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 The term dementia refers to a progressive decline in cognitive functioning resulting in a 

significant impairment in daily living. Given the devastating impacts of the disease and lack of a 

cure, it is reasonable to expect people fear developing a dementia. Alzheimer’s disease ranks 

high among the most feared diseases in national samples of the American population. As a topic 

of study, little is known about the determinants of fear of Alzheimer’s disease and how this fear 

may change as a function of aging, time, or experience. The current study sought to fill this gap 

by investigating the nature of changes in fear of Alzheimer’s disease by following participants (N 

= 227) over the course of two years. Volunteers completed measures on fear of dementia, 

knowledge about Alzheimer’s disease, knowledge about the aging process, personality traits, 

memory self-efficacy, anxiety about aging, and Alzheimer’s-related experiences (i.e., family 

history, caregiving experience, number of people known with the disease, personal diagnosis, 

etc.). Results supported the notion that fear for becoming a burden to others, a component of fear 

of dementia, decreased over the two years. In addition, personality traits and memory self-

efficacy mediated the two-year change in concerns about perceived symptoms of cognitive 

decline. In predicting fear for various aspects of Alzheimer’s disease, anxiety about aging and 

experience/exposure to the disease emerged as prominent predictors. These results highlight 

dementia concerns and offer guidance for early interventions, such as an open communication 

with family and health care providers about fear of dementia. 
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CHAPTER 1 

INTRODUCTION 

The term dementia is widely used, but often without an appreciation for its actual 

meaning. Broadly speaking, dementia refers to a progressive decline in cognitive functioning 

resulting in a significant impairment in daily living. In our society, dementia has become 

synonymous with forgetfulness and memory problems; however, there are many causes and 

manifestations of progressive cognitive impairment. The public is well aware of the presence of 

Alzheimer’s disease (AD), or at the very least, of dementia, and likely has a rough understanding 

of what such a disorder entails. Beyond symptoms, dementia must be understood with an 

emphasis on its societal, cultural, familial, and individual impact. Given the multidimensional 

nature of AD, it is reasonable to expect people fear developing this disease. In fact, Alzheimer’s 

disease ranks high among the most feared diseases in national samples of the American 

population (Harvard School of Public Health, 2011; MetLife Foundation, 2011). 

Conceptualizations of how the public interacts with dementia are developing, as is seen in the 

removal of the term dementia in the 5th edition of the Diagnostic and Statistical Manual of 

Mental Disorders (see www.dsm5.org).   

Fear of Alzheimer’s disease remains an important topic of research with far-reaching 

implications for public policy, health promotion, and health care practices. Studying fear of AD 

involves accounting for what is known about the disease, what is feared about the disease, and 

related issues such as personality traits, anxiety about aging, memory performance, and 

knowledge about the aging process. Examined together, such constructs may account for the 

differences in reported levels of fear between persons. This study investigated the relationships 

among these variables, extending existing literature, while adding to our understanding by 

examining the nature of fear of AD in a two-year follow-up of adults. The trajectory of fear of 
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AD over time has yet to be established. Before attention is given to the feared aspects of AD and 

the implications of such a disposition, a review of Alzheimer’s disease is necessary. 
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CHAPTER 2 

REVIEW OF THE LITERATURE 

Dementia of the Alzheimer’s Type 

Dementia must be understood with an emphasis on its societal, cultural, familial, and 

individual impact. Alzheimer’s disease (AD) is the most common cause of dementia and has 

been deemed an urgent national health priority (National Institutes of Health, 2010). This 

concern seems warranted considering the estimated 2.4 million to 5.3 million Americans 

currently diagnosed with the disease (Alzheimer's Association, 2010; National Institutes of 

Health, 2010). Alzheimer’s disease ranks as the seventh leading cause of death in the United 

States (Alzheimer’s Association, 2010). While adults over the age of 65 comprise the vast 

majority of those affected, one should not necessarily equate AD with those only of an advanced 

age. Sadly, every 70 seconds someone in the United States develops AD, with 11 to 16 million 

people predicted to have the disease by 2050 (Alzheimer’s Association, 2010). 

 Social demographics help to explain the recent push in dementia-related research. 

Recently, the first members of the “baby boomer” generation (those born between 1946 and 

1964) turned 65. Moreover, people are living longer than ever before, meaning that more adults 

will reach “older age” and stay there for a longer amount of time (Statistics Federal Interagency 

Forum on Aging-Related, 2010). Understanding these societal changes plays an important role in 

understanding AD and other dementias. As one in eight older adults are diagnosed with AD 

(Alzheimer’s Association, 2010) and with the current trend of an expanding population of older 

adults, there is real concern that the number of those affected with AD or any other form of 

dementia will greatly increase. This increase has certainly caught the attention of the popular 

media, exposing individuals to the rising concern.  
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 The impact of the disease is also felt on a financial level. Worldwide, the estimated cost 

of dementia care is $279.3 billion (US). When adding the cost of informal care, such as when a 

caretaker assists with basic daily activities (hygiene, meals, etc.), the cost rises substantially to 

$421.6 billion (US) (Wimo, Winbald, & Jönsson, 2010). In the United States alone, direct cost of 

dementia care is estimated to be $76.8 billion, representing an increase over estimates at the 

beginning of the decade. Per person, the average cost of care in North America was the highest 

in the world, with persons spending an average of $26,700 annually on dementia care (Wimo et 

al., 2010). These costs cover a wide ranging area of interventions, such as medications, testing, 

home healthcare, and nursing home placement. 

 For the person with AD, the impact of the cognitive impairment is substantial. Dementia 

will lead to a decrease in lifespan and progressively subtract from his or her quality of life. 

However, care should be taken to promote quality of life/relationships and dignity. The cognitive 

and functional impairments persons experience pose a safety risk, eventually requiring close 

personal supervision. It is not uncommon for someone with advanced AD to be placed in a long-

term care facility. Family members and friends may experience grief or anticipatory grief, 

knowing that their loved one is slowly declining. There is a loss of functioning and an ability to 

effectively interact (Doka, 2004). While a physical body remains, family often report that their 

loved one has long since left (Martin & Sabbagh, 2011). The amount of stress the families can 

endure, and more so for those functioning as caregivers, can be detrimental to one’s physical 

health, mental health, and quality of life (Montgomery, Rowe, & Kosloski, 2007). 

Risk Factors 

 The greatest risk factor for AD is age (Alzheimer’s Association, 2010). The number of 

people with AD doubles for every 5-year age interval after the age of 65 (U.S. Department of 
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Health and Human Services, 2008), with those over 85 being at the highest risk (National 

Institutes of Health, 2010). For those individuals developing the disease after the age of 65, it is 

referred to as “late-onset” AD. A diagnosis before the age of 65, sometimes as early as 35, is 

commonly referred to as “early-onset” AD (American Psychiatric Association, 2000). 

 Gender is another risk factor for AD. Women outnumber men with the disease, largely 

due to the longer life expectancy for females (Alzheimer’s Association, 2010). There is some 

conflicting evidence suggesting that the decrease is estrogen after menopause plays a role in the 

increased risk for older women (Brinton 2001; Rodriques et al., 2010). Evidence for racial 

differences is mixed, with most research, however, indicating that African-Americans and 

Hispanic populations are at a higher risk, while Japanese and Chinese individuals show the 

lowest risk for developing this disease (Hannay et al., 2004). 

Mild cognitive impairment (MCI) is a condition often believed to be a risk factor for the 

later development of AD (Albert et al., 2011; Sperling et al., 2011), although not everyone 

exhibiting this form of impairment will develop AD (Manning & Ducharme, 2010). MCI is 

present when there is objective evidence of impairment in one or more cognitive domains, but 

not severe enough to cause significant impairment in everyday living. Other factors such as 

traumatic brain injury may cause mild impairment and is a potential risk factor for AD (Hannay 

et al., 2004). New research on the medical, biological, and health correlates of dementia are 

rapidly emerging. For example, high blood pressure, diabetes, cardiovascular disease, 

cholesterol, inflammation, and health behaviors such as smoking and alcohol consumption, have 

received attention as potential risk factors (for a brief review, see Qiu & Fratiglioni, 2011).  

The role of premorbid personality traits in cognitive impairment is receiving greater 

amounts of attention of the past decade. Findings suggest that greater levels of neuroticism (i.e., 
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those more prone to negative emotional states) is associated with an increased risk for later 

cognitive impairment (Archer et al., 2009; Crowe, Andel, Pedersen, Fratiglioni, & Gatz, 2006; 

Wilson et al., 2005).  Furthermore, conscientiousness (i.e., being thorough and careful) is also 

related to cognitive decline (Duberstein et al., 2011; Wilson, Schneider, Arnold, Bienias, & 

Bennett, 2007), suggesting that personality traits are powerful tools for discriminating between 

healthy aging and cognitive decline (Duchek, Balota, Storandt, & Larsen, 2007). This line of 

research is not to be confused with observed and reported changes in personality before the 

clinical onset or in the course of Alzheimer’s disease (Balsis, Carpenter, & Storandt, 2005). 

Much funding is earmarked for genetic and biomarker research in pursuit of 

understanding, identifying, and treating AD (National Institutes of Health, 2010). Through these 

efforts, both past and present, we now recognize the vital role family history plays in 

determining one’s risk for the disease. Compared to those families without a history of AD, 

having a first-degree relative with the disease will double one’s chances of developing 

Alzheimer’s disease (Hannay et al., 2004). Furthermore, particular chromosomes are associated 

with the rare early-onset type of Alzheimer’s disease. Mutations found in the genes of 

chromosomes 21, 14, and 1 cause the formation of abnormal proteins. Carrying any of these 

abnormal proteins will drastically increase the likelihood of developing the early-onset type of 

AD (U.S. Department of Health and Human Services, 2008).  

Work has been done to understand the genetic risk factors for late-onset dementia as well, 

primarily focusing on the gene apolipoprotein (ApoE) found on chromosome 19 (although a 

number of other genes are beginning to receive more attention). This naturally occurring gene 

serves a role in transporting cholesterol throughout the body (Hannay et al., 2004). However, one 

of the gene’s forms, ApoE ε4, is believed to have a hand in the development of a later life onset 
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of AD (U.S. Department of Health and Human Services, 2008). Inheriting one of these genes 

places an individual at an increased risk of developing the disease, but does not guarantee the 

development of AD (Alzheimer’s Association, 2010), as it is observed in about 40 percent of all 

persons diagnosed with AD (U.S. Department of Health and Human Services, 2008). It is useful 

to keep abreast of the biological and genetic developments in AD research, as it is rapidly 

evolving. Despite the amount of attention to genetics, family history and biological markers only 

comprise a fraction of our current understanding of Alzheimer’s disease and conceptualizations 

of interventions. There is still much unknown about the disease process.  

 Diagnostic Criteria: Past, Present, and Future 

 The distinctive pattern of AD that we now recognize today is by no means a recent 

discovery. Once long believed to be an inevitable part of the aging process was recognized in 

1904 as an unusual state of the brain by Dr. Alois Alzheimer, a German psychiatrist (Cipriani et 

al., 2011). Diagnostically, there are certain considerations for a health professional when 

examining for the presence of AD. Before a diagnosis is made, several others must be “ruled 

out” as their presentations may appear similar. For example, expected age-related cognitive 

decline, depression, delirium (an acute confusional state), drug abuse, medication side effects, 

vascular health, and other causes of dementia must be considered. This makes AD challenging 

and a diagnosis of exclusion – the clinician or researcher must rule out many other diseases that 

are responsible for cognitive impairment (Hannay et al., 2004). 

 According to the Diagnostic and Statistical Manual of Mental Disorders (DSM; 

American Psychiatric Association, 2000), a diagnosis of AD is made in the presence of cognitive 

deficits and subsequent impairment in one’s daily activities. There must be at least two cognitive 

impairments present, one of which must be memory impairment (defined as an “impaired ability 
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to learn new information or recall previously learned information”) (American Psychiatric 

Association, 2000). Furthermore, one or more of the following cognitive deficits must be 

present: a disturbance in language abilities, impairment in carrying out motor activities, an 

inability to recognize objects, or a disturbance in executive functioning (such as planning ability, 

abstract thoughts, organizing, etc.). The impairment in motor activities and recognition of objects 

must occur despite intact motor and sensory functioning (American Psychiatric Association, 

2000). Lastly, these cognitive and functional changes are characterized by a slow onset and an 

unquestionable worsening of symptoms. 

 Until recently, the diagnosis of Alzheimer’s disease was based on the criteria established 

in 1984 by the National Institute of Neurological and Communicative Disorders and Stroke 

(NINCDS) and the Alzheimer’s Disease and Related Disorders Association (ADRDA). We now 

know much more about AD and other dementias, particularly with the support of biomedical 

research. New evidence suggests that not every patient with the AD has severe memory 

impairment, challenging the hallmark symptom of AD (McKhann et al., 2011). The changes and 

processes occurring in the person’s life and brain may also occur long before an actual diagnosis 

of AD is warranted (Albert et al., 2011; Sperling et al., 2011). The National Institute on Aging 

and the Alzheimer’s Association Workgroup recommends that for those individuals with 

biological evidence of AD, but not the characteristic severe memory decline (“nonamnestic 

presentation”), must also exhibit language, visuospatial (visual perception of spatial 

relationships), and executive dysfunctions. When these criteria are met, a diagnosis of 

“probable” AD dementia may be made (McKhann et al., 2011). Furthermore, current work on 

the 5th edition of the DSM suggests that the diagnostic classification and symptom presentation 

may change (see www.dsm5.org). At the time of this writing, it was proposed that the terms 
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“major” and “minor” neurocognitive disorder be used, with an added specification for the 

suspected cause of the cognitive impairment (i.e., Alzheimer’s pathology or vascular). The term 

“dementia” is slated to be removed from the text altogether. 

Course of the Disease 

 A major hallmark of AD is the impairment observed in memory functioning, usually 

experienced as trouble recalling recent events. On formal testing, individuals will display rapid 

forgetting for newly learned information (Lichtenberg, 2010). Therefore, delayed memory, or the 

recall of information after some time has passed, is a good indicator of AD, but certainly may 

also implicate other cognitive concerns. Difficulties in expressive language (i.e., speaking), 

everyday judgment, and executive functioning will also begin to emerge (McNamara, 2011). 

Persons with AD may have difficulty finding the right word for items and, as an example, may 

refer to a pencil as a “writing instrument” to circumvent this deficiency. In addition, they may 

demonstrate poor judgment, such as with financial decisions, planning activities, and performing 

complex tasks (i.e., accurately reading a water bill, writing the check, and sending the payment 

in the mail). Sadly, many individuals may be unconcerned or unaware of their memory loss or 

errors in judgment as the disease worsens. Such individuals may deny or cover up the difficulties 

they are having, or find ways of compensating for the memory, decision-making, or attention 

problems they are experiencing (Hayslip, Patrick, & Panek, 2011; Welsh-Bohmer & Warren, 

2006). 

 As the disease progresses, individuals experience a loss of memory for all remembered 

and learned information. Cognitive impairments become increasingly global and pervasive, 

disrupting the daily life of the person and those individuals involved in dementia care (Hayslip et 

al., 2011). For example, there are more pronounced difficulties in expressive speech, language 
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comprehension, and motoric problems. Delusions and hallucinations are also common among the 

later stages of the disease. Personality changes, such as a disregard for manners, mood swings, or 

paranoia are not uncommon (Hayslip et al., 2011). 

In the late stages, the disease greatly impacts the functional abilities of the individual. 

Walking becomes impaired, appetite may decrease, and there is an overall inability to 

satisfactorily perform daily activities of living (bathing, dressing, toileting, etc.). Caring for the 

person with AD, especially as the disease worsens to a point where it is difficult to understand 

and care for the individual, takes an emotional toll on the family and friends involved (MacNeil 

et al., 2010). Acting out, such as refusing care, being irritable or aggressive, and wandering may 

be difficult challenges to manage (National Institute of Aging, 2009). At this stage of the disease, 

Alzheimer’s is virtually indistinguishable from other forms of dementia (Welsh-Bohmer & 

Warren, 2006). Residential care may be warranted with such a state of decline. 

Other Causes of Dementia 

  In order to give a diagnosis of AD, several other causes of dementia must first be ruled 

out. Taking a complete history from the person, the family, labs, and the use of brain imagery 

(such as a CT scan) can be useful in determining cause and trajectory. Vascular dementia, the 

second most common cause of dementia, is an abrupt impairment brought on by cerebrovascular 

disease, such as a series of strokes. There may be a partial or complete blockage of blood vessels 

that can do considerable damage to the brain and consequently functional abilities (Manning & 

Ducharme, 2010). Cognitive impairment is likely to be observed in tasks requiring executive 

functioning; however, the impairment caused largely depends on the location and severity of the 

brain tissue affected (Cato & Crosson, 2006; Manning & Ducharme, 2010). The co-occurrence 

of a cerebrovascular accident with AD can complicate the picture as well and is quite common. 
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As a general rule, vascular dementia comes on suddenly, and over the course of time, is 

characterized by ups and downs in functioning, in contrast to Alzheimer’s disease, whose onset 

is gradual and where declines are progressive and cumulative in nature. However, in true clinical 

practice, multiple sources of evidence and information may not be readily available or the 

clinical signs and symptoms may not be so easily disentangled.  

 Another cause of dementia is frontotemporal disorders that occur as the result of damage 

to nerve cells in the frontal and temporal lobes of the brain, and may be associated with earlier 

brain injury. Frontotemporal disorder is caused by various neurodegenerative diseases (such as 

Pick’s disease) and can only be identified by brain autopsy after death (National Institute on 

Aging, 2010). The manifestations of frontotemporal disorders include a progressive behavioral 

and personality decline, a progressive language decline, or a progressive motor decline. The 

frontal and temporal lobes touched by the disease causes impairment in planning, prioritizing, 

and multitasking. Furthermore, these people may have difficulty with forming sentences, 

movement, recognizing emotions, and responding in an appropriate manner, while memory 

functioning may not be affected (National Institute on Aging, 2010). 

 Another category of dementias are those that are due to the effects of other medical 

conditions. These dementias impair cognitive functioning and disrupt daily life, but stem from 

various etiologies. For instance, a decline in cognitive functioning may be the result of the 

human immunodeficiency virus (HIV), Parkinson’s disease, Huntington’s disease, Creutzfeldt-

Jakob’s disease, Wernicke-Karsakoff syndrome, or due to repeated blows to the head (as with 

boxers). Impairments in executive functioning, the capability to make sound judgments, memory 

problems, language deficits, behavioral changes, and visual hallucinations are common. Careful 

screening and medical testing is needed to identify the cause, specific impact, and trajectory of 
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the disease process (American Psychiatric Association, 2000; Attix & Welsh-Bohmer, 2006; 

Welsh-Bohmer & Warren, 2006). 

Interventions 

 A wealth of information exists to assist family members and professionals with non-

psychopharmacological interventions for AD (see MacNamara, 2011). While these interventions 

will not prevent or cure the disease, they can help manage, support, and maintain quality of life. 

For instance, to assist the memory-impaired person, a technique known as spaced retrieval 

(Camp, 2006) can allow these persons to learn and maintain basic new information over time. In 

addition, environmental changes around the home can reduce the risk of injuries and promote 

staying in a familiar environment longer (National Institute on Aging, 2009). When being placed 

in a long-term care facility, making the nursing home room reflect a home-like atmosphere with 

personal artifacts and decorations can ease some anxiety for the AD patient. Interventions may 

take a different shape in the context of an advanced dementia (see Martin & Sabbagh, 2011). 

Many individuals may be curious about what they can actively do (or not do) to deter 

their chances of developing any form of dementia - known as modifiable risk factors. After 

conducting a conference on the prevention of Alzheimer’s disease and cognitive decline, the 

National Institutes of Health (Daviglus et al., 2010) stated, “firm conclusions cannot be drawn 

about the association of any modifiable risk factor with cognitive decline or Alzheimer’s 

disease” (p. 2). This, of course, is not to imply a lack of promising interventions rather that 

further studies are needed involving randomized controlled trials of such interventions. However, 

evidence suggests that individuals may minimize their risk of cognitive decline by maintaining 

their physical health (diet, exercise, not smoking, etc.), engaging in cognitively stimulating and 
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complex activities (puzzles, games, brain-teasers, etc.), and maintaining good mental health 

(social interactions, support, etc.) (Williams et al., 2010). 

A number of medications are currently available for the treatment of AD. However, at 

present, no medication can cure or prevent this disease. Medications, such as donepezil 

(Aricept), rivastigmine (Excelon), and galantamine (Reminyl) are designed to inhibit the 

breakdown of the neurotransmitter acetylcholine, which is implicated in the functioning of our 

memory. Overall, these medications may be used during the mild to moderate stages and in 

varying degrees, have been shown effective in slowing the process of cognitive decline for up to 

2 years (Hayden & Sano, 2006). Other medications, such as memantine (Namenda), works to 

block uptake of glutamate at NMDA receptor sites and is federally approved for moderate to 

severe stages of AD (Hayden & Sano, 2006). Other medications may be used to treat aggression, 

depression, anxiety, hallucinations, and trouble sleeping that may accompany AD (National 

Institute on Aging, 2009). 

Interventions and treatments are constantly evolving, with much advancement in our 

medical and genetic understanding of the disease. Given that AD has yet to be cured, let alone 

lacks a proven treatment method even with the medications, acquiring such a disease is rather 

daunting. Furthermore, as AD is largely seen as a disease of older adulthood, despite being found 

in individuals much younger than 65, it is probable that growing older may seem even less 

attractive to those not wishing to be affected by functional or cognitive impairments. As death is 

generally avoided in American culture (Corr, Nabe, & Corr, 2009), it can be postulated that 

growing older, where disease and impairments lurk outside the sanctuary of youth, may be a 

difficult transition for some. One such manifestation of an uneasiness of growing older may be 

discomfort with an aging self. 
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The Dementia Experience 

Diagnosis Awareness and Disclosure 

Among healthcare professionals, patients, and the public, there is disagreement on 

whether or not one should tell someone if they have the disease. Perhaps this avoidance of 

acknowledging is a manifestation of their personal fear. When given the hypothetical situation of 

being able to take a genetic test to determine with 100% accuracy whether AD was present, 

Cutler and Hodgson (2003) found that roughly 35% of their sample indicated they would not be 

likely to take the test. While fear of AD was not directly assessed by Cutler and Hodgson, 

respondents indicated several reasons as to why they would not participate in the hypothetical 

genetic testing. The majority of those not wishing to take the test indicated that the lack of good 

treatment options made knowing if they had the disease pointless, while another sizeable portion 

felt that they could lose their health insurance or face discrimination from their employers if they 

tested positive (Cutler & Hodgson, 2003). 

Among those respondents willing to participate in the hypothetical genetic testing, their 

reasons were just are varied as the group not wanting to participate (Cutler & Hodgson, 2003). 

For instance, over 90% (of those willing to test) wanted to do so, so that they could properly plan 

for the future. Moreover, the testing could allow for the best course of treatment, and provide an 

understanding of their overall risk for developing the disease. Cutler and Hodgson’s (2003) 

sample included adult children of parents with AD and a matched peer group with no parental 

history of AD. Between these two groups, the adult children were more likely to undergo testing 

to find out their personal risk. In addition, those adult children who indicated they would not take 

the test reported a lack of treatment options as their main reason (Cutler & Hodgson, 2003). 
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Specifically among professionals, the disclosure of a diagnosis of dementia can be 

challenging. On one level, if the practitioner did not receive specific training on the differential 

diagnoses involved, they may not feel comfortable making a decision. On another level, 

delivering/confirming a diagnosis with a poor prognosis requires certain interpersonal 

communication skills that the professional may feel ill-equipped to handle. Comparing 

specialists, such as neurologists and psychiatrists, to general medical practitioners, 

Kaduszkiewicz, Bachmann, and Van den Bussche (2008) reported that the majority of the 

practitioners favored telling someone as early as possible that they had a dementia diagnosis. 

Interestingly, approximately 30% and 23% of general practitioners and specialists, respectively, 

did not hold a similar view. Furthermore, when compared to the specialists, the general 

practitioners were less likely to use the terms “dementia” or “Alzheimer’s” when communicating 

the diagnosis with their patients and both groups indicated that they provide more detail to the 

relatives than the patient on the course of the disease (Kaduszkiewicz et al., 2008). 

Keightley and Mitchell (2004) argued that there is a general tendency not to inform the 

patient of their dementia diagnosis, perhaps similar to the communication styles seen with 

Kaduszkiewicz et al. (2008). A major source of reluctance in sharing the dementia diagnosis was 

the practitioners’ uncertainty about whether the patient actually wanted to know. The belief was 

reportedly rationalized as having the potential of causing more harm, if the patient indeed did not 

want to know their diagnosis. This can prove challenging, as a discussion of disclosure of 

dementia is not likely to come up earlier in the patient-doctor relationship, unless it was 

explicitly asked. Perhaps before any assessment is conducted, such communication should take 

place not only in the healthcare setting, but also with the family involved to the extent 

comfortable by the patient. 
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Fisk et al. (2007) advocate for disclosing the diagnosis and for beginning the 

communication about the awareness of the disease as early as possible. In addition, Fisk et al. 

(2007) recommend involving family members, potential caretakers, and the patient in the 

discussion and disclosure whenever possible. Using a “progressive disclosure” approach, 

diagnosis should not simply involve the confirmation of the disease, rather should focus on the 

inherent uncertainty in our testing, potential treatment options, and a discussion of the future 

impact (such as need for financial planning, power of attorney, wills, etc.). Such vital issues can 

be addressed as needed over the course of the disease (Fisk et al., 2007).  

Early-Stage Dementia 

A misperception regarding the course of the disease and quality of life may add to one’s 

fear of AD. In qualitative interviews, older adults expressed a feared loss of independence, 

control over life and body, and identity. Having visited a family or friend with the disease tended 

to develop their own awareness and understanding of the disease (Corner & Bond, 2004). While 

the disease takes a toll over its course, quality of life does not need to suffer, nor must one be 

immediately sent to a long-term care facility (i.e., assisted living, nursing home, etc.). Therefore, 

it is important to assess one’s knowledge and experience of Alzheimer’s disease, as 

misinformation can unnecessarily add to their anxieties.  

Better diagnostic assessments and procedures allow for earlier detection of a dementing 

disease, allowing individuals to plan and prepare for their future while they are still cognizant 

enough to do so. Persons diagnosed in the early stages of AD can find encouragement in support 

groups or psychotherapy, in a similar way that those with terminal illness can benefit from a 

supportive environment. Psychotherapy for persons with early-stage Alzheimer’s disease can 

assist with coming to terms with the diagnosis (see Watkins, Cheston, Jones, & Cilliard, 2006). 
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Importantly, individuals can learn that they are not alone with the disease and information and 

various social and psychological interventions are available. Confronting death, an inevitability 

of life, can also be a focus of therapeutic interventions in early-stage dementia.  

Compared to investigating fears of dementia, much more in known about the individual 

and their caretakers after a formal diagnosis (e.g. MacNeil et al., 2010; Rabins, Mace, & Lucas, 

1982; Savage & Bailey, 2004; Schultz & Sherwood, 2008). Preliminary research suggests that 

the emotional reaction to receiving a diagnosis is stage-like, similar to the belief that reactions to 

dying proceeds through a number of stages. Interviewing ten community-dwelling older adults 

who have received a diagnosis of early AD, Puentes (2009) argued that anxiety was the most 

prominent emotion felt prior to the diagnosis and up to 12 months after the diagnosis. Once the 

diagnosis was accepted, the emotional response developed into anger, followed by frustration 

(Puentes, 2009). It is unclear how these reactions would differ if the diagnosis were received in 

the moderate and severe stages of the disease, as insight may be compromised. Furthermore, 

continued work with emotional responses needs to validate this stage hypothesis with a larger 

sample size. 

It is likely that the emotional response to receiving a diagnosis is negative and can take a 

toll on the individual and their family. Evidence suggests that receiving the diagnosis in the early 

stage may increase the risk of suicide (see Draper, Peisah, Snowdon, & Brodaty, 2010), but this 

conclusion is not firmly recognized in the literature. In addition, researchers and clinicians must 

recognize that an emotional reaction may not always be stage-like, as each person with the 

disease is unique and should be treated so, as opposed to treating the dementia, which itself can 

have a heterogeneous presentation in clinical work (e.g., recent advances in Alzheimer’s disease 

symptomology point to a non-characteristic presentation of memory functioning that is not as 
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impaired as would be expected, yet the genetic evidence indicates the presence of the disease; 

McKhann et al., 2011). Regardless of symptom presentation, it is the person that should remain 

the main focus of all interventions. 

When someone fears developing Alzheimer’s disease, based on their subjective analysis 

of memory or behavioral functioning, it often begins the difficult and sometimes long road to a 

formal diagnosis. It is clear that many fear the disease and thus would avoid or not seek out a 

health professional (Corner & Bond, 2004; MetLife Foundation, 2011). The sought out source of 

support is likely someone in their close social network that initially and purposively raises 

concern and advocates for an assessment. Signs may appear well in advance of a diagnosis, with 

biological and genetic evidence arguably available decades in advance (Sperling et al., 2011); 

however, to the individual affected, it represents an insult to their personhood and well-being 

(Martin & Sabbagh, 2011). For those who place a higher value on their intellect, the fear of 

having the disease can be devastating (see Cutler & Hodgson, 2001). 

Krull (2005) argued that AD is unlike other diseases, in that there is no single point in 

time that can define the person as having the disease (other than diagnostic testing). There is no 

episode or event in which one contracts the disease; rather there is an insidious onset that may go 

unnoticed for quite some time. One exception could be a vascular-related type of dementia, 

where a series of strokes is pinpointed as the defining moment; however, in clinical practice, 

time must transpire to develop an appreciation for the role of a stroke in a progressive cognitive 

decline. Interviews conducted with patients in the early stages of the disease, as well as with their 

family members, reveal that “first signs” of unusual behavior often produce a need to explain 

what is occurring (Krull, 2005). For instance, behavior that is contrary to the normal and 

expected functioning of a loved one causes family members to question what is wrong. This 
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unusual behavior takes the form of difficulty performing usual tasks (i.e., performing hobbies or 

tasks of independent daily living) or odd behaviors (i.e., irrational speech or ideas). 

Complicating the route to a proper and early diagnosis is the tendency to overlook and 

rationalize initial warning signs of a dementia as part of the normal aging process (Krull, 2005). 

Attributing odd or unusual behavior to emotional stress or normal aging prolongs the decision to 

receive a formal assessment. A larger, often potentially harmful, event must occur before the 

tendency to normalize is abandoned (Krull, 2005).  For instance, whereas before memory decline 

was associated with aging, a larger event such as catching the kitchen on fire could no longer be 

rationalized in a way that avoided the possibility of dementia. Interestingly, Krull (2005) 

observed that someone outside the caregiving relationship played a significant role in “redefining 

the problem” as observed by the outsider (p. 413). This shed new light on the situation that 

highlighted that something not attributable to normal aging was occurring.  

Individuals living with the disease are faced with whether to tell others about their illness 

(Beard, 2004). Research suggests that while some are open to sharing their diagnosis, others 

prefer to cover up and isolate themselves (Beard, 2004). In a review of the qualitative studies 

investigating living with the earlier stages of dementia, Steeman, De Casterle, Godderis, and 

Grypdonck (2006) identified means by which a person integrates their cognitive impairments 

into their daily life. To deal with perceived threats to their security and independence, individuals 

engaged in self-protective and integrative strategies. For instance, self-protective strategies 

included negative methods such as denial of the problem, becoming pessimistic, isolation, and 

defensiveness, while others may employ healthier strategies such as remaining optimistic, 

staying engaged in activities, trying harder to perform activities, and using medication (Steeman 
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et al., 2006). Integrative strategies involved learning about their disease, attending support 

groups, and taking a proactive stance. 

Family Impact and Dementia Caregiver Stress 

 Learning of a dementia diagnosis, Alzheimer’s disease, or any other cause of significant 

cognitive impairment, is a traumatic experience for the individual. Comprehending the loss of 

self, awareness, orientation, and memories is not only difficult for the person, but within the 

larger context, the family system is also affected (Doka, 1997). There exists now a wealth of 

information pertaining to the impact of dementia on the family, ranging from mental health 

issues to declining physical health (for a review see, Torti et al., 2004). In the caregiving context, 

many resources may act together to support the Alzheimer’s disease patient and the family, such 

as home-health care, immediate family, relatives, and social agencies (Wacker, Roberto, & Piper, 

2002). However, most often, one family member, usually the spouse or daughter, acts as the 

primary caregiver (Montgomery, Rowe, & Kosloski, 2007). Negative consequences of 

caregiving include an infringement on the caregiver’s personal time and a change in the 

relationship with the care recipient. Indeed, adult children may feel that they are now in a 

parental position, when taking care of a dementing mother or father. Some caregiving impacts 

may be positive, such as increased caregiver satisfaction, personal growth, strength, or a sense of 

responsibility (Montgomery et al., 2007; Pruchno & Gitlin, 2012). 

Fear of Alzheimer’s Disease 

Public awareness for Alzheimer’s disease is vital in drawing attention to an illness in 

need of strategies for prevention and treatment. However, increased attentiveness among lay 

individuals, the media, and scientific communities may inadvertently alter our perception of 

older age as a time still populated with gains and positive experiences. It is worth noting that 
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while age is the greatest risk factor for developing AD, the majority of older adults do not have 

AD. While it would be tragic for one to assume that all elders develop AD, until a proper and 

balanced portrayal of the aging process occurs, people will come to fear or be anxious regarding 

what growing older may entail (O’Rourke, 1996).  

Interviewing elderly patients in primary health care settings, Brorsson, Lindbladh, and 

Rastam (1998) demonstrated that some components of the disease process are greater feared than 

others. For instance, any disease or illness that involves bodily changes, such as amputations or 

paralysis, was most dreaded. Secondly, a loss of control over daily functioning, such as a loss of 

ability to communicate or ambulate due to a stroke, were to be feared. Finally, the elderly sample 

reported concern about developing a disease that would prolong the dying process (including 

suffering) or a lack of control over the disease process itself, such as when protective factors fail 

to ward off unintended occurrences. 

Brorsson et al. (1998) highlighted aspects of disease or illness that elderly patients feared. 

Interestingly, many of the dimensions are consistent with the process of Alzheimer’s disease. For 

example, despite employing the best protective factors (exercise, diet, etc.), one may still develop 

AD, as there is no cure or sure-fire way to prevent the disease. Moreover, there is a lack of 

control over the disease process, with medications at best helping some patients temporarily slow 

the cognitive decline in the early stages (Hayden & Sano, 2006). Furthermore, AD is viewed as a 

slow and prolonged dying (Brorsson et al., 1998), and can lead to bodily changes such as 

incontinence or functional impairment (certainly if co-occurring with a cerebrovascular 

accident). Given the progression of the disease and lack of preventative measures, it seems that 

some level of fear for developing this disease is expected. 
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Fear of Alzheimer’s disease may manifest in various forms. The elderly, adult children of 

parents with AD, and professionals, may feel concern, anxiety, or dread of this disease, as the 

impact is not exclusive. Research consistently indicates that some people fear developing 

Alzheimer’s disease, with most of the literature focusing on middle and late adulthood (e.g. 

Cutler & Hodgson, 2001; Metlife Foundation, 2011; Werner, 2002). In a rather strongly worded 

summary of stroke patients who shared a nursing home room with dementia patients, Oh (2006) 

concluded that the stroke patients “were being seriously affected by intense, deeply disturbing” 

experiences, as well as a lost motivation and devaluation of life, due to their exposure to AD 

patients (p. 839). Because the current consensus does not offer any conclusive pathway for 

prevention of the disease (Daviglus et al., 2010), persons may question whether any health 

intervention, behavioral modification, or an assessment are necessary in the face of this lack of 

curative evidence (Cutler & Hodgson, 2003). 

Anxiety about Aging 

Anxiety about aging focuses on personal concerns and perceptions of a future self 

(Lynch, 2000). Borrowing from a lifespan developmental psychology perspective (see Baltes, 

1987), age and aging can be viewed as multidimensional topics of study. Age typically appears 

in scientific literature as chronological, indicating the number of years and months since birth. 

However, age may be measured in various ways that may better account for the experience of the 

individual beyond cumulative years. For instance, asking adults how old they feel (a subjective 

judgment dependent of a number of factors) and how old they would want to be (such as their 

ideal age) typically returns a number younger than their chronological age (Montepare & 

Lachman, 1989; Ward, 2010). The discrepancy between one’s actual chronological age and how 

old one feels and would want to be tends to increase as one ages, with greater discrepancies 
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noted in women. Montepare and Lachman (1989) found that the discrepancy in actual age and 

the subjective ages (felt and ideal) were associated with personal fear of aging in their cross-

sectional study on fears of aging. Interestingly, those individuals who reported feeling older than 

their actual age reported the least amount of fear of aging. 

Anxiety about aging may be expressed in various ways. Lasher and Faulkender (1993) 

proposed that fear of aging, fear of being old, and fear of old people were specific fears 

comprising aging anxiety. For example, fear of aging pertains to the personal aging process, 

whereas fear of being old, also of a personal nature, refers to the state of being old and not the 

processes involved in getting to that point. Fear of old people, as the name would suggest, 

involves a negative evaluation of older adults. Importantly, each of these specific fears may be 

expressed across the psychological, physical, social, or spiritual dimensions (Lasher & 

Faulkender, 1993). Within the larger context of fear of AD, anxiety about aging may be related 

to fear of developing dementia. To date, the link between these two constructs has not been 

established. It may be that fear of aging is related to fear of AD, as AD is often seen as an illness 

of old age. 

 Related to anxiety about aging, recent research has focused on positive and negative 

stereotypes of aging and relation to performance on various tasks. Coined by Steele and Aronson 

(1995), stereotype threat refers to “being at risk of confirming, as self-characteristic, a negative 

stereotype about one’s group” (p. 797). For an older adult, many negative stereotypes about 

aging exist, with research demonstrating the adverse effects of negative stereotypes on memory 

performance (Hess, Auman, Colcombe, & Rahhal, 2003; Levy, 1996), physical performance 

(Levy & Leifheit-Limson, 2009), and cardiovascular response to stress (Levy, Hausdorf, Hencke, 

& Wei, 2000). The impact appears greater for those with higher education (Hess, Hinson, & 
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Hodges, 2009) and individuals that place greater value on the ability targeted by the stereotype 

(i.e., memory) (Hess et al., 2003; Levy, 1996).  

 Aging must be confronted by everyone, regardless of race, gender, and cultural 

background. Aging anxiety has been linked to subjective well-being (Klemmack & Roff, 1984), 

cultural factors (McConatha et al., 2003), developmental assessment (Ward, 2010), and health 

and financial concerns (Lynch, 2000).  In a study on individual differences and anxiety about 

aging, Harris and Dollinger (2003) found that personality traits (using the Big Five Personality 

conceptualization) accounted for differences in reported level of fear among a sample of young 

adults. In particular, a positive relationship was found between neuroticism and aging anxiety, 

whereas negative relationships were found for agreeableness, extraversion, and 

conscientiousness. The relationship between neuroticism and aging anxiety is not surprising, yet 

contributes to our understanding of why people fear aging and who is more likely to fear this 

process. 

 The assessment of personality traits and anxiety about aging addresses some of the more 

common aspects of the individual aging process. Whereas previous studies have accounted for 

physical and social changes, the current study placed anxiety about aging, including related 

personality traits, in the context of AD, a non-normal aspect of aging. Consistent with the 

literature that personality traits are related to aging anxiety, it is possible that anxiety about aging 

may also be related to fear of AD. Therefore, both constructs were assessed in the current study. 

Anticipatory Dementia 

A subjective awareness or concern that memory functioning is declining is a powerful 

player in fueling an individual’s fear that he or she has or will have dementia (see Cutler & 

Hodgson, 1996, 2001; Werner, 2002). Cutler and Hodgson (1996) coined the term “anticipatory 
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dementia,” referring to the fear that subjective awareness of change in memory is a warning sign 

of impending cognitive impairment. This anxiety about the possibility of having dementia in the 

future is difficult to tease apart from normal aging. It is well recognized and known that there are 

certain changes in memory functioning secondary to the process of aging; this is commonly 

referred to as age-associated memory decline (Attix & Welsh-Bohmer, 2006). Changes in 

memory may be objectively substantiated or merely a subjective judgment. Furthermore, the 

causes of dementia alone do not account for the vast amount of explanations for poor memory 

functioning (i.e., stress, depression, delirium, etc.). Nevertheless, people grow concerned about 

their risk for developing AD based on their personal analysis of memory functioning. 

Understandably, these concerns, provoked by subjective self-assessments of memory, cause 

concern in samples of adult children of parents with AD (Cutler & Hodgson, 1996). 

Interviewing 186 families (average age of 64 years old) about their concern for 

developing AD, Werner (2002) further demonstrated that such concern is not limited to those 

with a family history of the disease, perhaps speaking to the pervasiveness of concern for this 

disease in the population. Nearly 50 percent of the sample was very concerned about developing 

Alzheimer’s disease (Werner, 2002). Few participants indicated a total lack of concern for the 

disease. As expected, more worry regarding their own subjective memory functioning was 

associated with greater concern for developing AD. Interestingly, those with fewer health 

concerns also reported a lower concern for developing the disease, indicating that those adults 

with health issues believe themselves to be at a higher risk for non-normative cognitive decline. 

Knowledge about Alzheimer’s disease was not associated with concern for AD with this 

population, nor was age, gender, or marital status with this population, as has been observed in 

other fear of AD studies (e.g., Cutler & Hodgson, 1996, 2001). 
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Cutler and Hodgson (1996, 2001) investigated personal concerns about developing 

dementia among middle-aged adults with and without a family history of dementia. In their study 

designs, Cutler and Hodgson’s participants reported their level of concern for developing AD, 

provided a subjective analysis of their memory functioning, and answered items to assess their 

knowledge of Alzheimer’s disease. Adult children with a family history of AD (i.e., the parent) 

indicated greater concern about developing the disease, but showed no difference from the 

matched group (with no family history) on the relationship of memory concerns to personal 

concern about developing the disease (1996). Results suggested that reported memory problems 

or a change from previous functioning were cause for concern regardless of family history. The 

notion of possibly developing AD was a frightening thought for both groups. In essence, lacking 

a family history of the disease was not enough to reduce fear of AD. 

While any individual may be concerned about developing a dementia disease, research 

indicates that family history of the disease predicted personal concerns for developing 

Alzheimer’s disease (Cutler & Hodgson, 2001). Other variables have also been shown to predict 

level of fear, such as personal worry about memory functioning, gender, educational attainment, 

and marital status (Cutler & Hodgson, 2001). Women were more likely to report higher levels of 

concern for developing AD, as well as those who were married (Cutler & Hodgson, 2001; 

Hodgson, Cutler, & Livingston, 1999; Hodgson & Cutler, 2004). The relationship of knowledge 

about AD and level of concern is mixed. Overall, as the level of knowledge of AD increased, so 

too does the level of concern (Cutler & Hodgson, 2001, Hodgson & Cutler, 2004), while a 

similar study found no relationship (Werner, 2002). Due to these mixed results, the current study 

included an assessment of AD knowledge, as well as broadened the domain with an assessment 

of knowledge about the general aging process. 
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Older adults hold various perspectives about dementia. Corner and Bond (2004) 

interviewed adults over the age of 60 regarding their perceptions and understanding of dementia. 

Remarkably, a number of individuals declined to participate, citing discomfort with discussing 

the topic of dementia. Highlighting what may be inadvertently causing fear of dementia is a 

misunderstanding of what changes are normal aging versus a pathological disease (Corner & 

Bond, 2004). Individuals with a relative with AD reported more personal concern regarding their 

own potential development of the disease. To help alleviate their concerns, individuals attempted 

to psychologically distance themselves from the disease by “rationalizing that people with 

characteristics different to their own were more likely to develop dementia” (p. 148). Finally, 

similar to Cutler and Hodgson (2003), a number of participants indicated that they would not 

contact a health professional if they were concerned about their memory functioning citing a 

belief that little could be done to avert the disease process (Corner & Bond, 2004). 

Should signs of dementia occur, to whom one turns can be just as vital in the road to a 

dementia diagnosis. In some cases, as professionals may be avoided, turning to relatives and 

other sources of information may be a safer and a more attractive option. The anxiety caused by 

potential symptoms of AD is enough to cause some individuals to engage in symptom-seeking 

behaviors (Hodgson, Cutler, & Livingston, 1999). Persons concerned about developing the 

disease, especially those with a family history, may repeatedly search for symptoms, interpret 

any cognitive changes as signs of the disease, or seek out external validation of their concerns 

(Hodgson et al., 1999). While anyone concerned about their risk may engage in such behavior, 

those without a family history of the disease engaged in fewer daily symptom-seeking behaviors. 

In seeking validation for concern from others, Hodgson et al. (1999) reported that family, 

friends, and professionals were all likely sources, with relatives most likely being the first 
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contact (Hodgson & Cutler, 2004). Among a sample of middle-aged adults, those indicating that 

they were “very” or “somewhat” concerned about personally developing AD largely sought out 

informal support networks to voice their concerns (Hodgson & Cutler, 2004). Within the 

informal networks, spouses, siblings and children were the most likely contacts, while 

comparatively, fewer individuals turned to other informal sources such as friends and coworkers. 

Lastly, compared to relatives and the other informal sources, seeking help from a formal source, 

such as a professional, was least endorsed, yet still a sizeable percentage. Among the formal 

sources, a physician was consulted most often (Hodgson & Cutler, 2004).  

Perhaps speaking to the usefulness of maintaining adequate information in the public 

domain, approximately 45% of persons with AD concerns sought out information on the internet, 

from the Alzheimer’s Association or similar organization, or went to the library (Hodgson & 

Cutler, 2004). Importantly, consulting a professional or friend is not a simple decision; rather the 

process can be complex and dependent on multiple factors. Hodgson and Cutler (2004) found 

that people are likely to turn to informal networks as medical intervention (such as seeking a 

physician) was not deemed beneficial at such an early stage of their concern. Furthermore, those 

individuals with a poor subjective analysis of their memory functioning were also more likely to 

engage in help-seeking behavior, as well as those better informed about the disease and a family 

history (Hodgson & Cutler, 2004). These results speak to the pivotal role that family history, 

subjective views on memory functioning, and worry play into whether someone will act on their 

concern. 

Theoretical Considerations for Fear of Alzheimer’s Disease  

 Fear of AD lacks a unified theory or model to interpret the observed differences in levels 

of concern. If dementia was truly feared by all, there would be no variability in our assessments. 
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Some factors must account for why some individuals fear AD and others do not. Understandably, 

fear of Alzheimer’s disease as a topic of study is young and much work remains to be done. The 

behavioral health-affiliated literature is full of models that explain responses to health threats and 

will be reviewed later; however, these theories are likely insufficient and fail to address the terror 

imagined when one must live with a prolonged illness. 

 Kessler et al. (2012) recognized this lack of theory and pointed to several existing models 

for guiding an understanding of “dementia worry.” In addition to highlighting the significant 

overlap with aging anxiety and health anxiety, Kessler and colleagues demonstrated a true 

appreciation for the psychological fear that emerges specific to developing a dementia. First, the 

authors proposed that dementia threatens the very nature of human identity by targeting the sense 

of self and our need to distinguish ourselves as advanced beings and living a meaningful life 

(Kessler et al., 2012). The challenge to our symbolic self, Kessler et al. wrote, threatens “the very 

idea of individuals’ identity as human beings” (p. 278). Secondly, the authors proposed that 

dementia threatens the perception of an “inter-subjective reality.” Human interaction involves 

various forms of communication, which may span verbal, behavioral, emotional, visual, and 

tactile forms. Throughout life, these forms of communication serve to connect us and provide a 

sense of shared experience, that is, despite differences, we are not alone in this world. Kessler et 

al. hypothesized that dementia is perceived to directly rob a person of this shared experience. 

What is left is a terrifying isolation and withdrawal among a sea of living people. As seen in 

other terminal illnesses, loved ones may still be alive, but communication is severed, creating a 

new dimensional aspect to a family’s grieving process (Doka, 1997). If this process is observed 

in any number of contexts, the direct confrontation with the symptoms serves as a reminder of 

what can happen and leads one to seriously question quality of life. 
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 In addition to developing a theory of dementia worries, studies on fear of dementias are 

useful for understanding potential behavioral change in response to this fear. Although outside 

the scope of the current study, the health education and health promotion literature is saturated 

with several of these behavioral change-related theories. For instance, the health belief model 

(HBM) is widely used (Janz & Becker, 1984). In essence, one’s personal beliefs about a disease 

and what can be done to avoid it remains at the forefront of a theory that attempts to account for 

several personal factors, such as perceived seriousness, perceived susceptibility, and perceived 

barriers, in order to account for health decisions that individuals make. Later in the model’s 

development, attention to a person’s self-efficacy was added (Janz & Becker, 1984). HBM has 

received much attention since its creation in the 1950s, but remains largely focused on predicting 

behavioral health changes. The current study, however, did not aim to address behavioral 

changes (for preliminary evidence, see Page, Hayslip, & Wadsworth, 2012); rather, 

understanding fear of AD requires focus on an individual’s knowledge, experience, and personal 

beliefs about the disease and how these factors contribute to reported fear. Furthermore, HBM 

has been implemented in instances where the disease or illness was highly amendable to 

prevention techniques or management (i.e., osteoporosis, heart disease, weight, etc.), whereas 

Alzheimer’s disease is not curable and, according to the latest research, has yet to develop a solid 

line of work attesting to the preventability of the disease. 

 Leventhal, Meyer, and Nerenz (1980) proposed a theory based on a phenomenological 

view of health threats and illness. In doing so, the illness perceptions model, also known as the 

common-sense model of self-regulation (Hale, Treharne, & Kitas, 2007), conceptualizes persons 

as active problem-solvers, attempting to understand any perceived changes or signs of an illness 

(such as changes in memory functioning). In addition, the way in which a person adapts or copes 
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to a perceived illness is based on their common sense beliefs about the illness (i.e., what a 

persons does depends on their knowledge of what it is they are dealing with and whether or not it 

is a threat). Lastly, an illness representation model accounts for the attitudes and beliefs of a 

social and cultural environment, as opposed to a biomedical understanding, as lay and social 

beliefs may not reflect the accuracy found in advanced medical knowledge (Leventhal, 

Leventhal, & Cameron, 2001). Again, the major focus is on eventual behavioral change in 

response to a perceived threat to one’s health. This may assist in the understanding of fear of 

AD, as whether one has fear of a dementing illness largely depends on the representation of what 

the actual illness entails. However, similar to HBM, it remains questionable as to whether such a 

model is useful in understanding a disease that is not preventable or curable, potentially leaving 

any behavioral changes ineffective and irrelevant. Future studies will need to answer these 

questions. 

 Living with the knowledge that Alzheimer’s disease is not curable, preventable, or 

treatable (outside of medication management of symptoms) can cause an anxious state in some 

individuals, especially with the knowledge that AD is often preceded by mild cognitive 

impairment (Peterson, 2003). Such a fear may not seem unwarranted. A natural instinct towards 

self-preservation goes directly against our own awareness that we will die at some point, be that 

from the complications related to Alzheimer’s disease or other causes. An awareness of 

approaching death arouses greater fear of physical loss of self (Circirelli, 2006). Terror 

management theory (TMT; Greenberg, Pyszczynski, & Solomon, 1986) proposes that an 

awareness of our death (termed mortality salience) causes anxiety and leads to the creation of 

and adherence to a cultural worldview that reduces our death anxiety. These cultural worldviews 

provide a belief that an individual will continue on in some way after the death of their biological 
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self (i.e., such as by means of an afterlife or lifetime achievements). This “cultural anxiety 

buffer” consists of a belief in the worldviews and cultural values, as well as the notion that one is 

meeting or exceeding those values (Burke et al., 2010, p. 155). For example, less religiosity and 

social support (seen as “cultural buffers”) and greater external locus of control (low self-

efficacy) are related to greater fear of death in older adults (Cicirelli, 2002). 

  According to TMT, the problem of an impending death is unconscious and typically 

dealt with by means of “distal death” defenses, such as the adherence to worldviews and self-

esteem (Burke et al., 2010, p. 156). However, as we are all consciously aware of death, this death 

anxiety can be dealt with by denying one’s vulnerability or failing to see it as something 

immediately relevant (despite that death can occur at any time). Such fears may be covertly 

experienced (repressed), enabling individuals to consciously construct a worldview that enables 

them to feel insulated from the threat of illness or deterioration (Hayslip, 2003). Most studies on 

TMT have experimentally primed awareness of death, but few have investigated the real-world 

aspects of encounters with death-related material and experiences.  

 Knowledge of Alzheimer’s disease and AD-related experiences (such as a family history, 

friend with the disease, or working in a nursing home) may serve as real-world primes for death, 

because individuals are generally aware of the disease outcome. Knowledge of and exposure to 

the disease may increase mortality salience in a person, provoking defenses against the 

awareness of the possibility of their own death, even if by the same fate. Therefore, an awareness 

of mortality may lower the level of fear for developing AD, mainly because a denial of 

susceptibility and vulnerability serves to reduce anxiety. However, until increased attention is 

given to this unique and developing construct, the formation of any dementia-specific theory of 

remains underdeveloped.   
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Statement of the Problem 

Previous studies on fear of AD have assessed reported fear at a single point in time with 

one question. For example, a typical prompt, as seen in Hodgson et al. (1999), asks the following 

question: “I’d like to ask how concerned you are about personally developing AD. Would you 

say you’re very concerned, somewhat concerned, not very concerned, or not at all concerned 

about developing Alzheimer’s?” (p. 366). To date, this single question has been frequently used 

to assess fear of AD or anticipatory dementia, without attention to the various aspects of 

Alzheimer’s disease. For instance, the loss of communication abilities may be feared more than 

the loss of functional abilities. In many studies fear is rated on a single Likert-type scale, which 

provides an overall, general assessment of the participant's fear of the disease, but does not allow 

for a differential analysis about what it is they fear about having or developing AD (i.e., fearful 

of losing memory, fearful of becoming dependent, etc.). 

While many correlates have emerged with the fear of dementia construct, there is no 

known literature on the stability of one’s fear over time. Cross-sectional studies may misestimate 

the true nature of fear, as cohort effects may unduly influence the interpretation (Schaie, 1965). 

Understanding the nature of the reported dimensions of the fear of dementia construct over time 

was the major aim of the current study. To fulfill this requirement, participants were recruited for 

a longitudinal study on fear of developing AD. Participants from the first wave of data 

collection, who indicated their willingness to be re-contacted, were asked to complete the fear of 

AD measure a second time (measures are outlined in the methods section). Utilizing a 

longitudinal methodology best captures how fear may change over time as one ages, or change in 

the face of new knowledge or caregiving-related experiences (i.e., being personally diagnosed 

with dementia).    
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CHAPTER 3 

METHODOLOGY 

Participants 

Participants for the original data collection period were recruited from a variety of 

sources. Undergraduate students enrolled in an adult development course and a death and dying 

course were asked to invite their parents and grandparents to participate in the study.  

Participants were also recruited via a newspaper ad placed in the local paper of a suburban town. 

Finally, two community-based gerontologists recruited older adults at their places of 

employment (retirement village and a large church). Of the approximately 800 initial surveys 

distributed, 762 were returned, resulting in 735 usable surveys from the Time 1 data collection 

efforts. 

The current study evolved as a continuation of this previously collected data with the 

intention for a longitudinal follow-up. Participants who indicated their willingness to be re-

contacted after two years received another survey packet at an address they supplied. Participants 

in the second wave of data collection were largely female (73.1%) and Caucasian (96.9%). The 

average age was 71.20 (SD = 11.17). The average number of years of education completed was 

15.53 (SD = 2.74). The majority of participants were married (55.1%), with the remaining 

comprised of the following groups: widowed (27.3%), divorced (12.3%), and single (5.3%). For 

a comparison of demographics between the two periods of data collection, please refer to Table 

1. Table 2 outlines various dementia experience/ exposure items for both periods of data 

collection. 
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Measures 

Aging Anxiety 

The Anxiety about Aging scale (AAS; Lasher & Faulkender, 1993) is a 20-item, self-

report measure of anxiety about aging. Respondents rate their level of agreement with age-

related statements, ranging from 1 (strongly disagree) to 5 (strongly agree). A higher score on 

this scale indicates a greater endorsement of anxiety about the aging process. The AAS possesses 

adequate construct validity and reliability. Internal consistency estimates for this study were .52 

and .85 for Time 1 and Time 2, respectively. The test-retest coefficient was .75.  

Alzheimer’s Disease Knowledge Scale 

 The Alzheimer’s Disease Knowledge Scale (ADKS; Carpenter, Balsis, Otilingam, 

Hanson, & Gatz, 2009) is a 30-item, true/false formatted instrument designed to assess 

knowledge of risk factors, assessment and diagnosis, symptoms, course, impact, and treatment of 

Alzheimer’s disease based on current scientific findings. A higher score on this scale indicates 

more knowledge known about Alzheimer’s disease (AD). The scale possess adequate reliability 

(test-retest correlation = .81; internal consistency reliability = .71) and validity, as well as 

evaluation against other AD knowledge scales (see Carpenter et al., 2009). In their validation 

sample of 794 participants, variability was found for knowledge of AD among students, 

professionals, caregivers, and older adults (Carpenter, Zoller, Balsis, Otilingam, & Gatz, 2011). 

For this longitudinal study, internal reliability estimates were weaker, with Time 1 at .64 and 

Time 2 at .48. The test-retest coefficient was .53. 

Facts on Aging Quiz I & II 

 The Facts on Aging Quizzes (FAQ1, Palmore, 1977; FAQ2, Palmore, 1981) are each 25-

item instruments widely used in the gerontological research to assess knowledge of the physical, 
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mental, and social aspects of aging. Designed to be a short, true/false formatted quiz on facts and 

misconceptions of aging, Palmore (1977, 1981) argued that both could serve as topics of 

discussion, a means of identifying misconceptions, and a way to test the effectiveness of a course 

or lecture on aging. Although originally designed to be alternate measures to counter practice 

effects, Seufert and Carrozza (2002) contradicted this claim as the FAQ1 and the FAQ2 measure 

different domains of aging content (with FAQ2 favoring more economic and demographic 

items). Both versions have low inter-item reliability (because of the various domains 

represented) and high face validity (Palmore, 1977, 1980, 1981). Lastly, Palmore (1981) argued 

that these quizzes were not designed to place performance relative to a normative group, rather 

they were designed to “yield measurements that are directly interpretable in terms of a specified 

performance standard” (p. 436). A higher score on either form of the FAQ indicates greater 

knowledge about the aging process. In the current study, internal reliability estimates for the 

FAQ1 were .73 (Time 1) and .63 (Time 2). Internal reliability estimates for the FAQ2 were .62 

and .55. The test-retest coefficient for FAQ1 was .46 and .42 for the FAQ2. 

Memory Self-Efficacy 

The Frequency of Forgetting-10 scale (FOF; Zelinski & Gilewski, 2004) is a 10-item, 

self-report measure of memory self-efficacy. The FOF was created to remove redundancy from 

the larger 33-item Frequency of Forgetting scale of the Memory Functioning Questionnaire. This 

shorter version possesses similar construct validity and is highly correlated with the original 

scale (r = .94). Participants rate their subjective judgment of their memory functioning based on 

a 7-point scale. For example, participants rate how often remembering names and faces are a 

problem ranging from 1 (always) to 7 (never). A higher score on this scale indicates greater self-

perceived memory self-efficacy (i.e., memory wellness).  
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 During the course of this longitudinal study, a large percentage of respondents did not 

answer the first question, likely due to confusion on whether or not it was an actual item or they 

believed it to be an example of the scale anchors. The first item was an overall subjective 

impression of memory self-efficacy, while the remaining 9 items focused on performance in 

specific domains. Because of this problem in data collection, a 9-item version was created for the 

purpose of all analyses. This altered version, while not as strong as the full version, possessed 

good internal reliability, .82 at Time 1 and .83 at Time 2 (.73 test-retest).  

Alzheimer’s Experiences 

A “personal experiences” form was created for the purpose of this longitudinal study in 

order to capture the experiential aspects of Alzheimer’s disease. Participants were asked about 

any current or previous caregiving experience for someone with AD, the number of people 

known with AD, the source of their information regarding AD, any previous testing for AD, 

Alzheimer’s disease prevention activities, and whether their parents died from AD. An 

“experience variable” was created by coding whether or not a respondent knew someone with 

Alzheimer’s, cared for someone with AD, or was tested for AD. The coding was established to 

be dichotomous, so a participant with any of the aforementioned experiences received a “1” and, 

if no AD-related experience was endorsed on the survey, those participants were coded with a 

“0.” This method was chosen for simple classification purposes and with an understanding that 

someone who may have cared for one person with AD may not necessarily equate to a person 

endorsing 15 friends with AD or having worked on a dementia unit. It would be a difficult task 

for the researcher and likely disenfranchising to the participant for someone’s AD-related 

experience to be ranked against others in terms of impact on their life. Approximately 23% of the 

longitudinal sample endorsed some form of AD-related personal experience. Furthermore, a 
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series of open/ended prompts regarding their beliefs about AD were solicited (i.e., what causes 

Alzheimer’s disease?) but were not analyzed for this study.  

NEO Five-Factor Inventory Revised 

The NEO Five-Factor Inventory Revised (McCrae & Costa, 2004) is a 60-item measure 

of five personality traits (neuroticism, agreeableness, conscientiousness, extraversion, and 

openness) created in response to several criticisms of the NEO Five-Factor Inventory. Upon 

exploration by McCrae and Costa (2004), several items were replaced and revalidated on a large 

sample of high school students and adults. Respondents indicate the extent to which statements 

are representative of themselves, ranging from strongly agree to strongly disagree on a 5-point 

scale. The instrument is reliable and valid, showing modest improvements on an already reliable 

and valid instrument of self-reported personality traits. Despite these improvements, McCrae and 

Costa (2004) argued that the original Five-Factor Inventory continues to be useful for most 

applications. A higher score for each of the five dimensions indicates greater endorsement of 

traits in that scale. For example, a higher score on the Neuroticism subscale suggests a greater 

tendency to experience anxiety and distress. For the entire scale, internal reliability estimates 

were .65 at Time 1 and .78 at Time 2. Test-retest coefficients ranged from .76 to .86 for the 

subscales. 

Creation of a Scale to Measure Fear of Dementia 

The Fear of Dementia (FOD) scale was designed to assess a participant’s level of concern 

regarding various aspects of Alzheimer’s disease. Such questions target fears about AD 

regarding perceptions of risk, cognitive decline, changes in relationships with others, health-

related concerns, loneliness, being institutionalized, death from the disease, and everyday 

functional dependency. Participants indicated their level of concern on a 5-point scale, ranging 
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from 1 (not concerned) to 5 (very concerned). Items were derived from the developers’ clinical 

experience, brainstorming, and an extensive review of the qualitative literature on dementia 

fears. The initial 39 items of the FOD scale were subjected to principal components analysis 

(PCA) using SPSS version 20. Prior to performing PCA, the suitability of the data for factor 

analysis was assessed. Inspection of the correlation matrix revealed the presence of many 

coefficients of .3 and above. The Kaiser-Meyer-Olkin (KMO) value was .98, exceeding the 

recommended value of .6 (Kaiser, 1970) and Bartlett’s test of sphericity (Bartlett, 1954) reached 

statistical significance, supporting the factorability of the correlation matrix. 

 PCA with a varimax rotation revealed the presence of four components with eigenvalues 

exceeding 1, explaining 58.76%, 4.64%, 4.03%, and 2.90% of the variance respectively (see 

Appendix A). An inspection of the rotated component matrix revealed that many of the items 

were cross-loading on multiple components. In an effort to maximize the validity of the scale, 

several of the offending items were eliminated and the remaining 22 items were explored again 

using PCA. For the second PCA, the KMO value was .97 and Bartlett’s test of sphericity was 

statistically significant.  

 PCA with varimax rotation revealed the presence of three components with eigenvalues 

exceeding 1, explaining 60.42%, 5.90%, and 5.23% of the variance respectively (see Appendix B 

and C). An inspection of the screeplot showed a significant drop after the first component and a 

leveling off after the third component. After a review of the screeplot, variance accounted for, 

and the items on each component, the three-component solution was retained for use in the 

current study. This solution explained a total of 71.55% of the variance. A varimax rotation was 

performed to aid in the interpretation of the data. The components showed a number of strong 

loadings and almost all variables loading substantially on only one component. Furthermore, the 
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items for the components are believed to be distinctly representative of various aspects of a 

dementia fear; thus this solution was used in the study. The three-component solution possesses 

good face validity and excellent inter-item reliability (Cronbach’s alpha = .97). The test-retest 

coefficient was .64 for the current study. Regression-based factor scores were saved as variables 

in the dataset and were standardized to a mean of zero and a standard deviation of 1. An 

advantage of using this refined method for analyses, as opposed to creating a simple sum score 

for each component, is the maximization of the validity of the item estimates (see DiStefano, 

Zhu, & Mindrila, 2009). 

 The first component (12 items) indicated concerns related to becoming a burden to others 

should they develop AD. Representative items included “I will be a physical burden to others,” 

“I will be an emotional burden to others,” and “I will be unable to care for myself or live 

independently.” As such, this component was labeled burden and loss. These items largely 

reflected a concern not only for how AD may impact their own life and functioning, but the lives 

of those in their support networks. The second component (6 items) indicated concerns related to 

their functional status and memory performance. Representative items included “I will be unable 

to make my own appointments,” “I will be unable to drive,” and “I will no longer be able to 

remember my childhood.” As is seen in many dementing disorders, as the disease progresses 

there is a significant impairment in an ability to carry out independent activities of daily living. 

This second component appeared to represent concerns related to this loss of functioning, and as 

such, was labeled functional and memory loss. The final component (4 items) captured a 

participant's concerns about current symptoms of cognitive impairment or believed perceptibility 

for AD. Representative items included “I am at risk for developing AD,” “I have signs or 

symptoms of impaired judgment” and “I have signs or symptoms of memory loss.” These items 
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were directly related to any sense of impairment or risk that is perceived in the here and now, 

rather than a future-conditional prompt the other items contained. As outlined by earlier work 

(Cutler & Hodgson, 1996), a (mis)perception of memory decline is associated with increased 

fear of developing AD. Such fears were termed anticipatory concerns and are represented in this 

final component. 

Recent developments in measuring fear of AD bear mentioning in relation to the FOD 

scale created for this study. French, Floyd, Wilkins, and Osato (2012) created the Fear of 

Alzheimer’s Disease Scale (FADS) out of a “significant need for a psychometrically sound 

instrument” to assess fear of AD (p. 521). Interestingly, the authors published their measure well 

after the foundation for this dissertation (which started with developing a measure for fear of 

AD) started in early 2009 - hence, the measure did not exist when the FOD was created for use in 

this longitudinal study. In comparison to the FOD, the FADS purports to also measure 3 specific 

dimensions of fear of AD: Generalized Fear, Physical Symptoms, and Catastrophic Attitude. The 

FADS was developed with a sample of 101 older adults, accounted for a reported 58% of the 

variance, and boasted an overall internal consistency coefficient of .94. While the FOD and 

FADS appear to be very similar, one major difference is the attention to relationship and physical 

aspects of an AD diagnosis. The FOD appears to focus on the relational impact of the disease, 

whereas the FADS appears to attend to physical symptoms “caused by fear of developing AD” 

such as “my hands become clammy when I think about getting Alzheimer’s disease” (p. 524-

525). Despite the divergent nature of focus, both scales lend support to the multidimensional 

aspect of fear of AD.  
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Procedures 

The volunteer follow-up participants from the Time I data collection were mailed a 

survey packet similar to the Time I data packet. The measures described above were included, as 

well as items concerning basic demographic data. All packets included an introduction letter 

detailing the purpose of the survey and reminder that they volunteered during the 2009-2010 

academic year. Participants were invited to volunteer for the second data collection, with no 

penalty for declining to participate. All packets included a self-addressed, stamped envelope, so 

that the materials could be returned to the principal investigator at no cost to the participant. 

Each packet contained a unique identifier so that results could be connected to their previous 

answers (but not the individual). Packets were mailed in April 2012, with packets returned to the 

investigator through the end of June 2012. An average of 26 months elapsed between Time 1 and 

Time 2. 

         During the first wave of data collection (2009-2010 academic year), 735 usable survey 

packets were returned. Of those returned, 513 indicated their willingness to participate in the 

follow-up effort. Of the 513 surveys mailed out two years later for the current study, 25 were 

returned undeliverable, 3 were returned with a note indicating the respondent died, 1 declined to 

participate due to health, and 1 was too young (a college student who completed the survey). Of 

the remaining packets, 257 were non-responders, leaving a total of 226 usable surveys for the 

second data collection effort. Consistent with any survey collection methodology, numerous 

participants failed to complete portions of the packet or certain items, but are included in 

analyses relevant to the dissertation if the entire portion under investigation was completed for 

both data collections. Table 3 depicts the number of participants completing each survey used in 

the study. 
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Analytic Plan 

Three analyses were planned to study the fear of dementia construct over time. 

Considering the emergent nature of studying this construct longitudinally, unless otherwise 

indicated, research questions rather than hypotheses were posed as an initial starting point. First, 

an investigation was needed to examine if fear of AD changed over the course of the study. 

Second, potential moderators of any change were selected in pursuit of advancing our 

understanding of this construct. Gender and age were chosen as the primary moderators for this 

study, given that women are likely to be in the role of caregiver (Montogomery, Rowe, & 

Kosloski, 2007) and age is associated with an increased risk for developing all dementias or 

health conditions associated with increased dementia risk (Qiu & Fratiglioni, 2011), being a 

family caregiver (Alzheimer’s Association, 2010), and with millions of Americans with the 

disease (Alzheimer’s Association, 2012), the likelihood that someone in their social network has 

AD. While any number of factors may account for change in reported levels of fear, there is no 

empirical evidence to date. 

Finally, the third analysis investigated which demographic, experiential, and knowledge 

variables were predictive of fear of AD at follow up. Demographic and personal variables, such 

as gender, age, marital status, and personality attributes have been related to reported fear of AD 

(as a uni-dimensional construct) in previous research (Cutler & Hodgson, 1996, 2001; Harris & 

Dollinger, 2003; Werner, 2002), as well as Alzheimer’s disease-related caregiving experiences, 

changes in memory functioning as a belief of impending cognitive decline, and knowledge about 

AD (Hodgson & Cutler, 2004, Werner, 2002). Secondary analyses investigated Time 1 

predictors of the separate components of the FOD scale to elucidate unique factors contributing 

to each aspect of dementia fear. 
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CHAPTER 4 

RESULTS 

The results of the analyses are presented below. The significance value for all tests was 

set at .05. Quantitative data was entered into SPSS version 20. For the second wave of data 

collection, survey packets were eliminated from analyses if a significant portion of the survey 

(i.e., more than half of the measures) was not completed. It should be noted that while this 

criteria was established prior to data collection, there were no Time 2 packets that were excluded 

for this reason. However, one participant was eliminated for being younger than the target age 

(40 and older) and erroneously enrolled in the study. Fortunately, all of the follow-up 

participants returned completed surveys; however, many participants did not complete every 

item (see Table 3). For instance, the majority of respondents skipped the first item of the FoF-10 

scale, thus prompting the creation of a 9-item version for the purpose of data analysis. In 

addition, to be included in the longitudinal study of fear of Alzheimer’s disease (AD), the major 

emphasis of this study, the respondents must have wholly completed the Fear of Dementia 

(FOD) scale for both waves of data collection. Of the 226 follow-up participants, 67 were 

eliminated due to missing or incomplete data on the FOD scale for either Time 1, Time 2, or on 

both occasions. 

Planned Analyses 

Research Question 1: Change versus Stability 

 The first analysis explored the longitudinal nature of fear of Alzheimer’s disease. The 

FOD scale was used to assess fear, utilizing the three-component solution retained from principal 

components analysis (PCA) investigations. In this longitudinal design, time is considered the 

intervention, while reported fears for burden and loss, functional and memory loss, and 

anticipatory concerns serve as the dependent variables. Regression-based factor scores were used 
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for analyses and are standardized to a mean of zero. A higher score indicates a greater 

endorsement of fears related to that particular component (i.e., a higher burden and loss score 

represents greater fear for becoming a burden if the participant were to develop AD). Given the 

novel approach to assessing these fears over time, no specific hypotheses are put forth. 

 A repeated measures multivariate analysis of variance (MANOVA) was performed to 

investigate time differences in fear of dementia. Three dependent variables were used: burden 

and loss, functional and memory loss, and anticipatory concerns. The independent variable was 

time of data collection. Preliminary assumption testing was conducted to check for normality, 

linearity, univariate and multivariate outliers, and multicollinearity. Multivariate outliers were 

determined using Mahalanobis distance values. A critical value of 16.27 was established for 

using three dependent variables. One case produced a Mahalanobis distance value above the 

critical value (18.26); however, it was left in the dataset because it was determined to be a single 

case, it was not an extreme score (i.e., determined to be close to the critical value of 16.27), and 

that MANOVA could tolerate one case above the critical value given the large sample size. In 

addition, tests of normality were violated as determined by Kolmogorov-Smirnov and Shapiro-

Wilk values (p < .05), but are not uncommon in large samples and in social science research.  

 There was no statistically significant difference between Time 1 and Time 2 on the 

combined fear of dementia components, F(3, 177) = 2.08, p = .104, Wilks’ lambda = .97, partial 

eta squared = .03. When the results for the dependent variables were considered separately, the 

only difference to reach statistical significance was burden and loss, F(1, 179) = 4.82, p = .03, 

partial eta squared = .03. An inspection of the mean scores indicated that participants at Time 2 

reported lower levels of burden and loss concerns (M = .01, SD = 1) than at Time 1 (M = .17, SD 
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= 1). The mean decrease in scores was .14 with a 95% confidence interval ranging from .00002 

to .28. The eta squared statistic (.03) indicated a small effect size.  

Research Question 2: Moderation 

The second research question involves assessing the moderating effects of age and gender 

on the three FOD scale components. Results from the first research question demonstrated that 

there was no statistically significant change in fear of functional and memory loss or anticipatory 

concerns from Time 1 to Time 2, so these variables were excluded from the second planned 

analysis (i.e., there was no significant change in scores, so one cannot examine the effects of 

potential moderators on the change). 

In their seminal article, Baron and Kenny (1986) highlighted the distinction between 

moderation and mediation in social science research; however, Baron and Kenny’s discussion 

and examples mainly pertain to between-subject designs. A growing base of literature draws 

attention to within-subject moderation. For instance, Judd, Kenny, and McClelland (2001) 

outlined several statistical considerations when the data are not independent (such as the follow-

up nature of the current study). The authors explained: 

The assessment of overall treatment effects in within-subject designs involves estimating 
the mean difference between the two treatment conditions in Y, the outcome variable. To 
assess whether the magnitude of this treatment effect is moderated by some stable 
concomitant variable, X, the Y difference is regressed on that concomitant variable.       
(p. 131) 
 
Briefly outlined here, Judd et al. (2001) suggested utilizing difference scores in 

regression models to assess moderation effects. In effect, a moderation effect occurs when the X 

variable predicts the Y difference. As such, a difference score was computed for burden and loss 

by subtracting Time 2 scores from Time 1 scores. This new “change” variable serves as the 

dependent variable (the Y variable) and time serves as the treatment condition. 
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 For the first analysis, the change in burden and loss was regressed on age (which was 

centered for this analysis by subtracting the mean of Age from each score). As such, the centered 

variable of age becomes a predictor in the regression analysis. The first test of moderation, using 

age as the independent variable, was not significant, F(1, 176) = 1.06, adjusted R2 < .001, p = 

.304, suggesting that age was not moderating the change of fear for becoming a burden over 

time. The second test of moderation examined gender. This model was also not significant, F(1, 

178) = .228, adjusted R2 = -.004, p = .633, suggesting that gender was not moderating the change 

of fear for the burden and loss scores. Additional moderators were examined post-hoc and are 

presented later. 

Research Question 3: Predictors of Change 

The fear of AD literature has previously identified significant relationships between fear 

of dementia (assessed at one point in time) and various characteristics of the person (i.e., gender, 

age), as well as experiences (i.e., family history). The next analysis extends this research 

endeavor by examining what characteristics of the respondents at Time 1 predict change in the 

FOD scores. For the purpose of this analysis, a difference score was computed by subtracting the 

Time 2 score from the Time 1 score for each component of the FOD scale. 

Demographic and personality variables (gender, age, marital status, neuroticism, 

extraversion, openness to experience, agreeableness, and conscientiousness) were entered at Step 

one, factual knowledge variables (Alzheimer’s disease knowledge scale [ADKS] total score, 

Facts on aging quiz 1[FAQ1] total score, and Facts on aging quiz 2 [FAQ2] total score) were 

entered at Step 2, and experiential variables (composite AD experience variable, Anxiety about 

aging [AAS] total score, and Frequency of forgetting-9 [FOF-9] total score) were entered at Step 

3 into a hierarchical multiple regression analysis to assess the ability of the experiential variables 
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to predict change in fear scores, after controlling for demographic and factual knowledge 

variables. It was hypothesized that the experiential variables would predict change in fear scores 

over and above the demographic and factual knowledge variables, hence the ordering of the 

regression steps as described.  

Preliminary analyses were conducted to ensure no violation of the assumptions of 

normality, linearity, multicollinearity, and homoscedasticity. Outliers were examined by 

inspecting Mahalanobis distances. No cases were deemed to be outliers using a chi-square 

critical value of 23.69 (p = .05). A hierarchical regression analysis was used to assess the 

aforementioned variables’ ability to predict change in burden and loss, functional and memory 

loss, and anticipatory concerns scores. 

In the model investigating change in burden and loss, after controlling for the 

demographic and factual knowledge variables, the final step with the experiential variables was 

not significant in predicting change in burden and loss scores, F(14, 158) = .603, adjusted R2 =  -

.033, p = .860. The second and first steps were also not significant, F(11, 161) = .638, adjusted 

R2 = -.024, p = .794 and F(8, 164) = .722, adjusted R2 = -.013, p = .672, respectively.  

 In the model investigating change in functional and memory loss, after controlling for the 

demographic and factual knowledge variables, the final step with the experiential variables was 

not significant in predicting change in functional and memory loss concerns, F(14, 158) = 1.21, 

adjusted R2 = .017, p = .275. The second and first steps were also not significant, F(11, 161) = 

1.18, adjusted R2 = .011, p = .306 and F(8, 164) = 1.45, adjusted R2 = .020, p = .180, 

respectively. 

 In the final model investigating change in anticipatory concerns, after controlling for the 

demographic and factual knowledge variables, the final step with the experiential variables was 
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not significant in predicting change in anticipatory concerns from Time 1 to Time 2, F(14, 158) 

= 1.54, adjusted R2 = .042, p = .104. The second step, which focused on knowledge about aging 

and AD, after controlling for demographic and personality variables, was statistically significant, 

F(11, 161) = 1.95, adjusted R2 = .057, p = .037. Marital status (beta = -.186, p = .024) and ADKS 

total score (beta = .223, p = .009) were the two statistically significant predictors of change in 

anticipatory concerns. The first step, which only included demographic and personality variables, 

was not statistically significant, F(8, 164) = 1.24, adjusted R2 = .011, p = .277. 

Time 1 Regression Analyses 

 The previous regression model focused on predictors of change in a participant’s 

anticipatory concerns from Time 1 to Time 2; however, given the significant findings at Step 2, it 

was worth noting the predictors of the anticipatory concerns at Time 1 alone for comparison 

purposes. In a similar fashion, a hierarchical regression analysis was used, based on the notion 

that the experiential variables were more central to the person’s core sense of self and were 

hypothesized to be significant predictors of anticipatory dementia worries, over and above the 

participants’ factual knowledge and demographic variables.  

The independent variables were entered in 3 steps as described previously. Demographic 

variables were entered at Step 1, explaining 5% of the variance in anticipatory concerns. After 

entry of the factual knowledge variables at Step 2 the total variance explained by the model was 

6%; however, there was no statistically significant increase in the variance explained from Step 1 

to Step 2 (significant F change = .169).  After entry of the experiential variables at Step 3 the 

total variance explained by the model as a whole was 19%, F(14, 598) = 10.10, adjusted R2 = 

.172, p < .001. The experiential variables explained an additional 13% of the variance in 

anticipatory concerns, after controlling for demographic and factual knowledge variables, R2 
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change = .131, F change (3, 598) = 32.29, p < .001. In the final model, only the experiential 

variables were statistically significant. Perception of more memory problems (FoF-9; beta =        

-.336), greater concern for aging (AAS; beta = .150), and more exposure to AD, as assessed by 

the composite AD experience variable (beta = .102) were predictive of current concerns about 

having signs of dementia.  

 Another hierarchical regression analysis was used to investigate predictors of burden and 

loss at Time 1. The demographic and personality variables were entered at Step 1, explaining 

2.7% of the variance in burden and loss fears. After entry of the factual knowledge variables at 

Step 2 the total variance explained increased to 7.8% (significant F change < .001). In the final 

step including the experiential variables, the total variance explained by the model as a whole 

was 9.3%, F(13, 599) = 4.75, adjusted R2 = .074, p < .001. The addition of the experiential 

variables explained an additional 1.5% of the variance in the burden and loss fears, after 

controlling for the demographic, personality, and factual knowledge variables. In the final model, 

more agreeableness (beta = .140), greater knowledge of AD (ADKS; beta = .196), and higher 

levels of anxiety about aging (AAS; beta = .115) were statistically significant. 

A final hierarchical regression analysis was used to investigate predictors of functional 

and memory loss at Time 1. The demographic and personality variables were entered at Step 1, 

explaining 4.8% of the variance in functional and memory loss fears. After entry of the factual 

knowledge variables at Step 2 the total variance explained was 5%, but was not a significant 

increase from Step 1 (significant F change = .608). In the final step including the experiential 

variables, the total variance explained by the model as a whole was 6.3%, F(13, 599) = 3.08, 

adjusted R2 = .042, p < .001. The addition of the experiential variables explained an additional 

1.2% of the variance in functional and memory loss fears, after controlling for the demographic, 
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personality, and factual knowledge variables. In the final model, a younger age (beta = -.118), 

more neuroticism (beta = .116), more agreeableness (beta = .107), and higher levels of anxiety 

about aging (AAS; beta = .105) were statistically significant. 

Dementia-Related Exposure and Change in the Longitudinal Sample 

 As with any longitudinal investigation, it is necessary to delineate instances of change in 

the data that are of direct interest to the overall pursuit of the study. Investigating change in fear 

of dementia requires consideration of others factors that may account for such changes. Planned 

analyses examined change in the FOD scale components; however, given the emphasis on 

dementia, a brief review of dementia exposure and various aspects of change are discussed. 

Several items in the survey packet addressed dementia exposure/experience. Comparisons 

between Time 1 and Time 2 dementia-related items are shown in Table 4. Importantly, paired-

samples t tests and related-samples McNemar tests (for nonparametric data) demonstrated that, 

among the particular items studied, no statistically significant changes were found over the 

course of this study. For example, the number of people known with an AD diagnosis did not 

increase over the two years (p = .07). In addition, knowledge for AD also did not change 

between data collections (p = .06). This lack of significant change over the two years with 

respect to knowledge of AD, caring for others with AD, and participation in prevention activities 

certainly influences interpretation of the previously reported change in burden and loss score.  

 Change of mean scores among the other measures used in the study are presented in 

Table 3. Average neuroticism showed a statistically significant decrease from Time 1 (M = 

17.09, SD = 6.89) to Time 2 (M = 16.48, SD = 7.18), p = .03. Knowledge of the aging process, as 

assessed by the FAQ2, showed a statistically significant increase between Time 1 (M = 13.69, 

SD = 3.72) and Time 2 (M = 14.26, SD = 3.33), p = .01. Finally, scores indicating anxiety about 
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the aging process significantly increased between Time 1 (M = 44.63, SD = 9.57) and Time 2 (M 

= 46.18, SD = 9.53), p = .001. 

Returned vs. No Response Survey Analysis 

 At the first data collection all participants were asked if they were interested in the 

follow-up effort of the study. Out of the original 735 returned surveys, a total of 513 participants 

indicated their willingness to be contacted again. Table 7 displays comparative analyses of those 

participants who returned a completed packet (n = 226) and those who did not (n = 285). 

Notably, those who completed the second survey were older (M = 69.20, SD = 10.98) than those 

who also indicated a desire to participate again but did not return the second survey (M = 57.52, 

SD = 11.88). Of the responders and non-responders, those not responding were less likely to 

endorse participating in a dementia prevention activity at Time 1. Non-responders were also 

more anxious about their own aging and knew less about Alzheimer’s disease and the aging 

process (see Table 7).  

Post-Hoc Data Exploration - Moderation 

Given the unique nature of this study and availability of data, exploratory moderation 

analyses were conducted using the following 5 variables: aging anxiety, knowledge about AD, 

memory self-efficacy, Neuroticism scale of the NEO Five-Factor Inventory (NEO), and 

Alzheimer’s disease-related experiences (all variables as measured at Time 1). These variables 

were selected given their hypothesized potential to influence the magnitude of fear. For instance, 

growing older may be seen as synonymous with developing dementia. Furthermore, anxiousness 

concerning growing older may manifest as hypervigilance about the aging process and perceived 

memory lapses. Knowledge (or lack thereof) of Alzheimer’s disease and perception of memory 

performance may enhance or diminish such fears about living with AD. Perceptions about living 
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with the disease may be grossly misunderstood and overly pessimistic (Kessler et al., 2012). 

Neuroticism is characterized as a lack of emotional stability and endorsement of negative mood 

states (Costa & McCrae, 2011), and as such reported fears associated with dementia may be 

related to this tendency to perceive threats and overall sense of vulnerability. Finally, an AD 

experience variable was examined for intuitive reasons - having personal experience with the 

disease (in various forms) may serve to heighten (or soothe) concerns related to living with AD. 

Using the methods proposed by Judd et al. (2001), burden and loss difference scores were 

regressed on centered aging anxiety scores. The resulting model was not significant, F(1, 178) = 

1.05, adjusted R2 = .000, p = .31, indicating that aging anxiety was not moderating the burden 

and loss change score. For the second exploratory analysis, burden and loss difference scores 

were regressed on centered ADKS scores, with the resulting model not reaching significance, 

F(1, 171) = 1.50, adjusted R2 = .003, p = .222. In the third analysis, burden and loss difference 

scores were regressed on centered memory self-efficacy scores, with the resulting model not 

reaching significance, F(1, 173) = .531, adjusted R2 = -.003, p = .47, indicating that a 

participant’s self-reported memory self-efficacy was not moderating the burden and loss change 

score. A fourth moderation analysis was conducted by regressing the burden and loss change 

score on the centered Neuroticism score from the revised NEO. The model was not significant, 

F(1, 178) = 3.45, adjusted R2 = .014, p = .065, indicating that the magnitude of the difference in 

burden and loss scores did not depend on the participant’s level of Neuroticism. In addition, 

there was no significant relationship between burden and loss (at Time 1) and Neuroticism, r = 

.06, p = .15, or between change in burden and loss scores and Neuroticism, r = -.14, p = .06.  A 

final exploratory moderation analysis was conducted using the composite AD-related 

experiences variable created for the purpose of this study. Burden and loss difference scores 
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were regressed on centered AD experience scores, with the resulting model not reaching 

significance, F(1, 175) = .136, adjusted R2 = -.005, p = .71, indicating that the AD-related 

personal experience was not moderating the burden and loss change score. 

Post-Hoc Data Exploration - Mediation 

Post-hoc mediation analyses were conducted to explore another avenue of potential 

influences on the FOD subscales. According to Baron and Kenny (1986), the following criteria 

must be met before a mediation analysis can be conducted. First, there must be a significant 

relationship between the independent variable and the proposed mediator variable. Secondly, a 

significant relationship must exist between the mediator variable and the dependent variable. 

Third, there should be a significant relationship between the independent and dependent variable. 

If the mediator does indeed mediate the relationship between the independent and dependent 

variable, then the effect of our independent variable on the dependent variable should be zero (or 

at least be reduced) when controlling for the mediator. 

 Prior to beginning any mediation analysis, all of the scales, except for the FOD scale, 

were first entered into a factor analysis for data reduction and to identify underlying overall 

factors (as opposed to using each scale independently in a separate mediation analysis). Five 

factors were derived from the analysis after a review of the variance accounted for and the Scree 

plot, accounting for 58% of the variance (see Appendix D). The first factor, labeled 

personality/memory, accounted for 18.36% of the variance and is comprised of personality and 

memory scales. The second factor, labeled knowledge, accounted for 12.62% of the variance, 

and is comprised of factual knowledge scales pertaining to AD and the aging process. The third 

variable, labeled demographic, accounted for 10.44% of the variance, and is comprised of a 

participant’s age and marital status. The fourth factor, labeled gender/experience, accounted for 
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10.01% of the variance and is comprised of the gender and Alzheimer’s experience variables 

(AD experience and gender are often highly related, with females more likely to be in the caring 

role). The final factor, labeled openness and education, accounted for 6.71% of the variance and 

is comprised of the Openness subscale of the NEO and the participant’s years of education. 

 Using burden and loss at Time 1 as the independent variable and burden and loss at Time 

2 as the dependent variable, the five aforementioned factors were entered into a correlation 

matrix to investigate their compliance with the required steps for a mediation analysis. 

Surprisingly, none of the five factors met the first three criteria for a mediation analysis. 

gender/experience was significantly correlated with burden and loss scores at Time 1 

(independent variable; r = .15, p = .05), but not at Time 2 (dependent variable), and demographic 

was significantly correlated with burden and loss scores at Time 2 (r = -.18, p = .02), but not at 

Time 1. 

 This same procedure was used with the functional and memory loss component, using 

Time 1 scores as the independent variable and Time 2 as the dependent variable. Again, the five 

factors were entered into a correlation matrix to examine their suitability for mediation analyses. 

None of the factors met the first three criteria according to Baron and Kenny (1986). Only 

personality/memory was positively correlated with functional and memory loss at Time 1 (r = 

.17, p = .03), but not at Time 2.  

 Finally, the five factors were entered into a correlation matrix with the anticipatory 

concerns scores at Time 1 and Time 2. The personality/memory and gender/experience factors 

met the first three criteria for mediation analysis. Importantly, there is no one “test” of mediation, 

rather one finds evidence of mediation. Most often, this is accomplished by using regression, the 

associated significance levels of the variables, and semipartial correlation (see Howell, 2007). 
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Regression was used to examine if personality/memory and gender/experience mediated 

the relationship between the anticipatory concerns scores. In the first model, anticipatory 

concerns at Time 1 and personality/memory predicted anticipatory concerns at Time 2, F(2, 170) 

= 42.96, adjusted R2 = .328, p < .001. This may be an indication of a mediating effect; however, 

when the mediator variable was entered, the independent variable remained significant (p < 

.001). Another indication for meditation may be found in the reduction of the semipartial 

correlation for anticipatory concerns at Time 1 (.52 to .42) when the mediator was added to the 

model. In many instances, the direct path may remain significant although at a lower value, as 

seen in the data. Given the remaining significance of the IV with the addition of the mediator and 

the reduction in the semipartial correlation, a Sobel test (see Howell, 2007, p. 530) was 

conducted to further examine the presence of meditation. Using a critical value of +/- 1.96, the 

Sobel test was significant (2.91, p = .003), lending support to the notion that the 

personality/memory factor was partially mediating the relationship between Time 1 and Time 2 

anticipatory concerns scores.  

 In the second model, anticipatory concerns at Time 1 and gender/experience predicted 

anticipatory concerns at Time 2, F(2, 170) = 31.60, adjusted R2 = .26, p < .001. Although the 

second model, which added the mediator variable, was significant, the gender/experience 

variable was not a significant predictor in the second model (p = .420), suggesting that 

gender/experience was not mediating the relationship between anticipatory concerns scores. 
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CHAPTER 5 

DISCUSSION 

Previous work on identifying and assessing fear of dementia, often focused on 

Alzheimer’s disease (AD), has viewed this unique concern in global terms (i.e., to what extent do 

you fear developing a dementia disease?). However, efforts are underway to appreciate that a 

dementia diagnosis is highly individual to the person, and therefore, may invoke different fears 

in different non-diagnosed persons. The present study narrowed the examination of fear of 

dementia to a fear of Alzheimer’s disease specifically for ease and clarity of presenting 

information to the participants; however, results are likely to extrapolate to other forms of 

dementia. 

The present study aimed to investigate change versus stability in fear of AD over time, 

thus adding greater complexity to how one views such concerns. The literature on affective 

reactions to a potential dementia diagnosis (to include anticipatory dementia) has largely taken a 

fixed approach - how much do you fear developing a dementia disease, with an implied at this 

one point in time. A longitudinal design is integral to understanding any potential psychological 

maturational process involved in fear of AD. The Fear of Dementia (FOD) scale was created for 

the purpose of this study, as one did not exist during the initial planning stages or 

implementation. During the two-year period between data collections, fear of dementia received 

increased attention, as evidenced by the publication of the Fear of Alzheimer’s Disease Scale 

(FADS) by French and colleagues (2012) and the first known attempt to integrate and 

conceptualize dementia fears by Kessler and her colleagues in Germany (2012). Perhaps most 

important and certainly stressed in these two related publications was a recognition of variability 
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in what one fears about a dementia disease, which in turn increases understanding and begins to 

appreciate intra-individual differences.  

Components of Dementia Fear 

Based on principal components analysis, fear of AD was conceptualized as comprising of 

three major concerns. First, there was a clear concern for becoming a burden to others, whether it 

expressed itself as financial, physical, or emotional. Related to fears of being burdensome to 

others (likely family members) was a closely associated concern with loss of autonomy, thus 

creating the perceived burden dynamic. The second component highlighted how a dementia 

disease can impact the functional self, represented as a decline in memory and functional 

abilities. The third component of the fear of AD scale was a concern that signs and symptoms of 

a dementia diagnosis were developing or perceived to be present at the time a participant took 

the measure. This fear of current dementia symptomatology best aligns with the notion of 

“anticipatory dementia” as explained by Cutler and Hodgson (1996).  

Fears over Time 

The first analysis examined whether or not fear for the three components of AD changed 

over a two-year period. As the foundation of the study focused on potential change over time, it 

was first important to establish the nature of the three FOD scale components over the course of 

this project. Results indicated that functional and memory loss and anticipatory concerns did not 

significantly change over the two years. However, with regards to fear of becoming a burden, 

results indicated a statistically significant decrease in burden and loss scores over the course of 

this project. Arguably, a time span of two years may not be long enough to truly capture 

meaningful differences (for instance, consider maturational processes that unfold over many 

years). A decrease in burden and loss fears, but not functional and memory loss or anticipatory 
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concerns, provokes interesting discussion on why one component and not the others changed 

with this sample.  

 Several hypotheses are put forth to explain the decrease in burden and loss scores. First, 

recall that although there was a statistically significant decrease in scores, the effect size was 

rather small. This reduction in fear for becoming a burden over the two years will need further 

exploration with an emphasis on how such a reduction manifests in everyday life, perhaps by 

measuring or observing engagement in prevention activities, family relationships, and dementia 

symptom-seeking behaviors. One hypothesis is that this reduction may be insignificant (i.e., a 

small dip) in the grand scheme of fears over the lifespan. With the continued collected of data, a 

pattern may emerge to explain the true nature of fear for becoming a burden. Multiple points of 

data will identify any process or pattern inherent to this fear. 

The Potential Role of Socioemotional Selectivity 

 A reduction in burden and loss scores may be capturing a larger process of change in 

social relationships. Socioemotional selectivity theory (SST; Carstensen, Isaacowitz, & Charles, 

1999; Fredrickson & Carstensen, 1990) postulates that an awareness of time influences 

motivation and social network composition. When time is perceived to be open-ended, how one 

engages with others is motivated by knowledge-related social goals (Carstensen et al., 1999). For 

instance, a college student may be heavily invested in joining a pre-law club because these 

opportunities provide information deemed useful for a future career in law. Undoubtedly, 

friendships will develop, but they are based on mutual interest in a future pursuit. This young 

college student may learn more about law school entrance exams and, perhaps even more 

important, begin the socialization process into the profession. 
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 In contrast, when perception of time is limited, SST theorizes that a cognitive shift occurs 

for the person that manifests in one’s priority for social goals. Life is no longer defined as “years 

lived” but is replaced by “years left.” Using these major tenets of SST, one can expect that as a 

person ages, this cognitive shift takes place and motivation becomes focused on emotion 

regulation (Carstensen et al., 1999), as opposed to the knowledge-acquisition goals. A cautionary 

note is needed. While a limited perception of time is often synonymous with the aging process, 

socioemotional selectivity is not solely a byproduct of aging. For instance, consider the 

motivation for social goals of a dying 40-year-old parent compared to a healthy adult of the same 

age. One can readily understand that such a shift toward emotion regulation, perhaps in the form 

of spending time with family and engaging in meaningful events, may take priority over 

knowledge acquisition (i.e., studying for a test, strengthening a resume for a job promotion, etc.). 

 Emotion-related social goals are believed preferable during instances of limited time 

because they are predictable and positive (Carstensen et al., 1999). Attention focuses on the 

present with an affinity for emotionally meaningful situations. For instance, an 80-year-old 

grandparent may be more interested in spending time with grandchildren and participating in 

family activities. These experiences likely create satisfaction and are related to a sense of 

personal continuity. Because of this cognitive shift towards “years left,” spending time with 

family is more important than developing friends in the neighborhood or participation in a senior 

center.  

 The relationship between the Time 1 and Time 2 burden and loss scores may be a product 

of SST.  Capturing change in how one prioritizes social goals over time is unlikely to be easily 

measurable during the 26 months of this study. However, a decrease in fears for becoming a 

burden may be related to this gradual shift from knowledge-acquisition to emotional-regulation 
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goals. Being less fearful about becoming a burden to loved ones may be the manifestation of a 

social network narrowing to those who primarily provide satisfactory emotional experiences and 

establish a greater sense of comfort and security on an emotional level. Fears for becoming a 

burden may reduce under the belief that one has a network of caring persons to provide personal 

care and who are willing and able to provide care. While the disease process will still lead to 

cognitive impairment and functional decline, the context of where this decline occurs greatly 

influences fears. However, the opposite may also be true. As one builds a close, supportive 

network over time, the fear for becoming a physical, emotional, and financial burden may 

actually increase because those who may be burdened are just those that one cares about the 

most. 

What about the lack of change in functional and memory loss and anticipatory concerns? 

Of the three components of the FOD, burden and loss has a clear association with an emotional, 

relational self, thus lending easily to the process of socioemotional selectivity. While fears 

related to the impact on the self or a currently developing disease may indeed hold relatively 

stable over time; multiple data points will be needed to strengthen such a claim. For the purpose 

of theory development, consider for a moment that functional and memory loss and anticipatory 

concerns are related to contextual aspects more so than an internal process of change. If this were 

the case, then these fears are dependent on dementia experiences and exposure, regardless of 

whether the exposure is related to self or other.  

For the longitudinal sample, the number of people known with the disease did not 

significantly change from Time 1 to Time 2. Among other potential measures of change in 

dementia experience/ exposure (knowledge of AD, being tested for AD, participation in 

dementia prevention activities, and acting as a dementia caregiver), there were no statistically 
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significant differences (see Table 4). Based on these findings, it may be concluded that there was 

a lack of change in exposure to dementia. Fear of these dementia-related concerns may be 

relatively stable and require a significant “life event” to occur before any measurable change is 

found. The decrease in burden and loss scores and lack of change in the functional and memory 

loss and anticipatory concerns occurred within the context of an increase in anxiety about aging, 

so personal concerns related to growing older does not fully explain the process of dementia 

fears. Future research on the longitudinal fear findings will need to incorporate a method of 

attending to changes in their social environments. One potential barrier is that these “life events” 

are idiosyncratic and highly related to a participant’s subjective interpretation of the experiences, 

so the perceived impact also requires careful attention. 

Moderation and Mediation 

The second analysis investigated potential moderators of the fear of AD change scores. 

Previous results indicated that only burden and loss differed over the course of the study, 

therefore the pre-planned moderators (age and gender) were subjected to analyses as moderators 

of the change in burden and loss scores from Time 1 to Time 2. Results indicated that neither age 

nor gender was moderating the difference between burden and loss scores. As a means of 

capitalizing on the availability of data, several other moderators were investigated with no 

significant moderators emerging. The moderators selected for this study covered a wide range of 

dementia and aging-related constructs, but it may be that if there are any moderating variables, 

they were not captured well by the measures used in this study or fall outside the purview of this 

study’s focus (i.e., other potential variables could be income, family relationships, number of 

grandchildren, physical health, career, etc.) and should remain at the forefront of future fear of 

AD research. 
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Mediational analyses were investigated as a secondary exploratory effort. Rather than 

identifying specific items or scales, many of the measures involved in the study were entered into 

an exploratory factor analysis. While clear dimensions were found using this approach, Baron 

and Kenny’s (1986) basic criteria for conducting a mediation analysis were not present for many 

of the factor-derived dimensions. Of the two potential leads, a factor characterized by the 

personality and memory scale and another factor characterized by the gender and caregiving 

variables, only the personality and memory scales were shown to be mediating the relationship 

between anticipatory concerns. Support for this finding can be found in the growing body of 

literature on personality characteristics and cognitive decline. Those with higher neuroticism 

traits were more likely to show later cognitive impairment in longitudinal studies (e.g., Crowe et 

al., 2006; Duberstein et al., 2011). In addition, those individuals with subjective memory 

problems also endorse greater amounts of fear for developing dementia (Cutler & Hodgson, 

1996). It is fitting then that any change in anticipatory concerns is mediated by one’s personality 

traits and perception of memory performance. The anticipatory concerns component represents 

fears for current symptomatology or belief of a higher risk for developing AD, whereas burden 

and loss and functional and memory loss represent concerns that are future-oriented and 

unrefined in nature. 

Predicting Fear of Dementia 

Kessler et al. (2012) proposed that “dementia worry” is a mixture of health-related worry, 

aging anxiety, and existential concerns. Interestingly, this literature review and conceptualization 

of dementia concerns was published well after the start of this longitudinal study; however, the 

endeavors of this project overlap substantially with the suggested approach. It is surprising that 

very few of the selected variables for the regression analyses were significant in predicting 

63 



change in the fear scores. In examining predictors of the change scores for each of the FOD 

components, knowledge about AD and marital status emerged as predictors of change in 

anticipatory concerns, but lost significance once experiential variables were included in the 

equation. 

Examining Time 1 regression analyses alone facilitates the conceptualization of fear of 

AD. Results suggested that anxiety about aging consistently played a role in predicting all three 

fear of AD components. This finding supports theoretical assertions that aging anxiety overlaps 

with fear of AD. Kessler et al. (2012) argued that dementia worry is related to aging anxiety and 

health concerns. By associating dementia as a disease of later life, Kessler et al. believed that 

fear about the aging process would include dementia worry as a related, yet distinct construct. 

Health anxiety was also perceived to be a distinct contributing overlapping aspect of dementia 

worry; however, this was not captured in the longitudinal study and should receive greater 

attention in the future. 

In addition to a younger age, greater neuroticism and agreeableness were predictive of 

fear of functional and memory loss in this sample, which highlights aspects of the self that are 

related to fearing the development of dementia. Agreeableness represents empathy, 

consideration, and kindness (Costa & McCrae, 2011) that allows someone to cognitively and 

emotionally experience the world of someone with dementia. A potential hypothesis of this 

association is that with the addition of greater neuroticism traits, participants with greater 

empathy for the dementia experience also feel overcome with the negative affective states 

associated with thinking about the disease process and impact on self and others (i.e., worry, 

concern, or fear). 
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Fear for becoming a burden was associated with greater levels of agreeableness, greater 

knowledge of AD, and higher levels of anxiety about aging. Similar to functional and memory 

loss, the personality trait of agreeableness was associated with burden and loss. Given that two of 

the three fear of AD components were positively associated with agreeableness, it appears that 

this personality trait is intertwined quite well with the dementia worry construct – a link not 

known to be associated with fear of AD until now. While mixed, previous research identified a 

positive association between agreeableness and multiple measures of dependency (see Bornstein 

& Cecero, 2000; Lowe, Edmundson, & Widiger, 2009). Results from the current study support 

the notion that empathy is related to greater concerns about becoming a burden and likely 

becoming dependent on others. The participants with higher levels of agreeableness may be 

picturing their future selves (with dementia) as being dependent on their family. The 

agreeableness factors of the NEO Five-Factor Inventory scale appears to be capturing this 

dependency process in the current study. Future research will tell how empathy and dependency 

specifically hinders or facilitates interactions with persons diagnosed with the AD.  

Interestingly, knowledge about AD was only predictive of the burden and loss 

component. It stands to reason that the more one knows about what AD actually entails (versus 

misconceptions and myths), the more one knows what there is to fear. The association between 

knowledge and fear is largely supported by previous fear of dementia research (Cutler & 

Hodgson, 2001; Hodgson & Cutler, 2004). Greater knowledge of AD may invoke a reflection of 

personal concerns about developing this form of dementia and may generalize to those in the 

social support network.  

It is difficult to discern why the association between knowledge of AD and the other 

FOD components are not statistically significant. The data over the course of the study was quite 
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variable (see Tables 5 and 6). Utilizing the entire sample from Time 1, knowledge of AD was 

positively correlated with burden and loss (r = .21, p < .05). However, when consideration is 

only given to those at Time 1 that participated in the longitudinal effort, knowledge of AD was 

positively correlated with burden and loss (r = .19, p < .01) and anticipatory concerns (r = .21, p 

< .01). These findings might support a hypothesis that there is something unique about those 

participants volunteering for the follow-up portion of the study. However, at Time 2, knowledge 

of AD was not significantly correlated with any of the FOD scales (see Table 6). Future research 

needs to incorporate means of understanding the role of knowledge about AD and how it 

influences fear, especially given the potential impact of public education campaigns. 

Finally, only the experiential aspects of aging, memory, and previous dementia exposure 

were related to anticipatory concerns. Greater concerns for personal aging process, more 

dementia-related experience (in the form of work history, caregiving, or people known with the 

disease), and a subjective perception of poor memory self-efficacy were all associated with 

greater concerns that a participant had current signs or symptoms of a dementia disease. Cutler 

and Hodgson’s (1996) conceptualization of “anticipatory dementia” was based on the 

interpretation of a subjective memory complaint that led participants to fear they were 

developing dementia. This same process is occurring with the data collected for this study. The 

experiential variables were the only variables predictive of concerns that current 

symptomatology was present. Perception of poor memory functioning is likely to cause one to 

include a possible dementia illness in their personal analysis, especially given that a decline in 

cognitive functioning is so prevalently mentioned as a defining characteristic of AD (a brief visit 

to the Alzheimer’s Association website at www.alz.org will demonstrate the emphasis on 

knowing the “Top Ten” signs of AD, which focus heavily on cognitive changes). Furthermore, 
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personal exposure to the disease in the form of caregiving or knowing individuals with the 

disease also lends a greater appreciation for the impact and provides a personal point of reference 

for what memory complaints and other symptoms “look like.” 

The Role of Dementia-Related Experience 

Kessler et al.’s (2012) proposition that dementia threatens the symbolic self and ability to 

have a shared experience with the rest of humanity is faint (or sometimes strong) leitmotif 

throughout all forms of dementia worry studied in this project. These deep and existential 

concerns are no more at the forefront of one’s mind when there is a perception that current signs 

of a dementia are manifest or that by virtue of family history, the risk for developing a form of 

dementia is high. Otherwise, less significant dementia encounters, such as via a movie or 

newspaper article, are then less likely to provoke the fear outright for most people. When 

concern or worry for dementia is high, it likely has struck a personal cord. A person may have a 

baseline fear of dementia and will occasionally encounter information regarding the disease, but 

until one wonders about their own diagnosis (or a spouse receives a diagnosis), these concerns 

largely stay in the background. A mere cognitive appreciation that the disease may develop 

becomes an affective experience. The data suggests that the anticipatory concerns component 

distinguishes those participants’ concerns at the forefront, versus someone who was just asked to 

ponder the disease but has not otherwise thought of dementia outside of participating in this 

study. 

Limitations of the Study 

 Interpretation of the results should be kept with several limitations in mind. First, while 

the initial data collection included a sizable number of participants, the majority were recruited 

from the parents and grandparents of undergraduate psychology students; thus representing a 

67 



convenience sampling approach. Second, a percentage of the older participants were recruited by 

two community-based gerontologists working in a religious environment (i.e., a Presbyterian 

church and a Christian-based retirement community). This religious influence may serve as a 

buffer to such existential concerns related to loss of self when a dementia progresses to such a 

devastating state. Third, the sample largely represented Caucasian individuals, while other 

minority groups were underrepresented.  

A difference in age was also prominent in those who were willing to participate in the 

follow-up effort. The longitudinal sample was a decade older than the Time 1 sample. The age 

range of participants shifted by two years, as expected, but the average age of the Time 1 

participants was 61 years, compared to 71 years for the followed participants. Such a substantial 

difference in average age must be taken into account when interpreting the results. The follow-up 

sample represents arguably a different generation of adults and clearly indicated that the older 

participants in this study were more likely to indicate their willingness to be in the Time 2 data 

collection effort. Table 7 also portrayed the differences observed in those participants who 

indicated their willingness to be in the second data collection but did not return the second 

survey when mailed to them directly. 

 To illustrate the age difference and potential implications on interpretation, consider the 

historical events for someone born in the early 1940s. Their birth occurred during World War II 

and likely had an influence on their experiences. Their parents would have lived during the 

lasting effects of the First World War and likely would have had an impact on how they raised 

their children and their socialization into human functioning (relationships, beliefs, morals, 

values, etc.). Someone born in the early 1950s would have experienced a vastly different world, 

such as the economic prosperity observed the years following World War II (Mitchell, 2003). 
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While such simplifications can overgeneralize the zeitgeist for these two cohorts, it serves to 

demonstrate differences based on birth cohort and invites readers to attend to such historical, 

familial, societal, and economic influence on one’s development. 

 Finally, the narrowness of the time frame is a limitation. There was an average of 26 

months between Time 1 and 2. This study may have been too ambitious in expecting to capture 

change without allowing time for such psychological or existential processes to unfold. The 

development of Alzheimer’s disease is slow and difficult to capture over such a short duration. 

Similarly, studying fear of developing AD in asymptomatic participants may also entail a slowly 

evolving process. In addition, while two points of data can demonstrate change, a number of 

statistical techniques can be utilized, such as path analysis, when additional data points are 

obtained (Newsom, Jones, & Hofer, 2012). 

Implications and Future Directions 

 Given the results of the current study, how does the emerging construct of dementia 

worry (fear of dementia, anticipatory dementia, etc.) continue to experience growth? While 

French et al. (2012) published their efforts at measuring fear of AD, it appears that the current 

study was simultaneously being conducted in pursuit of creating a valid measure as well. The 

FOD scale created for the purpose of this study demonstrated similar reliability, validity, and 

variance accounted for in factor analysis; however, this study is the first known investigation of 

the stability versus change of fear of AD, the potential mediation and moderation effects, and 

was based on a much larger sample. Future research will need to continually refine these 

instruments. The FADS developed by French et al. (2012) placed greater emphasis on the 

physiological reactions to a potential dementia diagnosis, whereas the FOD scale identified the 
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strain a diagnosis places on relational functioning. Support for a multidimensional view of fear 

of dementia can begin to inform clinical and educational interventions.  

 French et al. (2012) called for future research to identify cutoff scores on their fear of AD 

measure. This task may produce some very interesting research; however, greater attention to the 

impact of the disease on the person, their family, and relationships is also needed. Generally, as 

knowledge of AD increases, so too does reported fear of AD. How can any intervention or 

educational campaign hope to adequately engage the public in dementia discussion if it is likely 

to increase their fear? An extension of this construct should focus on how scores translate to 

everyday life, functioning, and most importantly, the meaning of the (potential) diagnosis in 

non(pre)-diagnosed persons. For instance, exploratory research demonstrated that the potential 

for a dementia diagnosis would cause some individuals to consider death by suicide because their 

interpretation of what life would be like for them and their family was deemed to be too much to 

manage (Page, Hayslip, & Wadsworth, 2011). This is a discouraging finding, especially since 

many conceptualizations of living with the disease can include overgeneralizations and 

exaggeration of the process (although death by complications related to AD is very real). 

 Researchers should be mindful that transforming someone’s fear into a number often 

does not adequately capture the human impact such a disease can invoke for people. For the 

clinician and client, the question becomes, what do I do with this fear? A certain level of fear or 

concern may be needed to stimulate movement and health-related behaviors (see Page et al., 

2012); however, research has not yet determined at what point this occurs for those with 

dementia concerns. What feedback can be given to the many persons concerned about 

developing dementia? Recall that education about dementia is associated with increased fear and 

that there is no known cure for AD (and many of the other forms of dementia) - attempts to 
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reduce someone’s fear of AD may be unsuccessful and ultimately serve to invalidate their 

concerns. Perhaps a shift towards discussing instead of educating is more validating. It is not 

necessary or wise to eradicate fear of dementia. If fear of dementia is momentarily viewed as an 

extension of aging anxiety and death anxiety (see Kastenbaum, 2009), how could anyone expect 

to alleviate such inevitabilities in life? 

 Until research can consistently support what will prevent or reduce risk of AD there will 

be a lack of comfort in what can be done by the individual. Many theories and models related to 

health behaviors may inform clinicians and researchers on how to approach this unique fear; 

however, the approaches that highlight the importance of behavior modification are likely to 

“miss the mark” - these behaviors still may not be enough for a healthy adult, who eats a 

balanced diet, regularly exercises, and engages in cognitively and socially stimulating activities. 

Fear of AD research may benefit from greater integration with the illness management, 

existential, or death anxiety literature. For example, how does one cope with the fear that they 

may develop cancer? If these fears do not reach the level of a somatic or anxiety disorder, they 

may never be outwardly expressed, which in some cases may leave the caretakers and social 

networks at a loss when someone may actually develop the disease later on.  

 The overall message based on fear of AD research, including results from this study, 

support that talking about this fear is the suggested course of action. If the fear is not severe 

enough to create a significant impact in daily functioning, then it is unlikely that this discussion 

will occur with a mental health or physical health professional - especially considering that many 

older patients with these concerns would not contact a mental health provider for assistance 

(Corner & Bond, 2004; Cutler & Hodgson, 2003). This, of course, only leaves the primary and 

secondary support networks (this trend is supported in research; concern about developing AD is 
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first expressed to relatives; Hodgson & Cutler, 2004). Having an open and honest discussion 

about fears related to developing Alzheimer’s disease can serve to validate and normalize these 

concerns. If there is enough worry due to a family history of dementia, then a discussion of 

desired treatment (i.e., medications), care (assisted living, dementia care, when to stop driving, 

etc.), and relationship functioning (i.e., how to express affection, ways of maintaining and 

adapting to the progressive disease) is strongly encouraged. At each step, an open discussion 

with loved ones and primary care providers will foster communication and ultimately facilitate 

better care and treatment should the disease develop.  
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Table 1   

Demographic Data for Time 1 and Time 2 

______________________________________________________________________________ 

      Time 1   Time 1 (LS*)  Time 2 (LS) 

______________________________________________________________________________ 

Participants    734   226   226 

Age Range    40 - 93   41-93   42 - 95   
 
Average Age    61.39 (12.89)  69.20 (10.98)  71.38 (10.87)  
 
Gender (Female)   64.5%   71.7%   73% 
 
Education (in years)   15.23 (2.69)  15.57 (2.84)  15.53 (2.75) 
 
Race     
 Caucasian   87.3   96.9 

 African American    4.9       .9 

 Asian American      .7     0.0  

 Hispanic     4.2        .9 

 Other      1.4        .9  

 Missing     1.5       .4 

Marital Status 

 Married   67.1   56.6   55.3 

 Divorced   13.7   14.2   12.4 

 Widowed   13.2   24.8   27.4 

 Single      5.2     4.0   4.9 

  

(table continues) 
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Table 1 (continued) 

______________________________________________________________________________ 

      Time 1   Time 1 (LS*)  Time 2 (LS) 

______________________________________________________________________________ 

Work Status 

 Retired    36.6   60.6   66.8 

 Student     1.2       .4     0.0 

Full-Time   44.9   22.6   20.8 

 Part-Time   11.8   11.9   10.2 

 Unemployed     3.7     2.7     1.8 

______________________________________________________________________________ 

Note: LS* = figures for the followed-up (i.e., longitudinal sample) participants at the Time 1 data 

collection. 
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Table 2   

Alzheimer’s Disease Experience/Exposure 

_________________________________________________________________________ 

            N Time 1  N Time 2 

_________________________________________________________________________ 

Number of People Known with AD   733     1.98 (3.61) 225     3 (3.85) 

% Currently Care for Someone with AD  730     3.3  224   3.1 

% Previously Cared for Someone with AD  731 14.8  224 23.5 

% Work(ed) in a Setting w/ Exposure to AD  725     9.8  221 13.3 

% Previously Tested for AD    726     2.2  222   3.1 

% Currently Doing Something to Prevent AD 711 57.5  216 83.6 

_________________________________________________________________________ 

Note: Table depicts a comparison between the entire sample at Time 1 and the follow-up 

participants at Time 2.  
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Table 3 

Characteristics of the Longitudinal Sample with Paired-Sample t-Test 

______________________________________________________________________________ 

               Time 1             Time 2   

______________________________________________________________________________ 

Scale              N      Mean   SD       N      Mean   SD   Sig. 

______________________________________________________________________________ 

Neuroticism    226 17.09 6.89  224 16.48 7.18   .03 

Extraversion    226 29.96 6.90  225 29.82 6.95   .61 

Openness    226 30.99 6.01  223 30.62 6.13   .09 

Agreeableness    226 33.91 5.68  224 34.06 5.65   .47 

Conscientiousness   226 35.75 5.37  220 35.60 5.64   .61 

FAQ1     219 10.71 3.00  220 10.94 2.97   .27 

FAQ2     226 13.69 3.72  219 14.26 3.33    .01 

ADKS     212 23.71 3.13  214 24.13 2.80   .06 

AAS     226 44.63 9.57  216 46.18 9.53   .001 

FoF-10     119 50.48 7.75  131 50.07 7.78   .71 

FoF-9 (for this study)   218 44.67 7.04  219 44.51 7.10   .96 

______________________________________________________________________________ 
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Table 4 

Alzheimer’s Disease Experience/Exposure of the Longitudinal Sample 

__________________________________________________________________________ 

       N Time 1      N     Time 2  Sig. 

__________________________________________________________________________ 

Number of People Known with AD   225   2.43      205       3.00 .07a 

ADKS Total Scores     212 23.71      214     24.16 .06a 

% Previously Tested for AD    222   2.7      224       3.1           1.00b  

% Doing something to Prevent AD   216 77.4      220     83.6  .19b 

% Caring for Someone with AD   224   3.1      225       3.1           1.00b 

% Previously cared for Someone with AD  224 19.0      224     23.5  .09b 

__________________________________________________________________________ 

Note: a Paired-samples t-test; b Related-samples McNemar test (nonparametric) 
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Table 5 

Correlation Matrix of Time 1 Data (N = 734) 

____________________________________________________________________________________________________________ 

Scale    1   2    3    4    5    6    7    8    9    10    11    12    13 

___________________________________________________________________________________________________________ 

1. Burden and Loss

2. Functional/Memory Loss  .00 

3. Anticipatory Concerns  .00  .00 

4. Neuroticism  .06  .09*  .18** 

5. Extraversion -.06  .07 -.06 -.31** 

6. Openness  .01  .02 -.03 -.12**  .22** 

7. Agreeableness  .12**  .05 -.01 -.24**  .18**  .13** 

8. Conscientiousness  .00  .04 -.17** -.40**  .32**  .11**  .21** 

9. FAQ1  .11** -.01  .01 -.10**  .02  .03 -.04  .12** 

10. FAQ2  .14** -.05  .05 -.13** -.01  .11**  .01  .06  .63** 

11. ADKS  .21** -.06  .07 -.06  .01  .21**  .12** -.01  .18**  .30** 

12. AAS  .09*  .10**  .19**   .43** -.27** -.18** -.27** -.28** -.06 -.08* -.10* 

13. FoF-9 item -.07  .07 -.37** -.23**  .17**  .12** -.02  .28** -.01  .02  .03 -.13** 

____________________________________________________________________________________________________________ 

Note: * p < .05, ** p < .01. Correlational coefficients represent the entire sample (including those not in the follow-up) at Time 1. 
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Table 6 

Correlation Matrix of Longitudinal Sample (N = 226) 

____________________________________________________________________________________________________________ 

Scale     1     2     3     4    5    6    7   8   9 10  11  12 13 

___________________________________________________________________________________________________________ 

1. Burden and Loss   .01   .01  .23** -.07 -.11  .04  .01  .12  .01  .11  .21**  .01 

2. Functional/Memory Loss -.12  -.01  .11 -.06 -.01 -.08 -.02  .01 -.01  .11  .22**  .01 

3. Anticipatory Concerns   .01 -.11  .38** -.23** -.06 -.17* -.32**  .08  .07  .05  .35** -.48** 

4. Neuroticism  .13 -.03  .22** -.45** -.15* -.35** -.45** -.01 -.04 -.11  .49** -.31** 

5. Extraversion -.06  .18** -.06 -.39*  .30*  .35**  .47** -.02  .03  .07 -.36**  .27** 

6. Openness -.01  .07 -.02 -.09*  .21**  .11  .22**  .07 -.04  .16* -.30**  .14** 

7. Agreeableness  .02  .10 -.17* -.28**  .31**  .15*  .41** -.06 -.13 -.01 -.33**  .12 

8. Conscientiousness -.01  .14* -.18* -.38**  .42**  .16*  .32** -.12 -.11  .05 -.30**  .27** 

9. FAQ1  .14  .04 -.04 -.10  .05 -.06 -.11  .01    .62**  .23**  .04 -.03 

10. FAQ2  .17* -.07  .03 -.07 -.01  .07 -.06 -.05  .58**  .18**  .02 -.01 

11. ADKS  .19**   -.10  .21** -.05  .07  .23**  .06   .04  .15*  .33**  .09  .01 

12. AAS  .09 -.05  .28**  .37** -.36** -.22** -.30** -.24** -.01  .08* -.09 -.24** 

13. FoF-9 item -.04  .15* -.37** -.30**  .19**  .21*  .15*  .29** -.03 -.04  .02 -.17* 

(table continues) 
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Table 6 (continued) 

____________________________________________________________________________________________________________ 

Note: Numbers below the diagonal represent correlation coefficients for the longitudinal sample at Time 1 only. Numbers above the 
diagonal represent correlation coefficients for the longitudinal sample at Time 2.  * p < .05, ** p < .01 
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Table 7  

Characteristics of “Willingness to Follow-Up” Group (N = 513) by Response Outcome 

______________________________________________________________________________ 

Item     Responded   Did Not Respond    Sig 

______________________________________________________________________________ 

N 226 285 

Age (at Time 1) 69.20 (10.98) 57.52 (11.88)    .01a

Gender (Female) 71.7% 61.0%    .01b 

Education (Years) 15.57 (2.84) 15.18 (2.57)    .11a

Race 

Caucasian 95.6 83.6 

African American     .9   8.0 

Asian American     .0     .3 

Hispanic     .9   7.0 

Other    1.7     .7 

Missing     .9     .3 

Marital Status 

Married 56.6 69.0 

Divorced 14.2 16.4 

Widowed 24.8   9.8 

Single    5.2   4.5 

Missing     .4     .3 

(table continues) 
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Table 7 (continued) 

______________________________________________________________________________ 

Item/Scale              Responded         Did Not Respond             Sig 

______________________________________________________________________________ 

Work Status 

Retired  60.6 24.7 

Student     .4   1.4 

Full-Time 22.6 54.7 

Part-Time 11.9 12.2 

Unemployed   2.7   4.5 

Missing   1.8   2.4 

AAS 44.63 46.50 .03a

ADKS 23.76 22.16 .01a

FoF-9 44.67 44.51 .81a

FAQ1 10.71 10.02 .01a

FAQ2 13.69 12.63 .01a

Alz. Experience     .23     .19 .29a

# of AD People Known   2.43   2.07 .32a

Previously Tested for AD   2.7   1.7   .55b 

Activities to Prevent AD 77.4 52.6 .01b 

Current AD caregiver    3.1   4.9 .37b 

Previous AD caregiver 19.0 15.3 .29b 

(table continues) 
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Table 7 (continued) 

______________________________________________________________________________ 

Note: a Independent-sample t-test; b Chi-square test for independence 
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APPENDIX A 

INITIAL ROTATED COMPONENT MATRIX OF THE FOD SCALE 
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_________________________________________________________________________ 

          Component 

Item                  1     2     3     4 

_________________________________________________________________________ 

Item 18   .776  .191  .211  .381 

Item 8    .744  .187  .389  .230 

Item 16   .739  .370  .283  .252 

Item 27   .734  .370  .218  .295 

Item 20   .725  .401  .296  .252 

Item 25   .721  .226  .112  .413 

Item 21   .714  .443  .312  .225 

Item 13   .698  .352  .409  .199 

Item 22   .689  .399  .188  .264 

Item 12   .679  .358  .471  .206 

Item 11   .677  .351  .439  .176 

Item 39   .657  .524  .232  .167 

Item 19   .610  .328  .345  .290 

Item 9    .599  .298  .444  .251 

Item 33   .584  .494  .210  .215 

Item 15   .582  .446  .234  .297 

Item 29   .543  .316  .087  .500 

Item 26   .515  .353  .197  .485 

(table continues) 
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Appendix A (continued) 

_________________________________________________________________________ 

   Component 

Items    1    2    3    4 

_________________________________________________________________________ 

Item 37 .236 .777 .239 .287 

Item 35 .423 .703 .203 .260 

Item 38 .385 .678 .065 .201 

Item 32 .411 .662 .216 .247 

Item 34 .443 .657 .169 .197 

Item 31 .540 .643 .275 .247 

Item 36 .207 .632 .291 .501 

Item 30 .556 .618 .243 .321 

Item 23 .231 .504 .297 .436 

Item 3 .402 .282 .695 .076 

Item 5 .586 .240 .664 .089 

Item 6 .578 .288 .639 .084 

Item 4 .087 .261 .631 .347 

Item 1 .261 .133 .629 .247 

Item 7 .544 .306 .590 .094 

Item 2 .119            -.021 .583 .267 

Item 17 .357 .333 .241 .621 

 (table continues) 
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Appendix A (continued) 

_________________________________________________________________________ 

      Component 

Items Continued    1    2    3    4 

_________________________________________________________________________ 

Item 14 .382 .277 .219 .616 

Item 24 .136 .141 .264 .583 

Item 28 .252 .218 .128 .558 

Item 10 .141 .373 .495 .509 

___________________________________________________________________________ 
Note: Rotation method used was Varimax with Kaiser Normalization.  

87 



APPENDIX B 

PRINCIPAL COMPONENT ANALYSIS OF THE FOD SCALE – TIME 1 
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______________________________________________________________________________ 

      Component 

Item     Burden  Functional/Memory      Anticipatory 

______________________________________________________________________________ 

Item 18 .818 .252 .257 

Item 8  .812 .203 .303 

Item 20 .789 .386 .228 

Item 21 .780 .418 .244 

Item 16 .779 .380 .238 

Item 27 .778 .403 .191 

Item 13 .777 .335 .293 

Item 11 .755 .339 .310 

Item 25 .730 .318 .205 

Item 22 .727 .422 .172 

Item 19 .707 .299 .312 

Item 9  .688 .306 .347 

Item 37 .286 .815 .232 

Item 35 .462 .734 .206 

Item 38 .371 .730 .093 

Item 36 .298 .707 .375 

Item 34 .463 .686 .165 

Item 32 .452 .663 .220 

(table continues) 
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Appendix B (continued) 

______________________________________________________________________________ 

      Component 

Items Continued   Burden  Functional/Memory      Anticipatory 

______________________________________________________________________________ 

Item 2 .152 .007 .773 

Item 1 .358 .121 .649 

Item 24 .170 .280 .524 

Item 28 .219 .372 .470 

__________________________________________________________________________ 

Note: Rotation method used was Varimax with Kaiser Normalization. 
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APPENDIX C 

PRINCIPAL COMPONENT ANALYSIS OF THE FOD SCALE – TIME 2  
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_________________________________________________________________________ 

      Component 

Item             Burden  Functional/Memory      Anticipatory 

_________________________________________________________________________ 

Item 8 .859 .219 .230 

Item 18 .840 .252 .150 

Item 27 .793 .325 .222 

Item 25 .790 .265 .040 

Item 16 .780 .358 .160 

Item 13 .762 .305 .249 

Item 21 .744 .437 .244 

Item 20 .744 .417 .308 

Item 11 .744 .251 .367 

Item 9  .685 .245 .356 

Item 22 .680 .461 .169 

Item 19 .674 .330 .327 

Item 37 .224 .779 .209 

Item 38 .191 .723 .098 

Item 35 .409 .716 .216 

Item 34 .332 .709 .131 

Item 32 .327 .695 .178 

Item 36 .364 .622 .153 

(table continues) 

92 



Appendix C (continued) 

_________________________________________________________________________ 

      Component 

Items Continued           Burden  Functional/Memory      Anticipatory 

_________________________________________________________________________ 

Item 2 .127 .074 .841 

Item 1 .414 .064 .694 

Item 28 .149 .296 .685 

Item 24 .233 .257 .500 

__________________________________________________________________________ 

Note: Rotation method used was Varimax with Kaiser Normalization. 
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APPENDIX D 

PRINCIPAL COMPONENT ANALYSIS OF ALL SCALES FOR POST-HOC ANALYSES     
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______________________________________________________________________________ 

      Component 

Scale       1      2      3      4      5 

______________________________________________________________________________ 

Conscientiousness   .769   .048 -.097   .021   .159 

Extraversion   .734   .041   .049   .115   .051 

Neuroticism -.700 -.129 -.123   .191   .094 

Agreeableness   .522 -.069 -.008   .480 -.040 

AAS  -.514   .080 -.187 -.006   .337 

FoF-9   .448 -.182 -.357 -.320 -.226 

FAQ2   .030   .850 -.074   .033 -.043 

FAQ1   .100   .844   .108 -.133   .105 

ADKS   .018   .406 -.042   .384 -.380 

Age -.045   .116   .841 -.087 -.135 

Marital Status   .112 -.109   .760   .003   .049 

Gender    .045 -.169   .129   .765   .131 

Alz. Experience -.050   .058 -.181   .530 -.148 

Openness   .052 -.167   .116   .174 -.719 

Education -.073   .135 -.063 -.132 -.704 

_____________________________________________________________________________ 

Note: 1 = Personality/Memory, 2 = Knowledge, 3 = Demographic, 4 = Gender/Experience, 5 = 

Openness/Education 
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