of slowing of decline over a certain decline any day. These 
medications may provide  fi nancial savings to a patient, family, and society, as well 
as reduced caregiver burden. Why? Because with these medications, a patient may 
function at a higher level, have fewer behavioral problems, and live at home longer 
than without them. And, you cannot put a price tag on the internal and familial 
rewards that come along with that. 

   Cholinesterase Inhibitors 

 Several medications speci fi cally approved by the FDA to treat dementia are classi fi ed 
as Cholinesterase (pronounced: cole-in-Esther-ace) Inhibitors: donepezil (trade 
name: Aricept), galantamine (trade name: Razadyne), rivastigmine (trade name: 
Exelon), and tacrine (trade name: Cognex). Tacrine is now rarely used due to its side 
effects and its requirement for frequent (four times a day) dosing. 

 A brain chemical (neurotransmitter) called acetylcholine is important in memory 
function. Acetylcholine decreases in AD  [  6  ]  and as AD progresses  [  7  ] . Cholinesterase 
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Inhibitors (CIs) are designed to help maintain levels of acetylcholine in the brain, 
but do not address the other complex issues of AD or other dementia types, limiting 
the impact of CIs. They do not cure AD or other dementias. Rivastigmine is FDA-
approved to treat PDD  [  8  ] , but evidence exists for ef fi cacy of donepezil in PDD [  9  ] . 
Studies of galantamine in PDD are mixed  [  10,   11  ] .    We generally prefer rivastigmine 
to the other CIs for patients with PDD due to the scientifi c evidence underlying its 
FDA approval. However, we have prescribed the other CIs (or kept patients on 
another CI as prescribed by another doctor) with results similar to that of rivastig-
mine. It should be noted that CIs may worsen motor features of Parkinsonism, such 
as tremor at rest, rigidity, bradykinesia (slowed movements), and postural instabil-
ity (tendency to fall backwards). 

 Since reduction of acetylcholine is not a main feature of many non-AD types of 
dementia, CIs may not help people with a dementia other than AD. That said, CIs 
may help some individuals with other types of dementia. Therefore, due to the lim-
ited number of pharmacologic options, we often prescribe them “off-label” for 
patients with dementias other than pure AD or PDD We also sometimes do “off-
label” prescribing of the medications approved for a given stage of AD in other stages 
of AD. That is to say, if a medication is FDA-approved only for mild-to-moderate 
AD, we may prescribe it “off-label” in moderate-to-severe AD, or vice versa. 

 In our clinical experience, agitation may sometimes occur (or preexisting agita-
tion may worsen) after starting a CI in a patient with a non-Alzheimer dementia, 
such as FTD, Mixed (AD + Vascular) Dementia, and Vascular Dementia. However, 
we have prescribed CIs “off-label” for many such patients with good results, and 
most patients and families want to try this option, especially given the limited 
choices available. 

 Several studies have shown bene fi t for CIs in patients with Mixed Dementia or 
Vascular Dementia. The use of CIs in FTD is controversial (at least partially due to 
the lack of cholinergic de fi cit in this disease), but we have used them successfully, 
especially in language variants or motor presentations, such as Corticobasal degen-
eration (CBD) or Progressive Supranuclear Palsy (PSP). 

 We  fi rst treat any existing agitation (e.g., with an antidepressant type medication 
such as a Selective Serotonin Reuptake Inhibitor (SSRI)). If agitation occurs after 
starting a CI, we evaluate it on a case-by-case basis. We may add an SSRI or similar 
medication. We may also stop the CI, either temporarily or permanently, with strong 
consideration of the individual patient and family caregiver input. 

 We try to titrate (slowly increase) the dose of these medications to the maximum 
that a patient will tolerate (i.e., a dose a patient can take without experiencing 
signi fi cant adverse effects), especially as some evidence shows that increasing the 
dose more quickly may result in more side effects. Common side effects of CIs 
include nausea and diarrhea, but we  fi nd most patients tolerate these medications 
well if they are given with food and started slowly per the manufacturer’s instruc-
tions (or even slower in some cases). Since many elderly patients suffer from con-
stipation, we frequently  fi nd that CIs actually relieve this condition rather than 
causing frank diarrhea. A typical patient might have mild nausea and diarrhea for 
less than a week. We typically ask caregivers to monitor for side effects and call us 
if the patient has anything more than mild nausea and/or diarrhea and/or if these 
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symptoms persist beyond a few days. We rarely receive such phone calls and, if so, 
usually do so in the face of mitigating factors, such as new infection and/or antibi-
otic (many of which can also cause nausea and diarrhea). In such cases, we usually 
recommend stopping the new CI until any infection resolves and the course of any 
antibiotic has been completed, at which time the CI can be reintroduced. If a patient 
has serious GI side effects including anorexia (reduced appetite/weight loss) or 
vomiting, we may switch to a different form (patch, liquid, or orally dissolving 
tablet) of the medication or stop it (temporarily or permanently). In our experience, 
patients particularly sensitive (or based on their medical histories predicted to be 
sensitive) to GI risks may do better if the CI is started after memantine (Namenda). 

 Fatigue is a possible side effect of CIs, but insomnia and nightmares or vivid 
dreams are as well (and usually more troubling for the caregiver and patient than 
fatigue). We  fi nd that these latter symptoms can usually be easily minimized by 
prescribing one of the once-a-day formulations (“off-label” in the case of donepezil) 
to be given in the morning after breakfast. In fact, we often avoid having to prescribe 
sleep aids to new patients with insomnia by simply switching their previously 
 prescribed once-daily CI to be taken after breakfast or switching from a twice-
daily preparation to a once-a-day preparation administered in the morning (again 
with food). 

 If a patient has heart or lung disease, CIs should be used with care. Bradycardia 
(slow heart rate), heart block, and syncope (fainting) are possible risks with any of 
the CIs, even in patients with no preexisting cardiac disease. Due to their mecha-
nism of action, CIs may also exacerbate some types of pulmonary (lung) disease 
[such as asthma or Chronic Obstructive Pulmonary Disease (COPD)/emphysema]. 

 Caution should also be exercised in prescribing CIs in other medical conditions 
which they may worsen, including bladder out fl ow obstruction and glaucoma. 

 We haven’t seen any advantage in using more than one CI in an individual patient 
and prescription plan coverage of such a regimen may be dif fi cult. Sometimes, fami-
lies ask about any bene fi ts of switching from one cholinesterase inhibitor to another. 
A lack of scienti fi c evidence supports lasting effects of switching among these medi-
cations or preparations. And, our clinical experience is that there is not much point to 
switching among these medications or preparations unless the patient is unable to take 
a particular form due to a medical reason (having problems swallowing), noncompli-
ance (not taking pills and medication must be crushed), or side effects (e.g., syncope). 
Hence, our practice is to select and continue the medication best suited to the indi-
vidual patient and caregiving situation (e.g., if someone comes in to give the patient 
medications once daily, it doesn’t make sense to start a twice-daily preparation). 

   Donepezil 

 Donepezil (trade name: Aricept) is FDA-approved for all stages of AD. It is avail-
able generically in 5 and 10 mg tablet form. Brand name (nongeneric) Aricept also 
comes in a 23 mg tablet. The manufacturer recommends that a patient take 5 mg 
daily for 4 weeks and to then increase to 10 mg daily and we adhere to this. 
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 Our experience has been that it is dif fi cult for patients to tolerate the doses higher 
than 10 mg due to gastrointestinal side effects, such as nausea, diarrhea, and vomiting. 
The manufacturer recommends that patients are on a 10 mg dose for at least 3 months 
before starting the 23 mg dose. If we plan to increase to 23 mg, we follow that rule, 
but then usually prescribe an even slower titration. We increase the dosage from 10 to 
15 mg (usually one-and-a-half 10 mg tabs) daily for 1 month and then 20 mg (two 
10 mg tabs) for a month prior to starting. Therefore, we do an “off-label” titration, 
even slower than recommended by the manufacturer to try to maximize the patient’s 
chances of tolerating the medication (and to try to minimize any adverse effects). 

 With the exception of tacrine, which is no longer widely used, donepezil has 
been around longer than any of the other medications used to treat dementia. Ease 
of administration, including once-daily dosing, reduces patient and caregiver bur-
den. Donepezil therefore has widespread clinical experience and acceptance and is 
the most commonly prescribed medication for dementia. The starting dose of done-
pezil is a clinically effective dose, so the patient is initiated straightaway on an 
ef fi cacious dose. 

 These tablets may be crushed and put into food. They also may be split in half, if 
needed. Donepezil also comes in an orally dissolving tablet which may have to spe-
cially ordered, but can be helpful for patients who have dif fi culty swallowing pills. 

 The package labeling indicates that donepezil should be taken in the evening and 
may be taken with or without food. It is our general practice to prescribe it to be 
taken with food (to minimize potential gastrointestinal effects, such as nausea and 
diarrhea) and in the morning (to help avoid insomnia or vivid dreams/nightmares). 
Therefore, we usually prescribe donepezil “off-label” in that we usually prescribe it 
to be taken  after breakfast . (If a given patient doesn’t eat a good breakfast, then we 
usually recommend they take it after lunch.) Fatigue is a listed side effect, but, in our 
clinical experience, insomnia is more common. 

    Common sense    rule: Adjust the timing of a medication to enhance normal 
sleep–wake cycle.   

   Galantamine (Reminyl/Razadyne) 

 If you or your loved one prefers natural remedies (or you are a doctor with a similar 
patient or family preference), note that galantamine is derived from the snowdrop, 
a  fl ower similar to a daffodil. 

 Galantamine comes in a once-a-day capsule (8, 16, and 24 mg), twice-daily tab-
lets (4, 8, and 16 mg), and liquid, and is available generically. We prefer to use 
once-daily dosing for ease of administration and enhanced compliance (it’s much 
easier for a caregiver to give and a patient to take a medication once-a-day than 
twice a day). We have found galantamine in its liquid form to be a feasible option 
for patients who have dif fi culty with GI side effects, such as of nausea, diarrhea, 
poor appetite, and/or weight loss are unable to tolerate the patch form of a cholin-
esterase inhibitor (e.g., due to skin sensitivity). 
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 Galantamine is FDA-approved for mild-to-moderate AD. We often maintain 
patients on this medication in an “off-label” manner as their AD progresses to mod-
erate-to-severe, since at least one other CI (donepezil) has been shown to be 
bene fi cial in such cases, and we haven’t seen bene fi t in switching among medica-
tions in this class if a patient has done well on one (nor is their persuasive scienti fi c 
evidence to support such a switch). 

    Common    sense rule: Don’t switch medications in the same class without good 
reason.   

   Rivastigmine (Exelon) 

 Rivastigmine (Exelon) can be taken as twice daily capsules by mouth or a patch 
applied to the skin. The capsules are available generically. Rivastigmine is the only 
FDA-approved medication to treat PDD. It is also FDA-approved to treat mild-to-
moderate stage AD. Because the capsules come in many dosage strengths, rivastig-
mine has the advantage of custom dosing but the disadvantage of having a 
complicated titration as the dose is increased. Also, the capsules require twice daily 
dosing (and should not be combined into a once-daily dosing as this could cause 
serious GI side effects). Even with twice daily dosing with food, patients may 
 experience adverse GI effects, such as nausea, diarrhea, weight loss, and/or vomit-
ing, especially at higher dosages. However, the capsules come in many different 
strengths making it easy to back down to a slightly lower dose to see if this will 
alleviate such effects. 

 The patch form of rivastigmine is quite useful for patients sensitive to any adverse 
effects from oral CIs. GI side effects, such as noted above, are possible with the 
patch, but much less likely since GI absorption is signi fi cantly bypassed. However, 
it takes more effort to apply the patch than just administering a pill. The patch may 
cause skin sensitivity, but in our experience, this is usually mild and the patch can 
often be continued with medical supervision of such sensitivity. It is important to 
follow the manufacturer’s instructions on patch placement (it should be put on hair-
less areas on the chest, upper arms, and back) and rotation (place a new patch in a 
different site daily, not to be applied to the same site within 14 days). Because of this 
regimen, a responsible person other than the patient should apply the patch. 

 To be sure and avoid a few common errors in patch placement that we have 
observed on a regular basis, we want to stress a few ways it should not be used. The 
rivastigmine patch should NOT be placed on the abdomen or buttocks, the same 
place each day, or kept on for more than a day. This could increase the chance for a 
skin reaction to the patch or other adverse effects. 

 We have found that rivastigmine capsules taken twice daily can be very helpful 
for patients with constipation, especially patients with Parkinson’s disease for whom 
constipation may be a prominent or even the  fi rst symptom  [  12  ] . 

    Common    sense rule: Use side effects to a patient’s advantage.  
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 For patients who are particularly sensitive to the GI side effects of a CI even 
when taken with or after a good meal, we generally either switch to the rivastigmine 
patch or memantine. Once memantine is titrated to its maximal dose, we may try an 
oral form of the CI again. This is because memantine may improve tolerance of a CI 
with fewer GI side effects (such as nausea and diarrhea). 

 Some patients have a signi fi cant GI history (e.g., extensive history of GI surger-
ies, Irritable bowel syndrome, etc.) or GI symptoms (e.g., nausea, diarrhea, poor 
appetite, and/or weight loss) even prior to starting a CI. In such patients, we generally 
prefer one of two options: either to  fi rst prescribe the rivastigmine patch or meman-
tine. Again, once memantine is titrated to its maximal dose, we may try an oral form 
of the CI since memantine may improve tolerance as noted above (Table  8.1 )   .    

   NMDA Antagonist 

 Memantine (trade name: Namenda) is the only medication in this class currently 
available and is FDA-approved for moderate-to-severe AD. Five and 10 mg tablets 
are available. It is usually titrated up to a goal dose of 10 mg twice daily over 
4 weeks. We sometimes prescribe it “off-label” to be given once daily (two 10 mg 
tabs) for ease of use. It is dosed once daily in Europe and there is no pharmacologic 
reason to dose it twice daily (except if a patient experiences adverse effects). A once 
daily formulation (trade name: Namenda XR) has been approved by the FDA, but is 
not yet commercially available as of the writing of this book. 

 Listed side effects include constipation, dizziness, headache, and confusion. 
Although memantine can cause constipation, because it is often started after a CI 
(which tends to cause diarrhea), the GI effects often appear to “cancel each other out.” 
Our practice is that if a patient has constipation, start with a CI  fi rst. Whereas for a 
patient who has a tendency toward diarrhea, we may prescribe memantine  fi rst. 

   Table 8.1    Summary of Dementia Medication   
  Cholinesterase Inhibitors    FDA-approved pill forms    FDA-approved alternate forms  

 Donepezil (Aricept)  Once-daily tablet  Once-daily orally-disintegrating tablet 
 Galantamine (Razadyne)  Twice-daily tablets  Twice-daily oral solution 
     Once-daily extended-

release tablet 
   

 Rivastigmine (Exelon)  Twice-daily capsule  Daily Patch, twice-daily oral solution 
  NMDA Antagonist         
 Memantine (Namenda)  Twice-daily tablet*  Twice-daily oral solution 

  * A once-daily extended-release tablet is FDA-approved but not commercially available as of the 
time of the writing of this book.  
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 Memantine, may cause dizziness or worsen preexisting symptoms of dizziness. 
In our clinical experience, headache and confusion rarely occur (and both usually 
instead improve) on memantine, whereas fatigue is somewhat common, but can be 
easily resolved by changing the dosage all to the evening. 

 Memantine is technically not supposed to be crushed as the tablets are  fi lm-
coated but we are aware of cases in which this has been done without any apparent 
ill effects. It should be used with caution in patients with liver or kidney disease.  

   Off-Label Usage of Memantine for Non-Alzheimer Dementias 

 Although the FDA hasn’t approved any medications for Vascular Dementia, a num-
ber of studies have shown that memantine is ef fi cacious in this disease  [  13–  16  ] . We 
have routinely prescribed memantine “off-label” to good effect for patients with 
Vascular or Mixed (Alzheimer’s + Vascular) Dementia. We also often prescribe 
memantine in the case of PDD for which there is some evidence  [  17  ] . A larger study 
did not see the same effects in PDD, but did demonstrate the ef fi cacy of memantine 
for DLB for which we also prescribe it  [  18  ] , as well as for other Parkinson’s-plus 
syndromes, such as CBD and PSP. CBD and PSP overlap with FTD as well as 
Parkinson’s disease. Memantine has been studied in FTD  [  19  ] , and we also use it in 
this condition.  

   Combination Therapy 

 The use of a CI and memantine together is called combination therapy and a number 
of studies have shown that these medications work well together, including with 
fewer GI side effect when combined  [  20–  22  ] . It is our general practice to prescribe 
both of these medications for our patient with dementia, although we usually don’t 
start them together. 

 We are aware of cases in which both memantine and a CI have been prescribed 
together by other physicians with no reported adverse effects. However, as afore-
mentioned, it is not our general practice to start two medications separately due to 
the potential of drug–drug interactions and confusion regarding which drug, if any, 
might contribute to any adverse effects following simultaneous initiation. 

 In any dementia, either or both of these drugs are expected to provide symptom-
atic relief and may slow decline or stabilize the condition temporarily, but should 
not be expected to result in dramatic improvements. Unfortunately, but realistically, 
dementias like AD will continue to gradually worsen even with the best treatments 
currently available. 

    Common sense    rule: Do not expect dramatic improvements.    
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   Additional Medications for Dementia 

 Any and all vascular risk factors should be looked into and treated to the extent pos-
sible as these may worsen many different types of dementia. This includes 
Obstructive Sleep Apnea (OSA), which is an independent risk factor for stroke and 
can cause memory loss and fatigue. OSA is diagnosed via a sleep study and treated 
with a machine to keep airways open. Many patients with dementia may have 
dif fi culty undergoing a sleep study and/or using such a device, however, some 
patients with relatively mild attention and memory de fi cits primarily due to OSA 
may  fi nd signi fi cant relief of their cognitive problems. Medications for vascular risk 
factors might include antihypertensive medications for high blood pressure, statins 
for abnormalities of cholesterol and triglycerides (statins), cardiac medications for 
heart arrhythmias (including Coumadin/warfarin for atrial  fi brillation), and oral 
antidiabetic medications and/or insulin for diabetes. Of course, prevention is the 
best medicine. Smoking is particularly dangerous for a patient with dementia due to 
the possibility of forgetting a lit cigarette and causing a  fi re and/or lacking the judg-
ment to know what to do in case of a  fi re. Depression is a vascular risk factor, too, 
and can be addressed with medication and other means. This will be covered in 
chapters to come on mood and behavioral symptoms in dementia and treatment for 
these. Heart-healthy diet, exercise, and other activities (e.g., socializing) are all 
brain-healthy, too. 

    Common sense    rule: What’s good for the heart is good for the brain.   

   When to Stop Medication for Dementia 

 This is a common question in the severe or late stage of dementias which we also 
discuss in Chap.   16    . It is important to regularly review medications for patients with 
dementia as their needs change and their response to the medication (both risks and 
bene fi ts) may also evolve. Remember the ABCDs of dementia medication, delaying 
decline in  A ctivities of Daily Living,  B ehavior,  C ognition, and  D elaying institutional-
ization. Our general practice is to continue patients on cognitive enhancers as long as 
at least one of these goals remains, taking into account any issues with costs or adverse 
effects. Behavior is often a goal of therapy, even in late-stage dementia and sometimes 
withdrawing drugs such as a cholinesterase inhibitor or NMDA antagonist can unmask 
or worsen behavioral problems. If the decision has been made to stop one or more 
medications, we recommend choosing one medication at a time to titrate down (slowly 
reducing the dose of the medication, similarly to how it was titrated up when it was 
started). We recommend making only one medication reduction each week, if possi-
ble, so that it can easily be re-upped or restarted, if needed. It is generally best not to 
change more than one neuropsychiatric medication at a time. 

http://dx.doi.org/10.1007/978-1-4614-4163-2_15
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 In the next chapter, we review alternate therapies, and we discuss medications 
for mood and behavioral aspects of dementia in subsequent chapters.  

   Summary 

 Dementia medications should be started and reduced slowly, but deserve a fair trial 
at a fair dose. Titration and consistency help reduce potential side effects and may 
be facilitated through use of a pillbox (or pillboxes) and supervision to ensure medi-
cation compliance. Cholinesterase Inhibitors (CIs) are FDA-approved to treat AD. 
   One CI (rivastigmine) is also FDA-approved to treat PDD. Memantine is FDA-
approved for the treatment of moderate-to-severe AD. Consider a patient’s current 
symptoms and medical history in choosing dementia medications and the order in 
which to start them. Treating vascular risk factors constitutes an essential primary 
or adjunctive treatment of dementia, depending on the type. Regular review of a 
patient’s medication regimen is also well advised.  

   Common Sense Rules 

    All medications have side effects.  • 
  Make medication changes only with a doctor’s supervision.  • 
  Use a pillbox and increase supervision as needed.  • 
  Don’t start (or stop) more than one medication at a time.  • 
  Don’t change medications during major transitions or disruptions to routine.  • 
  Don’t stop a dementia medication due to “no change.”  • 
  Adjust the timing of a medication to enhance normal sleep–wake cycle.  • 
  Don’t switch medications in the same class without good reason.  • 
  Use side effects to a patient’s advantage.  • 
  Do not expect dramatic improvements.  • 
  What’s good for the heart is good for the brain.     • 

   Websites 

 Alzheimer’s Association: Medications for Memory Loss:   http://www.alz.org/
alzheimers_disease_standard_prescriptions.asp     

 Mayo Clinic Drugs and Supplements:   http://www.mayoclinic.com/health/drug-
information/DrugHerbIndex     

 Medline Plus:   http://www.nlm.nih.gov/medlineplus/druginformation.html          

http://www.alz.org/alzheimers_disease_standard_prescriptions.asp
http://www.alz.org/alzheimers_disease_standard_prescriptions.asp
http://www.mayoclinic.com/health/drug-information/DrugHerbIndex
http://www.mayoclinic.com/health/drug-information/DrugHerbIndex
http://www.nlm.nih.gov/medlineplus/druginformation.html
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   “The best doctors in the world are Dr. Diet, Dr. Quiet 
and Dr. Merryman.”

—Jonathan Swift   

 In this    chapter, we    discuss nutritional and other nonmedication approaches to 
dementia. Whether such strategies prevent cognitive impairment in people without 
preexisting dementia is a worthy topic and we touch on it, but an extensive discus-
sion of therapies for prevention of cognitive impairment in healthy individuals is 
beyond the scope of this book and chapter. Our discussion instead focuses mainly 
on patients who already have dementia. 

 We also limit our discussion to methods that have been studied in dementia and/
or are commonly used by our patients and families, but inclusion does not equal 
ef fi cacy. In fact, we list several products and procedures that don’t help—and may 
hurt. If we don’t mention a supplement that means that it doesn’t have enough evi-
dence as of the time of writing this book to be considered for clinical use in demen-
tia (although it may need more study and have a role in research studies in dementia). 
If you are interested in alternate therapies, we encourage you to consult reliable 
resources (i.e., not simply relying on the manufacturer and/or seller of a product for 
information) and certainly consider participation in research studies of promising 
treatments, to help us all learn more. 

   Diet 

 You may have anticipated that we would open this chapter with an introduction to 
supplements. However, diet is key to this discussion. In reviewing data from nutri-
tional research and cognitive decline, evidence emerges that taking supplements may 
be the least effective means to a positive end. Furthermore, even when dietary intake 
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is considered, the bene fi t of one’s diet as a whole may be greater than individual 
dietary factors. For example, vitamin E supplementation does not appear to prevent 
cognitive decline in normal individuals or patients with Mild Cognitive Impairment 
(MCI)  [  1  ]  or AD  [  2  ]  However, some studies have found that a high dietary intake of 
vitamin E may help prevent AD  [  3,   4  ]  and other types of dementia.  [  5  ] . Of course, 
eating a healthy diet requires more attention and effort than does just taking pills. 

 It should also be noted that much more research has been done on the role of 
dietary factors in preventing cognitive decline in healthy individuals than in patients 
who already have dementia. However, a healthy diet may be meaningful not only 
for primary prevention, but also for treatment (or so-called “secondary prevention”) 
of dementia. The research on overall diet that has been done in patients with demen-
tia has primarily focused on AD. The so-called “Mediterranean Diet” is rich in 
vegetables, complex carbohydrates, unsaturated fat/olive oil while low in meat 
products and saturated fat. It also includes regular but moderate alcohol intake (see 
more about alcohol and dementia in the following chapter). This diet may help not 
only protect against cognitive decline in healthy individuals but also reduce cogni-
tive decline in MCI  [  6  ]  and AD  [  7  ]  as well as reduce mortality in AD  [  8  ] . In accor-
dance with the above  fi ndings, such a diet would naturally be high in vitamin E. 

 Recall that what’s good for the heart is good for the brain. And, when it comes to 
nutritional factors, overall diet probably supersedes supplementation. 

    Common sense    rule: It’s not the supplements, it’s the diet.  

 The next section of this chapter addresses nutritional and botanical supplements in 
dementia. Other dietary intake considerations in dementia, including poor appetite 
and weight loss as the disease progresses, will be discussed in later chapters.  

   Nutritional and Botanical Supplements in Dementia 

 For medications to receive FDA approval for ef fi cacy for a particular medical condi-
tion, the drugs must be studied in humans as well as animals and shown to be effec-
tive in people with the speci fi c medical condition for which they are approved (i.e., 
have an indication). However, botanical and nutritional supplements (including 
vitamins, minerals, and food products) are not regulated by the FDA a as medica-
tions. What this means is that manufacturers, marketers, and other sellers of nutri-
tional and botanical products can (and do) make questionable claims of ef fi cacy. 
Such products are also not regulated for purity (so you can’t guarantee what you’re 
getting). And, while just like medications, nutritional and botanical remedies carry 
risks, the FDA does not require the same routine monitoring for adverse events by 
the manufacturers as it does for pharmaceutical companies. 

    Common    sense rule: Buyer and caregiver, beware.  
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 Like most things in life, if it sounds good to be true, it probably is. If such remedies 
are to be tried, the following points are important to take into account:

    • Consider Quality of Life . We have had family caregivers administer upwards of 
20 natural and/or nutritional daily (or expect a patient with dementia to self-
administer the same). Such a regimen is unrealistic and detrimental to quality of 
life for caregiver and patient in terms of time, effort, and money spent. It is one 
thing for a patient to have to take a medication three or more times daily to help 
them breathe or move, such as may be the case for a patient with COPD or 
Parkinson’s disease, but such supplements are unlikely to impact quality of life 
in the same way. If such products are to be used, use them selectively, just as you 
would any medication, because as previously noted.  
   • All medications have risks, including alternate therapies . We recommend check-
ing with a patient’s physicians regarding potential bene fi ts, side effects, and 
interactions of each treatment. Natural does not necessarily mean better.  
   • Beware the “magic bullet” phenomenon . If there was one, we would be very 
happy to let you and all our patients and families know about it. Many substances 
have been studied for treating dementia and none is a “magic bullet.” In fact, 
some have been shown to be ineffective in very good clinical studies. And, keep-
ing that all such products have risks, carefully weigh harm versus good, includ-
ing consideration of the cost of such treatments.  
   • Beware the 6 O’Clock News phenomenon . If the results of a study of any drug 
sound incredible, retain a healthy skepticism. Find out whether research was done 
in humans or not. Sometimes studies done in animals or on tissue samples in a 
petri dish do NOT translate to ef fi cacy for people. Also, sometimes such research 
may involve directly injecting a medication into brain tissue or an animal’s brain. 
If a vitamin or other supplement is given by mouth to a person, it might be dis-
solved by acid in the stomach. It might also be too large to cross over the special-
ized blood–brain barrier and make it into the brain. A clinical study is conducted 
in living people. A preclinical study is performed on animals, tissue or cells.    

    Common    sense rule: Natural does not necessarily mean better.  

 Consider the caveats above as you read the following on some speci fi c nutritional 
and botanical supplements used in dementia, including some that have no good 
evidence to support their utility in dementia, but they are commonly used nonethe-
less and/or we are often asked about them. 

   Vitamins 

   B Vitamins 

 Insuf fi ciency of vitamin B12 (cobalamin) can result in anemia, fatigue, depression, 
and cognitive problems, including memory loss. Since this is one of the few reversible 
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causes of dementia, checking the level of B12 in the blood is part of the routine 
 evaluation for a patient with dementia. Levels of folate (vitamin B9), the amino acid 
homocysteine, and methylmalonic acid (MMA) may be related to B12 de fi ciency and 
may also be checked, along with a complete blood count. 

 Hyperhomocysteinemia refers to a high level of homocysteine in the blood, may 
occur along with insuf fi ciency of B12 and/or folate, and increases risks of vascular 
disease, such as strokes and heart attacks. It is therefore probably not surprising that 
hyperhomocysteinemia, is also a risk factor for vascular dementia, but what is per-
haps somewhat unexpected is that it is also an independent risk factor for AD  [  9  ] . 
Checking the level of MMA may help detect a mild B12 de fi ciency. 

 Intramuscular injection of B12 is often used to correct B12 de fi ciency, especially 
initially, but chronic treatment with appropriate oral supplementation (including 
some preparations available by prescription only) is often suf fi cient to correct folate 
and B12 de fi ciencies  [  10  ] . Hyperhomocysteinemia can be treated with a combina-
tion of B vitamins (including some prescription only supplements) taken by mouth. 
However, utilizing such preparations to lower normal homocysteine levels has not 
shown much bene fi t and can cause signi fi cant problems, including, increased vascu-
lar complications, such as stroke and heart attack  [  11  ] . Thus, it can be harmful to 
treat people with high doses of B vitamins if there isn’t a speci fi c need. Furthermore 
treatment with B vitamins doesn’t prevent or treat dementia without such abnor-
malities  [  12  ] . In summary, in individuals with normal B12, folate, homocysteine, 
and MMA levels, B vitamins don’t help and can hurt. We therefore recommend that 
only patients with de fi ned B vitamin de fi ciencies and/or hyperhomocysteinemia 
should be treated and even then with close medical supervision. 

 It is important to note that conditions, such as hyperhomocysteinemia and/or 
de fi ciency in B12 and/or folate can be hereditary and, if a patient has one or more 
of these  fi ndings, we recommend that his or her blood relatives also have relevant 
laboratory tests checked to determine if they could have a similar condition.  

   Vitamin D 

 Vitamin D has been variably associated with cognitive impairment and dementia 
 [  13  ]  and treatment studies are lacking. Given this lack of evidence, we do not rec-
ommend vitamin D for the sole treatment of dementia (or prevention thereof). We 
generally have our patients consult with their general practitioner to have vitamin D 
checked and for any suggested supplementation.  

   Vitamin E 

 A careful review of scienti fi c studies of vitamin E supplementation at any dose 
failed to show bene fi t for patients with AD or MCI  [  13  ] . Vitamin E did not prove to 
be bene fi cial for patients with Mild Cognitive Impairment (MCI) in a large 3-year 
clinical study  [  14  ] . Furthermore, a daily dosage of vitamin E > 400 International 
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Units may pose signi fi cant risks, including stroke  [  15  ]  and death  [  16  ] , for all types 
of patients. 

 Vitamin E has adverse effects of bleeding and bruising. This is especially con-
cerning for those who also take blood thinners (e.g., warfarin, trade name: 
Coumadin), aspirin, ginkgo biloba (see below), or non-steroidal anti-in fl ammatory 
drugs (NSAIDS), such as ibuprofen.   

   Supplements 

   Acetyl- l -Carnitine 

 We  fi nd many patients with dementia use this supplement despite a lack of bene fi t 
based on objective data  [  17  ] . The only reason we include it in our discussion is to 
advise that it isn’t worthwhile.  

   Caprylidene/Caprylic Acid (Trade Name: Axona) 

 You may have heard of the ketogenic diet for treating epilepsy or coconut oil for 
treating AD. Caprylidene employs a similar idea to treat AD (but doesn’t risk 
severely increased cholesterol and other lipids as is the case for coconut oil—see 
below). Based on research that has been done which links impaired glucose metabo-
lism and AD  [  18  ] , caprylidene is designed to provide an alternate energy source for 
the brain. Caprylidene is a medical food Generally Recognized as Safe (GRAS) by 
the FDA. Medical foods are not subject to the same FDA standards of ef fi cacy as are 
medications. As of the time of writing this book, the published scienti fi c evidence 
for clinical ef fi cacy (showing that the product works in patients) for caprylidene is 
limited to a study sponsored by the manufacturer  [  19  ] , which showed modest 
bene fi ts for patients with AD over 3 months. On the plus side, this was a random-
ized controlled trial, the highest standard for clinical research. However, further 
evidence of ef fi cacy has not been forthcoming. 

 Caprylidene comes in a powder to be mixed with  fl uid or soft food and taken 
daily. It shares similar GI risks, such as nausea and diarrhea, with CIs. Thus, it 
should be avoided in patients sensitive to the GI effects of CIs or with other 
signi fi cant GI medical or surgical history. For other patients, slowly titrating the 
dose or using half a dose may minimize adverse GI side effects. Abdominal discom-
fort (dyspepsia) and abdominal gas ( fl atulence) are also common with caprylidene. 

 We concur with the manufacturer’s recommendation that it be used cautiously in 
patients at risk for ketoacidosis or who have GI in fl ammation, metabolic syndrome, 
or renal syndrome. For those who may be sensitive to milk and soy, it should be 
noted that caprylidene contains both of these ingredients. Some patients also can’t 
abide the taste. Finally, since caprylidene is a medical food and not a medication, 
prescription plans generally will not cover the cost.  
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   Choline/Lecithin 

 Like acetyl- l -carnitine above, we  fi nd that many patients with dementia take oral 
choline supplementation despite lack of ef fi cacy for human brain disease. You may 
recall from the previous chapter that levels of acetylcholine are low in the brains of 
patients with AD. The rationale for choline supplementation is therefore to boost 
these levels. However, dietary forms of choline (including lecithin) do NOT increase 
(or in any way affect) the levels of different forms of choline in the human brain 
 [  20  ] . Careful analysis of clinical studies showed choline supplementation is not 
effective in AD or PDD and may only contribute to adverse effects  [  21  ] . The 
 evidence for any bene fi t for choline supplementation is so weak as not to even 
 justify doing a larger study. We make mention of oral choline supplementation 
because we have seen so many patients with dementia take it, it doesn’t help, and it 
might hurt.  

   Coconut Oil 

 Although there are no studies of coconut oil in dementia, some people use it anyway 
based on a similar rationale to the one explained above for caprylic acid. However, 
coconut oil is a signi fi cant source of saturated fat and can cause signi fi cant increases 
in “bad” cholesterol and triglycerides. Coconut oil is often used in movie theater 
popcorn and nondairy creamers and the amount of saturated fat that it adds to these 
items is a major reason that they are such poor dietary choices. Due to the unhealthy 
saturated fat that coconut oil contains, the FDA, American Dietetic Association, 
American Heart Association, and Department of Health and Human Services all 
recommend against consuming large amounts of it. So, coconut oil lacks any proof 
of bene fi t for dementia, but compelling data that it is harmful (by leading to choles-
terol buildup and plaques in blood vessels predisposing to vascular complications 
like stroke, heart attacks, and dementia). In this case what’s bad for the heart may 
also be bad for the brain.  

   CoEnzyme Q10 (CoQ10) (Ubiquinone, Idebenone) 

 Mitochondria are the power generators of human cells. CoQ10 is necessary for the 
normal function of mitochondria and is also an antioxidant which may reduce the 
damage from by-products (such as “free radicals”) produced when mitochondria 
dysfunction, which may occur in the case of brain injury or disease. Dementia is one 
example of such neurodegenerative disease. 

 CoQ10 caused signi fi cant slowing of decline in ADLs, cognition, and motor 
function in patients who were diagnosed with Parkinson’s Disease without demen-
tia  [  22  ] . CoQ10 was associated with slight cognitive and motor bene fi t in Progressive 
Supranuclear Palsy (PSP)  [  23  ] . Idebenone, a synthetic form of CoQ10, did not show 
bene fi t in a carefully done study of patients with AD  [  24  ] . CoQ10 was not found to 
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be bene fi cial in Amyotrophic Lateral Sclerosis (ALS), including on a mental quality 
of life measure  [  25  ]  (we mention this since, as you may recall from Chap.   2    , 
Frontotemporal Dementia (FTD) and ALS may be associated in given patients or 
families). 

 CoQ10 possesses a variety of potential adverse effects, including gastrointestinal 
symptoms, and drug interactions. We therefore recommend checking with a patient’s 
physician before trying any form of CoQ10 and only using it with medical 
supervision.  

   Fish Oil/Omega-3 Fatty Acids/DHA 

 Fish serves as an important dietary source of docosahexanoic acid (DHA), an impor-
tant brain fatty acid. DHA has been found to be lower in patients with AD than 
people of the same age with normal memory  [  26  ]  but DHA supplements do not 
appear to help patients with AD  [  27  ] . A recent large study also showed that dietary 
 fi sh intake does not appear to prevent dementia of any type  [  28  ] . Use of these sup-
plements may be associated with diarrhea. The preponderance of the evidence for 
fatty acids is insuf fi cient to recommend them as a treatment (or preventive measure) 
for dementia.  

   Ginkgo Biloba 

 Ginkgo biloba is a plant extract widely used for cognitive impairment and dementia. 
Studies of ginkgo biloba in the treatment of dementia have yielded variable results. 
However, some evidence supports modest effects of ginkgo biloba in the treatment 
of dementia. These include modest cognitive bene fi ts for AD, Vascular dementia, 
and Mixed (AD + Vascular) dementia and modest bene fi ts for ADLs in AD  [  29  ] . A 
dose of 240 mg daily may be required to achieve such bene fi ts. (Ginkgo biloba is 
often administered in divided daily doses, so a dose of 240 mg daily might be 
achieved by taking 80 mg three times daily.) Further study of gingko biloba in the 
treatment of dementia may be helpful. Ginkgo biloba did not prevent AD or other 
types of dementia based on a careful, large scienti fi c study funded by the National 
Institute of Health  [  30  ] .  

   Huperzine A 

 Huperzine A is a Chinese herbal remedy touted as a possible cheaper natural alter-
native to CIs. However, it does not provide bene fi t over a placebo (sugar pill) in AD 
 [  31  ]  and there is no evidence for bene fi t in other types of dementia. Huperzine A 
could be harmful to use in conjunction with any CI due to similar side effect pro fi les. 
If you are looking for a natural remedy, consider the CI galantamine, which is 
derived from a  fl ower, the snowdrop, but steer clear of Huperzine A.  

http://dx.doi.org/10.1007/978-1-4614-4163-2_1
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   Melatonin 

 Melatonin is secreted as a hormone by the brain’s pineal gland in humans and is also 
found in some plants. Our clinical experience has been that melatonin continues to 
be widely used to treat dementia symptoms, but there is no evidence to support such 
use. Melatonin does not bene fi t behavior, functioning, or cognition in people with 
dementia. A careful scienti fi c study of melatonin in patients with AD did not show 
any bene fi t for sleep or agitation  [  32  ] .  

   Phosphatidylserine 

 This is a component of cell membranes. There is no evidence that this bene fi ts 
patients who have dementia. Beware marketers who may cite old research with 
phosphatidylserine from cattle suggested bene fi t for preventing cognitive impair-
ment. This form is no longer available due to theoretical concerns regarding trans-
mission of bovine spongiform encephalopathy (“mad cow disease”). Research done 
on soy-derived phosphatidylserine has shown no bene fi t for prevention or treatment 
of dementia  [  33  ] .  

   Tramiprosate (“Vivimind”) 

 This is marketed as a medical food and is a modi fi cation of the amino acid taurine, 
which is found in seaweed. (An amino acid is a building block of proteins.) It has 
been studied in patients with AD but had no clear bene fi t, nor has it been shown to 
be bene fi cial in other types of dementia  [  34  ] . 

    Common sense rule:    Weigh the bene fi ts and risks of supplements.     

   Stimulatory Therapies 

 A variety of studies have shown that exercise, socialization, and other activities may 
bene fi t quality of life for patients with dementia. Many of these modalities were 
discussed in Chap.   6     and further information is available in Chap.   13    . We recom-
mend tailoring activities to the patient’s history, interest, and abilities and continu-
ing activities that a patient enjoys to the degree possible. Enrollment in an adult day 
program (“brain therapy”) may also help by giving the caregiver a break and this is 
described in depth in Chap.   15    : Selecting Level of Care.  

   Scheduled Voiding 

 Scheduled voiding has been shown to be ef fi cacious in treating urinary incontinence 
as previously referenced in Chap.   6    .  

http://dx.doi.org/10.1007/978-1-4614-4163-2_5
http://dx.doi.org/10.1007/978-1-4614-4163-2_12
http://dx.doi.org/10.1007/978-1-4614-4163-2_13
http://dx.doi.org/10.1007/978-1-4614-4163-2_5
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   Other Alternative Therapies 

   Chelation Therapy 

 Chelation therapy refers to methods used to eliminate heavy metals. There is no 
evidence that chelation therapy works for AD  [  35  ]  or any dementia other than one 
that is directly attributable to accumulation of heavy metals, such as Wilson’s dis-
ease (which is associated with buildup of copper) or some types of porphyria associ-
ated with increased iron accumulation. Wilson’s disease and some cases of porphyria 
may call for oral and/or intravenous (IV) chelation, but, in other types of dementia, 
there is no accumulation of any heavy metals and therefore nothing to “chelate.” 
Unscrupulous practitioners may offer expensive, invasive, and worthless IV chela-
tion for the treatment of dementia not due to Wilson’s disease or porphyria. Placement 
of an IV line and associated infusion can be painful and anxiety-provoking for 
patients. Consequently, except for the rare dementia due to build up of speci fi c 
heavy metals, avoid intravenous chelation at all costs ( fi nancial and otherwise)!  

   Quantitative Electroencephalogram 

 The role of EEG in dementia is purely diagnostic and is not always required. 
Quantitative or any other type of EEG has no therapeutic effect. However, we are 
aware of families going to great expense and trouble to have quantitative electroen-
cephalogram (qEEG) performed (based on claims made by an unscrupulous provider 
that it might help the dementia). Although such procedures aren’t typically invasive, 
they may be dif fi cult, especially for patients with advanced dementia, as a patient 
must remain still for placement of and recording from a number of scalp electrodes. 

 An EEG may be helpful in some cases for diagnosis, especially to evaluate 
for seizure or seizures/epilepsy, encephalopathy, or certain types of dementia 
(Creutzfeldt–Jakob disease). A physician ordering an EEG for diagnostic purposes 
should be able to explain to you as a caregiver the reason/s for such test. In cases of 
advanced dementia in which you may be making medical decisions for a patient, you 
may wish to have a discussion with the doctor as to whether the EEG is necessary. 
For example, if a patient with advanced dementia has a condition which will not be 
treated even if found on EEG, it is not necessary to do the EEG. In other words, only 
do the test if it has the potential to change the plan of care for a patient.  

   Stem Cell Therapy 

 There is no evidence that stem cell therapy helps dementia, and it has a host of pos-
sible problems. If stem cells are directly implanted in the brain, this obviously 
involves neurosurgery and its potential complications. Also, the brain is complex 
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and dementia involves widespread problems with brain cells and connections. There 
is currently no way to get stem cells everywhere they need to go and function in the 
ways needed. If stem cell therapy is offered via any other route than direct brain 
implantation, they will not enter the brain as any cell is too large to penetrate the 
blood–brain barrier. Without regulations such as are followed in the US, pooled and/
or infected stem cells could be injected (and have for some people, resulting in death 
in some cases  [  36  ] ). Even with appropriate protections and a carefully done trial, stem 
cell therapies may have unintended consequences, including worsening of symptoms, 
such as was the case for a US study of stem cell therapy in patients with Parkinson’s 
disease  [  37  ] . Sometimes, the “cure” really can be worse than the disease. 

 Despite all of these concerns, rogue doctors and/or clinics outside the United 
States may offer stem cell therapy for dementia—at a steep price. Such treatment 
would be illegal in the United States outside the auspices of a research study which 
would not incur a cost for participation. If stem cell therapy remains something of 
interest, look for a research study (either in the US or someplace with similar safe-
guards for human subjects) accepting participants free of charge. 

 We don’t recommend transporting a patient with advanced dementia to another 
country for any type of treatment as the risks of such travel outweigh any bene fi t. 

    Common    sense rule: Check with a trusted doctor or other medical source.    

   What Can I Do to Prevent Dementia in Myself? 

 Although the thrust of this chapter is the role of alternate therapy in dementia, we 
close with one of the most common questions that we encounter in the clinic. 
A recent blue-ribbon panel found insuf fi cient evidence to support modi fi able risk 
factors to prevent AD  [  38  ] . With that caveat in mind, however, they did  fi nd that 
diabetes mellitus, high cholesterol, and smoking were associated with an increased 
risk of AD. A similarly quali fi ed reduced risk of AD was found for Mediterranean-
type diet, folic acid intake, low or moderate alcohol intake, cognitive activities, and 
physical activity. Such factors may be even more highly associated with an increased 
or decreased risk of vascular and mixed (Alzheimer + Vascular) dementia. We rec-
ommend that our patients and families follow the common sense rules and activities 
in Table  9.1  that may enhance quality as well as quantity of life:  

    Common sense    rule: What’s good for the heart is good for the brain.  

   Summary 

 A heart-healthy diet may present a worthwhile intervention and possible preventive 
measure for dementia. B vitamin supplementation may be bene fi cial when a 
de fi ciency is detected, but may be contraindicated in the face of normal laboratory 
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 fi ndings. Insuf fi cient evidence exists to support medical recommendations for other 
supplements in dementia. Chelation therapy is recommended only for disease states 
involving accumulation of heavy metals, such as Wilson’s disease and some types 
of porphyria. EEG may be a useful tool for the diagnosis (but not the treatment) of 
cognitive impairment. Stem cell therapy needs much more research and re fi nement 
before it can be considered for clinical treatment of dementia.   

   Common Sense Rules 

    It’s not the supplements, it’s the diet.  • 
  Natural does not necessarily mean better.  • 
  Buyer and caregiver, beware.  • 
  Weigh the bene fi ts and risks of supplements.  • 
  Check with a trusted doctor or other medical source.  • 
  Don’t hang your hat on one thing.  • 
  What’s good for the heart is good for the brain.     • 

   Websites 

 Alzheimer’s Association:   www.alz.org     
 National Center for Complementary and Alternative Medicine, National Institutes 

of Health:   www.nccam.nih.gov          
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   Be a victor of your good judgment and not a victim of your bad.   

 The good news    is that    light-to-moderate alcohol use does not appear to increase 
one’s risk of dementia In fact, a review of over a hundred studies looking at the 
relationship of alcohol to cognition found that light to moderate alcohol use, par-
ticularly wine, reduces the risk of both Alzheimer’s and vascular dementia  [  1  ] . 
Moderate alcohol consumption is typically de fi ned as no more than one drink a day 
for women or no more than two drinks a day for men. Acknowledging some amount 
of variation, a drink is typically de fi ned as 12 ounces of beer, 5 ounces of wine, or 
1.5 ounces of liquor. The same review  [  1  ]  found that heavy drinking was associated 
with an increased risk of dementia. 

 It is important to note that these studies looked at the effects of drinking on the 
cognition of nondemented individuals. Once a dementia diagnosis is in place, we 
must consider other relevant factors. When combined with age and/or dementia, 
alcohol, even in low-to-moderate amounts has diverse potential hazards. Alcohol 
use increases the risks of depression, disinhibition, confusion, and falls for an older 
person and/or one with dementia. Therefore, a patient with dementia shouldn’t start 
drinking alcohol or more alcohol than he or she did prior to their dementia diagno-
sis. In fact, since the brain of a patient with dementia is often exquisitely vulnerable 
to the amnestic effects of alcohol, we often recommend reducing or even ceasing 
alcohol intake (with medical supervision) once a diagnosis of dementia is made. 
Such changes should be made with medical supervision and conducted slowly in the 
case of substantial alcohol intake as abrupt discontinuation can cause serious with-
drawal effects, including seizures and death. 

 Common sense rules:

   Dementia may increase the effects of alcohol.  • 
  Alcohol withdrawal should be a gradual, supervised process.    • 

    Chapter 10   
 Alcohol and Other Substances         
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 It is imperative to honestly inform a patient’s physician of alcohol intake and any 
associated issues. In our experience, it is not unusual for patients to minimize or 
omit alcohol use when providing their medical history. In the outpatient setting, 
primary care physicians may prescribe sedatives (such as sleeping pills) or other 
medication which may interact with alcohol. 

 The consequences of an uninformed medical team are even greater in a hospital 
setting. An inpatient admission may be an abrupt introduction to sobriety for a 
patient with alcohol dependence. After a few days, signs of alcohol withdrawal may 
emerge, such as unstable vital signs (e.g., tachycardia, which is an increased heart 
rate), altered mental status, delirium tremens (“DTs,” tremor, or “shakes”), or even 
seizures. Likewise, we may see an alcohol withdrawal syndrome after a planned or 
emergent surgery. 

 No matter how intelligent and educated your doctor is, alcohol withdrawal is not 
typically at the top of the differential diagnosis (list of possible diagnoses) for 
elderly patients with dementia who develop changes in their mental status. A physi-
cian’s lack of awareness of signi fi cant alcohol intake could lead to severe conse-
quences for a patient, including death or disability (e.g., brain injury due to 
unanticipated seizures or other neurological consequences of sudden alcohol with-
drawal). The patient might also be unnecessarily subjected to futile testing or treat-
ment, with attendant costs and other risks, in a search for other possibilities. The 
good news is that informed hospital medical staff can forego these unnecessary 
options and proactively utilize medications to avert withdrawal symptoms in your 
loved one. Therefore, please alert medical personnel regarding alcohol use on or 
before a patient’s admission to a hospital or surgery clinic. As discussed in Chaps.   4     
and   5    , it may help keep the peace to put such sensitive information in writing and 
convey it discreetly. 

    Common    sense rule: A patient’s physician must be informed of alcohol intake.  

 How much alcohol is too much? The answer is highly individualized and depends 
on a given patient and circumstances. And, just as is the case for medications, alco-
hol intake and associated factors should be regularly reassessed by a physician and 
other caregivers. If alcohol use repeatedly causes problems, then it is probably too 
much. If Mom has dementia, but is doing well and enjoying her usual glass of wine 
with dinner, there may be no need to intervene. It is another story if Mom has an 
occasional glass of wine and begins to hallucinate every time she does so. Or, if she 
starts with a glass of wine at dinner and then drinks herself into a stupor (perhaps 
forgetting, maybe even more than once in an evening, that she has already had her 
usual glass of wine—or more). 

    Common    sense rule: Patients with dementia can overdo alcohol due to forget-
fulness, dependence, and/or other factors.  

 If the issue is merely forgetfulness, then alcohol in a moderate quantity might be 
administered and supervised by a caregiver, if it is important for a patient’s quality 
of life. On the other hand, since alcohol may be contributing to such memory loss, 
a patient might be better off without it, especially if it won’t be missed. Sometimes 

http://dx.doi.org/10.1007/978-1-4614-4163-2_3
http://dx.doi.org/10.1007/978-1-4614-4163-2_4
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a nonalcoholic beverage can be substituted without much fanfare. The best solution 
is usually to work in concert with medical supervision, weighing the risks and 
bene fi ts for an individual patient. 

    Common sense    rule: Regularly review the risks and bene fi ts of alcohol for a 
person with dementia.  

   Common Sense Approach to Alcohol Dependence in Dementia 

 Let’s say that alcohol is a problem for a loved one with dementia beyond just forget-
ting. In other words, he or she is knowingly and regularly drinking alcohol to excess. 
This is typically either a longstanding problem or an exacerbation of one. As noted 
above, it is a crucial issue to raise with the patient’s doctor. What are the options in 
such a case? Medicare and/or other insurance programs may cover short-term inpa-
tient detoxi fi cation, typically in a psychiatric unit. However, such coverage for out-
patient substance abuse programs is limited. Outpatient substance abuse programs 
utilize educational tools, so a patient must have good memory and other cognitive 
functioning to bene fi t. One must also be able to engage in introspection to bene fi t 
from psychotherapy. Thus, from a practical standpoint, it is rare that a cognitively 
impaired individual would bene fi t from a formal alcohol treatment program. 

 We must also acknowledge similar limitations in trying to convince a loved one 
not to drink. This is an ineffective strategy in the cognitively intact individual who 
drinks in excess, so we are not going to pursue such a course for an individual with 
dementia. Instead, we recommend a practical approach to reducing problematic 
alcohol consumption. 

 If a patient can make his or her own decisions, then he or she must be involved 
in the medical plan of care. If a patient is no longer able to make medical decisions, 
the person with Medical Power of Attorney must be involved. Family dynamics, 
particularly within a family dealing with alcoholism, can be complicated. For exam-
ple, we sometimes learn that a family member is supplying the alcohol for the cog-
nitively impaired individual. Although a patient with dementia and alcohol 
dependence may lack the introspection necessary for successful psychotherapy, a 
psychiatrist or other therapist knowledgeable in addiction issues may be helpful for 
the family. 

    Common sense    rule: Psychotherapy doesn’t usually work for patients with 
signi fi cant dementia, but may help family caregivers.  

  Abrupt discontinuation of alcohol should be avoided due to risk of serious with-
drawal symptoms, including seizures and death . Instead a slow taper as directed 
by a doctor is recommended. However, it is not just medical supervision that is 
important in this process. Monitoring, supervision, or even greater involvement by 
a family member is often crucial in helping a patient with dementia stop drinking. 
A family should work with a patient’s doctors, particularly a psychiatrist or other 
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dementia specialist, as to the best strategy. Techniques may include diluting the alco-
hol with water or other nonalcoholic beverage. Another strategy is to switch to non-
alcoholic beer and wine. If a patient is unable to make his or her own medical 
decisions and a doctor recommends that a family caregiver makes such substitutions, 
it is usually best to do so in a subtle and circumspect manner, just as you would in 
making any changes in the daily routine of a loved one with severe dementia. 

 Common sense rules:

   Alcohol cessation should be a gradual, supervised process (this bears • 
repeating).  
  Maintain a daily routine for the person with dementia.     • 

   Potential Prescription Drugs of Abuse in Dementia 

 Apropos of daily routine, good sleep hygiene represents a key component for every-
one, including patients with dementia and their caregivers. Unfortunately, disrup-
tion of the sleep–wake cycle arises commonly in dementia. Studies indicate that 
sleep disturbance occurs in around a half to three-quarters of Alzheimer’s patients 
 [  2,   3  ] . Sometimes such problems may be satisfactorily addressed with behavioral 
and environmental measures such as instituting or reinforcing regular bedtimes and 
wake-up times (see Chap.   13     for additional suggestions). Reviewing and adjusting 
medication, particularly the timing of administration, may help (see Chap.   8     for 
further details regarding these approaches). Some patients may bene fi t from a sleep 
study, particularly if Obstructive Sleep Apnea (OSA) is suspected due to signi fi cant 
snoring or periods of interrupted breathing during sleep. However, sometimes the 
addition of a medication (which may be referred to as a sleeping pill, sedative, or 
sleep aid) may be necessary to treat insomnia effectively. 

 In this section, we discuss the two classes of prescription medication that we 
have observed most often used to excess by patients with dementia: Opiates and 
Sedatives (including benzodiazepines). 

 Opiates are narcotic medications commonly prescribed for the treatment of 
severe pain. Examples include codeine and morphine. Under no circumstance do we 
recommend withholding adequate medication for acute or chronic pain syndromes. 
In fact, treating pain suf fi ciently may prevent and/or reduce agitation, irritability, 
depression, and similar symptoms in dementia. We therefore fully support their use 
when medically warranted. However, patients can become dependent on opiates, 
resulting in overutilization, which is the focus of this section. 

 Common sense rules:

   Good sleep hygiene and pain management may alleviate some dementia • 
symptoms.  
  Even prescription drugs may be overutilized.    • 

http://dx.doi.org/10.1007/978-1-4614-4163-2_12
http://dx.doi.org/10.1007/978-1-4614-4163-2_7
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 A sedative is a medication that makes a person sleepy. All sleeping pills, includ-
ing benzodiazepines, are sedatives, by de fi nition. Opiates can also be sedating. 
Sleeping pills are generally taken before bedtime for insomnia, although some 
patients use them if they awaken during the night. We generally recommend that 
patients do not take such medications after midnight due to the residual morning 
grogginess that may result. Many other medications prescribed for many other rea-
sons may have a side effect of sedation to which elderly patients may be especially 
vulnerable. Sometimes alcohol is used as a sleeping aid, but we don’t recommend 
this, as alcohol actually reduces the amount of deep, dreaming sleep. 

 Benzodiazepines are a class of drugs commonly prescribed to treat anxiety and/
or insomnia. They are also used to treat seizures (epilepsy). Although the term ben-
zodiazepine may be unfamiliar, this category of medications includes commonly 
prescribed drugs such as alprazolam (trade name: Xanax), clonazepam (trade name: 
Klonopin), diazepam (trade name: Valium), lorazepam (trade name: Ativan), and 
temazepam (trade name: Restoril). As you can see, a medication with a scienti fi c 
(generic) name ending in a suf fi x of -lam or -pam may be a benzodiazepine and, 
therefore, a sedative (as always, check with a patient’s doctor and/or pharmacist, if 
you’re not sure). 

 However, sometimes the calming effects of these medications lead a patient to 
use them in managing internal states of unrest, discomfort, or angst that accompa-
nies memory loss. This is another common way people get into trouble with these 
medications. So, if your loved one with dementia is struggling, he or she may take 
sedatives or pain medication at regular intervals to get through the day. It is impor-
tant to consider anxiety as a potential driving force for regular use of “as needed” 
medications. When patients are in distress, they reach for medications that will set-
tle their mind and body. So if we want to identify underlying anxiety it can be 
addressed with both environmental intervention and medication that has minimal 
negative cognitive effects. This is discussed in greater detail in Part 3. 

    Common sense    rules: Use sedating medications cautiously.  

 Opiates, benzodiazepines, and other classes of medication can cause disinhibition 
and confusion, particularly in elderly patients and those with dementia. Be mindful 
that your family member may not include these medications on a medication list 
due to taking them “as needed” rather than as a “standing dose” (e.g., twice daily at 
regular times and intervals). It is not unusual for us to learn during a painstaking 
medical history-taking process that, in addition to the drugs included on the medica-
tion listed provided to us, a new patient also takes a sedative a couple times a day 
along or a sleeping pill at night—or both. It is much better and easier to have this 
information up front. 

 Sedatives have a withdrawal syndrome similar to alcohol and any discontinua-
tion should likewise be gradual. Such gradual withdrawal with medical supervision 
is a good rule to follow for any substance that affects the brain, especially for geri-
atric patients. This includes opiates, which have their own withdrawal syndrome. 
Just as we “start low and go slow” with neuropsychiatric medications, particularly 
in the elderly, it is also prudent to taper off slowly. 
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    Common sense    rule: Medication withdrawal should be a gradual, supervised 
process.  

 Keep in mind that a patient may see a primary care physician and multiple special-
ists. Unfortunately, this creates opportunities for miscommunication and duplication 
of medication. For example, Dad may receive a prescription for a “nerve pill” (seda-
tive) from his cardiologist and one for a sleeping pill (another sedative) from his 
family doctor. Although specialists typically communicate with the referring or pri-
mary physician, it is quite possible that not all of a patient’s physicians communicate 
with one another or that every prescription change is relayed even to a patient’s gen-
eral practitioner. Therefore, a wise caregiver keeps track of medications and helps 
keep a patient’s physicians informed of these as well (which may be easily done by 
maintaining an accurate and up-to-date medication list). In addition to the challenges 
of fragmented communication, Dad’s memory issues may impair his ability to keep 
an accurate medication list and/or report pertinent changes to his physicians. This 
leads to risk of physician overprescribing or medication duplication. 

    Common sense    rule: A medication list helps avoid drug duplication.  

 As is the case for alcohol, several common factors can lead to overuse of medication 
in dementia, especially opiates and sedatives. Any patient (with or without demen-
tia) may become dependent on opiates and/or sedatives. However, patients with 
dementia may use opiates, sedatives, and/or other medications to excess purely due 
to forgetfulness. Some patients who have previously used opiates and sedatives to 
manage speci fi c pain, anxiety and sleep problems may begin to use them to treat 
other uncomfortable psychological states that can accompany dementia. In addi-
tion, a patient may be unknowingly prescribed duplicate or similar medication. 

 Overutilization can apply to any medication. The only way to know for sure is to 
monitor the situation. Check to see if your loved one has gone off course and is tak-
ing medication more times a day than prescribed. You can view the physician’s 
original instructions by reading the prescription bottle label. You can check the date 
and amount supplied, the amount to be taken daily, and count any remaining pills to 
see if a patient seems to be taking too many or not enough. 

 Never underestimate how even mild memory loss can greatly impair one’s ability 
to take medication correctly. In addition to remembering to take the medication on 
schedule, a patient has to remember which drugs have already been taken each day 
to avoid double- or greater overdosing. A weekly pillbox may help diminish this 
possibility (see also Chap.   6    ). When in doubt, a patient can check the pillbox to help 
recall whether or not medications were taken. However, this strategy doesn’t work 
for someone with dementia who can’t remember what day of the week it is! Such an 
individual needs more help and supervision than merely  fi lling a weekly pillbox 
with. A reminder phone call may be effective for some. Alarmed pillboxes/dispens-
ers are often too complicated and novel for our patients with dementia to learn 
to use. Unfortunately, a problem with sedatives and opiates is that they may be 
 prescribed on a PRN or “as needed” basis and are therefore not included in a 
patient’s pillbox. For example, a patient might keep a bottle of sleeping pills on the 

http://dx.doi.org/10.1007/978-1-4614-4163-2_5


117Bowel Products

nightstand for convenience. Or, a patient may react to each individual symptom 
by taking medications instead of sticking with a prescribed treatment plan. In 
such cases, it may be helpful to instead use a separate pillbox just for the PRN/
as needed medications—and perhaps putting this on the nightstand instead of the 
entire bottle. 

 Common sense rules:

   Memory functioning is critical for correct medication administration.  • 
  Monitor medication administration and increase supervision as needed.     • 

   Bowel Products 

 It is not uncommon for our geriatric patients to obsess over their bowels, expecting 
at least one “movement” a day, and considering anything short of that as pathologi-
cal. Unfortunately, we also commonly see misuse or abuse of medications such as 
antidiarrheals, laxatives, and/or stool softeners adversely impacting quality of life. 
Such overutilization may re fl ect longstanding habits. It might also represent new 
behavior (or exacerbation of an old practice) due to the effects of medication and/or 
cognitive impairment, especially an underlying disturbance in memory and/or exec-
utive functioning (such as judgment and problem-solving). 

 A vicious cycle may commence in which a patient self-administers an antidiar-
rheal medication after an episode of diarrhea, then becomes constipated and take a 
stool softener and/or laxative. Depending on the patient’s level of cognitive impair-
ment and other psychological issues, he or she may continue to chase after each 
symptom (diarrhea or constipation) and lose sight of the big picture. Such repeti-
tious and circular use of these remedies may create dependence on such medica-
tions, impede resumption of normal gastrointestinal (GI) functioning, and compound 
GI side effects of other illnesses and medications. 

 Monitoring the bowel regimen of a loved one who is elderly and/or has dementia 
may be exceedingly bene fi cial. Geriatric patients often have bowel problems and 
concerns. Cognitive and behavioral problems may result in overusage and the drug 
cascade noted above. And, of particular note, prescription medications for dementia 
may also affect GI functioning. Mere reliance on someone’s report of their bowel 
regimen may not be enough, particularly if he or she has memory loss for recent 
events or a vested interest in protecting lifestyle habits. You may need to verify the 
information provided. If you live with your loved one with dementia, it may facili-
tate determination of bowel frequency. If you don’t, you might stay with them for a 
few days (including overnight) and try to obtain a fuller picture. Of course, you 
could have your relative stay with you, but an individual’s usual environment and 
routine, including diet and exercise, typically provides more accurate information. 
If your relative is in a supervised living situation, you may be able to have nursing 
staff record this information (a doctor’s order may be required). (A week or two of 
such notation may suf fi ce for this purpose unless any problems emerge). 
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 If you are a primary caregiver, know and review all medications (including those 
kept in kitchen, bedroom, or bathroom drawers, medication chests, pillboxes, cabinets, 
etc.), especially in response to any new GI issue. Remember that even patients living in 
supervised communities may be purchasing laxatives and the like over-the-counter. 

 Bowel frequency (how often a patient has bowel movements) varies for individu-
als based on a number of factors. If a patient is having a bowel movement at least 
every other day, this is quite likely suf fi cient. If your loved one is not having bowel 
movements at least every other day, check with a patient’s doctor. Less often may 
call for dietary or medical intervention as might other signi fi cant and persistent 
changes in bowel frequency (e.g., someone who used to have 1–2 bowel movements 
daily and now has 5 every day). 

 Once again, diet and exercise are cornerstones of treatment and prevention. 
A patient’s doctor may recommend encouraging hydration, high- fi ber foods (includ-
ing eating fruits and vegetables rather than drinking juice which contains little 
 fi ber),  fi ber and similar supplements, exercise, and medications (over-the-counter 
and/or prescription),where indicated. Sometimes patients with dementia forget to 
eat or drink. Therefore, you may wish to place appropriate food and beverage in 
plain sight (rather than behind the opaque refrigerator door where it may be forgot-
ten). Remember to ask about potential GI side effects whenever any new medica-
tion is prescribed. As a caregiver, you may  fi nd it helpful to have stool softeners, 
laxatives, or even enemas on hand in case you may need to administer a remedy to 
a loved one (rather than having to run out to a pharmacy in the middle of the night). 
To avoid over- or underutilization, we recommend that a caregiver dispense these 
rather than relying on a patient with dementia to correctly self-administer. We often 
share with our patients and families the helpful adage: “If you don’t move, your 
bowels won’t move.” Prevention and treatment of bowel irregularity usually work 
quite well. Avoidance does not. 

    Common    sense rule: Patients with dementia can overdo medications due to 
forgetfulness, dependence, and/or other factors.   

   Illicit Drugs 

 We do not commonly encounter illegal substance abuse in our (mostly elderly) 
patients with dementia, however such drugs can cause or contribute to signi fi cant 
cognitive, behavioral, and other neuropsychiatric problems. In such cases, we rec-
ommend working with a specialist, an addiction specialist, if warranted. The same 
general principles apply as do for alcohol or overutilization of prescription drugs: 
A patient with dementia may be extremely susceptible to adverse effects of any 
substance, a patient’s physician needs to be made aware of use or abuse of any drug 
(particularly when cognitive, behavioral, and other neuropsychiatric symptoms are 
being evaluated), and abrupt withdrawal without medical care may be dangerous or 
even deadly. This topic may become increasingly important in future generations in 
which such legally prohibited products have been more commonly used.  
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   Medications Adverse to Memory 

 Many drugs can also interfere with memory (and cognitive enhancers), often by 
reducing available acetylcholine (i.e., the opposite of what the cognitive enhancing 
cholinesterase inhibitors do—see Chap.   8    ). Anticholinergic medications include 
drugs used to treat bladder incontinence, insomnia, and gastric re fl ux. This is by no 
means an exhaustive list of anticholinergic medication, and many other types of 
drugs, including other sedatives (sleep medications) and some antidepressants 
(especially the so-called “tricyclic antidepressants,” like amitriptyline and nortrip-
tyline), can also interfere with memory. Check with a patient’s doctor and, prefera-
bly, a prescribing physician or specialist. For patients with dementia, it is crucial to 
work with a specialist or other doctor to identify any drugs that may be worsening 
the condition and avoiding or minimizing their use whenever possible. 

 Diphenhydramine (Trade name: Benadryl), either alone or in combination with 
another ingredient, represents the most common over-the-counter drug contributing 
to memory problems in our patients. Combination medications containing diphen-
hydramine often carry a “PM” designation in the trade name, such as Tylenol PM 
(which is acetaminophen + diphenhydramine) or Motrin PM (ibuprofen + diphenhy-
dramine) or Advil PM (also ibuprofen + diphenhydramine). Diphenhydramine can 
also cause or exacerbate constipation and urinary retention for some people. 

 Patients over 65 are exquisitely sensitive to these effects. We often see some 
improvement in memory after stopping a medication containing diphenhydramine 
in our elderly patients. Even though some of these drugs can be obtained without a 
prescription, they should be listed on a patient’s medication list. Dementia special-
ists avoid use of these products in dementia, whenever possible, due to their risk of 
causing or exacerbating memory loss or delirium. Delirium is a medical term used 
to describe altered mental status,  fl uctuating cognition, and confusion. 

 If patients take any of these products for pain, we recommend that they continue 
to take the pain ingredient without the diphenydramine (e.g., taking acetaminophen 
or brand name Tylenol alone rather than Tylenol PM). 

 If a patient with dementia has troubling insomnia after discontinuation of diphe-
nydramine, a mild prescription sleep aid in small doses may be a better option and 
can be titrated up to higher doses as necessary. Trazodone (Trade name: Desyrel) is 
a sedative that can be initiated at a small dose of 50 mg and increased in increments 
of 25 mg. Side effects tend to be mild but may include dizziness and dry mouth. 
Priapism (prolonged erection) is a rare complication and less likely to occur in 
elderly men than younger men. Mirtazapine (Trade name: Remeron) is an antide-
pressant that also acts as a sedative. It can be started and titrated in increments of 
7.5 mg. Side effects include increased appetite and weight gain, which may be 
advantageous in some elderly patients and those with dementia, who experience 
anorexia. Effects of increased weight and appetite actually lessen at higher doses of 
mirtazapine. Both trazodone and mirtazapine are available in generic form. Many 
other options exist and we strongly recommend working with a geriatric psychiatrist 
or other specialist to  fi nd the best solution targeting problematic symptoms (such as 
insomnia) that will avoid creating or worsening other ones (such as memory loss).  

http://dx.doi.org/10.1007/978-1-4614-4163-2_5
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   Is a Drug Exacerbating Dementia Symptoms? 

 Families frequently ask us whether a loved one with dementia has become more 
sedated, agitated, dizzy, hallucinating, etc., due to medication. Timing probably rep-
resents the most critical factor here. If a symptom starts or worsens in the hours or 
days after starting a new medication (or increasing the dosage of a medication), this 
suggests a temporal association. Such temporal relationships may also apply for 
alcohol or medications used intermittently. For example, a patient may be sedated 
on certain days of the week and careful review of medications and caregiver obser-
vation demonstrates that such somnolence occurs only in the mornings after the 
patient has had a sleeping pill at night. Or, a person with dementia may be halluci-
nating only on nights after having a glass of wine with dinner. Check with a patient’s 
physician as to whether the two (the drug and the symptom) are related. 

 As noted in Chap.   8    , even medications meant to “enhance” cognition can have 
side effects such as increased confusion. Associated symptoms (e.g., runny nose, 
sore throat, or cloudy urine), might also help in determining a cause, especially if 
it’s been a while since any medication changes. For example, a patient might have 
an infection causing the symptom or symptoms. 

 Work with a patient’s doctor to get to the root of the problem. As always, any 
necessary medication changes should be made cautiously and incrementally unless 
a signi fi cant medical rationale indicates otherwise. Any serious new medical condi-
tion deserves emergency evaluation.  

   Aluminum  ¹  Alzheimer’s 

 Finally, we would like to make a mention of aluminum. Although aluminum and 
Alzheimer’s may sound like they should belong together (perhaps due to allitera-
tion), scienti fi c research has shown that aluminum does not cause AD  [  4  ] , nor has it 
been associated with other types of dementia.  

   Summary 

 Alcohol in moderation is associated with reduced risk of dementia. Age and demen-
tia increase susceptibility to drugs affecting brain function, including alcohol and 
medications. Opiates and sedatives represent two common classes of prescription 
medication on which patients may become dependent. Bowel products are also 
commonly overutilized. Many medications, but particularly anticholinergic agents 
like diphenhydramine, may impair memory. Temporal association may help iden-
tify whether and which drug/s may cause or contribute to a patient’s symptoms.  

http://dx.doi.org/10.1007/978-1-4614-4163-2_7
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   Common Sense Rules 

    Dementia may increase the effects of alcohol.  • 
  Alcohol and drug withdrawal should be a gradual, supervised process.  • 
  A patient’s physician must be informed of alcohol intake.  • 
  Regularly review the risks and bene fi ts of alcohol and medications for a person • 
with dementia.  
  Patients with dementia can overdo alcohol or drugs due to forgetfulness, depen-• 
dence, and/or other factors.  
  Psychotherapy doesn’t usually work for patients with signi fi cant dementia, but • 
may help family caregivers.  
  Maintain a daily routine for the person with dementia.  • 
  Good sleep hygiene and pain management may alleviate some dementia • 
symptoms.  
  Even prescription drugs may be overutilized.  • 
  Use sedating medications cautiously.  • 
  A medication list helps avoid drug duplication.  • 
  Memory functioning is critical for correct medication administration.  • 
  Monitor medication administration and increase supervision as needed.         • 
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 Psychiatric    and behavioral changes go hand in hand with dementia. Psychiatric 
issues include problems with mood, anxiety, and psychosis. We defer the discussion 
on psychosis to the next chapter where we discuss the more common problematic 
behaviors we see in dementia. 

   Depression 

 Mood disturbance is common in Alzheimer’s dementia. Depression occurs in 
approximately 40 % of Alzheimer’s patients  [  1,   2  ] . The interaction between depres-
sion and dementia is complicated. We know that depression is a risk factor for 
Alzheimer’s disease. We also know that a diagnosis of depression may precede the 
Alzheimer’s diagnosis by several years. This is not surprising since the earliest signs 
of dementia may be social withdrawal and apathy—not memory. 

    Common    sense rule: Social withdrawal or mood disturbance may be the  fi rst 
symptom of Alzheimer’s Disease.  

 One question that comes up regularly in the of fi ce is whether the depression is caus-
ing the memory problems. Depression affects the attentional component of memory. 
The idea is as follows: if you are depressed, you cannot pay attention to the informa-
tion well enough to learn it. If you do not learn the information ef fi ciently, you can-
not recall it. Therefore, memory looks impaired. In contrast, with Alzheimer’s 
disease the memory mechanism itself is impaired. Attention is usually intact. 

 However, standard neuropsychological tests are sensitive enough to ascertain 
whether depression is contributing to memory disturbance. The concern is that 
when depression captures the focus of clinicians and family, an underlying demen-
tia may go untreated. 

    Chapter 11   
 Mood Issues in Dementia         
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    Common    sense rule: Signi fi cant forgetfulness is typically caused by a primary 
memory disorder.   

   Apathy/Emotional Blunting 

 Apathy is often confused with depression. When a loved one withdraws from 
socialization and former enjoyable activities, the assumption is that the person must 
be depressed. Typically the patient denies feeling sad and is not bothered by the 
level of withdrawal or inactivity. Apathy is a hard concept to wrap your head around. 
We often operationally defi ne this as a someone who is content to sit in a chair all 
day. Emotional blunting refers to a lack of a person’s affective response. (Remember 
mood is how one feels himself or herself. Affect is how he or she is perceived by 
others.) Someone with emotional blunting may not smile or laugh at appropriate 
junctures or reciprocate an expression or gesture of love, such as a hug, kiss, or 
“I love you”. Emotional blunting may be associated with apathy, depression, demen-
tia, or a combination. It is one of the hallmarks of FTD. Apathy is quite common in 
Alzheimer’s disease with estimates around 60–70 %  [  3,   4  ] . As noted above, it may 
be the  fi rst major symptom of Alzheimer’s disease.  

   Anxiety 

 Although studies do not attempt to de fi ne types of anxiety, we commonly see anxi-
ety either be situational or generalized. The exact numbers are hard to quantify as 
its prevalence has been studied in whole and during different stages of dementia. 
Situational anxiety may be seen in patients early in disease who have heightened 
awareness of their de fi cits. They may become anxious when they struggle with a 
task that once came relatively easy to them. Maybe they are slower or less accurate. 
You may see more anxiety as the complexity of the task increases, such as complet-
ing a tax return. In later stages we may see patients become anxious whenever they 
leave their home, such as to go to a doctor’s visit. 

 We also see more generalized symptoms. Patients typically describe this is as a 
general feeling of unease. They may not be able to identify anything in particular that 
makes them feel anxious. Or they may ruminate on anxiety-laden topics such as their 
various physical problems or their fear of running out of money. It is not uncommon 
to have a more advanced patient repeatedly ask others what they should be doing.  

   Irritability/Disinhibition 

 Irritability is regularly seen in Alzheimer’s disease with estimates traditionally 
between 41 and 42 %  [  3,   4  ] , as well as many other types of dementia. Families often 
describe the patient as being snappy, on edge, or having a short fuse. The irritability 
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can be triggered by a frustrating event or may be fairly generalized. Hateful words 
may be uttered. Some may even start cursing or making derogatory comments about 
another’s race, gender, or religion. The latter can be quite disturbing to families, 
particularly when viewed as out of character for their loved one.  

   Treatment 

 Depression may be treated with medications generally classi fi ed as antidepressants. 
Anxiety and/or irritability may also respond to nonstimulating antidepressants. 
When possible we avoid prescribing sedatives for anxiety in geriatric patients due 
to the increased risk for somnolence, confusion, and falls with these drugs. 

 The treatment of apathy is more challenging as response to medication is not 
robust. If medication is indicated, physicians tend to use categories of medication 
that increase availability of norepinephrine and dopamine in the brain. Simply put, 
these neurotransmitters are your “get up and go” chemicals. These medications 
include a subcategory of the antidepressant family as well as stimulants. Stimulants 
have a higher side effect pro fi le, so they are used judiciously. In addition to known 
cardiac and appetite suppression effects, we must consider risk of psychosis and 
agitation in patients with underlying dementia. 

 We strongly recommend increased activity for the psychiatric symptoms of 
dementia. No one’s apathy or depression improves with spending time alone and 
idle. The combination of meaningful activity and being around others lifts spirits. 

 Anxiety likewise thrives with inactivity. We caution our inactive anxious patients, 
“you have way too much time to spend in your own head.” The brain uses all that 
free time to think, worry, and obsess. 

 Not having any luck getting your loved one involved in activity? Consider bring-
ing in a companion to keep your loved one active. Often companions have a much 
easier time getting patients with dementia out and about than friends and family. 
Patients may display oppositional behavior towards relatives, but put on company 
manners for a professional caregiver. The structured activities and camaraderie 
afforded by adult day programs may work wonders for a patient, particularly one 
who is used to a daily job routine. 

    Common    sense rule: Find ways to keep patients with dementia active.   

   Summary 

 Mood symptoms are common in dementia, but differ among individuals. These may 
include apathy, agitation, depression, and irritability. Treatment may include medi-
cations and nonpharmacologic approaches, such as social and other activity.  
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   Common Sense Rules 

    Social withdrawal or mood disturbance may be the  fi rst symptom of Alzheimer’s • 
disease.  
  Signi fi cant forgetfulness is typically caused by a primary memory disorder.  • 
  Find ways to keep patients with dementia active.         • 
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   Psychosis (Hallucinations and Delusions) 

 Psychosis    refers to an affective condition in which a patient has lost touch with 
 reality and has hallucinations, delusions, or both. The presence of psychosis in the 
initial months or year of a dementia suggests a non-Alzheimer’s dementia or aggra-
vating factor (such as medication) in the context of Alzheimer’s disease.  

   Hallucinations 

 A hallucination is an abnormal sensory perception of a stimulus that isn’t really 
there. The most common types of hallucinations in dementia are visual (seeing 
things), auditory (hearing something), or tactile (sensation of feeling something). 
In dementia, visual hallucinations are the most common, but auditory hallucinations 
may also occur. Tactile hallucinations suggest a different diagnosis than dementia. 
Hallucinations are a diagnostic criterion in Dementia with Lewy bodies and occur 
in approximately 10 % of patients with Alzheimer’s dementia  [  1  ] .  

   Delusions 

 A delusion is a  fi xed false belief that is resistant to reason or confrontation with 
facts. The take-home points from this formal de fi nition are the words “ fi xed” and 
“false.” Delusions may involve paranoia (in which a patient mistakenly believes 
that others are trying to in fl ict harm in some way). Delusions are estimated to occur 
in approximately 22 % of Alzheimer’s dementia patients  [  1,   2  ] . 

    Chapter 12   
 Psychosis         
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   Delusions of Theft 

 One of the most common examples that we encounter in our clinical practice is a 
dementia patient who experiences a delusion of theft. The patient mistakenly thinks 
that someone is entering the patient’s residence and taking things or moving them 
around. Often what is actually occurring is that the patient with dementia is losing 
or hiding belongings from himself or herself. 

 When Mom asserts that there is someone coming into the home, the family often 
assumes that Mom is hallucinating. On further questioning, we often determine that 
Mom just thinks that there is someone in the house and is therefore having a delu-
sion rather than a hallucination. She may cite evidence of the intruder, naming miss-
ing items or items being relocated within the home. 

 Let us walk through another common example. Dad has Alzheimer’s disease, 
and one of his sons takes over managing Dad’s  fi nancial affairs. The son oversees 
bank statements, pays bills, manages Dad’s investments, etc. Dad becomes con-
vinced that the son is stealing from him. The son provides Dad full access to the 
accounts to show him everything is being handled appropriately. Dad is unmoved by 
the information. Other family members go over bank statements with Dad to reas-
sure him that all of his  fi nances are in order. Dad continues to assert that son is 
stealing despite this evidence to the contrary. 

 Many families understandably struggle in these situations. Even when children 
are educated and insightful about the situation, it hurts to have your father accuse 
you of stealing. It may cause a rift in the parent–child relationship which is even 
more wounding. So what do you do? First realize the idea that son is stealing is 
 fi xed and false. Therefore, you can stop arguing with Dad. Deep down we often feel 
that we can convince Dad that he is wrong. And we can not. You can present docu-
ment after document to prove your case. You can plead, argue, and threaten if you 
want. However, it typically does not bring resolution. As one of the children, when 
Dad tries to engage you in conversation about the stealing, provide one reassuring 
statement and change the subject. If you cannot change the course of the conversa-
tion, end the phone conversation or walk away. Of course you can consider other 
reasonable options, such as paying an accountant to manage Dad’s affairs, as long 
as you realize the accusations may transfer to the new person. 

 But, if your loved one is experiencing psychosis, don’t despair. As the above 
example shows, certain methods may be employed successfully. We offer a number 
of tips in the following sections to help you steer clear of what doesn’t work and 
identify what will.   

   Addressing Psychosis 

 Here are a few techniques to keep in mind (and at hand) that you can draw on in a pinch. 
 First, provide comfort and reassurance. If your husband has a delusion that 

strangers are in the bedroom, remind him that you’re with him and he’s safe. You 
might turn on lights if it is dark or look around a room (including opening closet 
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doors) with him so that he can see that any supposed intruders are no longer there 
(“Oh, look they’re gone!”) and you might make a show of checking any external 
door locks. 

 In addition to speci fi c hallucinations and delusions, patients with dementia may 
have generalized paranoia. Alzheimer’s patients may hide their valuables for fear 
they will be stolen. The memory de fi cits of this disease then impair the patient from 
remembering they hid the valuable. So this reinforces the paranoia as the object is 
actually missing. Families often  fi le complaints with their loved one’s living facility 
about missing items only to later discover them in a hiding place in their loved one’s 
apartment. So, when Mom states her pearl earrings have been stolen, take a logical 
approach. Ideally you have an inventory of the belongings she took with her when 
she moved. First, verify if the earrings are listed on the inventory. The inventory 
alone saves a round of questioning about the missing item. Patients may get irritable 
if they feel family doubts them or questions their recall. If the earrings are on the 
inventory, carefully look through the entire apartment, not just where Mom keeps 
her jewelry. You might do so discreetly or together with Mom. If you have tried all 
of these measures and the earring still cannot be found, notify the administration. 

    Common sense    rule: Support and reassure a patient with psychosis.  

 Think of hallucinations and delusions in the context of the brain sending aberrant 
signals. Unlike how hallucinations are portrayed in the movies, there is no halo 
around or hazy effect to the image. The brain signals that there is someone sitting 
across from Dad just as if there is one. That is why you cannot correct the mispercep-
tion with words and it works best to avoid explanations, especially lengthy ones. 

 Instead of providing your thoughts on the matter (“Mom, I think you misplaced 
your earrings. I do not feel the staff is stealing.”) opt for a strong declarative state-
ment in attempts to end the discussion. You could try, “Mom, don’t worry. I’m 
going to handle this.” You don’t have to provide speci fi cs, such as that you’re going 
to talk with the administrator, even if you are. Stay general but assertive. We recom-
mend not engaging in lengthy conversations about the alleged theft. Paranoia is 
often driven by fear. We want Mom to feel reassured and know that you are looking 
out for her. 

 Don’t correct, contradict, or otherwise confront or argue with a person who is 
having a hallucination or delusion. As a matter of fact, this is almost always a sound 
rule to follow for patients with dementia. All of these may just upset your loved one 
(and you will probably  fi nd it distressing as well). 

    Common sense    rule: Avoid explanations or confrontation.  

 If you are going to address the psychosis head on, try a more medical interpretation 
to allay a patient’s anxiety. You might gently remind Mom: “Remember, Dr. Smith 
said your mind may send some mixed-up signals sometimes.” Then  fi nd an activity 
to engage the mind, preferably in another room. Distraction works well for psycho-
sis and other behavioral problems. You can change the topic of conversation, activ-
ity, or even the venue. A snack may be just the thing. Changing the environment 
may help the brain let go of the image. You might take a patient to another room or 
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even out of the house. This often works well for patients who are convinced that 
they aren’t at home when in fact they are. After taking Mom to another room or 
place, you can bring her back and show her a couple of her favorite things (such as 
beloved photo, painting, or armchair), reassuring her that she is indeed home. 

    Common sense    rule: Distraction works wonders.  

 Humor helps defuse potentially explosive situations. When you sense the conversa-
tion turning toward the delusional idea, insert a funny story about one of the grand-
kids. You might memorize some jokes, have a joke book handy in the house, or 
carry one with you. Laughter really is the best medicine. 

    Common sense    rule: Humor defuses tension.   

   When Medication is Needed for Psychosis 

 Unfortunately, sometimes behavioral interventions are not enough for patients with 
psychosis. In these cases, the paranoia interferes with quality of life such that fur-
ther action is needed. Maybe there is police involvement due to repeated calls from 
a patient reporting theft. Or maybe the paranoia leads to agitation that compromises 
the patient’s ability to reside in his current level of care. Or maybe the patient is so 
burdened by her concerns that she will not leave her apartment for meals because 
would be leaving valuables unattended. There are no FDA-approved medications to 
treat dementia-related psychosis, but antipsychotic medications, which have FDA 
indications for other forms of psychosis, such as bipolar disorder and schizophrenia, 
may be used “off-label” if a patient is suffering.  Be advised that all antipsychotics 
carry a FDA boxed warning regarding their use in dementia . The warning summa-
rizes evidence that there is a 1.6- to 1.7-fold increased risk of death for dementia 
patients who take antipsychotic medication compared to those who do not. The 
studies that led to the FDA warning found the mechanism of death was mostly car-
diac or pneumonia in origin. The antipsychotics also carry metabolic risks, such as 
increased blood sugar and cholesterol, as well as orthostatic risks, such as lowering 
blood pressure on standing. Sedation is also a risk for the majority of antipsychotics. 
We recommend a careful review, discussion, and consideration of the risks and 
bene fi ts of such medication for any individual with dementia.  

   Summary 

 Patients with dementia may experience psychosis, which can include hallucinations 
or delusions. Hallucinations involve an abnormal sensory perception, whereas delu-
sions portend  fi xed, false ideas. Minimizing any identi fi able triggers may help pre-
vent psychosis. Caregivers should offer comfort and safety for the person 
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experiencing psychosis while sidestepping any arguments, con fl ict, or confronta-
tion through the use of distraction and other behavioral and environmental mea-
sures. Antipsychotic medication may be prescribed for patients with dementia, but 
have known and serious risks which should be carefully considered.  

   Common Sense Rules 

    Identify and avoid behavioral triggers.  • 
  Avoid explanations or confrontation.  • 
  Find the right balance of stimulation.  • 
  Maintain a daily routine of structured activities.  • 
  Support and reassure a patient with psychosis.  • 
  Distraction works wonders.  • 
  Humor defuses tension.         • 
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 Many behavioral    issues accompany dementia. These may be associated with psycho-
sis and/or mood problems, such as depression, anxiety, apathy, and irritability—all 
of which have been de fi ned in previous chapters. Some patients have minimal both-
ersome behaviors, and some will have many. In either case, it helps to have an under-
standing of these, as well as when, if, and HOW to intervene. 

 We  fi nd many families unsure as to whether problem behaviors (e.g., napping 
during the day) that they may observe in a loved one with dementia are related to 
disease or perhaps another reason, such as medication side effects. Sometimes mul-
tiple factors may be involved. We therefore itemize behavioral issues below which 
may be associated with dementia. We also include relevant medication issues and 
numerous techniques to tackle behavioral troubles. These may include adding, alter-
ing, or removing medications, but focus on nonpharmacologic measures that any 
caregiver may administer. 

   Behavioral Triggers 

 People with dementia may have troubles with mood or behavior without any appar-
ent reason (other than the illness itself). However, sometimes, a “trigger” for prob-
lem behaviors can be identi fi ed. This might be an event or task, a noise or 
conversation, an object or other visual item, a medication, or even a person or time 
of day. Sometimes even items meant to be cheerful or merely decorative, such as 
holiday trimmings or mirrors, may disturb someone with dementia. Try to identify 
and avoid such triggers, wherever possible. This can obviously pose dif fi culties, 
especially if someone with dementia becomes aggravated with a caregiver or other 
close person who can’t be replaced. In such cases, consider changing tone of voice, 
approach (a hug instead of an explanation) and/or enlisting the help of others. 

    Chapter 13   
 Dealing with Problem Behaviors in Dementia         
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 An “overstimulating” environment might include a number of such behavioral 
triggers, such as crowds, noise, visual information, and clutter. It often helps to 
maintain a quiet, calm atmosphere—or have one in mind if it becomes necessary 
(say, prearranging to use a back room at a large party). Decluttering a home and 
cleaning out closets may be desirable (and perhaps best done when the person with 
behavioral issues is not present, so as to avoid the problem you are trying to pre-
vent). Since people with dementia often remember the past better than the here and 
now, you may wish to pack away items before permanently removing them, as an 
old favorite may be missed and need to be returned to its usual place. Sometimes an 
unfamiliar setting can completely overwhelm a person with dementia, so keep these 
principles in mind for trips, hospitalizations, and the like. These precepts are par-
ticularly valuable in caring for patients with impulsive behaviors/disinhibition 
which may develop into irritability, agitation, or aggression. The level of stimula-
tion that works best varies for each individual, by stage of dementia, and sometimes 
from day to day. Let your loved one be your guide. 

    Common    sense rule: Minimize behavioral triggers.   

   Repetitive Behavior 

 A variety of excessively repetitive or  perseverative  behaviors may occur in demen-
tia. These are often associated with anxiety and/or agitation. They may stem from 
forgetfulness (and falling back on old habits), personality changes, or both. 
Compulsions involve an overwhelming urge to have or do something a certain way. 
A compulsion may represent relatively innocuous behavior, such as setting the table 
in a fi xed arrangement, or a more consequential one, such as gambling.  Punding  
refers to collecting, tinkering, and sorting behaviors. Some other specifi c types of 
repetitive behaviors, such as pacing and scratching, are addressed later in this chapter. 
Asking the same question over and over again occurs commonly in Alzheimer’s 
disease and other dementias. An individual with poor short-term memory displays 
problems learning and remembering new information. 

 Let us be frank here. Repetitive questioning is very annoying and leads to care-
giver frustration and anger. Yet, we would caution against telling your loved one 
that you have already answered that question  fi ve times over. When you give that 
feedback, your loved one, who truly does not remember asking the  fi rst four times, 
receives a verbal critique as well as a reminder that his or her memory is poor. 
Sometimes the memory of a negative emotion is retained much longer than the 
original item to be remembered. Criticism can also lead to agitation. Avoid negative 
remarks and employ the strategies mentioned below (or exercise your ingenuity and 
implement one of your own). 
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    Common    sense rule: Refrain from reprimands.  

 It’s OK to answer the question, even more than once, but not to the point that it 
becomes annoying (or worse) to you. This threshold will be different for everyone, 
but try to  fi nd a different tactic before you reach your boiling point. Instead of giv-
ing another verbal response that will be forgotten, try writing down the answer. It is 
common for patients with dementia to repeatedly ask about the day, date, or daily 
activities. Try to prevent this by keeping an easily visible wall calendar (and/or 
whiteboard/dry-erase board) in the house so you can record activities and appoint-
ments. When asked which doctor you’re seeing today for the third time, refer your 
loved one to the calendar. You do not have to answer the question over and over, nor 
should you. Simple tactics can address all types of repetitive behaviors. Take a 
break. Change the subject. Try distraction. Get your loved one involved in a chore 
or grab the phone and help him call a friend. 

    Common sense    rule: You do not have to answer the same question over and over.   

   Agitation/Irritability/Disinhibition 

 When your loved one starts to escalate, back off. Often family members inadver-
tently get themselves into a precarious situation by arguing with a loved one. 
Unfortunately, although you will eventually calm down, your loved one with demen-
tia may not. But, if he or she has a poor memory, you might try walking away for a 
few minutes and see if the reason for getting so upset is forgotten. 

 Employ the common sense rules of balancing stimulation and providing distrac-
tion. Have some calming activities close by. Break up the agitation by asking Mom 
to fold the laundry. Sometimes you don’t even have to say anything. Just put the 
laundry basket in the room with Mom. Have favorite music ready to play. 

 Many times our loved ones give us clues as to what situations they can and can-
not handle. Avoid situations that caused problems in the past, such as noisy restau-
rants. As a general rule, avoid overstimulation. Have family visit one or two at a 
time versus scheduling a family dinner, particularly if young children will be pres-
ent. When agitation cannot be controlled with medication or environmental 
modi fi cation, it often becomes the driving force in moving someone with dementia 
to a memory care facility.  

   Aggression/Combativeness 

 Aggression may be verbal, physical, and/or sexual. Verbal aggression may include 
hateful words, name-calling, racial slurs, screaming, and/or cursing. Physical 
aggression may be directed at inanimate objects (e.g., breaking or throwing things) 
or towards people (e.g., hitting or biting). Sexual aggression may manifest as some-
thing like trying to grab a woman’s bosom. 
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 Try to identify and avoid any possible triggers of such behavior. For example, if 
sexual aggression is directed at a spouse in a sheer nightgown, switching to pajamas 
with more coverage may help. Combativeness may occur in response to being phys-
ically coerced or forced to do something, such as being led to the shower. In advanced 
dementia, your loved one may not comprehend what you or another caregiver wants 
them to do. Imagine how you would feel if someone tried to lead you by the arm and 
you didn’t understand why. You would probably instinctively try to  fl ee the person’s 
grasp or  fi ght back. Since the mental status of patients with dementia tends to decline 
as the day goes on, we recommend scheduling necessary activities in the morning 
as much as possible. This includes such things as showers and doctor’s appoint-
ments. And, instead of taking Mom by the arm, you might try sitting down with her 
and then seeing if she gets up when you do and will follow you. If she needs more 
support or guidance, you might try holding hands with her after a moment of sitting 
down in a relaxed state and then rise together. 

 In memory care facilities, aggression may be triggered by paranoia. Maybe a 
peer wandered into Dad’s room, and he fought them as he would an intruder break-
ing in his home. Following common sense rules to  fi nd and minimize any such 
behavioral trigger may help reduce such behavior.  

   Scratching, Picking, and Slapping 

 Scratching, picking, and slapping (or hitting oneself) may be self-comforting or 
self-stimulating behaviors for a patient with dementia, but can generate consider-
able anguish for family members and other caregivers. We have seen patients scratch 
and pick at their skin until it bleeds. And the process may be repeated over and over, 
including for any scabs that form. Consultation with a dermatologist and a trial of 
anti-itching pills and creams may be warranted, especially since patients exhibiting 
these behaviors may have advanced dementia and dif fi culty communicating symp-
toms. However, despite a common assumption that such patients are scratching to 
relieve an itching sensation, they often do not appear to be in any distress and will 
stop itching if distracted. Oral anti-itching medications also often have side effects 
of sedation and memory impairment. Nonetheless, a dermatologist can provide a 
signi fi cant degree of support and reassurance by ruling out any underlying skin 
condition and guiding good skin care, including treatment and prevention of further 
skin damage, infection, etc. 

 From a pharmacological standpoint, we can utilize medications for obsessive-
compulsive behaviors, but these are also unlikely to be very effective. These behaviors 
are also not particularly responsive to caregivers reminding or reprimanding patient 
(“Don’t do that”). The best treatments are the common sense ones, such as distraction. 
Here are some speci fi c ways to address scratching, picking, and slapping:

   Keep nails clipped short.  • 
  Give a patient something, such as  fl exible ball or a washcloth, to hold or squeeze • 
in one or both hands (or give the patient something else to do with the hands).  
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  Long-sleeved clothing often works well, especially shirts with sleeves that are • 
dif fi cult to unbutton and/or roll up.  
  Light cotton gloves may be worn.  • 
  Keep skin moisturized with lotion to prevent easy skin tearing.    • 

 In severe cases, the affected area may be dressed with bandages that are hard to 
remove. The family of one of our patients successfully used an arm sleeve that was 
designed to protect burn victims’ skin.  

   Sundowning/Confusion 

 “Sundowning” connotes the confusion and other symptoms often observed in 
dementia patients, particularly those with Alzheimer’s disease, as the sun goes 
down. Increased disorientation, emotional lability, agitation, resistance to care, and 
combativeness may occur. Sundowning may begin earlier in the afternoon or later 
in the evening than the actual time of sunset, but it often starts around the same time 
each day for a given individual with dementia. Note this timing as it may direct 
when medication should be given. For patients who require medication to manage 
any of these symptoms, we try to dose it prior to the typical hour of “sundowning.” 
Consider moving any or all of a patient’s other drugs to this time or earlier, if pos-
sible, since a patient may refuse to take medication after “sundowning.” 

 A sudden onset or worsening of confusion may indicate an infection. A urinary 
tract infection, in particular, is a common cause of an acute mental status change. 
This may need to be assessed in an emergency department or by a primary care 
physician, depending on the speed and severity of the change.  

   Pacing/Excessive Walking/Abnormal Motor Behavior 

 Some patients with dementia show a need to pace or walk. We suspect this release 
of energy is bene fi cial for the patient and generally encourage it with protected 
freedom (i.e., a supervised enclosed walking area or walking with a responsible 
adult). Alert a patient’s physician about this behavior, as “akathisia” may be a side 
effect of certain medications, particularly some those to treat psychosis or nausea. 
Akathisia may be described as an internal restlessness and need to move. Patients 
with akathisia literally “can’t sit still. Since it may be dif fi cult to ascertain whether 
the pacing is consistent with a dementia behavior or a medication side effect, it is 
important for your physician to see and assess the movement. If it happens on-and-
off, you might take a video, so that you have something to show the doctor (in case 
the motor problems don’t occur at the time of a clinic visit).  
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   Wandering 

 No drug will prevent patients with dementia from leaving home or wandering away 
in public, so alternative measures should be employed. Since safety is paramount, 
we recommend installing door alarms for all exterior doors. The alarm will alert 
others in the home if your loved one tries to exit. You can use bells on internal and 
external doorknobs as a cheaper, low-tech solution (if you are a light sleeper). You 
can also try disguising a door with a poster or something similar, so that it is not as 
obvious as an exit. 

 When door alarms are not suf fi cient, consider keyed locks on the interior of all 
doors that open to the outside of the home. The location of the key must be kept 
secret from your loved one with dementia who wanders. Fortunately, most patients 
will try a locked door and move on when it does not open. However, you must 
weigh the risk of being locked in your home in case of  fi re or other emergency in 
which you would need to exit the home without delay. 

 Repeated wandering represents a risk to basic safety and a need for placement in 
a secure (locked) memory care facility. Even the most diligent caregiver cannot 
supervise a loved one 24 h a day. 

 Several services can help you locate a person with dementia missing outside the 
home. You must enroll for each service and pay the appropriate monthly fee. The 
MedicAlert ®  + Alzheimer’s Association Safe Return ®  program pairs an identi fi cation 
pendant with a 24 h emergency response service. If a loved one goes missing, fam-
ily reports it to the emergency response number. The program then noti fi es local law 
enforcement. For a concerned citizen or  fi rst responder who  fi nds your loved one, 
the identi fi cation necklace or bracelet provides the emergency contact number and 
the information that your loved one has memory. 

 In addition, companies have employed advanced technology to create locator 
services for patients with dementia. The Alzheimer’s Association Comfort Zone™ 
is a web based location management service that utilizes global positioning system 
(GPS) technology. The locator device resembles a pager or cell phone, and your 
loved one must carry the device with him/her (presumably via purse or pocket or 
mounted in a car). Therefore, this device would be most useful in earlier stages of 
dementia. Various options are available, including tracking and alerts when your 
loved one travels outside a preset zone. 

 EmFinders ®  produces the EmSeeQ ®  product, a watch-like device utilizing cel-
lular technology to locate a missing patient with dementia. When a loved one goes 
missing, the registered caregiver noti fi es 911 and the EmFinders Operations Center. 
The Operations Center activates the device which literally calls 911 with a preset 
message and its location. It may be purchased with a secure band which requires a 
two-hands approach to remove it, so that a patient cannot remove it without 
assistance. 

 Finally, the Silver Alert system has been adopted by many states to aid in the 
return of missing elderly with dementia, particularly those traveling by car. Modeled 
after the AMBER Alert system for child abduction, this service involves broadcast-
ing pertinent information about the missing person, such as description of car, city 
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of origin, and license plate number via radio, television, and electronic roadway 
signs. When a car is involved, it is not unusual for a person to be found a hundred 
or more miles away. And, although it should go without saying, once your loved one 
heads off to the dentist and ends up in another city, it is time to take away the car. 

    Common    sense rule: Take safety precautions to prevent wandering.   

   Problems in Unfamiliar Surroundings 

 A patient with dementia may become disoriented and agitated, as well as less func-
tional in an unfamiliar environment, such as in a hospital or on a trip. This may occur 
even in a place, such as a relative’s home, that he or she has stayed at before and may 
be worse at night (see section on “Sundowning” above). Essentially, the person 
 cannot navigate removed from the familiar anchor of home. He or she may seem 
more irritable or confused, perhaps found sitting in the kitchen in the wee hours of 
the morning after not being able to  fi nd a bathroom. Tasks easily performed previ-
ously, such as dressing, bathing, and shaving, may become dif fi cult outside the usual 
routine. A situation that causes distress in person with dementia or caregiver signals 
that the patient should stop traveling (e.g., wandering out of a hotel room in a state of 
undress). Out-of-town family should visit the patient rather than vice versa. Caregivers 
may continue to travel (and it may be an important and healthy break for them—and 
their loved ones—for them to do so) so long as arrangements can be made for other 
relatives or professional caregivers to take care of the patient, either in the home or 
via respite care at a care facility. (see Chap.   15    : Selecting Level of Care for further 
information on respite care.) Veterans may be eligible for at least a couple of weeks 
of respite care annually through the Veterans Administration program. 

    Common    sense rule: Patients with dementia may decompensate in unfamiliar 
environments.   

   Disruption of Sleep–Wake Cycle 

 As dementia progresses, it may produce a disturbance in a patient’s sleep–wake 
cycle, with increased napping during the day and less sleep at night. Although often 
attributed to medication, drugs for dementia do not typically cause somnolence. 
However, some medications may, especially those used to treat insomnia or other 
behavioral problems. These include sedatives and sedating antipsychotics. 

 Daytime activity is the best way to combat daytime sedation. Many people nod 
off because they sit around all day. Likewise, the best way to sleep well at night is 
to stay active during the day and avoid excessive napping. Rather than allowing a 
loved one doze off at any time, we recommend scheduling short (30–60 min) naps 

http://dx.doi.org/10.1007/978-1-4614-4163-2_14
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just like other daily activities, perhaps at a natural siesta time after lunch. Dementia 
specialists are cautious about using traditional sleep medication in dementia, due to 
increased risk of falls, confusion, and memory impairment. 

 Good sleep hygiene is key. Patients (and caregivers!) should stick to regular bed-
times, nap times, and morning reveille. Gradually reduce activity and stimuli 
towards nightfall, including light and noise. Set the stage for slumber by helping 
your loved one dress for bed. Provide a typical bedtime snack of milk and cookies. 
Turn down lights and bed covers. Speak in a soft voice (or even tell a bedtime story), 
play restful music or maintain complete quiet, depending on what works best to 
induce somnolence. A hand massage with scented lotion can also be soothing and 
sleep-inducing. 

    Common sense rule:    Schedule daily activities and routine times for sleep.   

   Poor Appetite/Sweet Tooth 

 Loss of appetite is a tough issue to address because it can be caused by dementia 
itself as well as by one category of medication used to treat the disease. Patients 
with dementia may have dif fi culty shopping, preparing meals, or remembering to 
eat, so caregivers should monitor and address these issues  fi rst. 

 All cholinesterase inhibitors (including donepezil, galantamine, and rivastig-
mine) carry a risk of anorexia. Therefore, inform the doctor of any decreased appe-
tite or weight loss, especially prior to starting any new drugs. Discuss the risks and 
bene fi ts of trying the medication with the physician. If symptoms began after the 
medication was started, the medication may be stopped to see if appetite improves. 
If the loss of appetite does not improve off medication, it may be prudent to resume 
the medication. Patient and family wishes weigh prominently here. 

 Some evidence suggests that appetite stimulants help with weight gain, but may 
add little to survival or functioning level. We don’t recommend appetite stimulants 
or feeding tubes in patients with advanced dementia (see Chap.   16    : Looking Ahead 
for further details). 

 Another common  fi nding in dementia is a preference for sweets. A patient may 
refuse a well-balanced meal, but consume ice cream as if it is going out of style. If 
a patient younger than 65 years of age with dementia exhibits excessive consump-
tion of food, especially sweets, as well as weight gain, this raises concern for a pos-
sible Frontotemporal dementia. For patients who overeat, it is best to mete out 
healthy portions. For example, plate the food in the kitchen rather than serving large 
dishes “family style” at the table. To address excessive snacking, limit free access 
to food and use small snack bags. High sugar consumption may cause signi fi cant 
weight gain, cavities, and even diabetes, so consider sugar-free substitutions for 
items like gum, candy, mints, and beverages. 

http://dx.doi.org/10.1007/978-1-4614-4163-2_15
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 In most other types of dementia, including Alzheimer’s disease, patients are 
more likely to experience weight loss even with an increased preference for sweets. 
Sometimes small snacks or meals appear less overwhelming and are more readily 
consumed. You may have to be creative and add sugar to green beans to get a loved 
one with dementia to eat his or her vegetables. And, although we have to consider 
risks of diabetes and other health issues, for folks with advanced dementia, quality 
of life wins out. So—let them eat ice cream! 

    Common sense    rule: Provide healthy meals.   

   Crying/Mood Swings 

 Emotional lability refers to rapid mood swings and may occur in dementia, espe-
cially non-Alzheimer’s types. Regular crying spells occur in a subset of patients 
with dementia and other neurological illnesses, including strokes and traumatic 
brain injury. Such symptoms are understandably very disturbing for families. 
The crying may not be related to depression or triggered by anything in particular. 
Some patients have similar spells of laughing. Even though laughter may be easier 
to take than tears, it can still be disconcerting, especially when it occurs at inappro-
priate times (or much of the time), and impedes normal activity and conversation. 
Patients with severe emotional lability, who burst into tears and/or laughter at “the 
drop of a hat,” may have a clinical syndrome known as Pseudobulbar affect. 
Activities, distraction, and certain medications, including antidepressants, may be 
extremely helpful in ameliorating emotional lability.  

   Noncompliance with Medication 

 Patients with dementia may forget to take their medication, but they may also refuse 
medication administered by family or other caregivers. They may verbally refuse, 
respond with pursed lips, or spit out the pills. There is no easy answer for this. 
Caregivers can walk away and try again later. As we discussed above, the mind does 
best in the morning. So, we can try to dose as medications early in the day. We can 
also trim down the medication list to a minimum. Ask your loved one’s doctor (s) if 
any medications can be stopped or else given earlier in the day. Administer the most 
important drugs  fi rst. Many pills can be crushed (or capsules emptied) and placed in 
small amounts of food (such as a snack-size yogurt or pudding cup) as long as the 
drugs are not long-acting in nature. Check with a patient’s physician and pharmacist 
about such options. 

    Common sense    rule: Medications work best when taken regularly.   
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   Refusal to Bathe/Change Clothes 

 Generally as dementia progresses, patients show less interest in hygiene. (The 
exception is patients with Frontotemporal dementia, who may demonstrate poor 
hygiene very early in the clinical course of their disease, even in the  fi rst few months 
or year.) Some patients with dementia will agree to sponge bathe, but will not get in 
the tub or shower. Hygiene is important in preventing infection. And, since urinary 
tract infections can play havoc on the brain and behavior, we prioritize basic hygiene, 
but compromise on frequency. Sometimes, a caregiver of patients with dementia 
may be advised to “pick your battles.” We prefer to avoid con fl ict, whenever pos-
sible, and our recommendation is that you “pick your baths.” 

 Often, we can utilize longstanding ideas that one has to bathe and dress up for an 
event or appointment or change clothes because they’re “dirty.” Try to present the 
bath or changing clothes in a way in which the patient does not feel forced or 
coerced. We essentially want the patient to think that it is his or her idea. You might 
act like you could care less, but pick phrasing that you know will motivate your 
loved one. Don’t overwhelm with choices. Pick colorful clothes and favorite out fi ts 
that are easy to wear and present one (or a choice between just two shirts or tops) to 
the patient. Sometimes patients with dementia are more agreeable to bathing or 
dressing with a companion or aide than a family member. (This may be due to a 
particular rapport between individuals, ingrained social morays of not wanting to 
disrobe in front of a relative, patients putting on their “company manners,” or a 
patient’s wish to comply respectfully with medical or nursing professionals.) 

    Common    sense rule: Pick your baths.   

   Pharmacologic Treatment 

 No medications are currently approved by the Food and Drug Administration (FDA) 
for the treatment of agitation or behavioral problems in dementia. However, physi-
cians can intervene with medications using a systematic and logical approach. The 
most common categories of drugs used are as follows:

    1.    Antidepressants. Nonstimulating antidepressants may be bene fi cial and prefera-
ble to use ahead of other drugs with greater side effects.  

    2.    Sedatives. These medications have signi fi cant side effects (including the seda-
tion itself), but may be utilized to decrease agitation.  

    3.    Antipsychotics. In the last chapter, we discussed the use of antipsychotic medi-
cation in greater detail.  All antipsychotics carry a FDA warning regarding their 
use in dementia .     

 With all medication choices, physicians, patients, and families must weigh the 
bene fi t-to-risk ratio and quality of life considerations. For patients with severe agi-
tation, we may utilize the sedating properties of medication to calm mind and body. 
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During discussion of such medication, families often express concern about 
 “drugging Mom” or “turning Mom into a zombie.” None of us want to see Mom 
overly sedated, but we also don’t wish to see her in a state of distress if her brain 
gives us clear signals that it is overexcited and needs to calm down. In severe agita-
tion, there is a long way to go from a state of excessive stimulation to somnolence. 
Dosage should “start low and go slow” with adjustments made along the way, 
including reducing or stopping medication for too much sedation.  

   Behavioral Interventions 

  The  fi rst intervention is prevention . Agitation and behavioral issues are intrinsic to this 
disease. Therefore, it is not realistic to expect that we can always prevent behavioral 
symptoms.  Second, identify early signs and intervene before your loved one escalates 
into a state of more signi fi cant agitation. Act when you see the thunderclouds roll in. 
Don’t wait for lightning to strike.  The crafty caregiver uses knowledge,  fl exibility, and 
creativity to create a calm and appropriate response that serves to distract and redirect 
a loved one. 

    Common sense    rule: The  fi rst intervention is prevention.  

 Take care of yourself. In this illness, the struggling brain gloms onto the person 
whose brain is functioning better. If you start to decline, so will your loved one. 
Maintain a regular routine. Avoid or reduce behavioral triggers and overstimulation. 
Keep outings short. Minimize evening commitments. Do not correct or argue with 
your loved one. Bring in help so that you don’t become overly frustrated. 

    Common sense    rule: Your loved one will only do as well as you are doing.  

 Learn about this disease. Then you can learn how to respond to your loved one with 
this disease. You are clearly committed to that path if you are reading this book. The 
next step, if you have not already done so, is to attend a caregiver class or caregiver 
series through the Alzheimer’s Association. You can  fi nd your local chapter by 
going to the national website (  www.alz.org    ) and entering your zip code when 
prompted. Your local chapter website will list upcoming classes and support groups. 
Both the national and local chapter Websites provide educational materials. Don’t 
use a computer? Call the Alzheimer’s Association 24 h helpline at 1888-272-3900. 

    Common    sense rule: Educate yourself.  

 Probably the most useful behavioral intervention a caregiver can learn is the ability 
to distract from an unwanted emotional state or behavior and redirect toward a more 
desirable one. We never want to be patronizing to our elders or treat them like chil-
dren. However, some principles that apply to the developing brain can also apply to 
the deteriorating brain. Our early school programs provide a structured day with 

http://www.alz.org
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good reason. Developing minds thrive on routine. Most parents go to great lengths 
to make sure their little ones do not get too tired or too hungry. Because, if they let 
their young one skip a nap or stay up late, they usually paid a high price for it. 
Furthermore, when is the last time you saw a Dad providing an extensive explana-
tion to his toddler? Or a Mom arguing a point with her preschool age daughter? 
Choose your battles. Better yet, avoid them altogether. When a child asserts the sky 
is green, a parent might instinctively nod along versus arguing or repeatedly 
correcting. 

       Common sense rule: Distraction works wonders.  

  Rigidity is the enemy of caregiving success . So, if you have a hard time being 
 fl exible, this is going to be a hard road for you. Modify your strategy and expecta-
tions to the level your loved one is functioning at currently. We realize this is hard. 
We often observe what might be best characterized as a grief response when we see 
spouses make this transition. But, by accepting the changes and making these adjust-
ments, you will change your life for the better. 

    Common    sense rule: Be  fl exible.  

 Use simple sentences. Don’t offer too many choices. Instead of asking your hus-
band what he wants to wear, ask if he wants to wear the blue shirt or the green shirt. 
Is Dad not making much sense after 4 p.m.? Instead of repeatedly trying to clarify 
what he is saying, just nod along or periodically interject af fi rming words (such as 
“sure,” “of course,” etc.) to let him know that you’re listening. If Mom starts rumi-
nating about how her kids are stealing her savings, change the subject. Is Dad angrily 
demanding to speak with the bank manager about his accounts when he just did so 
yesterday? Try responding with vague, af fi rmative statements such as:

  “I’ve got to get on that. Thanks for reminding me.” 
 “I don’t want you to worry, Dad. I’ll take care of it.” 
 “Yes, I need to check on that. I’ll let you know as soon as I hear something.”   

 Can’t get Dad off the subject? Try redirecting him to another activity. (“Sure we 
can go to the bank later, but I need to take out the trash and run to the store. Can you 
help?”) Find what works for your loved one. 

    Common    sense rule: Be simple and direct. And then, redirect!  

 Have activities on hand, emphasizing the favorite and familiar. For patients with 
moderate-to-advanced dementia, these might include:

   Sorting by color (helpful hint: candies are well received).  • 
  Redistributing objects (placing coins or marbles into a jar).  • 
  Simple chores (setting table, dusting, folding laundry).• 

   Music ready to play with a touch of a button.   –
  Movies or TV shows ready to play with touch of a button.      –
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  Singing.  • 
  Provide a baby doll to hold and care for (especially for patients who talk about or • 
look for a “baby” or “babies,” perhaps as part of confusion, delusions, or remem-
bering the past).  
  Hold tactile soothing objects (stuffed animals, soft blanket).  • 
  Planting (indoors or out).  • 
  Bake cookies with you operating the stove and mixer, allow loved one to pour • 
ingredients and stir.  
  Sit on the porch and watch the birds or have a glass of lemonade.  • 
  Playing ball (tossing back and forth, toss ball into homemade hoop).  • 
  Bring out old photos or even pull a picture off the wall to reminisce about family • 
members or past times.  
  Simple hobbies (coloring, painting, jigsaw puzzle—try to keep content age-• 
appropriate but at a level commensurate with the patient’s abilities. (In other 
words, it is OK to shop in the children’s section, but perhaps purchase the puzzle 
with a picture of a landscape instead of a cartoon character.)    

 Remember that accuracy is not important and that a person with dementia may 
enjoy or even  fi nd comfort in repeating the same task. Consider leaving some items 
out that may attract your loved one to engage in activity independently in lieu of sug-
gesting an activity. These might include a basket of laundry, a dust cloth on the table, 
or a stack of plates and napkins on the kitchen counter so that the patient may fold 
clothes, dust, or set the table. (And, you can take a load of spare clothes or towels to 
another room, mix them up, and return to your loved one to fold again and again.) 

    Common sense    rule: Be creative.  

 Always consider memory day programs, which are described in more detail in 
Chap.   15    : Selecting Level of Care. These offer activities throughout the day in a 
group setting. Individuals tend to join in because everyone else is participating. And 
caregivers get a break, too! 

 At the end of the day, behavioral issues can easily overwhelm a caregiver. Since 
the structured environment of memory care facilities can help, always keep this 
option open (including for temporary respite). Unfortunately, some families feel 
that having to move a loved one with dementia equates with failure or giving up, and 
we empathize with such sentiments. However, we have often observed, that when 
the time comes for such a move, waiting may impose signi fi cant strain on both 
patient and family, whereas a transition to memory care frequently represents a 
positive step toward greater stability and quality of life for all.  

   Summary 

 Behavioral problems regularly occur in dementia and can be addressed by a number 
of nonpharmacological means, as well as by medications in some cases. A caregiver 
can bene fi t from knowledge about dementia and a positive,  fl exible attitude. Creative 

http://dx.doi.org/10.1007/978-1-4614-4163-2_14
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solutions optimize health, safety, and activity level for the patient with dementia. 
Both a patient and caregiver can gain from implementation of behavioral and envi-
ronmental measures.  

   Common Sense Rules 

    Minimize behavioral triggers.  • 
  Refrain from reprimands.  • 
  You do not have to answer the same question over and over.  • 
  Take safety precautions to prevent wandering.  • 
  Patients with dementia may decompensate in unfamiliar environments.  • 
  Schedule daily activities and routine times for sleep.  • 
  Provide healthy meals.  • 
  Medications work best when taken regularly.  • 
  Pick your baths. The  fi rst intervention is prevention.  • 
  Your loved one will only do as well as you are doing.  • 
  Distraction works wonders.  • 
  Educate yourself.  • 
  Be  fl exible.  • 
  Be simple and direct. And then, redirect!  • 
  Be creative.          • 



     Part IV 
  Additional Considerations 

in Dementia Care         
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   “It is much better to prepare your wills, than to have a battle 
of them.”

—Anne M. Lipton, M.D., Ph.D.   

   Introduction 

 We    have often seen patients and families suffer signi fi cant emotional, medical, and 
 fi nancial    consequences from failing to put legal powers in place. We therefore pro-
vide some basic information and de fi nitions to help you in seeking and making the 
most of legal consultation.  

   Consulting an Attorney 

 We must start this chapter with a disclaimer: We are not attorneys. Since families 
regularly ask us about medicolegal issues, we hope to provide some perspective and 
clarity from our experience as dementia specialists, but it is imperative that you 
consult an attorney for legal advice. We realize the reassurance of working with a 
known and trusted personal/family attorney may outweigh the advantages afforded 
by a legal specialist. However, for our patients with dementia, we generally recom-
mend consulting an elder law attorney who specializes in the legal needs of the 
aging population. How can you  fi nd such an attorney? Your personal attorney can 
recommend an elder law colleague. Your local Alzheimer’s Association chapter or 
similar organization may have a list of local elder law attorneys. Another source 
would be the National Academy of Elder Law Attorneys (  www.naela.org    ) which 
has an online search option. In addition, the Alzheimer’s Association publishes a 
helpful brochure titled “Legal Plans” that can be accessed online (  www.alz.org/
national/documents/brochure_legalplans.pdf)      [  1  ] . 

    Chapter 14   
 Legal and Financial Matters         
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 Common sense rules:

   Consult an attorney for legal advice.  • 
  Consider an attorney’s specialty and experience regarding legal issues in dementia.     • 

   De fi nitions 

 Let’s start by going over a few terms and what they mean. We have tried our best to 
convey the practical meaning and relevance of often confusing terminology in order 
to help caregivers of individuals with dementia. We have therefore primarily de fi ned 
our terms operationally as they relate to patients, families, clinicians, and caregiv-
ers. These by no means substitute for complete legal de fi nitions, particularly regard-
ing capacity and competency. Such terms and their meanings may also vary by state 
or other jurisdiction or other context. 

   Capacity 

 Capacity is the ability to understand information relevant to a decision and to appre-
ciate the reasonably foreseeable consequences of a decision or lack of decision  [  2  ] . 
Physicians may be asked (by attorneys, families, courts, and the like) to assess a 
person’s capacity to comprehend and carry out certain functions, such as  fi nancial 
management or medical consent. Since capacity is speci fi c to an activity, a person 
may have capacity to do one thing (consent to surgery) but not another (change a 
will). And, just because a person has dementia does not automatically mean he or 
she lacks capacity. 

    Common    sense rule: Someone with dementia is not automatically incapacitated.   

   Competency 

 Competency is a legal designation—not a medical one. A person is presumed com-
petent unless deemed otherwise by the court. Therefore, physicians cannot pro-
nounce someone incompetent. Only a judge can make that declaration. We will 
explain this more fully later in the chapter.  

   Power of Attorney 

 In general, a POA document allows a person to appoint another person to act on his 
or her behalf. Since it can be constructed in a variety of ways, and because a POA 
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addresses signi fi cant issues (such as  fi nancial, legal, and/or medical), this should be 
done so with care and legal guidance. We will discuss Medical POA in greater detail 
later in this chapter.  

   Advanced Health Care Directive (Living Will) 

 An advanced health care directive states what type of medical care an individual 
does and doesn’t want if unable to voice his or her wishes. This typically includes 
preferences regarding life support and limits of medical care.  

   Guardianship and Conservatorship 

 If a court deems a person incapacitated, and the incapacitated person has no legal 
powers in place, the court may appoint a guardian or conservator. The term and the 
process vary from state to state, so it is important to work with an attorney who 
practices in the state where the alleged incapacitated person resides. For simplicity, 
we use the term guardian.   

   Constructing Your Legal Documents 

 The take-home message of this chapter is that each of us, not just those with demen-
tia, bene fi ts from having legal powers in place prior to any potentially incapacitat-
ing illness. We strongly recommend that you prepare your legal documents when 
you are well in mind and body—and without delay! Such documents should include 
an advanced health care directive (living will), POA including medical POA, 
and wills. 

 It serves everyone better to have Powers of Attorney and wills in place when they 
are needed than the unfortunate familial con fl ict and/or legal battles that may other-
wise ensue. Avoid compounding the grief inherent to illness and death with further 
emotional and legal costs. We have seen families torn asunder (and spend untold 
sums) by divisiveness stemming from a patient’s unknown and/or undocumented 
wishes for end-of-life care. In law, as in medicine, as in life itself, prevention of a 
crisis situation is best. And, if you can’t prevent it, at least prepare for it. Your fam-
ily and medical team thank you in advance. 

 Common sense rules:

   Only you can designate your POA.  • 
  Everyone should get their legal affairs in order and make end-of-life wishes • 
known.    
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 But, in the real world, we often see patients who have no legal powers in place. 
Remember, someone with dementia is not necessarily incapacitated. A person who 
can understand and execute a decision can put powers in place. If the person has 
capacity to do so, we recommend the person meet with an elder law attorney to 
implement a POA and advanced health directives. And, although this is beyond the 
scope of this chapter, remember to review or create wills and/or trusts, as needed. 

 With regard to dementia, it is imperative to construct the power of attorney so 
that it is valid during periods of incapacity. If you are named as POA for someone 
no longer capable of making his or her own decisions, you may have to provide 
documentation to invoke this authority. Unfortunately, banks and other institutions 
vary in the documents required to prove a patient’s incapacity and invoke a POA. 
Some require one doctor’s note, while others require a letter from two separate phy-
sicians. Also, the wording that is acceptable to one institution may not be acceptable 
to another. Therefore, check on the documentation needed prior to any visit or phone 
call to a doctor’s of fi ce, so that you can request it easily and exactly on the  fi rst go-
around, saving everyone’s time and effort. 

 As a caregiver for someone with dementia, we also recommend meeting with an 
attorney to create, review, and/or modify your own legal documents as needed. 
Remember what we said in Chap.   7     about caring for the caregiver  fi rst? It’s bad 
enough if the patient with dementia doesn’t have legal powers in place. What if 
something happens to the caregiver? This may leave the patient in the lurch. A 
spouse may need to modify his or her own legal documents as it is usually unwise 
to designate (or retain the designation of) a person with a diagnosis of dementia as 
another individual’s POA. 

    Common    sense rule: Don’t delegate future legal responsibility to a person with 
dementia.  

   Practical Considerations in Selecting Your POA 

 We would like to share a few practical considerations and recommendations when 
selecting a POA:

    1.    Pick a close and trusted individual as POA.     
 This may mean a close relative, but it doesn’t have to be. For Medical POA, 

this should be a person familiar with your wishes for medical care and, most 
likely, who lives near you as well. Consider an individual’s personality, strengths, 
and your relationship with this person. It makes sense to select someone who 
understands and is willing to carry out your medical preferences. It is also sen-
sible to have someone who can accompany you to the doctor or visit you in the 
hospital, as needed. It makes no sense to appoint someone uncomfortable honor-
ing your wishes for medical care, even if this individual is your closest relative.

http://dx.doi.org/10.1007/978-1-4614-4163-2_6
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    2.    Pick one person as primary POA, but designate alternate(s).     
 It is generally best to designate just one person as a primary POA and one 

person as secondary POA. It may also be possible and reasonable to select 
another person as tertiary (third in line) POA. A secondary POA may be called 
upon in case of death, incapacity, or any other reason the primary designee can’t 
or won’t serve as POA. Be sure and check with each individual about his or her 
willingness to serve in a POA role.

    3.    Consider separation of powers.     
 The same person may be granted all powers of attorney or one person may 

serve as Medical POA and another as general POA. Sometimes it is easiest and 
best to designate one person (e.g., a spouse or the only adult child who lives close 
to a patient) as both Medical and general POA. On the other hand, this is a great 
deal of responsibility and may add to caregiver burden. Depending on individual 
circumstances, it may work well to divide these powers. Play to the strengths of 
family members. For example, you might designate your daughter, who is an 
accountant, as your general POA, and your son, who lives close by and already 
helps you order medicine online, as your Medical POA.

    4.    Inform anyone that you designate as POA of your preferences.     
 The person who is to serve as your Medical POA should be aware of your 

medical requests, especially regarding end-of-life care and organ donation. 
Documents for advanced health care directives should be reviewed with your 
Medical POA. We recommend providing copies of medical POA and any other 
advanced health care directives to a patient’s medical personnel (doctor, home 
health, nursing staff, etc.) or facility (e.g., hospital, skilled nursing, or rehabilita-
tion unit). 

    Common sense    rule: Pick your POA carefully.    

   Capacity 

   When One’s Capacity Is in Question 

 When a patient’s capacity to create legal documents is in doubt, a patient’s attorney, 
doctor or a court may recommend a capacity exam conducted by a licensed psy-
chologist or psychiatrist. Remember, capacity is speci fi c, so the evaluation would 
likely focus on particular aspects, such as one’s ability to designate a POA, create 
advanced directives, or manage one’s  fi nances. If a patient is found to have capacity 
for these tasks, his or her lawyer could then legally and ethically proceed in creating 
the appropriate documents with the patient’s consent. If a patient lacks capacity for 
making legal decisions, the patient no longer has the option to designate a POA, nor 
can anyone else name a POA for such an incapacitated patient. If a patient, family, 
and/or other doctors dispute a professional assessment of a patient’s capacity, a 
court may have to decide the matter.  



156 14 Legal and Financial Matters

   When Capacity Is Absent 

 If no POA was designated prior to a patient’s incapacity, life may become much 
more complicated for patient, family, and other caregivers. The power to make legal 
decisions may legally devolve to next-of-kin. Most states recognize a hierarchy of 
family decision-makers. If a patient is married, his or her spouse would generally be 
next in line to make decisions on the patient’s behalf. Absent a spouse, this power 
would by turns usually fall to the patient’s adult children, then parents (if alive), and 
then siblings. This may easily result in con fl ict, say if a patient with legal incapacity 
has no spouse and two or more adult children who have equal say in legal matters 
and don’t agree on a course of action. If a patient has no family, this creates a legal 
vacuum. However, a patient may passively go along with any caregiver acting as a 
surrogate decision-maker. 

 How events unfold if no POA has been designated depends mightily on the 
involvement, cooperation, and agreement of the patient, family and other caregiv-
ers. Problems tend to arise in two speci fi c circumstances: (1) the incapacitated indi-
vidual stops cooperating with assistance or (2) evidence suggests that those providing 
assistance are neglecting, abusing or exploiting the incapacitated person. 

 In either circumstance, family may need to consider initiating guardianship pro-
ceedings. Alas, it only takes two to disagree (and one of those could be the incapaci-
tated patient). A patient may oppose surrogate decision makers who are trying to 
help (or go along with surrogate decision-makers who have ill intentions). Also, it 
may be dif fi cult or impossible even for a close relative (including a spouse) to per-
form certain legal,  fi nancial, or other functions for the patient in the absence of a 
designated POA. For example, a family member may be unable to withdraw funds 
from a bank account that is only in the patient’s name—even if this money is neces-
sary to pay for a patient’s care. This may necessitate initiation of court proceedings 
to designate a legal guardian for the patient. This process can take time and create 
psychological,  fi nancial, and other costs for families who already have their hands 
full. In the case of suspected neglect, abuse, or exploitation, any physician or indi-
vidual can report their concerns to a state adult protection agency. 

 Both circumstances will be discussed in more detail below, but it should be clear 
by now that it is far better to designate a POA in advance than to leave the door open 
for too many cooks, someone stirring the pot—or someone stealing it! 

 But what if there is no family to speak of? Unfortunately, some incapacitated 
individuals have no living family members or are estranged from their family. Or, 
perhaps all surviving family members are elderly with their own medical or other 
concerns and not in a position to offer assistance. The absence of family causes 
concern for physicians when we have patients who can no longer manage their 
affairs. For such patients, we recommend hiring a geriatric care manager to coordi-
nate the assistance needed. 

 Or, what if family or friends are available, but a patient does not want them 
involved? This becomes particularly worrisome when a patient declines reasonable 
interventions and faces risks to health or safety. Patients with dementia may lack of 
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awareness into their problems. Once such insight is compromised, a patient may 
feel that he or she doesn’t need any help despite objective evidence to the contrary. 
Symptoms of paranoia may also impede our ability to move forward. As physicians, 
we can make recommendations to bring in help or move to a higher level of care, 
but we lack the ability to implement these changes. 

 Such cases call for  fl exibility. We might ask our patient to choose a trusted family 
member or friend and call the patient’s designee via speakerphone with the patient 
present. We could discuss the situation, and ask for input and assistance (including 
accompanying the patient to future appointments). We can also enlist the support of 
a patient’s primary care physician to see if he or she can intervene. A geriatric care 
manager may also be helpful in these circumstances. As always, we are guided by 
the best interests of the patient.   

   Guardianship 

 Unfortunately, situations arise where little choice remains but to  fi le for guardian-
ship, particularly if the ongoing health, safety, and general welfare of an individual 
outweigh other considerations. (Any imminent risks to a patient indicate a need for 
immediate medical and/or other intervention, such as contacting adult protective ser-
vices.) A need for guardianship may come to pass when an individual whose capac-
ity is in question neglects medical care and hygiene, lives in an unsafe situation, is 
subject to  fi nancial exploitation, overspends to the detriment of living expenses, or 
incurs some other signi fi cant risk ( fi nancial or otherwise) and is unable to provide for 
his or her safety. Maybe Mom wanders, allows strangers into her home, or leaves all 
of the food in the refrigerator to rot, but refuses to allow help in or to move. Perhaps 
a husband with dementia donates money a married couple needs to live on to ques-
tionable charities repeatedly soliciting him by telephone and mail. Sometimes fami-
lies become concerned that a nonfamilial caregiver exhibits undue in fl uence over a 
relative, driving a wedge between the individual and his or her family. For example, 
Dad has a new girlfriend who is unemployed and  fi nancially supported by him. 
When the family tries to meet the girlfriend or talk to Dad about the situation, the 
girlfriend blocks relatives from visiting or speaking to Dad on the telephone. 

 Most families hesitate to  fi le for guardianship out of respect for their loved one’s 
autonomy and fear of jeopardizing relationships. Instead, relatives may try unsuc-
cessfully for long periods to reason with their loved one or create an amicable solu-
tion. Cost may be another concern. The applicant  fi ling for guardianship must pay the 
initial  fi ling fee in addition to the applicant’s attorney fees throughout the process. 
Although the guardianship process can be costly, our experience is that the cost of 
not intervening can be greater in the end, especially when the “alleged incapacitated 
person” overspends, gives away their estate, or suffers  fi nancially exploitation. 

    Common sense    rule: Guardianship is a costly, but sometimes necessary step.  
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 Any interested party (the “applicant”) can seek guardianship of another individual 
(the “alleged incapacitated person”). A family member often initiates this process. 
However, in the absence of a willing or able relative, the court may appoint an inde-
pendent guardian, typically an attorney or someone from a senior services agency 
experienced in the management of a person’s well-being and estate. 

 So, how does one  fi le for guardianship? Since the speci fi cs vary from state to 
state, we again recommend that you work with an attorney who practices in the state 
where the “alleged incapacitated person” lives. Of course, every case differs, but 
here is a basic overview of how the process may work: 

 First, the person requesting to serve as the guardian (of the person, estate or both) 
 fi les an application with the probate court. States may offer an emergency guardian-
ship track to address incapacitated persons who require immediate intervention. 
Then, the court will probably require a Physician Certi fi cate (or something similar) 
from one or more physicians. This document asks the physician to speci fi cally 
de fi ne areas of incapacity and provide supporting records (such as those related to 
diagnosis and evaluation of dementia). If formal neuropsychological testing has 
been completed, a copy should be provided to the court. The court may appoint an 
investigator to interview the “alleged incapacitated person,” the proposed guardian, 
family, social services (if involved), and any other relevant party. Thorough assess-
ment of the proposed guardian helps ensure that he or she has the alleged incapaci-
tated person’s best interests in mind. After reviewing the report  fi led by the 
investigator, the judge may (1) rule that an alternative, less restrictive option meets 
an individual’s needs or (2) appoint an attorney ad litem to represent the alleged 
incapacitated person at a hearing on guardianship and set a date for this. Absent a 
compelling reason for exclusion, the alleged incapacitated person can attend the 
guardianship hearing. The judge weighs available information at the hearing and 
issues a ruling. In case of a  fi nding of legal incapacity or incompetence, the judge 
appoints a guardian for the individual. 

 We encourage families to inform all relevant parties of their plan to  fi le for 
guardianship. Better yet, close family members (or the equivalent) should be 
involved well before a decision is made. Not all family members may agree with the 
plan (or even with a loved one’s diagnosis of dementia). Even well-meaning friends 
and family can create chaos when coming from different points of view, particularly 
those who do not see your loved one regularly and do not appreciate the level of his 
or her impairment. 

 One of the biggest concerns we hear from families is that a ne’er-do-well relative 
is  fi ling for guardianship in attempts to get control of a patient’s  fi nances and that 
the wayward relative will somehow fool the judge into granting powers to him or 
her. Remember, the court investigates applicants  fi ling for guardianship. The court 
can deny guardianship, even to a family member, based on relevant concerns, 
including  fi nancial or other abuse. If you want to be proactive, another family mem-
ber can  fi le a counter application which the court will consider alongside the 
original. 

 All guardians must provide regular reports to the court to show they are ade-
quately managing the personal and  fi nancial affairs of their wards. The state does 
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not compensate family and friends who serve as guardians, but the judge can allo-
cate payment for a court-appointed guardian out of the patient’s estate. 

    Common sense    rule: Putting legal powers in place in advance best prevents the 
need for guardianship.   

   Abuse and Neglect 

 It becomes necessary to contact the authorities when we are concerned about a 
patient’s immediate safety, and/or if we suspect our patient is being neglected, abused 
or exploited by a third party. Every state has an agency designated to investigate such 
allegations. For simplicity, we refer to this as Adult Protective Services (APS) 
although the name and scope may vary by state. You can locate the name and other 
information on a state’s of fi cial Website. Any interested party—not just physicians—
can  fi le a report with APS. Such an agency may visit the individual’s home to assess 
the condition of the person and his/her environment; interview the client, as well as 
relatives, doctors, and other relevant parties, and then make recommendations. 

 Bear in mind that adult protection agencies work differently than child protection 
agencies. Adult agencies seek to maintain the autonomy of the individual whenever 
possible by connecting their client with community resources. They lack legal 
power to force a client to accept services. And, although APS does not charge to 
investigate, it also doesn’t cover the expense of recommended services. However, 
APS does partner with government and community agencies that provide free, dis-
counted, and/or subsidized services to the adult population. 

 APS may only remove someone from his or her home if its assessment indicates 
that the person is in imminent danger. Be advised that the imminent danger standard 
is quite high so as to protect the rights of the individual. Relatives and/or other con-
cerned parties may assess the situation quite differently and become frustrated that 
APS did not force an intervention. If APS cannot  fi nd a workable solution to the 
situation, it may recommend guardianship and try to  fi nd a suitable family member 
to serve in this role. If none is willing, available, or appropriate, APS may  fi le for a 
court-appointed guardian.  

   Advanced Health Directives 

 Finally, let us turn to the subject of advanced health directives. These will also be 
discussed in the Chap.   16    : Looking Ahead. A few speci fi c directives deserve 
mention: 

 Do Not Resuscitate (DNR) Directive. Doctors usually just refer to this as a “DNR 
order.” It indicates that resuscitation is not to be performed on a patient whose heart 
or breathing stops. A person with capacity can make this. In the case of an incapaci-
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tated patient, a DNR directive may be put in place based on the decision of a Medical 
POA, a medical condition meeting terms of a patient’s living will, and/or family 
input, as available and appropriate. 

 If a DNR directive is appropriate for a patient, it is important to make this clear. 
Hospitals often prominently display such directives on or about the patient and 
chart. A sign indicating “DNR” may be posted prominently, perhaps even over a 
patient’s bed, or a patient may wear a special “DNR” wristband. 

 Out of Hospital Do Not Resuscitate (Out of Hospital DNR). This directive would 
apply anyplace outside of the hospital. Typically, with this directive, family or staff 
would not call emergency medical services (EMS) or try to administer cardiopul-
monary resuscitation (CPR). 

 A special out-of-hospital DNR form may be required which also requires a phy-
sician’s signature, so check with the patient’s doctor and state requirements. Many 
states have DNR forms and related information available online. Determine what 
your state requires in terms of documentation and whether your state emergency 
responders recognize wristband identi fi cation. Even outside the hospital, a DNR 
wristband may be warranted. 

 Do Not Hospitalize. This directive states that a patient should not be hospitalized 
(and this may include evaluation in an emergency department) for any reason. Since 
many facilities have of fi cial or unof fi cial policies regarding what symptoms, ill-
nesses, or injuries indicate that a patient should be transported to the hospital, this 
directive can be used to prevent repeated hospital/emergency department visits for 
those in advanced stages of illness. 

 Whether in a hospital or not, medical responders may be obligated to try and 
resuscitate a patient in the absence of legally acceptable documentation of DNR 
status (which might include paperwork and/or a wristband). A family member’s 
verbal say-so is not enough. Therefore, keep a copy of such forms readily accessi-
ble. Carry them with you. Keep them by a loved one’s bedside and in entryways at 
home. Also provide these to a patient’s preferred hospital and any facility to which 
the patient is admitted. 

    Common sense    rule: Advanced health directives are only as good as those who 
know about them.  

 In the absence of an advanced health directive, you are leaving it to someone else to 
make an educated guess about what you want and this may not be the person you 
would choose (or who wants to wear this mantle). The so-called “surrogate decision 
maker” is typically determined by a legally designated hierarchy. For example, if 
you are incapacitated and lack both advanced directives and a Medical POA, the 
medical team will look to your legal spouse to make decisions. Without a legally 
recognized spouse, such decision-making powers typically fall to an adult child (or 
children). And so on. 

 Uncertainty regarding a patient’s requests can lead to additional emotional 
 turmoil for relatives. Keep this in mind, especially when choosing a Medical POA: 
Even when your wishes are known, some family members will have dif fi culty 
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 carrying them out based on their own personal beliefs. Speaking frankly, some 
 individuals cannot accept the burden of making the decision to terminate your care, 
even if they feel that is what you would want. And, absent advanced directives from 
a patient, many hospitals and doctors may feel obligated to continue care if any 
 family member opposes terminating it. This really is a case in which choosing not 
to decide is still making a choice—and potentially a very bad one for you—and 
your family for all of the reasons noted above. 

    Common    sense rule: Advanced health directives may help families as well as 
patients.   

   Summary 

 When it comes to legal matters relating to dementia, seek the advice of an attorney, 
particularly one specializing in areas of elder law, estate, and guardianship. 
Everyone, including patients with dementia and their caregivers, should put their 
legal affairs in order sooner rather than later. Only an individual with the cognitive 
capacity to do so may prepare such documents as a will, advanced health care direc-
tives, and Medical and other powers of attorney. No one can complete such docu-
ments for another. A person may make these powers effective immediately or 
designate them as durable, effective contingent upon incapacity or other factors. 
Such preparation, as well as other options, may help avoid an expensive, emotion-
ally trying, and time-consuming guardianship process.  

   Common Sense Rules 

    Consult an attorney for legal advice.  • 
  Consider an attorney’s specialty and experience regarding legal issues in • 
dementia.  
  Someone with dementia is not automatically incapacitated.  • 
  Only you can designate your POA.  • 
  Everyone should get their legal affairs in order and make end-of-life wishes • 
known.  
  Don’t delegate future legal responsibility to a patient with dementia.  • 
  Pick your POA carefully.  • 
  Guardianship is a costly, but sometimes necessary step.  • 
  Putting legal powers in place in advance best prevents the need for • 
guardianship.  
  Advanced health directives are only as good as those who know about them.  • 
  Advanced health directives may help families as well as patients.     • 
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   Websites 

 National Academy of Elder Law Attorneys:   www.naela.org     
 Alzheimer’s Association Legal Plans brochure:   www.alz.org     
 National Center on Elder Abuse, US Administration on Aging:   www.ncea.aoa.gov          
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   Dig the well before you are thirsty.
—Chinese proverb   

   Introduction 

 In our experience,    when it comes to caring for a loved one with dementia, families 
tend to delay    getting help. Many understandable reasons underlie this inaction, 
including unawareness of a relative’s situation, some degree of denial regarding a 
loved one’s illness (or its extent and consequences), guilt or shame related to asking 
family members or outsiders for help, depression or helplessness on the part of a 
caregiver, anxiety over real or perceived separation from someone very dear, as well 
as cost. However, such inaction often works to the detriment of our patients and 
families (for example, if police are repeatedly called to look for a patient with 
dementia who wanders from home). It’s almost never too early to engage more help. 
And, doing so might prevent—or at least postpone—the need for a move. So, if it 
has crossed your mind to get additional help for yourself or another family caregiver 
(or to move a loved one with dementia), it’s probably past time. Your friends, fam-
ily, doctors, and others most likely already know and perhaps even have told you as 
much—you just might not have been ready to hear it. 

 Many families we have worked with delay such intervention, all too often wait-
ing until a crisis situation decides the matter for them. We have frequently observed 
this to be the case for obviously overburdened spousal caregivers—often ignoring 
the medical advice of doctors and the frantic pleas of concerned family members. 
Unfortunately, this refusal or delaying tactic often back fi res, creating a crisis situa-
tion in which the patient or caregiver requires hospitalization and an urgent decision 
regarding the patient’s care must be made. Remember, from Chapter 7 that a loved 
one will only do as well as his or her caregiver is doing. The patient may require 
transfer to a facility quickly chosen from a limited number of immediately available 

    Chapter 15   
 Selecting Level of Care         
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options. Later, after such a move has been made, a patient’s family may have time 
to more carefully consider other possibilities better suited to individual circum-
stances and decide to move their loved one again. Multiple moves may incur addi-
tional time, cost, and turmoil for the patient and his or her relatives. Another 
untoward possibility is that a patient can no longer move (e.g., due to advanced ill-
ness), and a family is stuck paying and dealing with a living situation that they 
would not have chosen for their loved one in an ideal state of affairs. 

 Moving is hard for everyone, but particularly so for patients with dementia. 
Therefore, when such a transition becomes necessary, it should be made with a 
maximum of preparation and a minimum of disruption. Regularly review the chang-
ing needs of a loved one with dementia and his or her primary caregiver with family 
and health care providers. Avoid relying solely on the recommendation of staff at a 
residential care community, as they may have a vested interest in having your loved 
one move to or stay in their facility at a particular level of care (e.g., if the patient 
resides in assisted living and the facility lacks memory care—or availability in such 
a unit). We have also seen facility staffs develop such a loving attachment to a 
patient that they have dif fi culty letting him or her go. Engaging additional caregiv-
ing assistance and/or moving a patient with dementia to a residential care commu-
nity sooner rather than later may actually better the chance of preserving such a 
patient’s independence. We will explain this more later in this chapter, along with 
how to assess the caregiving needs of a loved one with dementia, types of caregiving 
assistance, and residential care options. 

    Common    sense rule: Engage help early and often.   

   Assessment of Caregiving Needs in Dementia 

   Higher Level of Care 

 For the purpose of this book, a higher level of care simply means that your loved one 
needs more assistance and/or supervision than he or she is currently receiving. This 
can apply to someone living at home alone who needs family to step in to help with 
medication and bills. It can also apply to someone who lives in an assisted living 
facility who now requires memory care.  

   Needs Assessment 

 Often, a doctor, patient, and family can work together to determine the care needs 
of an individual with dementia and how best to meet these requirements. However, 
if a professional in-home evaluation of a patient’s caregiving needs is desired, this 
may be obtained by hiring a geriatric care manager, who typically performs an 
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extensive in-home evaluation, identi fi es patient needs, and makes recommendations 
for securing care. Since this is not a medical service, Medicare and other medical 
insurance don’t cover the cost. If a patient has long-term care insurance, it is worth-
while checking with the company to see if a similar assessment is covered by such 
a policy.  

   Informal (Familial) Assessment 

 We may call this assessment “informal,” but it is also invaluable. And, nothing can 
replace a family’s knowledge of a loved one. Sometimes this is all that is needed in 
terms of an in-home “assessment” (in conjunction with a professional medical eval-
uation in a doctor’s of fi ce). However, sometimes a family caregiver or doctor may 
need more information to go on, and a relative may be asked to monitor a patient’s 
behavior and function more closely. 

 It may be fairly straightforward for a spouse or other family members who live 
with a loved one with dementia to identify the individual’s strengths and weak-
nesses. But it is not always easy due to emotional factors and the gradual onset of 
dementia (which can tend to “sneak up” on a patient and family, especially those 
who are closest to the patient). Moreover, additional vigilance is usually warranted 
for someone who lives alone and may lack awareness or remembrance of any prob-
lems. Remember, dementia usually begins with loss of insight and awareness into 
one’s own de fi cits or at least the extent and consequences of these. The person with 
dementia is unlikely to bring problems to your attention. If you know (or suspect) 
that your loved one has dementia, now is the time to look around. 

 Here are some signs that a loved one living alone may need a higher level of care:

   Missed or incorrectly taken medications  • 
  Police or senior services being called out to the home (especially more than once)  • 
  Wandering or becoming lost while walking, driving, or taking public transport  • 
  Inability to maintain personal safety (falls, leaving stove on, not locking doors, • 
letting strangers in, etc.)  
  Inability to protect self from exploitation (giving money to phone or mail solici-• 
tors, etc.)  
  Unsafe driving, including unexplained collisions or dings and dents on a car  • 
  Evidence that your loved one is missing meals  • 
  A refrigerator containing little or no food, signi fi cant amounts of spoiled food, or • 
inappropriate quantities of food items (such as multiple gallons of milk and heads 
of lettuce, but no other food)  
  Loss of attention to hygiene, especially changes in an individual’s usual habits • 
(e.g., a woman who has had a standing weekly beauty appointment for decades, 
who has now stopped going to her usual salon)  
  Bills paid late, more than once, or not at all  • 
  Reduced or minimal activity or poor social engagement  • 
  Presence of anxiety, angst, or frustration in daily activities    • 
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 In the case of most patients with dementia who live alone, the patient is elderly 
and one or more of the patient’s grown children must typically step in and take 
responsibility. Therefore, we direct this section to them. First, look Dad over. Is he 
bathing regularly? Has Mom’s house gone from spotless to messy? Open the refrig-
erator and see whether Dad is buying groceries. Check a few expiration dates. Does 
anything look spoiled? Are there dishes in the dishwasher or sink to indicate Dad is 
eating regularly? Go through the bills and checkbook with him or her. Look through 
Mom’s medications. Check quantities and dates on labels. No one likes someone 
snooping around or checking up on them. So, either enlist the cooperation of your 
parents and appeal to their needs (“Mom, I’d like to help you order your medica-
tions online.” “Dad, I’d like to help you with your  fi nances/online banking and/or 
change some of your bills to direct withdrawal.”) or at least do not make a big pro-
duction out of monitoring the situation. To avoid familial con fl ict, speak beforehand 
to any other relevant parties (e.g., other grown children) about their observations 
and enlist their cooperation, help, and insights. 

    Common sense    rule: Be vigilant to identify problems.    

   Caregiving Options in Dementia 

 The remainder of this chapter covers various options for care at home and away. The 
latter not surprisingly includes long-term residential care, but also suggests several 
alternatives to a permanent move, including day programs and respite care. With the 
exception of home health care, Medicare does not cover any of these services, as of 
the writing of this book. Veterans’ bene fi ts (which may extend to spouses of veter-
ans in some cases) and Medicaid or certain state programs may cover some of these 
services. Long-term care insurance often does cover such services. In our experi-
ence, families often delay exploring such bene fi ts and it is a mistake to do so. One 
of the most important things that a diagnosis of dementia allows a patient and fam-
ily to do is future planning. Finding out what a patient’s bene fi ts are early on and 
utilizing them as and when appropriate is one of the most important things that you 
can do as a family caregiver and may make the difference between a loved one stay-
ing at home or moving away. 

    Common sense    rule: Identify caregiving options and bene fi ts as soon as possible.  

 The challenge we give you going forward is to open your mind to the idea that, for 
patients with dementia and their caregivers, maintaining independence in important 
aspects of life may mean not trying to go it alone in all of them. In dementia, the 
brain can become overwhelmed by all the tasks before it. Introducing some level of 
assistance frees the brain to function better. A small amount of intervention may 
mean the difference between your loved one struggling to perform daily activities or 
thriving in a more social environment. A common misconception endures that the 
only choice is home or nursing home. Fortunately, many, many other options exist, 
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and a little research, discussion, and planning with family, doctors, and others go a 
long way in  fi nding the best of these. Aim to  fi nd the level of care allowing your 
loved one to function at his or her highest level—and adapt as necessary.  

   Family, Friends, and Neighbors 

 As noted in the previous section, you should regularly monitor a loved one with 
dementia for dif fi culty in daily functioning since he or she is unlikely to fully recog-
nize these problems, especially as they progress. Family, friends, and/or neighbors 
can serve as tremendous assets in identifying such dif fi culties and assisting with 
everyday tasks including bill paying, grocery shopping, and medication reminders. 

 We encourage a team approach in dementia. Whenever possible include your 
loved one and other family members. Come up with a family plan of care and 
arrange regular meetings (say every few months) to reappraise it. Schedule and 
divvy up caregiving responsibilities, playing to individual strengths, existing habit, 
and current needs. Make sure to help the helper by looking out for the primary care-
giver and providing breaks and other support, as needed. 

 If you are a spousal caregiver,  fi ll pillboxes and take medications together. 
If your mother has dementia, buy her a pillbox in her favorite color, sit down with 
her once a week, and help her load it. Offer to order medications online and/or by 
mail (and maybe even save money in the process—this appeals to most of our 
patients!). 

 If your loved one with dementia drives, monitor this ability by riding as a pas-
senger at least every two weeks  [  1  ] . Review of available evidence by an American 
Academy of Neurology panel found that even if a patient rates himself or herself as 
safe, this may not be the case, whereas if a caregiver rates a patient with dementia 
as a marginal or unsafe driver, this is “probably useful” in identifying unsafe drivers 
 [  2  ] . On the other hand, if a patient with dementia rates himself or herself as safe, the 
preponderance of evidence showed that this is NOT helpful in identifying unsafe 
driving. If Dad is no longer able to drive, perhaps his lifelong golf partner doesn’t 
mind giving him a ride to and from the course (and you should make the call to his 
buddy to secure a ride). 

 Consider ways to extend familial assistance. You might arrange Meals-on-
Wheels for someone who doesn’t like to cook, but make sure that food doesn’t go 
into the refrigerator only to be forgotten and uneaten. Consider hiring a housekeeper 
or having an existing one come more often for someone with dementia who lives 
alone. Look to any social or religious organizations to which a loved one belongs for 
additional resources to extend familial care. 

 Meet with accountants, attorneys, and  fi nancial advisors to make sure that docu-
ments are up to date and  fi nancial and legal affairs are in order and in the best hands. 
If you will serve as a patient’s Power of Attorney (POA) during any future incapacity 
become acquainted with aspects of the domain for which you have or will have 
power (see Chapter 14 for further details). For example, if you have Medical POA, 
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familiarize yourself with Dad’s medical history and doctors, create a medication list, 
and attend his doctors’ visits with him. If you have  fi nancial POA, pick a good time 
to review the bank statement and pay bills together. These are just a few examples. 
You should be able to think of many more. Work in the best interest of your loved one 
by drawing on your imagination, your relationship with him or her, and other means 
at your disposal, including this book, other books, online resources, medical and 
other professionals, local and national organizations, caregiver classes, social and 
support groups, and, most importantly, your family and other trusted individuals.

  Common sense rules:

   Be creative and cooperative in helping your loved one with dementia.  • 
  Help the Helper.  • 
  Make a family plan of care.       • 

   Home Health 

 A home health evaluation  fi rst requires the order of a physician, who has determined 
that a patient meets certain medical criteria to justify such assessment and care. 
Medicare (and other insurance coverage) for home health services has notable limi-
tations and can be complicated and confusing even for medical professionals. It 
certainly bears asking whether home health may be appropriate for a loved one who 
doesn’t drive, has signi fi cantly impaired mobility, and is mostly homebound, but 
don’t expect insurance (other than long-term care insurance) to cover extended care-
giver relief, such as in-home companions. 

 We have found that the general public’s ideas regarding Medicare coverage for 
home health approach the status of urban legend. Often, when we explain that a 
patient doesn’t meet eligibility criteria for Medicare coverage for a particular ser-
vice, families counter with something along the lines of “But Aunt Judy had home 
health and she had someone coming in three days a week. And it was covered by 
Medicare.” 

 Therefore, let’s review the basics in meeting Medicare criteria (as of the writing 
of this book) and clear up some of these misconceptions. For Medicare coverage of 
home health services, a physician must assess the patient is (1) in need of intermit-
tent, skilled care and (2) housebound. Other health insurance coverage often follows 
Medicare guidelines. 

 Skilled care requires a specially trained medical professional such as a nurse, 
physical therapist, occupation therapist, or speech therapist. A patient may require 
skilled care after surgery, hospitalization, or injury. Medicare may cover additional 
home health services, such as social workers and home health aides for personal 
care (bathing, dressing, and the like)—but only if you are simultaneously receiving 
skilled services. When Medicare does pay for such a home health aide, it is likely to 
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be for a few hours a week at most and may not last beyond a few weeks. This does 
not meet the needs of patients requiring the assistance of in-home companions—or 
their family caregivers. (See the following section for more information on in-home 
companions.) 

 To justify Medicare coverage for skilled services to be provided at home, a 
patient must have signi fi cant challenges to leaving home for services, such as living 
alone and being unable to drive. 

 We advise against using home health services as an inappropriate or inadequate 
substitute for regular help and supervision. By de fi nition, home health provides 
intermittent services on a short-term basis, and therefore cannot provide consistent 
and extended care. Home health may be a vital stop-gap measure, but it is not a 
long-term solution. 

 As doctors, we consider many factors before ordering home health services. As 
dementia specialists, we actually prefer our patients to have outpatient physical 
therapy (PT), occupational therapy (OT), or speech therapy (ST) whenever possible, 
because it gets them out of the house and around other people. Such outpatient ser-
vices may be provided at a conveniently located clinic, hospital, or the like. This 
may not be bad for the caregiver either. Speaking of which, a couple of speci fi c 
considerations apply for our patients with dementia receiving PT, OT, ST, or similar 
services and their family caregivers. 

 If your loved one with dementia receives PT, OT, or ST, whether at home or in 
another setting, you should also attend each session to learn proper techniques, be 
available in case of a problem during therapy (e.g., a patient with dementia becomes 
upset with an unfamiliar person and/or environment), help with any “homework” 
(exercises, etc. to be done to maintain and maximize goals of therapy), and exchange 
updates with the therapist. This way, you can act as a “peripheral brain” to help 
remind your relative of safe methods for performing daily activities, which may 
include such basic tasks as moving, eating, and swallowing. This may literally pre-
vent you from breaking your back—say when you have to help your relative in 
getting up or down. And, it will help your loved one, too. 

 Medicare only pays for skilled services such as PT, OT, and ST to meet certain 
rehabilitation goals. Problems learning and remembering experienced by patients 
with dementia may limit setting and achieving such objectives. Therefore Medicare 
may decline further services for patients unable to participate fully or those failing 
to bene fi t from current services. Nonetheless, these therapies may signi fi cantly 
bene fi t individuals with dementia. For example, a physical therapist may provide 
exercise and social interaction for a patient with limited opportunities for these 
activities. Therefore, if insurance coverage stops, a family may consider paying out 
of pocket to continue such PT (or a similar service) as an integral part of a patient’s 
routine. Sometimes we encounter patients and families with psychological barriers 
to paying for something that they once got “free.” Beware falling into this trap. 
Don’t deprive a loved one of bene fi cial services just because they aren’t—or are no 
longer—covered by Medicare or other insurance.  
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   Senior or Community Centers 

 Senior or other community centers may provide free or low-cost activities for higher 
functioning patients. They can offer a stimulating environment for people with 
dementia who have minimal cognitive or behavioral impairment. Community cen-
ters, in particular, may afford a more youthful option. Since such centers generally 
provide no special assistance, your loved one must be able to navigate the center and 
activities alone or should be accompanied by you or another responsible adult. Even 
if your neighborhood senior center is less than ideal, a preferred center in a neigh-
boring municipality may be available for a membership fee. Like other activities, 
visits to senior or community centers should be scheduled routinely as part of a 
patient’s daily schedule or weekly calendar. If a loved one with dementia has been 
active for years at a local community center, it is prudent to maintain his or her usual 
activity (e.g., swimming or tennis) or activities in this familiar environment for as 
long as is feasible, which may necessitate including the company of a family or a 
professional caregiver. 

    Common sense    rule: The most expensive choice is not always the best.   

   Adult Day Programs (Brain Therapy) 

 Just like PT, OT, and ST, there is also Brain Therapy. We like to use this term to 
describe adult day programs (also simply called day programs). After all, dementia 
is a disease of the brain. So, why shouldn’t we employ therapy for the brain just as 
we utilize PT when someone has an injury or illness affecting physical function? We 
also  fi nd that patients and families are much more accepting of these programs 
when we frame the discussion in this way. We think that such therapy represents one 
of the best, most economical, and, sadly, most underutilized treatments for 
dementia. 

 Unlike therapies such as PT, OT, and ST, however, Medicare does not cover the 
cost. Long-term care insurance policies typically pay all or a portion. Patients and 
families are often concerned about the price of day programs, yet these cost much less 
than the same number of hours of a companion (see later section on companion care) 
and include opportunities for group interaction and activity not possible with one-on-
one care. Furthermore, having patients attend such programs while family members 
work may allow relatives to both keep their jobs and their loved ones at home. 

 Day programs offer a supervised environment with cognitively and socially stim-
ulating activities. These might include exercise, cooking, gardening, reminiscing, 
reading and discussing new stories, and many, many others. They may also invite 
speakers, participate in volunteer projects, and offer  fi eld trips. The best programs 
individually tailor activities and also provide services for caregivers, such as educa-
tional opportunities, libraries, and support groups. 
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 Such programs may be found by online searches (search terms might include 
adult day program, day program, memory day program, and/or memory care pro-
gram along with your zip code or name of your town) as well as by contacting local 
and national support groups and organizations. They may be located at freestanding 
centers as well as religious and educational institutions and community centers. 
Residential memory care facilities may offer them to patients who live at home as 
well as their own residents. This arrangement affords an opportunity for a patient 
and family to become well acquainted with the staff, program, other participants, 
and facility environment should temporary placement (i.e., respite care) or a more 
permanent move be later required. 

 Adult day programs allow an individual with dementia to continue to reside at 
home or another less-restrictive level of care. For example, a man with dementia and 
his wife may reside in assisted living. He may attend brain therapy while she goes 
about her activities (or takes a nap). Without this intervention, the wife might  fi nd 
the caregiving burden too much and her husband might have to move to a memory 
care unit. This example shows how such programs can, on the one hand, maintain 
independence even for patients who no longer reside at home while, at the same 
time, keeping a family    together. 

 Brain therapy is typically offered in half-day or full-day increments on week-
days. Like other activities of daily living (ADLs), brain therapy or visits to senior or 
community centers should be scheduled routinely as part of a patient’s weekly cal-
endar. We have found that our patients with dementia typically derive the most 
bene fi t from a day program if they attend at least twice a week. Such regularity 
emphasizes the routine and regular nature of the activity. An interval of more than a 
few days between visits seems too long for most patients with dementia—and their 
caregivers! 

 A patient’s reluctance to attend the program may pose a barrier to participation, 
but this problem may often be circumvented altogether. Remember that apathy is 
often a prominent symptom of dementia. So, if you ask your loved one about par-
ticipating in any activity, you should not expect enthusiasm. Furthermore, if he or 
she broke his leg, you probably wouldn’t ask, “Do you want to go to PT?”; you 
would just bring him or her there as the doctor prescribed. We recommend follow-
ing a similar “just do it” approach for brain therapy. If you need, ask the patient’s 
physician to write a “prescription” (e.g., Brain Therapy 2–3 times/week). Including 
a frequency with some  fl exibility allows you to exercise your judgment as caregiver 
as to whether to have your loved one attend 2 days or 3 half-days per week. If a 
patient balks at the idea of brain therapy, families are often reluctant to “force” 
someone to go. Another option is to explain it as a senior center geared toward 
people with memory    problems. The main point, however, is not to describe it in 
detail in advance, but to just get your loved one there in the same way as if he or she 
were going to the doctor or PT, nonchalantly making it a part of routine health 
maintenance. 

 For those participants residing at home, transportation is not typically provided 
by day programs. However, this should not represent an insurmountable    barrier. If 
you work, it may be easy enough to drop a loved one off and pick him or her up on 
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your way to and from your job. You also might carpool with relatives or with family 
members of other participants. If timing is an issue, particularly if it takes some time 
to get your loved one ready for the day, you might consider hiring a professional 
caregiver for an hour or two in the morning to help your loved one wake up, dress, 
take medications, eat breakfast, etc., and then provide transportation to the program. 
If transportation does pose an issue, check with the program staff for suggestions 
(there may be another family in the same boat as you with whom you can share driv-
ing or, if you don’t drive, supervisory duties) and see if your city includes dementia 
as a qualifying diagnosis for its transportation programs for the disabled. You may 
also wish for your loved one to attend say 2 full-day sessions rather than 4 half-day 
sessions to minimize travel. 

 Family caregivers will probably want to visit the program, see the facility, and 
speak to the staff initially without the patient. One visit is not enough for your loved 
one to feel comfortable, particularly when you take into account the stress of a 
new environment. It is reasonable to give it a try for a set time period and reassess. 
We suggest that a patient attend at least two to three times a week for a month 
before deciding to discontinue. Like other treatments for dementia, it deserves a 
full, fair trial. 

 Brain therapy represents an economical way for a patient with dementia to get 
out of the house but still reside at home while giving family caregivers a break. If 
you don’t have a program like this in your area, consider teaming with the local 
chapter of your Alzheimer’s Association, additional community groups, and other 
caregivers to start one. 

 Sometimes caregivers feel guilty about sending their loved one to brain therapy, 
but this may be a way to get a patient with dementia out of the house, socially 
engaged, and physically and mentally active. Remember, not only might the care-
giver need a breather, but the patient may need a break from the caregiver! 

    Common sense    rule: The patient may need a break from the caregiver!   

   Companion Care 

 Companion care provides one-on-one supervision. Sometimes such professional 
caregivers are called in-home companions and their involvement certainly may 
extend patients’ ability to stay in their own homes. However, companions may also 
be employed in environments such as hospitals, nursing facilities, assisted living, 
memory care units, etc. They are also sometimes called sitters, but we shy away 
from using this term. If this expensive form of caregiving must be employed, we 
prefer that such a companion does more than just sit! It is important to distinguish 
companion care from in-home “24-hour nursing” care. Nurses understandably 
 command a higher hourly, but formalized nursing training is rarely needed to pro-
vide the companionship, stimulation, assistance, and supervision that dementia 
patients    need. 
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 Most professional caregivers are paid by the hour and many require a minimum 
daily commitment (e.g., 4 hours). For round-the-clock care, agencies commonly 
offer a weekly rate. There may be some upfront payment, but services are usually 
billed month to month. Depending on policy restrictions, long-term care insurance 
may cover this service, but Medicare (and other health insurance) does not. 

 Some state programs provide limited coverage for such companion services for 
low-income seniors; however, the wait may be lengthy, sometimes over a year. 
Contact your state’s Department of Aging to inquire about programs and eligibility 
and to place your loved one’s name on any waiting list. 

 The experience of professional caregivers varies widely. They may be hired from 
a companion agency or work independently. If your loved one has had a home 
health agency that you like, you may check with them to see if you could hire such 
a companion through them. Ask family, friends, and medical professionals for rec-
ommendations. Social workers are particularly helpful and knowledgeable about 
such agencies. Geriatric care organizations and associations can provide lists of 
local companion agencies. Search senior newspapers and the like as well as online, 
preferably by going directly to known websites and then using speci fi c terms like 
in-home companion or companion care. If you do a general search for companion, 
you may get much more than you bargained    for …. 

 Companion care agencies may be harder to  fi nd in rural areas, but friends or fam-
ily may know of someone who may be available to hire privately and this might be 
someone your loved one already knows (or from a familiar family). Also try reach-
ing out to social, religious, and community organizations, especially those for which 
your loved one has a connection. 

 If choosing between paying an agency for companions or employing an indepen-
dent operator, weigh the advantages and disadvantages of each carefully. Working 
with an agency may necessitate rotating different individuals, but may be advanta-
geous in providing depth of staff (as opposed to the situation you may  fi nd yourself 
in if you hire one companion who falls ill). 

 Furthermore, agencies often provide background checks, bonding, certi fi cation, 
and insurance for such companions, but check with the individual company. Make 
sure to check these factors for anyone you hire who works independently. You may 
want to perform your own background check as well. As you would for any service, 
comparison shop, get several quotes, and negotiate    charges. They may be worth the 
cost and have enough demand for their services that they won’t budge on the price, 
but it’s always worth asking. 

 We recommend paying for any companion to attend the professional caregiver 
class through your local chapter of the Alzheimer’s Association. If you hire com-
panions through an agency and they already have caregiver training in dementia, 
this is a very good sign, but we still recommend this speci fi c course. 

 Always interview potential candidates to  fi nd a good  fi t. Allow a trial period 
before making any long-term commitments. Keep in mind that sometimes a  fi rmer 
personality may work better than a gentle one to enforce a certain level of activity. 
Find someone who can create a routine and not be talked out of it by the patient. 
A great companion just starts putting on those tennis shoes instead of asking, 
“Would you like to go for a walk?” 
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 A patient with dementia may reject the idea of a companion due to the expense 
as well as the idea of someone coming in his or her home. Our experience is that if 
you address one concern, your loved one will just come up with another. We there-
fore recommend against prolonged explanations, but instead putting the companion 
in place and allowing an adjustment period. Sometimes, we and families can sell the 
idea in terms of help with housekeeping, transportation, and meal preparation 
instead of companionship and supervision. Many families refer to the companion as 
“the housekeeper” or “friend,” and a professional caregiver experienced in dealing 
with patients with dementia will happily adopt this title. Likewise, we may choose 
wording to promote the idea that the help is being brought in for the caregiver 
spouse. And it’s also true! Many of our dementia patients would balk at the idea that 
they need assistance but would readily accept “housekeeping” help for their wife 
with health problems. Sometimes, such caregiving assistance becomes essential to 
maintain the health and safety of a patient with dementia, who may be oblivious to 
this need due to poor insight. It is therefore crucial for families to communicate and 
otherwise ally themselves with companions. If you hire, supervise, and direct com-
panions to provide necessary care, then your loved one can’t “ fi re” them.  

   Respite Care 

 Respite care typically equates to a short-term stay (from days to weeks) at a mem-
ory care or a similar facility, such as nursing home. Although Medicare and other 
health insurance typically don’t cover respite care, Veterans’ Bene fi ts and long-term 
care insurance policies often do, at least to some extent. 

 Respite care provides a valuable and probably underused option for patients with 
dementia who needs 24-hour supervision while their family caregivers are other-
wise engaged. It may be utilized for medical reasons (e.g., a caregiver having sur-
gery), family vacations (or other trips to be made without the patient), other situations 
in which a caregiver’s attention needs to be elsewhere, or simply a much-needed 
break for the family caregiver. 

 In many circumstances, families wish to travel and it is overly burdensome or not 
appropriate to bring along their loved one with dementia. This may include wed-
dings, births, or vacations. Sadly, families may also need to travel to deal with sick-
ness or death. 

 In some scenarios, it may be possible to arrange respite care quickly, but, as with 
most dementia care situations, a little planning goes a long way. For a patient to be 
admitted to respite care, a doctor must complete and sign forms detailing a patient’s 
history, examination, diagnosis, and medications, as well as orders for diet, medica-
tions, etc. Proof that a patient does not have tuberculosis (TB) may be required, 
necessitating a chest X-ray or a TB test (which must be placed a few days before it 
can be read). If a doctor’s of fi ce receives blank forms on a Friday afternoon, admis-
sion that weekend is probably not feasible. Ideally, you should make preparations 
for respite care once dates for a planned trip or elective surgery are known. In any 
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event, try to allow at least a few days for the facility to make arrangements and the 
doctor/s to complete paperwork. Follow up to ensure that the facility has indeed 
faxed the forms to the patient’s doctor/s. We  fi nd it useful for our patients to have 
such paperwork completed by their primary care physician, as it typically requires 
information from the last physical examination. If you have a specialist managing 
the dementia and/or psychiatric medication, have that physician fax the last prog-
ress note detailing the current dementia medication regimen so that any discrepan-
cies can be resolved before admission. This way, the facility has history, exam, 
medications, and orders pertinent to a patient’s dementia as well as other medical 
conditions. 

 If you are considering respite care, utilize this opportunity to visit several facili-
ties and become familiar with them. Then, enroll your loved one in the respite pro-
gram of your choice. This allows you to “test drive” the facility in advance of any 
permanent placement that may later be necessary. Moreover, familiarity with the 
residents, staff, activities, and physical environment may later serve as a signi fi cant 
comfort for your loved one if placement becomes permanent, particularly if you use 
the same facility on several occasions or regularly. If appropriate in an individual 
case, respite care may be extended into permanent placement and this option may 
be preferable if a patient has adjusted well to the facility, is doing better there than 
at home, and a transition back home might be detrimental. 

 If you don’t have a memory care unit in your area, a nursing home or a similar 
facility may offer respite care, but exercise caution. Staff in a general nursing facil-
ity may lack the specialized training of those working in a memory unit. However, 
since they often work with the elderly, they usually have some experience in work-
ing with patients with dementia. The experience and skill level can vary from indi-
vidual to individual, facility to facility—and shift to shift! If you don’t have other 
options for respite care, a nonspecialized unit may be worth a try. You might speak 
to the director or other administrator to  fi nd out about staff education and facility 
policies speci fi c to dementia. 

 Furthermore, the facility may not be suitable for a patient with dementia if it is 
not locked or “secure” (as a memory care unit would be) and allows patients to exit 
without knowledge of the staff. This could obviously pose a problem for a patient 
who wanders, but even a patient with dementia who has never wandered before may 
do so in an unfamiliar environment. If a secure (locked) memory care unit is not 
available, a patient may need 24-hour supervision, such as is provided by in-home 
companion care. 

 Family members other than the primary caregiver can also be a wonderful (and 
free) source of respite care. Regardless of who is providing respite care, make sure 
to inform them of your loved one’s typical daily routine, including (but de fi nitely 
not limited to) medications. The best respite care programs offer activities akin to 
the brain therapy discussed above to maintain social engagement and physical and 
mental health. 

    Common sense    rule: Respite care offers a temporary option to permanent 
placement.   



176 15 Selecting Level of Care

   Residential Care 

   Making Plans to Move Your Loved One 

 Moving is hard. Moving is even harder for those with dementia and their families. If 
you are even considering this step, it is worth exploring options in your community 
to give you time to  fi nd the right one. Nowadays, the choice is no longer limited to 
home or nursing home. As we discuss in this section, a variety of options exist to 
meet the needs of people with dementia and their families. However, many facilities 
have waiting lists. It’s worth putting your loved one’s name on the waiting list for the 
facility. If an apartment becomes available before you are ready, you can always 
defer (“Mom doesn’t need to move right now, but please keep us on the waiting 
list.”). Utilize advice of family, friends, and fellow caregivers, as well as doctors and 
other professionals (e.g., social workers, geriatric care managers) in identifying com-
munity resources. Most of all, visit facilities at least a few times, speak with staff, 
and ask questions. If you can, speak with other family members who have loved ones 
with dementia who live there. And, make sure to sit in on a meal and try the food! 

 Sadly, many such moves are precipitated by a trip to the hospital. If a patient is 
not safe to be discharged home alone or with family, Medicare and other health 
insurance will not cover additional hospital days to allow family time to  fi nd place-
ment in an appropriate residential care facility. We have seen many families in a 
frenzy trying to  fi nd something workable on a tight time frame. Our advice is to 
move your loved one before the storm erupts rather than in the midst of it. Since one 
of the goals of placement is to preserve functioning, it is counterintuitive to wait 
until someone is in crisis. 

 So, don’t wait until Dad bottoms out before moving him. Even if he is doing  fi ne 
in his current environment, determine in advance where he will go if he needs a 
higher level of care. That way, your tours and research will be conducted in a non-
crisis mode in which you can think clearly. If an event triggers the need to move 
quickly, it is much more likely for this to transpire smoothly if you have already 
visited and vetted a facility. It’s the search that takes the time. If and when living at 
home is no longer an option, planning and preparation ensure that your loved one 
with dementia will literally be in the best place.

  Common sense rules:

   Don’t delay in  fi nding a facility to best suit the needs of your loved one with • 
dementia.  
  Get on the waiting list for the facility of choice.       • 

   Independent Living 

 Although people who live at home may live independently, the term “independent 
living,” in this context, refers to residing in a home or an apartment within a senior 
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community. Residents are expected to function on their own in this environment. 
Local transportation may be offered via a van or a shuttle service. A meal plan in a 
dining hall may be purchased and offer welcome socialization. Additional social 
and other activities may be available. Independent living is unlikely to be covered 
by any type of insurance or bene fi ts. 

 Independent living works best for patients with minimal de fi cits and/or whose 
families can step in to provide assistance. A candidate for independent living might 
need transportation, meal provision, and/or social and other activities and should be 
self-motivated to engage with others and participate in the programs on offer. A 
general rule of thumb is that if someone cannot function independently at home, he 
or she will not function successfully in independent living. Therefore, it is generally 
NOT advisable to move a patient with dementia from home to independent living as 
it provides no advantage. Moving to assisted living or a memory care unit usually 
makes much more sense. However, this is one of the most common mistakes we see 
from well-meaning families.

  A 73 year-old man is diagnosed with Alzheimer’s disease by his family doctor. He isn’t 
eating regularly or paying bills on time. He’s missing medication and having delusions that 
someone is stealing from him. He’s not keeping up with his hygiene or housekeeping. 

 Worried that Dad can no longer live in his home safely, his adult children move him to 
an independent living apartment closer to them and take over bill-paying. His daughter 
loads a pillbox for him, but he continues to miss medication because he forgets to take it. 
And, even though the facility staff and residents go out of their way to welcome Dad and 
invite him to activities, he stays in his apartment all day. He has meals delivered to his room 
rather than eating in the dining hall. His family has noticed him to become increasingly 
anxious and brings him to a geriatric psychiatrist for evaluation.   

 This example shows that Dad needs a higher level of care than independent liv-
ing. Perhaps he is overwhelmed by trying to  fi nd his way in a new place and there-
fore retreating to his apartment. Increased supervision is essential for his general 
health and well-being, including ensuring that his medications are administered cor-
rectly, addressing his anxiety and increasing his activity level. In this situation, Dad 
would most likely need to move yet again, either to assisted living or memory care. 
The lesson here is to avoid a move that won’t help and might harm. 

 Common sense rules:

   Independent living is not a good option for patients with dementia having prob-• 
lems living at home.  
  Set a patient up for success. Don’t set a patient up for failure.     • 

   Assisted Living 

 Most patients and families  fi nd it surprising that the lowest levels of assisted living 
do not include much more beyond independent living than meal service. Some facil-
ities offer an inclusive package pricing scheme. However, in most cases, you pay a 
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base price for assisted living to which additional services can be purchased à la 
carte. These options may include:

    1.    Medication reminders or administration  
    2.    Assistance with ADLs, such as bathing and dressing  
    3.    Assistance with household chores (housekeeping, laundry service)     

 In assisted living lingo, you may hear about different “levels” of care which are 
attached to different price points. Higher levels include the most services and are 
higher priced. Larger facilities may separate levels of care by  fl oors or wings. 
Residents on the third  fl oor may be receiving full services while those on the  fi rst 
 fl oor receive the least. Medicare and other types of health insurance do not pay for 
assisted living, but Veterans’ Bene fi ts or a long-term-care insurance policy may 
cover all or a portion of the cost. Veterans may also have access to Veterans’ Affairs 
assisted living facilities. 

 The advantage of assisted living is that residents can maintain their indepen-
dence with appropriate services in place. There is a level of supervision built in as 
staff checks on each resident’s welfare daily. There is usually a licensed vocational 
nurse (LVN) on site, but this may be limited to daytime hours. Make sure to visit the 
facility, preferably on a few occasions at a few different times of day (e.g., meal 
time, activity time) and days of the week. 

 Here are some questions you might ask about assisted living:

   What is included in the base price?  
  Is an upfront fee or long-term commitment required?  
  Does the facility have a social worker or an administrator who could help in deter-

mining whether your loved one might qualify for Veterans’ or other bene fi ts that 
might defray the cost?  

  What are the additional care options available (e.g., medication administration, 
assistance with ADLs, housekeeping) and how much do they cost?  

  Is moving within the facility (or out of it) necessary if a resident needs more care?  
  What activities are available?  
  What happens if a patient doesn’t show up to a meal or an activity? (i.e., Does a staff 

member knock on the resident’s door and encourage attendance or not?)  
  Is one or more nurse on site?  
  What are the nurses’ hours?  
  Does the facility procure medications or does the family need to do this for a patient? 

(If the facility obtains these, it takes the onus off the caregiver, but you might 
compare prices to see if the cost is worth it.)  

  Does the facility have a physician available to see patients on site?  
  Does the physician have a geriatric psychiatrist available to see patients on site?  
  How does the move-in process work and does the facility have any suggestions or 

offer help to ease the transition?  
  Are pets allowed (important to know if the patient has a pet or allergies)?    

 When it is necessary for patients with dementia to move because they are no 
longer able to safely live at home, it is generally not a good idea to ask if they “want 
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to.” They most likely won’t agree. After all, you probably don’t “want” your loved 
one to move from home either, although it may be a necessary step. If it is required 
for a patient’s safety and well-being, it works well for families to meet and choose 
a facility and make the move as seamless as possible, gently encouraging the 
patient’s cooperation. The involvement of someone with dementia depends on each 
individual case and multiple factors, including the severity of cognitive de fi cits, 
incapacity, current living situation, and health status. Check with your loved one’s 
doctors and the facility for additional information and advice on how best to do this 
in your situation. Some patients may be able to visit two or three facilities with a 
family member and help choose one. Patients with such severe dementia that family 
members must handle all details and move them in with little or no notice may be 
better suited for memory assisted living or a memory care unit as is discussed in the 
following    section. 

    Common sense    rule: Ask questions.   

   Memory Assisted Living/Memory Care/Alzheimer’s Unit 

 Memory care goes by many names. In this section we discuss two main types: 
Memory assisted living and Memory care (or Alzheimer’s) units. A program with 
memory or Alzheimer’s in its name tends to indicate a higher level of care than 
assisted living as well as secure (locked) units. However, please note that these 
terms are not standardized. You need to do careful research, visit facilities, and ask 
questions to  fi nd the right level of care for your loved one. Don’t judge a program 
by its title (or its décor). To avoid confusion with “Memory assisted living,” non-
memory assisted living will be referred to as “traditional assisted living” for the 
remainder of this chapter. Memory assisted living is usually more expensive than 
traditional assisted living, and memory care tends to cost the most of all forms of 
residential care. Like their traditional counterpart, memory assisted living and other 
types of memory care are not covered by Medicare and other types of health insur-
ance. Veterans’ Bene fi ts or a long-term-care insurance policy may cover all or a 
portion of the cost. 

 Some facilities will offer a reduced rate for shared rooms or suites in which your 
loved one has a roommate. Unfortunately, the presence of a stranger in the room is 
not always well received. Patients may try to physically remove the “intruder.” 
However, shared rooms may work for individuals with dementia who are generally 
neither agitated nor paranoid and either like having someone to talk to or do not pay 
much attention to a roommate. 

 Memory assisted living splits the difference between assisted living and memory 
care. Some facilities may offer memory-assisted living as the highest level of tradi-
tional assisted living. Other facilities may offer memory assisted living as the low-
est level of memory care. Other facilities may offer memory assisted living 
exclusively. 
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 Staffs at a memory assisted living program tend to be more proactive than those 
working in traditional assisted living in encouraging patients to participate in activi-
ties. Medication administration, housekeeping, and assistance with ADLs should be 
included in the price of memory assisted living since a patient who is forgetful 
might be expected to have dif fi culty performing these tasks independently. 

 Memory assisted living works best for those with moderate-to-severe dementia 
who cooperate with their care and lack signi fi cant behavioral issues. Residents tend 
to be socially engaged and able to participate in activities. The residential unit may 
have ample space to move about, but all doors leaving the unit will be locked to 
prevent a resident from leaving unattended. Family members and guests will use a 
code to enter and exit. 

 Memory (or Alzheimer’s) care units can better accommodate patients with 
behavioral issues, such as resistance to care, combativeness, and wandering. This 
level also caters to individuals who need the maximum assistance with ADLs. The 
daily routine is structured and the unit is secure, although many facilities also offer 
protected freedom to roam in enclosed courtyards or walkways. 

    Common sense    rule: Don’t judge a program by its title (or its décor).    

   When Is the Time for Memory Care? 

 We are often baf fl ed when a family decides to move a loved one with signi fi cant 
cognitive and/or behavioral de fi cits into traditional assisted living despite obvious 
signs indicating a need for memory care. Again, we caution you not to set your 
loved one up for failure. Consult with a patient’s doctors to assess the best level of 
care. Do not rely solely on the advice of facility personnel for reasons discussed 
previously. Likewise, do not let your emotions overwhelm your decision-making 
abilities. We recommend you rely on the following criteria. 

 Memory assisted living or memory care should be considered if your loved one 
with dementia has one or more of the following signs or symptoms:

   Wandering  • 
  Physical aggression  • 
  Verbal altercations  • 
  Agitation  • 
  Socially inappropriate behavior (such as disrobing)  • 
  Persistent irritability  • 
  Other signi fi cant behavioral problems  • 
  Psychosis with hallucinations, delusions, and/or paranoia  • 
  Inattention to or dif fi culty with basic hygiene  • 
  Resistance to necessary assistance with bathing and incontinence care  • 
  Signi fi cant social isolation    • 
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 When deciding on moving a loved one with dementia, families tend to get stuck 
in three areas:

    1.    Not convinced the time to move is now.  
    2.    Thinking your loved one is not as impaired as the other residents.  
    3.    Worrying your loved one will be miserable if moved.     

 These issues often come into play for any move for a loved one with dementia, but 
particularly arise when time comes for memory care. Let us tackle these concerns 
one by one.

    1.    Not convinced the time to move is now.     
 The  fi rst category includes families who are “waiting for a sign.” They believe 

that things may not be going well, but are not that bad. It is helpful to have rea-
sonable indication that something needs to change. However, some families 
minimize signs obvious to others and are truly awaiting a crisis. Many moves to 
memory care arise from a crisis situation—such as police involvement or a psy-
chiatric hospitalization. Our experience is that it never works well to wait until 
things get that bad to make a move. 

 The point of moving someone with dementia is stabilization. It’s easier to 
calm a less than ideal situation than a disastrous one. The name of the game in 
this illness is slowing decline. If we wait for major deterioration to trigger a 
move, we’ve already lost ground.

    2.    Thinking your loved one is not as impaired as the other residents.     
 Next, let us address the level of impairment. If you note large discrepancies 

between the level at which your loved one is functioning compared to other resi-
dents in memory care, you could try to  fi nd a facility that  fi ts more with the 
memory assisted living model described above. However, we commonly  fi nd 
that families perceive a big difference when there isn’t one for two major rea-
sons. First, you’ve witnessed your loved one’s decline over years. When you 
walk into a memory care facility, you are seeing a snapshot of someone else’s 
loved one. You may perceive your loved one’s de fi cits as milder because the 
changes are subtle over time. This works similarly to watching children grow. 
You may not see much alteration over 6–12 months, whereas friends and family 
who visit once or twice a year may be astonished at the amount of change. 
Secondly, when it comes to dementia, we are all at risk for some level of denial 
which makes it challenging to accurately assess a loved one’s abilities.

    3.    Worrying your loved one will be miserable if moved.     
 Finally, will your loved one be miserable? The answer is probably not. The 

structure, socialization, assistance, and activities provided often increase a resi-
dent’s level of functioning and decrease mood, anxiety, and behavioral issues. 
Patients who have lost weight due to forgetting meals may gain back pounds. 
However, be prepared for the  fi rst few days or weeks to be challenging. Allow 
time for adjustment for your loved one, yourself, and other family members. You 
may even wish to refrain from visiting for the  fi rst few days to allow your loved 
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one to settle in. Your loved one may be angry or demand to leave. This may lead 
to repeated phone calls or arguing during visits. To understand how dif fi cult 
moving is for a patient with dementia, imagine if you found yourself confused 
and in an unfamiliar place. Now imagine that you don’t speak the language. 
Explanations are not going to be nearly as helpful as hugs and other reassurance. 
These behaviors generally improve with time. Facility staffs will assist and 
advise you in the transition and, as previously noted, it’s best to coordinate with 
them even prior to the move. 

    Common sense rule:    Know signs indicating the need for supervised and secure 
living.   

   Different Levels of Care/Facilities That Offer Multiple 
Levels of Care 

 We often recommend that families consider communities with different levels of 
care for several reasons. One is the ability for patients to stay in the same facility as 
needs change. This may be particularly advantageous for a patient living with a 
spouse, partner, or other family member. 

 For example, let’s say that Mom has dementia while Dad is cognitively intact but 
needs day-to-day help with Mom. Mom and Dad want to live together. First, look 
for a facility that offers different levels of care. You have many options. For couples 
who want to stay together in one apartment, typically we lean toward the level of 
care more  fi tting to Mom since she needs more services. This is most compelling 
when Mom needs a secure (locked) environment or has behavioral issues. But Dad 
may balk at living with people with signi fi cant impairment. So Dad may choose to 
live in an independent living apartment so that he can be more socially and cogni-
tively engaged with his peers, while Mom lives in a memory care unit in the same 
facility. Because he’s on the same campus, he can regularly visit and eat meals with 
his wife. However, if Mom lacks wandering or behavioral issues, they could try 
splitting the difference in levels of care needed and reside in assisted living together. 
Ask the facility director if Mom can attend the memory care activities if that would 
be bene fi cial to her (and maybe a break for Dad). And, if one option does not work 
out as intended, a facility with different levels of care allows you to try others. 

 Although we  fi nd institutions with multiple levels of care to have many bene fi ts, 
one disadvantage that we have regularly encountered is that patients seem to stay in 
one of the lower levels of care much longer than is appropriate. You may need to 
assert the need for your loved one to move to memory care. Consult with your loved 
one’s doctors and get their help in advocating for such a move if it is warranted. If 
space in that facility’s memory assisted living or memory care unit is not available, 
work with the facility staff to determine options to meet your loved one’s needs or 
even look outside the facility, if needs be. 
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 This industry is adapting to the growing needs of the aging population. Some 
independent living communities partner with or allow home health and companion 
agencies to provide on-site services to their residents. And, frankly speaking, tradi-
tional assisted living facilities manage a large number of dementia patients. The 
2009 Overview of Assisted Living, which collects data from assisted living and 
senior housing agencies, estimates that over a third of all traditional assisted living 
residents have a dementia diagnosis  [  3  ] . Empirical studies have found that 45–67 % 
of traditional assisted living residents have some level of dementia  [  4,   5  ] . Over the 
last few years, we have seen more and more assisted living communities allow their 
residents, in the absence of behavior or safety issues, to stay in assisted living 
despite signi fi cant cognitive impairment. We can certainly appreciate the good 
intentions of allowing patients with dementia to stay in a familiar environment; 
however, an appropriate level of care should not be inadvertently avoided or delayed. 
The right level of care is best for patients with dementia as well as for all of their 
caregivers, family, and professional caregivers alike.

  Common sense rules:

   Consider facilities that offer multiple levels of care.  • 
  Make the move to a higher level of care as and when needed.      • 

   Residential Care Home/Personal Care Home 

 Some individuals and families may prefer the smaller, homelike environment of 
houses in residential areas staffed with professional caregivers (usually with at least 
one nurse on-site during the day and/or available by phone). These are known as 
residential care homes. One advantage is the homey feel. Residential care homes 
may work better than large nursing facilities for some patients by providing a more 
“person-centered” level of care  [  6  ] . They offer increased  fl exibility for individual 
needs, e.g., for a patient who has a special pet, who smokes, or who becomes agi-
tated by the presence of many people. The latter category may include someone 
with dementia who has “always been a loner,” but it also includes patients with 
dementia who now can’t or won’t engage in social activities offered by larger com-
munities. The resident’s day is traditionally less structured which may also work 
well for patients who have unusual sleep–wake patterns. 

 Because there are fewer residents in such homes, there are also usually fewer 
caregivers, although the staff:patient ratio is often far better than that of large facili-
ties. The caution is to make sure that the available personnel can manage any medi-
cal and behavioral issues pertinent to your loved one. Cost and proximity may also 
come into play in deciding whether this environment works well. And, like assisted 
living and memory care, Medicare and other health insurance doesn’t cover the cost 
of a residential care home. Long-term-care insurance might.  
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   Nursing Home/Skilled Nursing Facility 

 Although nursing home care is listed at the end of our facility list, it is not meant to 
imply that this is a higher level of care than memory care or that all patients will 
eventually go to a nursing home. Patients with dementia can stay in assisted living 
or memory care through their last days unless money to pay for such care runs out 
or medical needs require a higher level of nursing. 

 A skilled nursing facility (SNF, often pronounced “sniff,” also known as a skilled 
nursing unit or SNU) may be part of a nursing home, hospital, or other care institu-
tion. Medicare may cover a few days or weeks of skilled nursing if a patient meets 
several conditions, including a qualifying hospitalization (usually at least a few 
days). It is important to know that a hospital physician cannot prolong a hospital 
stay for the sole purpose of meeting this requirement. A patient must also have the 
ability to participate and bene fi t from the services offered, which may include phys-
ical, occupation, and speech therapy, as well as nursing care. This can be an issue 
when dementia interferes with a person’s ability to participate—such as when your 
loved one is unable to follow a therapist’s instructions or refuses to participate. 

 If your loved one with dementia is hospitalized for any reason, ask to speak with 
a social worker and check about your loved one’s eligibility for skilled nursing upon 
discharge from the hospital. If you have selected a facility for placement or your 
loved one already resides in such a facility, that institution may have its own SNF or 
SNU that can be utilized. A social worker can help arrange skilled nursing for an 
eligible patient. The requirements for Medicare to pay for inpatient rehabilitation 
care are similar but even more stringent. If a patient is not eligible for skilled nurs-
ing, home health services may be an option, not only for patients who live at home, 
but also for those in independent, assisted, or memory care. For example, a patient 
who lives in an Alzheimer’s unit might be eligible for Medicare coverage for physi-
cal therapy. The hospital social worker can help you sort this out. 

 A long-term-care insurance policy may alleviate some or all of the cost of nursing 
home care. Medicare and other health insurance do not cover long-term care in nurs-
ing facilities. However, Medicaid, which provides assistance to low-income indi-
viduals, may cover nursing home costs. Be aware that not all nursing homes accept 
Medicaid. Those that do may limit the number of beds that are available for Medicaid 
recipients. When a Medicaid bed becomes available in a facility, preference is typi-
cally given to existing residents who exhausted their funds while paying for their 
care at that facility. Patients may have no (or very limited) choice of facility and/or 
have to wait for a bed to become available. Consult an attorney as the rules and regu-
lations, particularly regarding assets, are complicated and vary from state to state. 
Since Medicaid is administered by the state in which your loved one resides, it is 
important to consult with an attorney in that state, preferably one who specializes in 
Medicaid eligibility and bene fi ts and, perhaps, an elder law attorney. Patients and 
families often express reluctance to take on the cost of attorney consultation, par-
ticularly since they are considering Medicaid in the  fi rst place due to limited  fi nancial 
resources. However, the feedback we have received from families consistently sup-
ports the idea that assistance is needed to navigate the Medicaid application process. 
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Social workers may also be of considerable help. They may be contracted privately, 
but their services may be covered as part of hospitalization, home health, Veterans’ 
bene fi ts, or residence at a facility.   

   Hospice 

 Many people think of Hospice in the context of cancer, but Hospice can offer 
signi fi cant help to patients with dementia at the end of life and their families. Did 
you know that Hospice can provide additional nursing and medical care? Pay for 
prescription medications? Offer social and spiritual services to the family as well as 
the patient? 

 Medicare has speci fi c criteria for Hospice eligibility. A diagnosis of dementia 
ALONE is not enough. A patient must meet other criteria, such as substantial weight 
loss, total bowel and bladder incontinence, and loss of mobility (e.g., a patient who 
was walking, who is now con fi ned to bed, or has to use a wheelchair). If you notice 
such changes in your loved one with dementia, it is important to bring them to 
the attention of a doctor and to request a Hospice evaluation because a physician 
must also certify that a patient has 6 months or fewer to live. If you aren’t sure, 
remember—an evaluation is just an evaluation. You have no obligation to accept 
Hospice services. 

 Hospice has served as an invaluable asset in the care of our patients and their 
families which is why we are generally inclined to order or concur with a Hospice 
evaluation for our patients with severe dementia. Dementia, after all, is ultimately a 
terminal illness. However, many families are signi fi cantly unnerved by the idea, 
because they have the “six months to live” de fi nition  fi rmly ingrained in their minds. 
Hospice forces us to address end-of-life issues, which often elicits resistance, anger, 
sadness, and fear. Some family members may feel like they’ve just been informed 
of imminent death at the mere mention of the word Hospice. Relatives may have 
watched a slow decline and just don’t see any acute change. Families may also fear 
that Hospice will come in, stop all of a loved one’s medication, and actually hasten 
death. In reality, we have found Hospice teams to be sensitive and receptive to our 
suggestions as dementia specialists regarding our patients’ medications and other 
needs. We have also seen case after case which goes to show that Hospice should be 
used sooner rather than later. A Hospice team usually spends a great deal of time 
and effort working with patients and families. The amount of help that they can 
provide is related to the amount of time that they are able to identify needs and plan 
and provide services. If Hospice is called for in the last few days of a patient’s life, 
they have little chance to become acquainted with the patient and family and address 
any issues, whereas if they are involved for weeks or months, they can meet a mul-
titude of medical, nursing, social, spiritual, and other needs. 

    Common sense    rule: Think of Hospice sooner rather than later.   
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   Choosing a Facility 

 In making this important choice, consider Program, Proximity, and Price. Most 
families will have to balance these factors in making their selection. 

  Program  refers to the type of facility, level of care, and activities and assistance 
offered. Now that you know the different types of facility, you are better equipped 
to look for the right one. You do not have to tour ten facilities. You can start with 
asking friends and other caregivers, professionals (doctor, social worker, geriatric 
care manager, etc.), online searches, and associations for patients and caregivers. 
Utilize a variety of Web- and non-Web-based resources to obtain the fullest picture 
of what is available in your community. Check Websites for state agencies respon-
sible for inspection, regulation, certi fi cation, and licensing. A number of for-pro fi t 
Websites may only show facilities and other agencies that advertise with them. 
These can still be very helpful resources; just consider the source and any potential 
bias. Also look at individual facility Websites. 

 Narrow your search to three or so places to tour. Speak with administration and 
staff, but also talk with residents and family members about their experience. Ask 
for a schedule and a menu. Drop by unannounced. Eat the food. Observe the resi-
dents and activities. Also consider whether it makes sense to move your loved one 
from facility to facility as she needs higher levels of care. Even if Mom doesn’t need 
much care now, consider a facility that has several levels of care so that she can 
remain in the same facility. This is the idea of “aging in place.” Your loved one may 
have to eventually move to another  fl oor, wing, or building in the complex, but that 
will generally be much easier than going to a new facility. 

 When it comes to  Proximity , think of the old real estate axiom, “location, loca-
tion, location.” The location should be directed by factors such as proximity to the 
family member/s (or other individual/s) who will visit most often and meaningful 
activities (such as clubs, social group, or religious institutions). An otherwise nice 
facility may not be the best choice if the closest family member lives so far away as 
to make visiting dif fi cult. Be creative in problem solving. Consider moving your 
loved one to a facility close to beloved people and activities or arrange transporta-
tion through the facility, friends, family, or neighbors to allow interaction and par-
ticipation as long as feasible and experienced positively by your loved one. 

  Price . It is important to obtain the right level of care for a loved one, while ensur-
ing that their means are not exhausted. Meet and communicate early and often with 
involved family members and similarly involved parties to avoid misunderstandings 
and to discuss options and preferences. Get information from a facility in writing. 
Consider carefully before signing documents. If you’re not sure, sleep on it. You 
may also try to negotiate the price, especially raising any extenuating circumstances, 
such as moving two parents to the same facility. As with any major  fi nancial or real 
estate transaction, consider advice from a  fi nancial planner and/or attorney. Consider 
hiring a social worker or a geriatric care manager for the informative assessments 
they may provide. Veterans and surviving spouses may be eligible for various levels 
of assistance, including the help of a social worker. Contact your local Veterans’ 
Administration for eligibility. 
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 And,  fi nally, consult with a patient’s physicians regarding predicted disease 
 duration and life expectancy. We often hear something along these lines:

  I know memory care would be good for Dad, but he really can’t afford it. We talked to 
Dad’s  fi nancial advisor. The advisor told us Dad would run out of money in three years if 
he moved to that level of care.   

 Since we’re all living longer, it is challenging to plan for the future. So this is 
how we look at it. Because no one has a crystal ball, we simply have to weigh the 
bene fi ts and risks to the best of our understanding. Will Dad’s money likely last him 
to the end of his life if he stays where he is? If the answer is yes or probably, there 
is more to think about because we run the risk of depleting his funds with the move. 
However, if Dad is 85 years old with severe dementia and multiple medical prob-
lems, the move may be worth the risk because his predicted life expectancy may 
only be a couple of years. 

 However, if Dad will likely outlive his savings, it surprisingly makes the decision 
easier. Unless family assumes Dad’s care or steps in with additional funding, Dad is 
heading toward needing Medicaid which could cover nursing home care. Since Dad 
would bene fi t from memory care, we would argue that it is better for Dad to spend 
his money on memory care during the years he is most aware and can bene fi t most 
from this level of care. This way, if he lives long enough that he runs out of money, 
his dementia may be so far advanced that a move to the nursing home may be 
uneventful and even required due to a need for skilled nursing care at that juncture. 

    Common sense    rule: Weigh Program, Proximity, and Price in selecting care.   

   Summary 

 Don’t be afraid to ask for and accept caregiving assistance from family, friends, and 
professionals. Explore options and identify resources as soon as possible. Consider 
early enrollment in adult day programs (Brain Therapy) to maintain a loved one’s 
social engagement and activity level and provide caregiver relief. Primary family 
caregivers should utilize respite care provided by relatives, professionals, or others 
to avoid caregiver burnout. Pick a residential care facility that would best serve a 
patient in case it might be needed in a crisis situation (e.g., if a primary caregiver 
falls ill or has to travel). Don’t hesitate to move a loved one to the level of care that 
works best.  

   Common Sense Rules 

    Engage help early and often.  • 
  Identify caregiving options and bene fi ts as soon as possible.  • 
  Be creative and cooperative in helping your loved one with dementia.  • 
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  Help the Helper.  • 
  Make a family plan of care.  • 
  The patient may need a break from the caregiver!  • 
  The most expensive choice is not always the best.  • 
  Respite care offers a temporary option to permanent placement.  • 
  Don’t delay in  fi nding a facility to best suit the needs of your loved one with • 
dementia.  
  Get on the waiting list for the facility of choice.  • 
  Ask questions.  • 
  Don’t judge a program by its title (or its décor).  • 
  Know signs indicating the need for supervised and secure living.  • 
  Consider facilities that offer multiple levels of care.  • 
  Make the move to a higher level of care as and when needed.  • 
  Think of Hospice sooner rather than later.  • 
  Weigh Program, Proximity, and Price in selecting care.     • 

   Websites 

 Medicaid information:   www.cms.gov     
 Medicare:   www.medicare.gov          
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   Worry does not take away tomorrow’s troubles. It takes away 
today’s peace.   

 This chapter    addresses the end-of-life decisions that families face for a loved one 
with advanced dementia. For patients with    advanced dementia, we look for a com-
pelling reason to justify additional assessments or interventions. It sounds logical in 
theory, but can be challenging in practice. The general rule of thumb is not to test 
for a condition that you’re not going to treat. Here is a formula we suggest that you 
follow in determining whether to proceed with any medical intervention. First, think 
ahead to what treatment you would reasonably allow. Then, work backwards to 
decide if any type of assessment, work-up, or diagnostic test is warranted. 

 Unfortunately, medical care often continues at the same intensity level for 
a patient with advanced dementia without much thought as to whether this is appro-
priate. Physicians may be uncomfortable deviating from routine medical care. 
A patient’s relatives may passively follow physician recommendations without 
 realizing that tests, procedures, and other interventions can be declined. And even 
with awareness of the option to refuse, a family member may have a hard time 
 saying no to further interventions. 

    Common sense    rule: Don’t do the test if the result won’t change the plan of care.  

    Chapter 16   
 Looking Ahead: The Later Stages         
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   Medical Care in Advanced Dementia 

   Comfort Care 

    This should be the principle guiding medical care in advanced dementia. We aim to 
preserve a patient’s quality of life, with an emphasis on relieving, avoiding, or at 
least minimizing pain and avoiding unnecessary and futile medical tests and treat-
ment. Even transport to a clinic or noninvasive tests may be dif fi cult for such 
patients. 

 What do we mean by advanced dementia? In this stage of dementia, patients 
depend on others for most or all of their basic ADLs, such as dressing, bathing, eat-
ing, brushing teeth, etc. Such patients typically have very poor memory and may not 
remember key information, such as date of birth, where they live, or some family 
members (particularly those known to the patient for the shortest amount of time, 
such as grandchildren or new in-laws). They cannot understand or participate in 
complex decision-making, such as that required for medical, legal, and  fi nancial 
issues. Many will have behavioral problems, such as agitation. At this stage of 
dementia, patients may be candidates for Hospice Care (discussed in the last chapter 
and in further detail below), which emphasizes comfort care only. 

 However, even a patient not eligible for Hospice or whose family (or other medi-
cal decision maker) chooses to decline Hospice care may still have comfort care or 
even comfort care only. The following sections provide some practical approaches 
for medical care in advanced dementia and may apply to other stages of dementia as 
well, depending on individual circumstances. 

    Common sense    rule: Comfort care works with or without Hospice care.   

   Medical Procedures 

 Let us say your loved one with dementia has an abdominal aortic aneurysm that is 
being monitored for an increase in size. Such an aneurysm is an abnormal swelling 
in the aorta, which is the largest blood vessel in the body. Typically, if an aneurysm 
is found, tests are done to monitor its size for surgical correction if it becomes large 
enough. The question is whether to keep doing the tests in a patient with advanced 
dementia. Thinking ahead, if you are the medical decision maker for such an indi-
vidual and would not consent for your loved one to undergo a major surgery even if 
the aneurysm is increasing in size, there is no reason for continued monitoring. 

 Likewise, let us say a patient with advanced dementia has a history of breast 
cancer and undergoes routine mammograms to look for cancer recurrence. Thinking 
ahead, if you are the medical decision maker for this patient and would not choose 
to expose your loved one to chemotherapy, radiation, or surgery, mammograms may 
be discontinued. 
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 Many families continue to schedule their loved ones with dementia for screening 
tests out of habit. Take a moment to think through the physical and psychological 
consequences of such evaluations, which may include mammograms and colonos-
copies, blood draws (e.g., for cholesterol checks), and prostate and gynecological 
exams. These tests may distress anyone, but particularly a patient who does not 
understand the rationale. 

 An annual Pap smear is important in screening for cervical cancer, but it requires 
that a woman disrobe, put her legs in stirrups, and undergo an invasive exam in an 
intimate area. It makes no sense to subject a woman with advanced dementia to such 
an evaluation if her family (or other medical decision maker) would not pursue 
treatment for any cancer found. This logic applies to other screening procedures 
(e.g., colonoscopies) as well. For patients with advanced dementia who may become 
agitated and uncooperative with the exam, these tests might even become painful or 
dangerous. 

 Sometimes patients with advanced dementia have particular symptoms, includ-
ing pain, justifying certain procedures, but, even then, the options should be clearly 
weighed. For example, can the patient’s pain or other symptoms be addressed with-
out invasive testing? Is the patient a candidate for Hospice? 

 Most patients with advanced dementia lose weight, but, in most cases, this may 
be attributed to late stages of dementia and does not indicate a need for a colonos-
copy to look for a cause. Again, if colon cancer were found, would any treatment 
but pain relief be desired? And, if comfort care is the priority for a given patient, 
why subject him or her to an invasive test? The bottom line is that the risks of medi-
cal screening in patients with advanced dementia may confer no bene fi t and pose 
signi fi cant risks. 

 For some patients with advanced dementia, the risks of any disruption to their 
environment (such as leaving a residence for a clinic) outweigh the potential bene fi ts 
of any procedure done in which transport is required. 

 Routine laboratory blood tests (e.g., for cholesterol levels) should generally be 
avoided in patients with advanced dementia. For those who become agitated, an 
attempt to insert a needle could injure the patient, the phlebotomist (person drawing 
blood), or others. If such a patient takes any medications that require blood checks, 
it may be worth stopping this drug or switching to another that does not necessitate 
such tests. 

    Common sense    rule: Stop routine medical screening in advanced dementia.   

   Dental Care 

 Along the same lines, routine dental cleaning may be discontinued for patients with 
advanced dementia who may become fearful and overwhelmed by the exam. In case 
of a compelling reason to intervene, such as a painful tooth abscess, the dentist may 
recommend anesthesia or other sedation both for patient comfort and staff safety 
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due to risk of biting. In such cases, if the dental procedure is necessary, then such 
sedation may also be justi fi able. 

    Common sense    rule: Discontinue routine dental care in advanced dementia.   

   Medications 

 As we discuss elsewhere, regular review of medications bene fi ts patients with 
dementia. As the disease advances, medical personnel, families, and other caregiv-
ers should consider stopping or minimizing medication that may no longer offer 
more bene fi t than risk. In addition, families may not want to pursue any treatment 
that could prolong life. Some may prefer to apply any cost savings to other aspects 
of a patient’s care. Others may just have a “less is more” philosophy. 

 Terminating a drug (or any medical intervention) is usually psychologically 
dif fi cult, however, not just for family members, but also for doctors and other medi-
cal personnel. It may, nonetheless, be the preferable, or even necessary, option. 
Therefore, don’t start medications without good justi fi cation and consider adjust-
ments as a patient’s condition changes. This should always be done with medical 
advice and supervision, particularly from a prescribing physician, and especially 
because some medicines may need to be withdrawn slowly. 

 For each medication, ask the questions: (1) What is the reason for taking this 
drug? and (2) What are the risks and bene fi ts? Discuss these issues with the pre-
scribing doctor to determine whether to (1) continue, (2) stop, or (3) reduce the 
dosage of medicine. 

 If a patient’s doctor doesn’t raise these questions, family caregivers (or other 
patient decision makers) most de fi nitely should. This especially applies to cases in 
which a patient has dysphagia (dif fi culty swallowing) or trouble taking medication 
regularly for any other reason. A discussion amongst doctors and families can help 
allay fears and concerns, lead to a careful and considered decision, and bring peace 
of mind for all. 

   Routine Medications Unrelated to Dementia 

 Let’s say your loved one with advanced dementia takes a cholesterol-lowering drug. 
Your family member may have had a prior heart attack, done well on this medica-
tion, and you and the patient’s physician decide to continue it. However, as demen-
tia progresses, cholesterol, appetite, and/or weight often lessen and may justify 
stopping this medication. Maybe your family member can no longer cooperate with 
having blood drawn (or you have decided that he or she should no longer be sub-
jected to such tests). Perhaps the aim of reduced risk of heart attacks and strokes no 
longer justi fi es its use due to stage of disease, cost, and/or other factors.  
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   Neuropsychiatric Medications 

 These treat dementia, anxiety, depression, and other mood and behavioral symptoms. 
 Dementia medications do not appear to prolong life in Alzheimer’s disease  [  1  ] , 

and little evidence exists to support such a role in other types of dementia. However, 
behavioral symptoms may emerge when medicines speci fi cally designed to treat 
dementia are stopped, even in patients who have no history of behavioral problems 
or who have not had any in some time  [  2  ] . Therefore, these medications may be 
justi fi ed in advanced dementia for reasons of preventing or treating behavioral 
symptoms, such as agitation. 

 Non-pharmacologic treatment should be tried for mood and behavioral symp-
toms which occur despite treatment with dementia drugs. Other neuropsychiatric 
agents may pose signi fi cant risks and should be used judiciously. Chemical and 
physical restraint of patients should be avoided. For example, medications should 
be adjusted for a patient who appears overly sedated. 

 Unless speci fi c new issues arise, we almost always recommend that our patients 
with advanced dementia stay on the regimen that has worked for them previously. 
However, it is important to regularly check that the bene fi ts of each medication 
continue to outweigh the risks. 

 Stopping one or more of these medicines may be a consideration due to cost or 
other issues. Dosage reduction may be indicated due to sedation, poor appetite, or 
other symptoms. If a decision is made to attempt withdrawal or reduction, we highly 
recommend following the measures discussed in the chapter on medications. 
Namely, only one medicine should be adjusted at a time, and this should be done 
slowly, cautiously, and with medical supervision. Any problems arising may then be 
addressed by restarting the drug or resuming the prior dosage of the drug.  

   Appetite Stimulants 

 We do not recommend medications solely prescribed to stimulate appetite in our 
patients with advanced dementia. Overall, studies of appetite stimulants in dementia 
show some bene fi t for weight gain, but not for prolonging life, improving function, 
or otherwise enhancing quality of life  [  3  ] . We therefore look to what medications 
might be stopped, reduced, or switched in order to maintain health. For example, 
cholesterol-lowering medication could be discontinued for a patient who is no lon-
ger eating much. If a patient has previously done well on an oral form of a cholin-
esterase inhibitor, but is now experiencing poor appetite and weight loss, this type 
of anti-dementia medication might be switched to a patch form to minimize these 
symptoms. For a patient needing a sleep aid, we might try mirtazapine in low doses 
to stimulate appetite and weight gain. (Note that mirtazapine may also be used to 
treat mood and behavioral symptoms besides insomnia.) 

    Common sense    rule: Streamline medications.    
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   Consolidated Care 

 While one or more specialists may bene fi t a patient in initial stages of dementia, 
advanced dementia may be the time to consolidate care. Consider conducting all of 
a patient’s care via one physician. First, identify the doctor who will adopt this role 
and make sure that he or she is comfortable with this plan. 

 This might be the primary doctor (such as an internist, family practitioner, or 
geriatrician) who has cared for your loved one for years. If it is dif fi cult to transport 
your family member to the primary doctor’s of fi ce, you might ask for a recommen-
dation for a physician house calls service. 

 A physician af fi liated with the long-term-care facility in which your loved one 
resides could also serve in this role. This doctor visits patients on-site, thus eliminat-
ing the need to take your loved one out of the facility for such evaluation. This 
approach has pros and cons. It may bene fi t a patient and enhance care by allowing 
the doctor to examine the individual in a familiar place, easily access the medical 
chart and medications, and facilitate discussion with nursing and other staff who 
regularly interact with the patient. Families love the convenience, particularly when 
it is a struggle to get a loved one out and about. Medical issues and families’ con-
cerns can be addressed promptly when they arise. On the negative side, sometimes 
families don’t have as much interaction with the doctor as with a family physician. 
They may worry that the visiting physician is unaware of pertinent health history, 
including current issues, particularly when the patient is no longer able to contribute 
relevant information during an exam. 

 When considering a doctor af fi liated with a facility or who makes house calls, 
ask if the visiting physician works alone or as part of a team of nurse practitioners 
or physician assistants, who may see your loved one more frequently than the doctor 
supervising the care. The latter is the typical arrangement and often works well. If 
your loved one is enrolled in Hospice, the medical team operates similarly and is yet 
another option for point-of-care. 

 In any event, if your loved one currently follows with a primary care physician, 
have him or her weigh in on the decision. He or she will likely have invaluable 
insight into the particulars of your loved one’s situation (and yours). 

 Speak with specialists to see if their medications and care can and should be 
transitioned to the primary care physician and, if so, how best to do this. If a patient 
has signi fi cant psychiatric or behavioral issues, it may also make sense to continue 
care with a dementia specialist, such as a psychiatrist or a neurologist. 

    Common sense    rule: Consolidate medical care in advanced dementia.    

   Emergency Room Visits and Hospitalizations 

 Families often do not realize that they have a say in whether their loved one goes to 
the emergency room (ER). If a patient with advanced dementia lives at home, family 
can agree not to call emergency services or send a loved one to the emergency room. 
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We recommend discussing this with all relevant and concerned family members and 
doctors and putting instructions in writing to avoid confusion and miscommunica-
tion. If a loved one with dementia lives at a facility, you will need to speak with the 
facility’s administrator. The facility may require written documentation of a fami-
ly’s wishes as they may have internal procedures where ER visits are automatically 
triggered by certain events, such as a fall, fainting, or chest pain. Such visits are 
usually avoided for patients in Hospice Care, but may be called for in some circum-
stances. Family members should discuss this with the Hospice medical team. 
However, even if a patient with advanced dementia is not in Hospice Care, transport 
to an emergency room doesn’t need to occur if the patient’s medical decision maker 
decides against it. Ideally, this decision should be arrived at, documented, and com-
municated to a patient’s doctors and family members well in advance and not in the 
midst of an emergency situation. And, Hospice Care should be seriously considered 
for such a patient. 

    Common sense    rule: It is possible to avoid hospitalization in advanced 
dementia.  

   Resuscitation Status 

 If a patient does not have directives in place, family members will most likely need 
to determine resuscitation status. If resuscitation is not desired, it is best to docu-
ment this decision in advance of any emergency, since withdrawing care tends to be 
much more dif fi cult psychologically and emotionally than simply avoiding an 
unwanted procedure in the  fi rst place. 

 Survival rates of elderly patients after resuscitation are under 10 %  [  4–  6  ] . 
Therefore, it is usually dif fi cult to justify subjecting a person with advanced demen-
tia to the rigors of a resuscitation effort. 

   What Does DNR Mean? 

 DNR stands for “Do Not Resuscitate.” Therefore, Cardiopulmonary Resuscitation 
(CPR) will not be administered by anyone present or emergency medical services 
(EMS) will not be called to administer CPR if a patient’s heart or breathing stops. 
All noninvasive, non-painful efforts to make a patient comfortable still can and 
should be made. 

 In reality, sometimes EMS are still called in a nonhospital setting (e.g., home, 
assisted living, rehabilitation or long-term-care facility). This may be due to uncer-
tainty about a patient’s medical condition, a facility’s policies, etc. If EMS are 
called, they could be called again and told that they are not needed (however, once 
en route, they often must proceed regardless). If EMS does arrive, the patient’s DNR 
directive should be produced and shown immediately to them so that they can avoid 
administering unwanted and unnecessary resuscitation efforts. 
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 DNR forms and regulations vary from state to state. Blank DNR forms may be 
found online or requested from medical institutions and clinics, including hospitals, 
doctors’ of fi ces, home health agencies, and long-term-care facilities. They gener-
ally require the approval and signatures of the person with medical decision-making 
power for the patient and at least one physician.  

   What Is Resuscitation? 

 As its name suggests, CPR includes two basic components: trying to restart a heart 
that has stopped beating normally and providing oxygen to someone who has 
stopped breathing normally. One physiologic process can go on independently for a 
short time, but the two often go hand in hand if no intervention is made. That is, if 
you stop breathing, your heart soon follows and vice versa. 

 Resuscitation is generally not gentle and may not best serve the interests of a 
patient with advanced dementia or other terminal, irreversible illness. CPR may 
include removing clothing from the upper body, chest compressions (repeatedly 
pushing down on a patient’s chest with both hands using the weight of your own 
body—this can and sometimes does result in broken ribs), precordial thump (hitting 
the chest to try and restart the heart), and de fi brillation (using paddles to deliver 
electric shocks, which can cause burns). It may also involve mouth-to-mouth resus-
citation to deliver breaths to a patient. 

 Advanced Cardiac Life Saving (ACLS) resuscitation techniques may be per-
formed outside the hospital by EMS (including ambulance personnel such as 
Emergency Medical Technicians, also called paramedics) or by nurses and doctors 
in a hospital or a similar setting. ACLS includes CPR and may also involve putting 
a breathing tube down a patient’s throat and airway (windpipe), inserting an intrave-
nous (IV) line via a needle into a vein (or using a preexisting one) to deliver medica-
tions, and other procedures. 

 As you can see, resuscitation can be painful and invasive. What you might be 
surprised to learn is, unlike what you see on TV and in the movies, how often it fails, 
even for patients for whom it is appropriate. CPR administered by medical profes-
sionals is successful only 15 % of the time for hospitalized patients  [  4–  6  ]  and less 
than 10 % for those outside the hospital  [  7  ] . Contrast this to  fi ctional television 
programs and movies in which CPR is depicted as successful more than two-thirds 
of the time  [  8  ] . Therefore, CPR may not only be a rough procedure for a patient with 
advanced dementia, but also most often will be in vain.

  I’m moving my husband to a memory facility due to his advanced dementia. They asked me 
about DNR status, since I am his Medical Power of Attorney and his doctor said that he is 
no longer capable of making his own decisions regarding such matters. I don’t know his 
speci fi c wishes, but I suspect he wouldn’t want his life prolonged. He always talked about 
not wanting to be a burden. However he’s in pretty good health. I’m not sure what to do. 

 First and foremost, try to make the decision that your husband would if he were 
able and act in his best interests. If you have considered all of the foregoing and your 
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gut then tells you that he would not want resuscitation given his current condition, 
then you can complete and sign forms to designate his status as “DNR” (usually with 
the agreement and signature of at least one of his doctors). Provide a copy to the facil-
ity and his physicians. It may help to discuss this decision with other family members 
and doctors or at least inform them of it. It’s certainly important to document.   

 A DNR directive provides a way to protect patients from having to go through 
possibly uncomfortable, unnecessary, and futile CPR in the last moments of their 
lives. Such patients can instead be made comfortable via much kinder and gentler 
measures. 

    Common sense    rule: Doing everything for a patient may not be best for the 
patient.     

   Avoid Feeding Tubes 

 We strongly discourage the use of feeding tubes in dementia. Based on the prepon-
derance of medical evidence  [  9  ]  which has shown that: 

 Feeding tubes in dementia:

   Do NOT prolong survival.  • 
  Do NOT decrease the risk of aspiration pneumonia (pneumonia developing when • 
food or saliva goes down a person’s airway or windpipe instead of the esophagus).  
  Do NOT improve a patient’s functional status.    • 

 But, feeding tubes in dementia are associated with:

   Increased infection.  • 
  A substantial number of deaths at the time of or shortly after the procedure for • 
tube insertion.    

 And, in a recent study  [  10  ] , family members whose loved ones with advanced 
dementia died with a feeding tube in place were less likely to report excellent end-
of-life care than those whose loved ones did not have a feeding tube. 

    Common    sense rule: Avoid feeding tubes for dementia.   

   Consider Hospice 

 Hospice evaluation should be strongly considered for a patient with advanced 
dementia and eligibility for this was discussed in the last chapter. Our families 
almost universally endorse positive experiences with hospice. In addition to the 
medical care they provide, hospice team members offer their extensive experience 
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and unique skills to address the emotional and spiritual issues that arise for patients 
and their families. Several patient families have reported that the greatest blessing 
of their time with hospice was not feeling alone.  

   Letting Go, Gently 

 There comes a point in any illness that we, as physicians and families, need to 
 follow a loved one’s lead and let nature take its course.

  I just don’t understand it. Mom is clearly ready to go. She would never want to live this 
way. But she just hangs on. It’s so hard to watch. 

 Wow. This is tough stuff and hard to watch, let alone for family and other care-
givers to live through each. Here we have a situation where Mom’s body has out-
lived her mind. At this point, family members may have made peace with a loved 
one’s passing. They may even see Mom’s death as a blessing, believing she will go 
on to a better place. It is important to look at what we (physicians, family, and other 
caregivers) are doing and see if we are doing anything to actively block a loved 
one’s efforts to go in peace. If DNR status has been designated, we can then move 
on to whether we should continue to treat medical symptoms and illness. Our health 
care system defaults to treating almost anything, whether it should be or not. We 
want to avoid overwhelming the brain further with repeated and futile medical 
interventions. Are we sending Mom to the emergency room each time she is som-
nolent, confused, or falls? Are we testing and treating for all medical problems, 
including every instance of possible dehydration and infection? Answering these 
questions in the af fi rmative is not necessarily a good thing, the right thing, or the 
best thing for a patient with advanced dementia. We need to talk about why we’re 
continuing to utilize the hospital and treating infections, and, most importantly, if 
we should stop. From a medical standpoint, we might think of simply letting nature 
take its course. From a philosophical standpoint, we may wish to try and align our-
selves with the course the patient is following. You might think of it as following 
Mom’s lead. A spiritual viewpoint might suggest that by blocking Mom’s exit from 
this world, we’re blocking the threshold of heaven.   

 You may consider these and other points of view, but the crux is to  fi nd and fol-
low your path alongside your family member. Take comfort in knowing that your 
loved one doesn’t have to go it alone. 

    Common sense    rule: Follow your loved one’s lead.  

  Our parting wish for all who read this book is peace . One of the greatest gifts you 
can give your loved one is reaching an inner peace about his or her journey, includ-
ing its end. This is a journey in itself. Discuss it openly with the people who matter 
to you and your loved one with dementia, including family, friends, and other care-
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givers. Let go of grudges, guilt, and unresolved issues. Always remember, your 
loved one will only do as well as you are doing. So, let yourself  fi nd and feel at least 
some serenity. Peace is a gift. Allow yourself to accept it. 

 Dear Caregiver, we salute you. Thank you for all that you do.  

   Summary 

 When evaluating the utility of medical assessments or interventions, use the 
 compelling reason rule: Don’t do the test if the result won’t change the plan of 
care. Emphasize comfort and consolidate medical care for patients with advanced 
dementia. Review and streamline medications. Avoid excessive and futile interven-
tion, such as feeding tubes. Consider palliative care/Hospice care in advanced 
dementia. Take comfort and  fi nd peace and self-worth in your vital role as caregiver 
and companion to your loved one with dementia.  

   Common Sense Rules 

    Don’t do the test if the result won’t change the plan of care.  • 
  Doing everything for a patient may not be best for the patient.  • 
  Comfort care works with or without Hospice care.  • 
  Streamline medications.  • 
  Avoid feeding tubes for dementia.  • 
  Follow your loved one’s lead.    • 

 Common sense rules speci fi c to patients with advanced dementia (but which may 
be considered in other stages of dementia, depending on individual circumstances):

   Stop routine medical screening.  • 
  Discontinue routine dental care.  • 
  Consolidate medical care.  • 
  It is possible to avoid hospitalization in advanced dementia.  • 
  Consider Hospice.     • 

   Websites 

 Alzheimer’s Association:   www.alz.org     
 Caring.com:   www.caring.com     
 Family Caregiver Alliance:   www.fca.org     
 National Hospice and Palliative Care Organization /National Hospice Foundation :  
   http://www.nhpco.org          

http://www.alz.org
http://www.caring.com
http://www.fca.org
http://www.nhpco.org
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  fi sh oil/omega-3 fatty acids/DHA , 103  
 ginkgo biloba , 103  
 huperzine A , 103  
 magic bullet phenomenon , 99  
 melatonin , 104  
 6 O’ clock news phenomenon , 99  
 phosphatidylserine , 104  
 quality of life consideration , 99  
 risks in , 99  
 tramiprosate , 104    

  O 
  Obsessive-compulsive behaviors.    

See  Behavioral problems  
  Obstructive sleep apnea (OSA) 

 medications, dementia , 92  
 prescription drugs of abuse , 114   

  Onset types, dementia , 2, 3   
  Opiates , 114    

  P 
  Pacing , 139   
  Palliative care.    See  Medical care, 

advanced dementia  
  Paranoia , 131   
  Parkinson’s disease dementia , 12   
  Parkinson’s-plus syndromes , 12–13   
  Patient advocate 

 family member , 20  
 POA , 19, 21  
 primary medical care , 22–23  
 resources , 26–27   

  Pharmacology, dementia.    See  Medications  
  Phosphatidylserine , 104   
  POA.    See  Power of Attorney (POA)  
  Poor appetite/sweet tooth , 142   
  Power of Attorney (POA) 

 description , 152–153  
 practical consideration, selection of , 

154–155   
  Problem behaviors, dementia.    

See  Behavioral problems  
  Progression, dementia , 2–4   

  Psychosis 
 addressing technique , 130–132  
 delusions , 129–130  
 description , 129  
 hallucinations , 129  
 medications for , 132    

  Q 
  Quantitative electroencephalogram , 105    

  R 
  Reminyl/Razadyne.    See  Galantamine  
  Repetitive questioning , 136–137   
  Residential care 

 assisted living , 177–179  
 independent living , 176–177  
 memory-assisted living/memory care/

Alzheimer’s unit , 179–180  
 personal care home , 183  
 planning for , 176   

  Respite care , 174–175   
  Rivastigmine , 90–91    

  S 
  Scheduled voiding 

 alternative therapies , 104  
 common sense approach, 

dementia care , 62   
  Scratching, picking and slapping , 138   
  Sedatives 

 behavioral problems , 144  
 prescription drugs of abuse , 115   

  Signposts, dementia 
 memory impairment , 8  
 specialist role , 8  
 treatment , 7–8  
 types of 

 Alzheimer’s disease , 9–10  
 cognitive decline , 16  
 delirium , 14–15  
 frontotemporal dementia , 13  
 mild cognitive impairment , 10  
 mixed dementia , 12  
 Parkinson’s disease dementia , 12  
 Parkinson’s-plus syndromes , 12–13  
 traumatic brain injury , 14  
 vascular dementia , 10–11   

  Sleep disturbances , 114   
  Sleep-wake cycle disruption , 141   
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  Social/community centers , 170   
  Social withdrawal , 125   
  Specialist.    See also  Doctor’s visit 

  fi nding through family physician , 25–26  
 identi fi cation , 23–24  
 reason for consultation , 25   

  Stages of care, dementia , 4   
  Stem cell therapy , 105–106   
  Stimulatory therapy , 104   
  Sundowning/confusion , 138–139    

  T 
  Tacrine , 86   
  Tramiprosate , 104   
  Traumatic brain injury (TBI) , 14    

  U 
  Ubiquinone, idebenone.   

 See  Coenzyme Q10 (CoQ10)   

  V 
  Vascular dementia (VaD) , 10–11   
  Vitamin B12 , 99–100   
  Vitamin D , 100   
  Vitamin E , 100–101   
  Vivimind.    See  Tramiprosate   

  W 
  Wandering , 139–140          
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