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ABSTRACT 
 

Alzheimer’s disease or a related dementia (ADRD) can create enormous strain and 

burden for family caregivers. But the potential for relationship disruption via changes in 

intimacy seem to be the greatest for couples in long-term marriages. I conducted 

intensive interviews with spouses who provide care for their partner with ADRD. I 

wanted to better understand how some spousal caregivers had managed to maintain a 

sense of continuity in their marital intimacy, and to understand what may have kept 

others from maintaining that same closeness. I also explored the role of physical intimacy 

and/or sexuality in facilitating the process of marital continuity. I proceeded from the 

assumption that people want to feel close to those they love and that a person can be 

active in creating that closeness. I believe that the sexual relationship holds a great 

potential for maintaining feelings of closeness and connection. I used a 

phenomenological approach to describe, analyze, and interpret data of spouses' lived 

experiences. Then I attempted to extrapolate those experiences into clinical interventions 

or suggestions to assist clinicians who may work with similar couples. My analysis shows 

that spouses who provide care for their partner with ADRD moved through a process of 

change that affected their opportunities for further intimacy. The disease processes 

eventually led to a diagnosis of ADRD for the impaired spouse. A sense of uncertainty or 

ambiguity grew as the symptoms of the disease increased. Caregiving spouses were faced 

with the challenge of emotionally and psychologically separating the symptoms of 

ADRD from the personhood of their partner. The growing ambiguity was usually 

accompanied by challenges (both emotional and practical) to cope and adjust to the new 

dynamics. Adjustment and working through the challenges did not automatically mean 

that the spouse who was providing care would feel emotionally close to his or her partner, 

although it was much more likely. There is one last overarching influence that affects the 

whole process – marital history. This study has implications for clinical theory and 

interventions for practitioners working with couples or spouses who provide care to a 

partner with ADRD. 
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CHAPTER I 

AN INTRODUCTION TO ALZHEIMER’S DISEASE AND THE BARRIERS AND 

BRIDGES IT OFFERS MARITAL RELATIONSHIPS 

 

Alzheimer’s disease (AD) is a progressive, degenerative disease that impairs 

cognitive functioning by disrupting the anatomy of the brain. Unfortunately, its victims 

are quite often left with relatively good physical health otherwise, which accounts for 

why the course of the illness may be drawn out for many years. As a result of the 

relatively slow progression of the disease (in the absence of co-morbidity), caregivers, 

families, and societies pay the mounting cost of care financially, emotionally, and 

otherwise (Alzheimer’s Association, 2003). This is a tragic disease that can torture the 

afflicted while they are lucid enough to understand and anticipate the inevitable loss of 

their memories and reasoning. Then, like an insatiable monster, after it has rendered its 

victims helpless, it often turns on those left to care for them, inflicting physical, 

emotional, social and relational pain and suffering.  

Interest and investment in Alzheimer’s disease and related dementias (ADRD) has 

grown over the past two decades. This growth has begun to offer new insights and 

understanding to the symptoms and progression of the disease (Andersen, 1998) and 

options for medical intervention to slow its progression (Baylor College of Medicine, 

2003). However, to date there is no cure or set of definitive interventions to prevent the 

disease. As a result of the exploration of Alzheimer’s disease, researchers began to 

identify dementias that had different etiologies although they exhibit similar symptoms 
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(Kapaki, Paraskevas, Zalonis & Zournas, 2003). Currently, over 4 million Americans are 

tormented by AD and over 20 million families are suffering with them (Alzheimer’s 

Association, 2003). 

When a family member becomes a caregiver he or she assumes escalating 

emotional, physical and financial burdens. Some of these consequences can be crippling. 

The physical and emotional demands that are required can place the typically older 

caregiver at risk for compromised health (Butcher, Holkup, & Buckwalter, 2001). The 

lack of social support and appropriate coping skills can leave a caregiver at the mercy of 

depression, exhaustion, and exacerbated personal health conditions (Davis, 1997). 

Compounding these effects can be enormous financial expenses and restricted social 

opportunities. It is not uncommon for these stressors to slowly overwhelm a caregiver’s 

abilities to cope; creating a "hidden victim" as his or her dependence on others increases 

(Knuf, 2000; Zarit, Orr, & Zarit, 1985). 

Some researchers have suggested that providing care for someone with ADRD 

requires additional and unique demands and responsibilities. Uncertainty and ambiguity 

seem to have a greater role in the experience of caregivers for someone with ADRD 

(Boss, 1993) than other chronic diseases. It has also been suggested that these caregivers 

need to have a unique type of commitment in order to maintain their role as caregiver in 

light of threats to personal identity and personhood (Adams, 1999). Ultimately, ADRD 

poses a great potential threat to the interpersonal and intimate relationship a family 

caregiver may have with a loved one. In spite of the well-documented difficulties, recent 

research has also documented greater potential for caregivers to a family member with 
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ADRD to experience positive and enhancing effects of providing care (Adams, 1999; 

Wright, 1991).  

This study focuses on the intimate experiences of spouses providing care for 

partners with Alzheimer's disease. Spousal caregivers may experience a rollercoaster of 

positive and negative emotions and perceptions regarding their role and relationship to 

their spouse (Braff & Olenik, 2003). It is inevitable that these roles and responsibilities 

will change as the disease process demands more from the caregiving spouse. Part of that 

transition may include a shift from spouse to parental figure or protector. A shift away 

from the role of spouse and lover to roles with less emotional significance has emotional 

and psychological consequences for the spousal caregiver and her or his partner. Some 

believe that the loss of the wife and husband role is unavoidable (Lindgren, Connelly, & 

Gaspar, 1999), while others have challenged that expectation and argue that maintaining 

the personhood of one’s spouse provides numerous benefits and can lead to a mutual 

sense of closeness (Adams, 1999). 

As the roles in the marriage shift, some alterations in the relationship are bound to 

follow. As the disease progresses, the caregiving spouse becomes more responsible for 

the defining and shaping the marital relationship. There are a number of intrapersonal and 

interpersonal factors that may influence spouses’ perceptions of their marital relationship 

and the resulting outcomes from the caregiving experience (Litz, Zeiss, & Davies, 1990; 

Zeiss & Kasl-Godley, 2001). For this study, intimacy is the factor of central focus.  

Both emotional and physical intimacy have the potential to play a significant part 

in the experience of spousal caregivers and understanding changes in this area may help 
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provide greater opportunities for couples to experience a sense of mutual closeness. 

Emotional intimacy, or the sense of closeness in the relationship, appears to be a primary 

predictor regarding the amount of burden a spousal caregiver may report, such that the 

greater the closeness, the lower the reported burden (Spaid & Barusch, 1994). Emotional 

intimacy may also provide a buffer against depression and provide an additional sense of 

purpose for caregiving. Physical intimacy may be one of the last venues where the spouse 

with ADRD can actively participate, thereby maintaining some role identity and a sense 

of contribution to the relationship. Sexual activity can also provide caregiving spouses 

with support, reassurance and a way to cope in the face of the threat to their marriage. 

Caregiving spouses have requested that professionals provide them with 

information regarding potential changes in their sexual and emotional intimacy with their 

spouse with ADRD (Duffy, 1995).  Empirical work is now beginning to address how 

ADRD processes may affect a marital relationship, but there is nothing to direct how a 

spousal caregiver may intervene to maintain a sense of closeness and intimacy. The 

purpose of this study is to interview spousal caregivers to assess what measures they have 

used to compensate for the disease process and still feel close their spouse and to explore 

the function of sexual activity as a buffer or a wedge to emotional closeness. Learning 

what has been helpful and what has created additional barriers from the lived experiences 

of these unique caregivers may lend some direction for practitioners in their efforts to 

help caregivers cope, adjust, and maximize the positive outcomes of a daunting task.  

This study used a phenomenological approach in an effort to understand the lived 

experiences of caregivers for a spouse with ADRD. Phenomenology is a search for what 
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it means to be human; what meaning the everyday experiences have in the here-and-how. 

This type of method for inquiry and understanding necessitates the use of a qualitative 

research method. A “grand tour” question initiated the interview and follow-up questions 

served as guiding markers in the process of co-directing the interview with the spousal 

caregivers. Caregiving spouses were first asked, “Please tell me about yourself and your 

relationship with your spouse.” Follow-up questions addressed the topics of (a) How has 

your relationship changed over time? How has ADRD changed your relationship? (b) 

How close do you feel to your spouse? How has ADRD changed the closeness? How 

have you adjusted? What has kept you from maintaining a close relationship? (c) How 

important is sexuality in your current relationship? What role does it play in your feelings 

of closeness? How does ADRD affect your sexual intimacy? (d) What advice would you 

give a friend who wants to maintain feelings of closeness with his or her spouse who has 

ADRD?  

Audio-recorded interviews were transcribed. Interviews were read to identify 

important meaning units. These units were grouped into clusters of similar thematic 

structures. Groups of units were labeled with terms and expressions consistent with the 

general meaning of the clusters. Five clusters of common themes emerged from the 

meaning units. These five clusters, or themes, were organized in an interactive, process–

oriented structure based on logical connections imposed by the researcher. Finally, a 

coherent statement was composed in an effort to capture the global experience of the 

participant and participants, as derived from the group of meaning units. To ensure the 

trustworthiness of the analysis, participants were asked to review their individual 
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interview summaries and the group themes and summative statement to assess the 

applicability to their lived experience (i.e., member checking). Implications for clinical 

theory and research are included. 
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CHAPTER II: 

LITERATURE REVIEW 

 

Alzheimer's Disease 

Alzheimer's disease received its name from a German physician, Alois 

Alzheimer, in 1907. While examining under a microscope the brain of a woman who died 

at age fifty-one after progressive memory and brain impairments, he found tiny lesions 

called amyloid plaques and neurofibrillary tangles in her gray matter (Epple, 2002; Kuhn, 

1999; Zarit et al., 1985). In the 1960’s, scientists linked this unusual disease of middle-

aged people to the common condition labeled “senility” observed in the elderly. Both had 

similar symptoms and exhibited the same lesions in the brain. 

Approximately 4 million Americans are afflicted with AD, directly affecting the 

lives of at least 20 million U.S. families. This is approximately 10 percent of all persons 

over the age of 65, and 50 percent of those over the age of 85 (Alzheimer's Association, 

2003). We know that the fastest growing segment of the population is the group over the 

age of 85, with increases in this age group accounting for most of the projected increase 

in the prevalence of dementia in the future (Knuf, 2000). AD is a progressive, 

degenerative disease of the brain, and the most common form of dementia. A person with 

AD will live an average of eight years and as many as 20 years or more form the onset of 

symptoms (Alzheimer's Association, 2003). As a result of the relatively slow progression 

of the disease, the average lifetime cost per patient is $174,000, costing U.S. society at 
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least $100 billion a year and costing American business $61 billion a year. This is a 

medical, social, and familial problem that will continue to grow. 

During the past two decades, interest, funding, and opportunities to better study, 

understand, and manage Alzheimer's disease have grown exponentially. The federal 

government estimates spending about $599 million for AD research and the Alzheimer's 

Association has granted $136 million dollars in research grants since 1982. This growth 

has paralleled the rise in prevalence of the disease and its swelling ripple effect on more 

and more families, communities, and nations. During this time, researchers have 

discovered common symptomatic and organic manifestations of the disease and have 

begun to differentiate Alzheimer's disease from similar pathologies, (e.g., Pick's disease, 

Vascular dementia, and Lewy body disease; Andersen, 1998; Kapaki et al., 2003; 

Souliez, Pasquier, Lebert, Leconte, & Petit, 1996). Historically, a therapist's only avenue 

to differentiate between similar dementias and accurately diagnosis has been postmortem. 

However, with the growth in the quantity of research and the improvements in 

technological assessment, therapists are becoming more accurate at identifying the subtle 

differences between pathologies, thereby being able to better specify treatment options 

and prognosis. These improvements have only appeared in the recent past and, 

unfortunately, one of the continuing difficulties in the quest for differential diagnosis 

among the varied dementias is the lack of consensus on criteria and the imprecision of the 

assessment instruments (Lipton & Weiner, 2003). 

Although the diagnostic tools may be imprecise, it is helpful to consider the 

prevalence of the varying dementias. Currently 50 to 60 percent of those with dementia 
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are classified as having Alzheimer's disease, with about 12 to 17 percent with vascular 

dementia, 8 to 18 percent as a mixed category, and 10 to 20 percent as falling outside the 

existing diagnostic categories (Zarit & Zarit, 1998). Regardless of etiology, all of these 

dementia syndromes are considered a chronic, progressive loss of function, affecting 

memory, language, and visual-spatial abilities. The rate of progression may vary between 

diseases, but the overall effects on a person's functioning and the consequences of 

providing care seem to be very similar. In fact, most research aimed at studying ADRD, 

because of the diagnostic limitations listed above (e.g. Cotter, Leon, Akers, & Smith, 

2003; Drebing, McCarty, & Lombardo, 2002; Midence & Cunliffe, 1996; Watson, Wells, 

& Cox 1998).  

Professionals from many fields have experimented with pharmacological as well 

as behavioral/social interventions to address the symptoms of ADRD and help alleviate 

the stress and anxiety experienced by both the sufferers of the disease and their 

caregivers. There have been a number of drugs approved by the Federal Drug 

Administration for ADRD therapy, including, tacrine, donepezil, and Rivastigmine 

(Baylor College of Medicine, 2003). These medications have been developed to slow the 

progression of the disease, actually improving cognitive function for some lucky few--if 

for only a short time (Hirsch, 2001; Mahady, 2002; Thompson, MacDonald, & Coates, 

2001; Wilkinson et al., 2002). There are also drug-trials that are on-going and it is 

anticipated that pharmacological interventions will continue to improve, in terms of both 

symptom reduction as well as disease reversal. 
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Although medical interventions are still fairly limited, environmental, verbal, and 

behavioral strategies/interventions have been created as means to manage some of the 

symptoms, some focused on helping the patients (allowing some sufferers of the disease 

to function independently for a longer period of time) and some on helping the caregivers 

(e.g., minimizing or redirecting wandering behaviors; Sparks, 2001). Therapists can find 

numerous reviews of various aspects of treating Alzheimer's disease, treating 

symptomology, and aiding caregivers. Doody et al. (2001) provide a comprehensive 

review of the evidence-based options for managing dementia for clinicians, including 

pharmacological and educational interventions. Bourgeois, Schultz, and Burgio (1996) 

provide a thorough review and meta-analysis of interventions intended to assist 

caregivers. (Recent updates have been done by Acton & Winter, 2002 and Farran, 2001). 

In addition, Midence and Cunliffe (1996) offer a somewhat dated, but comprehensive 

review of the interventions targeting the depressive and psychiatric symptoms of 

Alzheimer's sufferers and some of their personality and behavioral problems. Among the 

interventions outlined include: reality orientation, reminiscence therapy, validation 

therapy, and sensory integration therapy. 

Caregivers can also find practical suggestions written in simple, straightforward 

language in a number of texts written specifically for those struggling to grasp their new 

reality. Authors range from experienced caregivers to experienced clinicians, but most 

rely upon a combination of empirical data and personal experiences to inform their 

general suggestions in the unique light that each person and family may experience, 

"When you have met one Alzheimer's family, you have met one Alzheimer's family" 

 10



(Gwyther, 2000, p. 993). The 36-hour Day (Mace & Rabins, 1999) and Alzheimer's: The 

complete guide for families and loved ones (Gruetzner, 2001), are great examples of 

clinicians writing in a simple, yet informative and applicable way, helping caregivers 

work with people suffering from ADRD to maintain a the highest quality of life and/or 

minimize the negative effects of providing care. There are also numerous books available 

that are written by caregivers about their experiences, as well as books written for the 

sufferers of ADRD from professionals and current victims, in the early stages. 

 From all accounts, it is the families and caregivers who suffer the most when 

ADRD attacks. The victims may experience intense agony and discomfort as they 

struggle to adjust to their ever-changing world, but the truth is that they will eventually 

lose touch with their existence and most will eventually succumb to indifference and 

ignorance. It is therefore left to the caregivers to continue the fight and struggle to adapt 

to the insidious and persistent progress of the disease. 

 

Impact on Caregivers 

Nearly a century after Alzheimer's disease was discovered, it is the leading cause 

of dementia, subtle in onset, with very misleading symptoms and with no known cure 

(Knuf, 2000). ADRD is often unrecognized by family members, who may provide care 

for years before a diagnosis is made. As longevity continues to slowly push the upper 

limits of life span, the number of people who will experience dementia related 

impairments will continue to increase, placing a greater demand on their families to help 

them function in their daily activities. ADRD is accompanied with many behavior 
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symptoms, including most profoundly, memory impairments, restlessness and agitation, 

as well as shifts in mood and personality (Alzheimer’s Association, 2003). These changes 

can be extremely unsettling and anxiety producing for both the sufferer and the caregiver. 

When family members assume caregiving responsibilities, they often inherit 

escalating emotional, physical, financial, and social burdens that may slowly overwhelm 

them, turning them into "hidden victims" as their dependence on others increases (Knuf, 

2000; Zarit, Orr, & Zarit, 1985). This is especially true for primary caregivers, since the 

majority of care usually falls upon the shoulders of one family member (Keith, 1995; 

Zarit, Birkel, & MaloneBeach, 1989) who often becomes the sufferer's lifeline to reality 

(Bar-David, 1999). In general, women, as spouses or daughters, are the family members 

who are most likely to provide care for the aged, including those with Alzheimer's 

disease. A daughter is the most common caregiver, but only if the impaired person's 

spouse is no longer living or if the spouse is impaired as well (Dwyer & Coward, 1992; 

Stone, Cafferata, & Sangl, 1987). In fact, most elderly prefer that their spouse provide 

care for them, if capable (Kaplan, 2001). However, “[e]pidemiologic studies also have 

shown that Alzheimer’s disease affects more women than men, even if one allows for the 

higher proportion of women who survive into the higher age groups” (Advisory Panel on 

Alzheimer's Disease, 1995, pertinent scientific findings section, epidemiologic studies 

sub-section, paragraph 3; see also McCann, Hebert, Bennett, Skul, & Evans, 1997; 

National Institute on Aging, 1999). This suggests that men may be relied upon to provide 

care for their ADRD impaired spouses, especially when no daughter is available.  
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Physical and Emotional Demands  

Of all the research that has been conducted on persons with ADRD and their 

caregivers, nothing has received so much attention as the amount of stress and burden 

that potentially accompanies that role. Researchers began exploring the effects of 

providing care beginning in the 1980's and over the more than twenty years that have 

followed, a mostly bleak picture has been painted. There is no doubt that the majority of 

caregivers are at a great risk in terms of their health and well being.  

Most of the research on caregiving and ADRD has focused on the stress 

experienced by family caregivers (Baumgarten et al., 1994; Browning, & Schwirian, 

1994; Chang, 1999; Farran, Keane-Hagerty, Tatarowicz, & Scorza, 1993; Kuhlman, 

Wilson, Hutchinson, & Wallhagen, 1991; Zarit, Todd, & Zarit, 1986), particularly the 

negative consequences of burden (Cohen & Eisdorfer, 1988; Gallagher, Rose, Rivera, 

Lovett, & Thompson, 1989; Morrissey, Becker, & Rubert, 1990; Wright, 1991). Some of 

the noted consequences include: the physical demands and feelings of emotional distress 

(Farran et al., 1993; Mastrian, Ritter, & Deimling, 1996; Phillips et al., 1995; Seltzer, 

Vasterling, Yoder, & Thompson, 1997), the adverse feelings of sadness, anger, fatigue, 

guilt, and grief (Cohen & Eisdorfer, 1988; Gallagher et al., 1989; Lindgren et al., 1999, 

Schultz, O'Brien, Bookwala, & Fleissner, 1995; Steffen & Berger, 2000), and the decline 

in physical health that often result from unresolved pressures, conflicts, and the 

accumulating affect of stress (Butcher et al., 2001; Davis, 1997; Gallant, & Connell, 
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1998; Kuhlman et al., 1991; McNaughton, Patterson, Smith, & Grant, 1995; Pruchno, & 

Potashnik, 1989).  

Depression among caregivers has been particularly important to understand due to 

its devastating consequences on the caregiver’s functioning. Wijeratne (1997) provided a 

review of the most significant factors that lead to morbidity in caregivers of a family 

member with ADRD and reported that the rate of depression in most community 

dwelling, non-caregiving older adults was about 29%, while caregivers of someone with 

ADRD ranged from 48% to 73%. Although caregiver depression is sometimes linked to 

ADRD symptoms (Schulz, & Williamson, 1991), most often it is attributed to “caregiver 

factors.” For example, these factors include: being dissatisfied with social contacts and 

support, concerns about money, quality of prior relationship with the patient, role 

capacity and work overload, and uncertainty (Alspaugh, Stephens, Townsend, Zarit, & 

Greene, 1999; Neundorfer, McClendon, Smyth, Stuckey, Strauss, & Patterson, 2001; 

Torossian, & Ruffins, 1999; Wijeratne, 1997), just to name a few. The ultimate 

consequence of such high rates and heterogeneous triggers for depression can be a 

decline in the caregiver’s health and well-being and can possibly leading to 

hospitalization and/or institutionalization of either or both of the spouses. 

 

Financial Demands 

Although the physical and emotional demands of being a caregiver for someone 

with ADRD can be extremely taxing, there are quite often additional demands and 

consequences that accompany the caregiving role. A secondary stressor that many 
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caregivers may face includes financial drain at the least and impoverishment (also known 

as Medicaid “spend-down”––impoverishing the patient and spouse in an effort to qualify 

for State controlled medical benefits) at the extreme (Baikie, 2002; Wijeratne, 1997). As 

previously mentioned, the Alzheimer’s Association (2003) estimated that the average 

lifetime cost per patient is $174,000. This figure does not account for the fact that 7 out 

of 10 people with ADRD live at home and 75% of all the home care is provided by 

family and friends, which means that the remainder is “paid” care costing an average of 

$12,500 per year (but may exceed $70,000 per year in some areas of the country). Many 

caregivers also experience lost wages as a result of their responsibilities for their family 

member, adding to the financial strain that most experience as they struggle to support 

themselves, their loved one, and the disease. 

 

Social Consequences

As if constant emotional, physical, and financial demands weren’t enough, there 

is at least one other effect of providing care for a spouse that may exacerbate the 

emotional and physical costs of caring and the person’s ability to cope. Quite often 

caregivers give up many of their pre-caregiving social activities and relationships 

(Adams, 1999). Relative social isolation may be a consequence of the time-consuming 

component of caregiving as well as the social stigma that is often attached to the disease 

(Wijeratne, 1997). This happens, of course, just when these caregivers are in the most 

need of social support (aside from the formal, community support programs) and socially 

related self-care. Williamson, Shaffer, and Schulz (1998), in their attempt to predict 
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activity restriction, found that if a relationship had been communal – characterized by 

mutual concern for and responsiveness to one another’s needs – then restriction was 

predicted by intimacy and affectional loss. But if the relationship had been less 

communal, severity of patient’s symptoms, not relationship variables, predicted social 

isolation. In both cases, regardless of predictor variables, caregivers that were restricted 

in their socializing experienced greater depression. 

Some caregivers are able to maintain past social outlets and establish new 

informal social supports, but for many it may be too late. The physical and emotional toll 

may, at the relational level, have created resentment toward the impaired spouse and/or 

emotional disengagement (Adams, 2002; Williamson et al., 1998). At the individual 

level, the lack of social support seems to serve as a mediator of depression (Beeson, 

2001; Chang, Brecht, & Carter, 2001; Schulz & Williamson, 1991; Williamson et al., 

1998) and increased risk of illness (McNaughton et al., 1995; Wijeratne, 1997). 

 

Unique Demands 

Providing care for a loved one that has cognitive impairments also places unique 

demands on caregivers, demands that are not as common among caregivers of other 

chronic illnesses. Cognitive impairments of a loved one have a great potential to create 

extreme uncertainty for caregivers and other family members. This uncertainty or 

ambiguity seems to be a stronger influence in creating stress and burden for caregivers 

than the severity of the illness; it can prevent caregivers and families from coping and 

managing the illness. This ambiguity has been consistently linked to caregivers' lower 
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levels of well-being; again, more so than level of functional or cognitive impairment of 

the loved one (Boss, Caron, Horbal, & Mortimer, 1990; Boss, 1993, O’Donnell, 1998).  

Pauline Boss (1999) has shed a great deal of light on the concept of ambiguous 

loss and the emotional and psychological effects that may accompany it. Ambiguous loss 

in the case of ADRD refers to the physical presence of the impaired spouse, but the loss 

of his or her mind. It may be very difficult for family members to agree upon the absence 

or presence of the loved one within or among themselves. The uncertainty that this can 

create is associated with greater symptoms of depression (Boss et al., 1990). Still, the 

emotional experience of this complicated grief response goes much deeper and 

potentially more problematic than depression. A caregiver experiencing ambiguous loss 

is often filled with conflicting feelings and thoughts. “They dread the death of [their 

spouse] . . . but they also hope for closure and an end to the waiting. They may even feel 

anger at [their spouse, whom] they love, for keeping them in limbo, only to be consumed 

with guilt for having such thoughts” (Boss, 1999, p. 61). Because of the ambiguity, 

spouses can’t make sense of their situations and emotionally are pulled in opposing 

directions—love and hate for the same person; acceptance and rejection of their 

caregiving role; affirmation and denial of their loss. Thus, caregivers are forced to 

reconcile the blurred boundaries of their relationship with the person impaired with 

ADRD (e.g., “Do I have a mother or not?” “Am I really married?”) as well as navigate 

the mixed emotions that the ambiguity creates. 

Others have suggested that ADRD requires a unique type of commitment from 

caregivers.  Torossian and Ruffins (1999) have stated that although the demands of caring 
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for a family member may be ongoing, “In the case of dementia, the symbolism [of 

caregiving] is of the decline and loss of self and it becomes a reminder of one’s own 

decline and death” (p. 128; see also Parks & Pilisuk, 1991). In her landmark study, 

Cantor (1983) was one the first to document examples of this unique commitment, in a 

way that set spousal caregivers aside from other family relationships. Cantor found that 

spouses were more likely to be distressed and that, despite the fact that they are older and 

affected with greater health problems than other types of caregivers, husbands and wives 

showed the most commitment in terms of providing the maximum amount of care, and 

despite such adverse conditions, expressed an ongoing desire to care for their partners, 

when other types of caregivers did not. Dementia has also been associated with greater 

relationship disruption and is more likely to lead to poorer mental health outcomes for 

caregivers than other diseases (Gwyther, 2000; Hooker, Monahan, Bowman, Frazier & 

Shifren, 1998; Shaw, Patterson, Semple et al., 1997; Shaw, Patterson, Ziegler et al., 

1999). 

 

Positive Outcomes 

There have been a few studies that have challenged the conventional wisdom that 

the caregiving experience or trajectory must inevitably end with institutionalizating the 

spouse with ADRD and the caregiving spouse suffering from all the negative emotional 

and physical consequences. Although it is a fairly new line of research, the 

documentation of positive outcomes for caregivers continues to be substantiated. 

Motenko (1989) was that first to bring to the attention of researchers the positive 
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meanings that caregivers (spouses in this case) derived from caring for their family 

member with ADRD. Wright (1991) found similar results; a group of spouses caring for 

their partner with ADRD found ways to support and sustain the positive aspects of 

providing care, while highlighting the importance of marital continuity. Adams (1999) 

also documented the qualitative statements of family caregivers who indicated that 

despite challenges and previous relational difficulties experienced between the caregiver 

and receiver, they were able to find or make meaning from their caregiving that left them 

with a positive interpretation of the experience. Somehow these caregivers are able to 

overcome the predominantly negative expectations of caregiving, and draw personal and 

relational strength from it. 

 

Family Role and Relationships 

Although ADRDs affect multiple layers of the social ecosystem, the heaviest 

burden is shouldered by the caregivers who perform a labor of love, sweat, and tears (and 

sometimes anger, resentment, and violence). Their service is not without a price, in 

potentially every part of their life. The stress and burden has been well documented and 

tends to affect the caregiver's physical and emotional health in sometimes severe ways, 

including death.  

It has been long acknowledged that the family role the caregiver holds (either as 

spouse or adult child) will influence the experience of providing care for someone with 

ADRD (Bernard, & Guarnaccia, 2002; Clifton, & Pasley, 1995; Gilhooly, 1986; Sparks, 

Farran, Donner, & Keane-Hagerty, 1998; Wilcox, O'Sullivan, & King, 2001). Thus it is 
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important to avoid mixing the experiences of the different types of family caregivers, 

especially in qualitative research where the numbers of participants are few, the amount 

of data collected from each participant is great, and the results are usually generalizations 

based on the commonalties of the participants. Mixing spouses and adult children could 

potentially cloud or mask important aspects of their individual caregiving experiences. 

Therefore, this study focuses on the experiences of spouses providing care for partners 

with ADRD, with a more specific look at the marital relationship. 

 

Spousal Caregiving and the Marital Relationship 

 Over the past decade, there has been increased interest in the role that spouses 

play in providing care for their partners with ADRD. Although societal gender role norms 

are key to caregiver selection, Allen, Goldscheider, and Ciambrone (1999) found that the 

intimacy inherent in the caregiving role renders an emotionally close marriage as 

important criterion to the selection of a spouse as caregiver. While trying to understand 

how marital history and prior relationships influence the experience of spousal 

caregivers, Kramer (1993), as noted by many others, recorded that marital history seems 

to play an important role in clarifying our understanding of the variation in caregiver 

adaptation. Specifically, he found that poor quality of the prior relationship was 

significantly associated with depression, quality of life, and caregiving satisfaction. He 

also found that an additional component of marital history seemed to influence the 

caregiving experience; as a group, caregivers who had been married just once reported 

significantly higher levels of quality of life and less depression than caregivers who had 
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been married more than once. Yet, often long-term marriages have woven into a pattern 

that is satisfying to both partners, and the physical illnesses (e.g. dementia) that may 

accompany advancing age may be destabilizing for couples. There may or may not have 

been adequate planning, and if a couple system is fragile, an unexpected diagnosis can 

undermine the most stable and intimate of relationships (Zarit, 2001). 

Despite the growing interest in spousal caregiving, very little has been done to 

understand or assess how caring for a partner with Alzheimer's disease may influence the 

evolution of the couple's changing bond. Some studies suggest that relational variables 

may serve as buffers to the negative emotional and physical health risks that accompany 

caregiving. Intimacy and feelings of closeness, as one of those relational variables, seem 

to shield caregivers from burden and depression (Spaid & Barusch, 1994; Wijeratne, 

1997). Others cite the conflicting and competing roles as mediators to negative 

caregiving outcomes. Adams, Wampler, and Kaszniak (2001) found that many spousal 

caregivers changed the way that they viewed their spouse and the relationship they shared 

with them as ADRD progressed. These changes were commonly described as changing 

roles – “I became the middleman . . . a gatekeeper . . . social secretary and protector . . . 

non-stop talker . . . as well as wife and lover” (p. 26). 

Both, the dynamic roles that spousal caregivers play and the changing marital 

relationship components are reviewed here. 
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Changing Aspects of the Relationship 

 While there is little question that the relationship of husband and wife changes 

over the progression of Alzheimer’s disease, there has been some specific speculation 

that the role of spouse becomes incompatible with the role of caregiver in this type of 

relationship. By one definition, marriage is an intimate interdependence, primarily based 

on a sense of mutuality (Zarit, 2001). Some speculate that spousal caregivers may 

experience feelings of uncertainty and discomfort with being sexual in their marriages, 

and that the emotional struggles they face result from the ambiguous transition from 

mutuality to dependency (Boss, 1993; O’Donnell, 1998). Spousal caregivers may receive 

conflicting messages from their spouse with dementia regarding their experience in the 

relationship and their ability to be intimate. 

 Roles in any marital relationship are apt to grow and change into multiple 

variations as the respective individuals mature and grow. Some researchers have 

suggested that some spouses who provide care for a partner with ADRD experience a role 

shift, from a sense of “we” to one of separation and independence (Kaplan, 2001). Some 

have labeled the marriage destroying role change, role-reversal. For example, Duffy 

(1995) examined the sexual relationships of 38 caregivers and their spouses with ADRD. 

She stated that 79% of the participants reported changes in their sexual relationship since 

the onset of the disease. Sixty-one percent said their perception of the overall relationship 

to their spouse had changed over time, and that a redefining of roles resulted from the 

perceptual shift (e.g., from wife to mother). Role-reversal has been a catch-phrase for a 

number of years and originally was applied to adult-children who began to see 
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themselves as parental figures for their parents, but has also been applied, perhaps 

inaccurately, to spousal caregiving and the relationship changes that may happen.  

 Recent studies have challenged the common notion that spousal caregivers lose 

the role of husband or wife to roles like, caregiver, nurse, friend, or guardian. Baikie 

(2002) reported that, when asked, the majority of spouses who provide the primary care 

for their partner with ADRD said that they see themselves either as spouse primarily or 

spouse-caregiver (i.e., equal emphasis on both roles). Adams et al. (2001) also reported 

spousal caregivers who seemed to emphasize their role as spouse as more central to their 

marital relationship than that of caregiver. This seems to suggest that it may be possible 

for most spouses to provide the care their partners need and maintaining a marital 

relationship, or at least the perception of being in a marital role. Unfortunately nothing 

has been done to identify how this ‘majority’ has been able to maintain the primacy of 

their identity as a spouse, above competing roles. 

Baikie (2002) suggested that in order for research to continue to build upon the 

understanding of caregiving for a spouse with ADRD, as well as provide better emotional 

support for caregiver, the relationship between caregiver and receiver must be viewed 

from a different light. She argues that these relationships need to be seen primarily as 

intimate relationships facing potentially major intrapersonal and interpersonal stresses 

rather than as a medical disorder with behavioral consequences such as increasing 

dependency and self-care needs, which require practical support. This change in 

perspective may suggest interventions that are more congruent with caregivers’ 

perceptions and experiences, and provide support more in line with their challenges.  
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 There are a number of intrapersonal and interpersonal factors that may influence 

spouses’ perceptions of their marital relationships and the resulting outcomes from the 

caregiving experience. For this study, intimacy is the factor that is of central focus.  

 

Intimacy 

A dictionary definition of intimacy is, “marked by very close association, contact 

or familiarity, of a very personal or private nature” (Webster’s Dictionary, 1975 as 

quoted in Zarit, 2001, p. 71). This definition can characterize a wide range of 

relationships, from marital to family and friends and even include therapists. Intimacy is 

often referred to as the emotional component of a relationship, referring to feelings of 

closeness, warmth, connectedness and bondedness in loving relationships (Sternberg, 

1988, 1997). An element of closeness and self-disclosure is often associated with healthy 

intimacy (Moss & Schwebel, 1993). Intimacy seems to play a decisive factor in spouses 

becoming a caregiver. Allen et al. (1999) found that although society’s expectations for 

gender roles is the key to caregiver selection, the intimacy inherent in the caregiving role 

renders an emotionally close marriage an important criterion to the selection of spouse as 

caregiver. They reported that spousal caregivers in their study, at least initially, begin 

with three times the emotional closeness than spouses who do not provide care. Motenko 

(1989) suggested that continuity in this initial marital closeness was associated with 

greater gratification on the part of the caregiver.  

Emotional intimacy. For many spousal caregivers, one of their guiding directives 

is to preserve the personhood of their partner (Perry & O’Conner, 2002). The 
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philosophical literature characterizes personhood as having self-consciousness, 

rationality, intentionality, reciprocity, and the ability to communicate (Buchanan & 

Brock, 1989; Dennett, 1976; Quinton, 1973; as cited in Perry & O’Conner, 2002). 

However, a social constructionist view suggests that the primary loss of a sense of self, or 

one’s personhood, results from the ways that others view and treat the dementia sufferer 

(e.g. Kitwood, 1997). Personhood is a term that Kitwood (1997) and the Bradford 

Dementia Group redefine as a “standing or status that is bestowed upon one human being 

by others, in the context of relationship and social being. It implies recognition, respect, 

and trust” (p. 8). In this way, personhood is a relational concept that connects persons 

together emotionally.  

Emotional intimacy is a combination of many components, which may include 

companionship, mutuality, expressiveness, affection, respect, trust, and cohesion. As has 

been mentioned previously, by virtue of the cognitive difficulties experienced by 

someone with ADRD, the role, and thus the relationship, of spousal caregivers is in a 

constant state of flux. These changes are often accompanied by strong emotional 

reactions that caregivers must process and from which they must make meaning (Davies 

et al. 1998, as cited in Zeiss, & Kasl-Godley, 2001). Supporting this idea, Fearon, 

Donaldson, Burns, and Tarrier (1998) found that the level of intimacy in the caregiver-

receiver relationship was strongly related to expressed emotion in the caregivers. 

Caregivers, who viewed their relationships as being highly intimate, were less likely to 

criticize or to be hostile to their partners.  
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Lore Wright (1993) in her foundational work on AD and marriage reported that 

the quality of spousal interactions will “contribute to viewing the relationship as either 

desirable with a projected future or as oppressing and fostering wishes to escape. Yet 

even with difficult interactions, acceptance of the relationship can occur” (p. 46). When 

spousal caregivers interpret the behavior of their spouses and their marital interactions in 

a way that affirms the personhood of their spouse and contributes to a sense of marital 

continuity, the emotional and physical consequences can be rewarding. 

It has long been noted that a positive relationships between caregiver – receiver 

provides a buffering effect for caregivers, in terms of the amount of burden and stress 

they may experience (Horowitz & Shindelman, 1983). More specifically, cohesion 

(defined as emotional bonding of family members as assessed by Olson’s Family 

Adaptability and Cohesion Scale III; Olson, 2000) appears to be a primary predictor 

regarding the amount of burden a spousal caregiver may report (Spaid, & Barusch, 1994). 

A caregiver’s perception of communication problems within the relationship also 

influences the quality of the relationship with the individual suffering with ADRD 

(Small, Geldart, & Gutman, 2000). This seems to suggest that caregivers in other studies 

may use other means to connect emotionally than just through verbal dialogue.  

 It is also important to note that providing care for someone may have intrinsic 

rewards. These may include enhanced self-efficacy and self-esteem, an improved 

relationship with the care receiver, and opportunities for care receivers to maintain their 

sense of personhood. (Livingstone, Manela, & Katona, 1995; Scharlach, 1994). Motenko 

(1989) has argued that providing care allows the expression of intimacy and other basic 
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human emotions, which are important in the maintenance of the caregiver’s and care 

receiver’s identity. Regardless of the risks that caregivers take or the rewards that may 

come as a result of assuming the role of caregiver, the characteristics of the relationship, 

especially in terms of emotional intimacy and its multiple variations, seems to be central 

to minimizing the risks and maximizing the benefits. 

Burns (2000) takes the evidence that suggests that high marital intimacy is a 

buffer for some of the negative consequences of providing care and that it contributes to 

greater relationship satisfaction and higher quality of life and he couples it with the idea 

that marital intimacy can and is influenced by personal perception. Burns suggests that 

marital intimacy may be one area that can allow Therapists to assess strengths and risk, 

and then use therapeutic techniques to intervene as a method of reducing strain on 

caregivers. It is still unclear what methods of intimacy enhancement would be the most 

effective for these unique spouses. This study attempts to identify methods used by 

caregivers themselves to enhance or at least maintain a sense of emotional connection to 

their spouse. It also focuses on identifying wedges that spousal caregivers experience as 

emotionally divisive. 

Sexual and physical intimacy. It would be presumptuous to assert that intimacy 

and marital quality solely account for a spouse’s caregiving experiences and the 

consequences that may affect his or her life. However, in support of the primary focus of 

this study, there is compelling, though at times contradictory, evidence to suggest that 

intimacy is an important factor. Austrom and Hendrie (1992) document this complex web 

of factors that influence caregivers’ well-being. They add their observations to the many 
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others (mentioned in previous sections) that have witnessed and documented the 

importance of the intimacy and closeness that is perceived by the caregiver in the 

caregiving relationship. One manifestation of intimacy that can potentially impact the 

caregiver’s perception of closeness or distance in the marital relationship includes 

physical and sexual intimacy. Over the past decade, this topic has received growing 

attention and spurred emotional and ethical debates in its wake.  

A review of aging and sexuality literature reveals that in normal aging, sexual 

activity continues into late life (AARP Research Group, 1999; Aiken, 2001; Andrews, 

1988; Duffy, 1995; Kinsey, & Associates, 1953; Kinsey, Pomeroy, & Martin, 1948; 

Masters & Johnson, 1970; Pfiefer, 1972; Weizman & Hart, 1987). Although some normal 

couples report a slight decrease in sexual intimacy over the course of their marriage 

(Brubaker, 1985; Starr, 1985; Walz & Blum, 1987; Wright, 1991), the number one 

predictor of sexual frequency in later life is sexual frequency in young adulthood with 

most people remaining fairly consistent across time (Walters, 1987). In other words, 

couples who have higher frequencies of sex in young adulthood tend to be the same as 

those who have higher frequencies in later adulthood.  

Aiken (2001), drawing upon the classic studies on sexuality and aging (i.e. Kinsey 

et al., 1948; 1953; Masters & Johnson, 1970; Pfeiffer, Verwoerdt & Wang, 1968; 1969; 

Janus & Janus, 1993) provides a review of sexual behavior in older adulthood, and 

highlights some of the gender and ethnic/social class differences that exist regarding 

sexual behavior. Two-thirds of the men said they were sexually active and four-fifths 

reported a continuing interest in sex. Ten years later the percentage of those interested 
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remained the same, but the number who were sexually active dropped by 25%. It is 

interesting that 20% of the men reported an increase in sexual activity as they grew older. 

Conversely, only one-third of the women surveyed reported a continuing interest in sex 

and one-fifth reported that they still had sexual intercourse on a regular basis. The 

percentages did not change ten years later. Despite the individual preferences and 

practices, sexual activity takes place within a marital relationship for most older adults. 

This is especially true for women. Given that context, “the decision to stop having sexual 

intercourse was almost always the husband’s. Thus sexual interest and activity in older 

married women has, at least in the past, been closely related to that of their husbands’” 

(p. 152; see also George & Weiler, 1981).  

Aiken (2001) also reports that despite the fact that socioeconomic status and 

ethnicity are often confounded, in general, older people in lower socioeconomic groups 

are more sexually active than those in higher groups, and older Blacks tend to be more 

sexually active than older Whites. Regardless of the gender, social class, or ethnicity of 

older adults, “research findings underscore the truism ‘Use it or lose it.’ Continued sexual 

activity is most important for the ability to function sexually in old age” (p. 152). Thus, 

given good general health and sufficient opportunity and practice, men and women can 

remain sexual active as long as they live. Love, romance, intimacy, sensuality, and 

sexuality seem to be basically the same at age 80 as at 18 (Janus & Janus, 1993; Starr & 

Weiner, 1981). 

Despite the near 60 years that have passed since this information began to be 

made public, social values and oppressive/restrictive view of older adults as sexual 
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beings have changed little. Unfortunately, this is not just a social ignorance problem. 

Professionals working in the field of sexuality as well as those working in the fields of 

aging and relationships seem to have turned a blind eye to the sexuality of older adults. 

Based on a survey of professional sex educators, Karlen and Moglia (1995) found “. . . an 

overwhelmingly negative picture of what health professionals know, want to learn, and 

are taught about sex and aging” (p. 197). The same was true the decade prior to this 

study, and the near decade since has improved the stereotypes and perceptions of older 

adults’ sexuality little, if at all (Harris & Wier, 1998; Ivey, Weiling, & Harris, 2000). 

There are, however, a growing number of clinicians and researchers who are exploring 

these issues helping to increase awareness to their significance.  

 

Sexual Intimacy and ADRD 

Decline and dissolution. Generally, ADRD affects the sexuality of about 80% of 

identified couples, with between 40% to 47% of the spouses attributing the changes as a 

factor of maladjustment and 28% to 33% stated that the changes functioned as a factor of 

balance in their relationship (Derouesne, Guigot, Chermat, Winchester, & Lacomblez, 

1996; Duffy, 1995; Wright, 1991). By and large, the most common change that occurs in 

the sexuality of couples with ADRD is increasing sexual apathy by the partner with 

ADRD (Baikie, 2002; Derouesne et al., 1996; Devanand et al., 1992; Harris & Wier, 

1998; Mayeux, 1987; Miller, Darby, Yener, & Mena, 1995; Zeiss et al., 1990).   

There are other changes that may create a string of difficulties for couples with 

ADRD trying to maintain sexual intimacy: (a) impotence or erectile dysfunction (which 
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may be associated with apathy; Baikie, 2002), (b) sequencing problems in the 

lovemaking script which may contribute to some of the erectile difficulties (Duffy, 1995), 

and (c) not knowing for sure whether the partner with ADRD is able to consent to 

participate in sexual interactions (Baikie, 2002; Zeiss & Kasl-Godrey, 2001). Lastly, 

there seems to be a pervasive fear and stereotype that persons with ADRD will exhibit 

inappropriate sexual behavior (Zeiss & Kasl-Godfrey, 2001). However, hypersexuality or 

inappropriate sexual expression is uncommon, occurring in about 7% of the spouses with 

ADRD – with nearly an equal number of men (8%) and women (7%) so affected 

(Devanand et al., 1992; Harris & Wier, 1996; Zeiss, Davies, & Tinklenberg, 1996). 

Persons with ADRD often experience a roller-coaster effect of sexual desires, 

which may be confusing for the caring spouse to understand or predict. Well spouses may 

struggle to interpret different statements and behaviors from their partner and not 

challenge their own feelings regarding sex and other expressions of intimacy (Litz et al., 

1990; Zeiss & Kasl-Godley, 2001). If a caregiving spouse suspects that his or her partner 

may have an impaired ability to willingly engage in sexual intimacy, role loss and role 

alteration may lead some caregivers to feel like more of a parental figure (mother or 

father) and as a result they may report a sense of inappropriateness and even aversion in 

connection with sexual activities of sexual intimacy with their spouse (Baikie, 2002; 

Duffy, 1995). Duffy emphasized the role of the caregiver’s perception of their emotional 

relationship with their ADRD impaired spouse as the lens used to understand and make 

sense of the physically intimate (sexual) aspects of their relationship. Lynch-Sauer (1990) 

characterized the potential loss associated with this perceptual state as the gradual decline 
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of mutuality. She said that caregivers and receivers begin to lose their shared visions and 

perceptions; and that they also lose the flow of giving and taking that is characteristic of a 

positive marital relationship. This seems to be supported by research stating that 

caregivers who place a loved one with ADRD in a long-term care setting tend to see the 

relationship deteriorate, first in terms of mutuality (i.e. intimacy and passion) rather than 

in terms of individual commitment to the relationship (Adams, 1999).  

Many of the deleterious changes that occur in the personality or behavior of the 

spouse with ADRD are directly tied to the organic alterations that progressively worsen 

with time. Many of the relational consequences of these changes (for the caregiving 

spouse), however, result from the expectations and perceptions that the caregiving spouse 

assumes. Therefore, it is important to discuss some of the social influences that may 

affect a caregiver’s perception and the script they use to experience new roles and 

changes. 

Popular media has contributed to the social expectations that many people have 

towards older adults and their sexuality. Generally, older adults in the media are not 

presented as sexually driven or sexually active, except as a joke. When references are 

made to older adults’ sexual activity on television or movies, they are typically 

accompanied by a wink or a chuckle. Mayers (1998) argues that with this “restrictive 

attitude towards older adults’ sexuality, one must question whether sexual feelings or 

activities are likely to be topics that are seriously considered or even mentioned by the 

caretakers of the geriatric population, particularly caretakers of demented patients” (p. 

220). One may argue that professionals, with their specialized training and sensitivity 
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would not be duped by social presentations and stereotypes. However, Ivey et al. (2000) 

found that to not be true of even trained and seasoned mental health professionals 

specializing in marriage and family therapy. In their study, non-psychotherapists, 

therapists-in-training, and practicing therapists all viewed a younger couple with 

concerns about the absence of sexual intimacy as significantly less healthy than an older 

couple with identical complaints. It seems that these mental health professions, usually 

trained to be sensitive to issues of minority populations, had yet to challenge their own 

internalized stereotypes of older adults. 

Flexibility and adjustment in the sexual relationship. Others have acknowledged 

the necessary changes that ADRD imposes on couples, but have given voice to the 

positive aspects and potentials that sexuality can create and maintain, despite the 

challenges. First, there is increasing evidence that suggests that when ADRD couples are 

compared with otherwise healthy couples, there is no significant difference in the amount 

and type of affection that is shared (Wright, 1991; 1998). Although there are differences 

in the number of couples who report being sexually active, 82% of well couples and 27% 

of the couples with ADRD, those couples with ADRD that remained sexually active 

reported twice as many sexual contacts per month as the healthy comparisons (M = 8 

versus M = 3.8; Wright, 1998). Then, in an effort to better understand some of the factors 

that influence sexual frequency of couples with ADRD, Wright (1998) found that sexual 

activity was significantly related to the caregiving spouse’s better health and lower 

depressed mood, but that the impaired spouse’s cognitive abilities, as measured by Mini 

Mental Status Exam, were not related. This seems to suggest that, although there are 
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differences between couples with ADRD and those without, the differences are primarily 

accounted for by the caregiving spouse. This supports other findings that have 

documented the role of caregivers’ physical and emotional health influence the sexual 

relationship (George, & Weiler, 1981; Matthias, Lubben, Atchison, & Schweitzer, 1997). 

Despite the difficulties that caregivers are faced with, many want to maintain an 

intimate relationship with their spouse with ADRD because they find sexual intimacy to 

be a source of support, reassurance, and a means of coping with their partner’s 

devastating illness (Ballard, 1995). Fortunately, the onset of a progressive cognitive 

dysfunction is no more a death sentence for sexual behavior than the mere accumulation 

of gray hair and wrinkled skin. Clinical experience confirms that there are community-

dwelling couples who continue to be sexually active, despite cognitive impairments 

(Bedford & Avioli, 2001; Zarit, 2001).  

In fact, the more the spouse can retain the ability to view the impaired spouse as a 

person with whom to enjoy sexuality, the more likely the relationship can endure with 

some quality. For some impaired spouses, remaining sexually active provides one of the 

few remaining ways in which they feel they can maintain their role identity and provide 

something of value to their partners. As one spouse with ADRD put it, “I can no longer 

provide an income, make decisions, or take care of things; this is the only thing I still 

have that I can give to my wife” (Davies, Zeiss, Shea, & Tinklenberg, 1998, p. 195). 

Caregiving spouses may be just as invested in maintaining the sexual intimacy in 

their marriage as a way to relate and connect to what may be left of their spouse (Adams, 

2002), or as a source of support, reassurance, and a way of coping with the threat to their 
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marriage. For example, an 80-year-old wife writes, “as to our intimacy—we never knew 

another partner in our life and if we were missing anything we were unaware of it. Up 

until Jack could no longer walk, he seemed to know me and always would accept me in 

our bed in his old familiar way. This was such a comfort to me as his endearments never 

stopped and though they were whispered in ‘gibberish’ I knew what he meant!” (Ballard, 

1995, p. 259). Another wife writes this about how important physical intimacy was to her 

experience: 

With Alzheimer's little physical things are important . . . [it] allows me to feel like 

I'm still part of his life . . . Since he couldn't speak much both of us expressed 

ourselves in more physical ways. Up until he entered [name of care facility] 

because his mind was so badly destroyed sex was a very important aspect of the 

relationship. His physical abilities remained much longer then his mental and 

while always important the sex took on a different more major aspect of 

importance which he took more control over - since it was something he still 

could deal with. (Adams et al., 2001, p. 26) 

The onset of ADRD does not erase sexuality or the need for intimacy, but rather 

alters the way in which love is given and received. This may challenge the view of some 

professionals who may hold tightly to traditional definitions of intimacy and sexuality, 

which rely upon notions of cognitive intimacy and mutuality. This seems to be less of a 

challenge for older couples, at least as argued by Zarit (2001). She suggests that: 

What tends to occur in long-lasting relationships is a shifting of emphasis from 

one aspect of intimacy to another. Where in earlier years, cognitive intimacy and 
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mutuality might have been of paramount importance, with advancing years other 

aspects of intimacy, such as commitment, affective intimacy, and even physical 

intimacy, are much more important. Even in the face of significant cognitive 

impairments, many couples enjoy satisfying physical and emotional relationships. 

(p. 73)  

Ballard (1995) goes further to suggest that caregivers must continually foster the ability 

to let go of old expectations if they are to cope and adjust to the changes brought about by 

ADRD. By doing so, Ballard argues that the impaired spouse has less pressure to live up 

to a role expectation, which may now be difficult or impossible to meet. The caregiving 

spouse, who now accepts the impaired spouse’s current state, is better able to meet the 

current needs created by the disease process – for both of them. The caregiving spouse 

has the critical role of maintaining the quality of the relationship while, at the same time, 

attending to the emotional and physical needs of the spouse with ADRD. Because of the 

cognitive changes that occur with ADRD, some have encouraged spousal caregivers to 

“be more assertive in initiating and maintaining the sexual aspect of the relationship, for 

both their sakes” (Turnbull, 1990, p. 78).  

As mentioned earlier, there are benefits to maintaining a close and intimate 

relationship with a spouse in later life, especially in light of ADRD. These positive 

effects are available to both the caregiver and the receiver, making Turnbull’s (1990) 

proposition very appropriate. Additional buffering and supportive outcomes for couples 

struggling against ADRD who continue a close, intimate, sexual relationship include: (a) 

greater likelihood of maintaining the spouse with ADRD in the home setting, with all the 

 36



physical and emotional benefits (Davies et al., 1998); (b) enhanced self-esteem and 

affirmation of worth for the caregiver (Wuest, Ericson, Stern, & Irwin, 2001), (c) an 

affirmation of the continued martial relationship and an assurance that both spouses can 

have their need or desire for physical intimacy met, (d) source of support, reassurance, 

and a way of coping for both partners resulting from sexual intimacy (Ballard, 1995), and 

(e) a soothing and calming effect on spouses with ADRD from physical intimacy and 

affection (Zarit, 2001). In support of these effects, Wright (1998) found that declines in 

physically intimate behavior preceded institutionalization and death of the spouse with 

ADRD, while those who would continue in-home caregiving remained at the same levels 

of intimate and affectionate behaviors at a two-year follow-up. 

If the voices of researchers are not compelling enough, caregiving spouses 

themselves have called for greater investigation and education from professionals 

regarding the changes they can expect in their marriages as a result of ADRD. In a survey 

study done by Duffy (1995), all 38 of the participants felt strongly that . . .  

[I]nformation on sexuality and AD was vital and should be offered to caregivers 

by health professionals and support groups. They believed that changers in the 

marital and sexual relationship should be discussed just as other disease-related 

symptoms. This would offer them anticipatory guidance from professional and the 

sharing of [interventions] in the groups . . . Although most of the participants had 

frequent contact with AD health care providers none of those interviewed had 

been asked about sexuality or given information about the possible effects of AD 

on their marital and sexual relationship (p. 252). 
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As professionals, we are in a better position to provide limited statistical or antidotal 

evidence for what spousal caregivers may expect or anticipate, however, we are lacking 

in the knowledge of how to intervene in ways that support and foster greater or 

continuing closeness and intimacy. This study attempts to assess from spousal caregivers 

some of the strategies they have used in their efforts to maintain an emotional connection, 

a sense of closeness, or at least a perception of marital interaction as ADRD had 

progressed in their marriage. 

 

Consequences of Relational Changes 

Effects on Caregivers 

 Due to the organic damage, a person with ADRD slowly loses the ability to 

process information and becomes more and more confused. As a result, the nature of their 

interactions with others will change. Often the most difficult point of providing care to a 

spouse with dementia is the moment labeled “emotional death” or “social death.” The 

realization that takes place when the impaired partner no longer recognizes the spouse as 

his or her physical, emotional, and spiritual companion. Boss (1993) refers to the process 

of losing the emotional person to ADRD while maintaining a physical presence, 

“ambiguous loss.” For some couples this change will be fairly sudden and discrete, but 

for most, ADRD will rob them of one another in a slow and insidious process. The 

impaired partner will have good days and bad days; moments of lucidity and days of 

stupor; thus creating greater ambiguity about the status of the spouse with ADRD as in 

the marriage or out. Some caregiving spouses may be able to adjust to this ambiguity and 
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unpredictability, redefining what it means to be a “couple” or what “intimacy” or 

“reciprocity” mean. Others may mourn the emotional relationship as terminated and 

begin to reinvest their emotional energies into other relationships or pursuits, disengage 

from their caregiving role and responsibilities, or may continue to suffer and struggle 

with an uncertainty of who they are and what they are suppose to do as a married-

unmarried person or spouse. 

 What seems to be of most importance is the meaning that caregiving has for the 

well spouse. Wives who perceive caregiving as giving to the relationship (i.e. nurturing) 

or who are able to derive some sense of reciprocity in their role, derive more gratification 

than those who viewed it as a responsibility (Adams et al., 2001). In this way, the 

meaning of caregiving appeared to be more predictive of caregiver burden than the 

duration or severity of patient symptoms (Motenko, 1989). The same study reported that 

continuity in marital closeness since the onset of illness was also associated with greater 

gratification for caregivers. This seems to suggest that discontinuity in feelings of marital 

closeness is more associated with frustration and distress (and all of the physical and 

emotional consequences that seems to entail – as reported earlier). The more distress the 

caregiving spouse experiences, the more likely their level of well-being will decrease. 

This substantiated earlier studies (Gilleard, Belford, Gilleard, Whittick, & Gledhill, 1984; 

Horowitz & Shindelman, 1983; Morris, Morris, & Britton, 1988) that suggested that level 

of intimacy within the caregiving relationship is negatively correlated with perceived 

strain, depression, and physical health symptoms for caregivers.  
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Austrom and Hendrie (1992) offer a more recent validation of these findings. 

They reported that the nature of the relationship and the sense of commitment between 

the caregiver and their impaired spouse are mediating variables that promote successful 

caregiving, meaning, providing long-term care while maintaining good physical health, 

life satisfaction, and personal well-being. Stricks (1998) assessed the impact of 

“mutuality,” as a form of intimacy, on caregiver outcomes. She first defined mutuality as 

the quality of the relationship between caregiver and receiver that is based on affective 

closeness, reciprocity, shared pleasurable activities, and shared values. She reported that 

higher level of mutuality were related to higher levels of quality of life and expressed 

positive emotion and to lower levels of expressed negative emotion. Higher mutuality 

was also related to lower levels of burden and quilt and to higher levels of satisfaction. 

She concluded that mutuality has a beneficial effect on outcomes for both caregiver and 

care receiver (lower levels of agitation, higher quality of life, and less expressed negative 

emotion). Intimacy can provide a protective buffer for both spouses if there is a 

perception of closeness and meaningful interaction. However, the absence of these 

relational components can place both at risk for mental and physical health problems and 

ultimately, institutionalization.  

 

Risk for Institutionalization 

Although spouses are much more likely to care for their partners at home, despite 

personal difficulties, a diagnosis of ADRD places a person at risk for institutionalization. 

Most spouses exert valiant efforts and willingly offer personal and immeasurable 
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sacrifices; however, there is a significant minority of spouses with ADRD who will be 

placed in an institutional setting to receive appropriate care. In a recent study by Spruytte, 

Van Audenhove, and Lammertyn (2001) looking at some of the predictors of 

institutionalization for persons cognitively-impaired, in addition to behavioral 

disturbances of the patient and religiosity of the caregiver, the quality of the current 

relationship (as reported by the caregiver) was negatively correlated with placement into 

a nursing home. They found no relationship between the premorbid relationship quality 

and institutionalization. However, a good current relationship between caregiver and the 

patient reduced the risk of institutionalization. The inverse would also be true then; if the 

caregiving spouse feels like the marital relationship is poor or that is no longer exists, the 

risk of nursing home placement jumps 

Coehlo (2000) reported that as caregiver stress increases and well-being declines, 

institutionalization of the impaired spouse is more likely to occur. She provided even 

more detail regarding the timing of placement; she identified depression, type of 

relationship between caregiver and receiver, employment status, and patient decline as 

significantly related to the timing of residential placement. The first two having direct 

and indirect ties to the level of intimacy in an Alzheimer’s spousal relationship. 

There is hope. In an extensive review of dementia literature, Kitwood and Bredin 

(1992) present three lines of evidence that challenge the seemingly inevitable cognitive 

and functional destruction that ADRD creates, and they point to alternatives and 

possibilities. Most important, for the purpose of this study, they cite studies that report 

considerable reversal of serious deterioration in all functioning, even for some considered 
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hopelessly demented, when their conditions of life, especially their social relationships, 

change. They call this improvement, “rementia.” What could be more meaningful than to 

reconnect with a once lost partner?  

 

The Present Study 

It is important to be sensitive to potential cultural and or generational values that 

may influence what intimacy means to older adults. Consistent with phenomenology, it is 

important to access the perception of older adults of the success or failure of intimacy as 

an expression of the relationship that the person has been able to fashion over time. It 

may be that the resiliency of the relationship will help determine whether the current 

threat to its integrity will damage the intimacy that exists (Zarit, 2001). 

The purpose of this study is to explore how some spousal caregivers have 

managed to maintain a sense of continuity in their marital intimacy, and to understand 

what may have kept others from maintaining that same closeness. I also explore the role 

of physical intimacy and/or sexuality in facilitating the process of marital continuity in 

the relationship. A phenomenological method informs this qualitative investigation. 
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CHAPTER III:  

METHODS 

 

Phenomenology 

 Because the main objective for this study is to begin to understand intimate 

relational dynamics, specifically how caregiving spouses respond to threats or changes to 

their relationships, phenomenology was chosen. This method is thought to be ideal for 

generating descriptions of complex phenomena, such as relational dynamics and their 

influences (Fortune & Reid, 1998). A phenomenological methodology enables me to 

capture the rich descriptions of the caregivers’ altered or altering relationships with their 

spouses with ADRD, and provide a way to specifically look at their level of emotional 

closeness and the role of sexual intimacy in their relationships. Thus according to 

qualitative methods, a phenomenological approach is more appropriate than grounded 

theory (since there is no effort to generate or discover a theory), ethnography (since the 

focus is on understanding the essence of experiences, rather than interpreting a cultural or 

social group), and biography (since the focus is on unique experiences of a few people, 

rather than on the life experiences of one person) all of which are potential methods from 

the qualitative tradition (Boyd, 1993; Creswell, 1998). 

 Boss et al.'s (1996) statement that the "phenomenon of phenomenology itself have 

different meanings to different people" (p. 83) is illustrative of this approach. 

Understandings of phenomenology are varied and have evolved through time. Deutscher 

(1973) presented the term generally as an approach within the social sciences that focuses 
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on understanding a person's perspective. Others have referred to phenomenology as a 

specific school of European philosophy (Schutz, 1962, 1967). It has also been referred to 

as the microsociology of knowledge (Berger & Hansfried, 1964; Kollock & O'Brien, 

1994). What is central to phenomenology is an open and tentative process of meaning-

making; "a study of someone else's reality, albeit through the observer's eyes" (P. C. 

Rosenblatt as quoted in Boss et al., 1996, p. 84).  

As with most other qualitative perspectives, the idea of "verstehen" is commonly 

associated with phenomenology. According to Patton (1980), "the verstehen tradition 

stresses understanding that focuses on the meaning of human behavior, the context of 

social interaction, an empathetic understanding based on subjective experience, and the 

connections between subjective states and behavior" (p. 45, italics in the original). Others 

have credited phenomenology as inspiring others within the qualitative paradigm with the 

verstehen idea: "The phenomenologist is concerned with understanding human behavior 

from the actor's own frame of reference. . . . The phenomenologist examines how the 

world is experienced. For him or her, the important reality is what people imagine it to 

be" (Bogdan & Taylor, 1975, p. 2). Phenomenologists do not assume they know what 

things mean to the people they study. They begin with an attempt to grasp the concept in 

question by emphasizing the subjective aspects of people's behaviors (Bogdan & Biklen, 

1992). They attempt to gain entry into the conceptual world of the people they are 

studying in order to understand how and what meaning they construct around events in 

their daily lives (Geertz, 1973). 
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Although it may be difficult to define phenomenology in a universal way, there 

does seem to be some consensus as to how phenomenology makes sense of the world and 

the people in it. First and foremost, phenomenological study describes the meaning of the 

lived experiences for several individuals about a specific concept or phenomenon, that is, 

“to describe experience as it is and to describe it directly, without considering the various 

causal explanations” (Merleau-Ponty (1956, p. 59). “Lived experience” refers to the focus 

on human involvement in a world. This acknowledges, “People are tied to their worlds 

and are comprehensible only in their contexts. Human behavior occurs in the context of 

relationships to things, people, events, and situations” (Boyd, 1993, p. 103–104). 

Research inquiry focuses on what particular experiences are like and it aims at 

understand the meaning of the experience. The product of this inquiry may be called 

plausible insight, which brings us in more direct contact with the world rather than 

theoretical explanations which, by superimposing abstractions, may distance us from the 

world as lived (Van Manen, 1990). 

A second concept that is equally important to the understanding of 

phenomenology is the role of perceptions. Phenomenology recognizes that meaning, 

value and reality are given to an experience in perception and modified in analysis 

(Merleau-Ponty, 1962). Perception presents us with evidence of the world as it is lived, 

not as it is thought (Boyd, 1993). The role of perception is implied in the methodological 

procedures and is accessed through unstructured or semi-structured interviews that 

attempt to record the “intentionality of consciousness where experiences contain both 

the outward appearance and inward consciousness based on memory, image, and 
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meaning” Crewell, 1998, p. 52, bold in the original). The meaning of an experience is 

created as it is reflected upon; one cannot reflect on experience while living through it. 

Thus, phenomenological reflection is retrospective in nature. The product of 

phenomenological inquiry articulates meaning embedded in experience-meaning as it is 

lived through. Thus it is also interpretive by nature.  

A third concept that is part of the phenomenological core is the idea of essence. 

Van Manen (1990) states, “phenomenological research is the study of essences. . . . The 

essence or nature of an experience has been adequately described in language if the 

description reawakens or shows us the lived quality and significance of the experience in 

a fuller or deeper manner” (p. 10). Phenomenological method is designed to disclose and 

describe the internal-meaning structures of live experience.  

Boyd (1993) presents two other of phenomenology tenents that are of 

significance. First, “[p]henomenological research is the attentive practice of 

thoughtfulness”(p. 127, italics in the original).The initial motivation for doing research is 

the researcher's everyday practical concerns in his or her orientation as a marriage and 

family therapist, for example. Doing phenomenology, then, is “in the service of the 

mundane practice of [therapy]: it is a ministering of thoughtfulness” (p. 127). Second, 

“[p]henomenological research is a search for what it means to be human” (p. 127, italics 

in the original). The ultimate aim of phenomenological research is to fulfill human 

nature, to actualize more fully who we are. It is important to not just understand 

experience at a surface level, but to understand how various levels of interact may 

influence a person's meaning. It is the search for the fullness of living, for the ways a 
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person can possibly experience the phenomena of interest and to illuminate the universal 

meanings or essence.  

 Thus, phenomenology can be thought of as a method of inquiry and 

understanding; a way of organizing information about people's lived experiences in such 

a way as to capture the essence of those experiences. Using a phenomenological 

perspective for inquiry, the aim of this study is to capture the experience of being married 

to a spouse with Alzheimer's disease, how aspects of intimacy changes as a result, and 

what the spouses experience as barriers to maintaining a close connection with their 

partners. The study focuses on exploring, describing, analyzing, and interpreting data of 

spouses' lived experiences, then attempting to extrapolate those experiences into clinical 

interventions or suggestions to assist future couples in their anticipation of a similar 

journey to those in this study. 

 

Participants 

Participants for this study were recruited through a neurology clinic located as 

part of a medical school in Texas. To be considered for the study, participants were 

required to have been married for at least 30 years, to have participated in the care of the 

spouse, and be willing to discuss their relationship. The principal neurologist of the clinic 

solicited participants and, if they indicated interest in the study, I presented additional 

information (i.e., the purpose of the study, that they would be interviewed for 60 to 90 

minutes, they would be asked to discuss their caregiving experiences and how and what 

some of the implications have been for their marital relationship). For individuals who 
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agreed to participate, an appointment was set to conduct the interview. Each person was 

given the choice of meeting at the neurology clinic, at the person's home, or at a location 

that would offer privacy on the university campus. A total of six participants resulted 

from soliciting at the neurology clinic. 

Contacting potential participants, who met the criteria of the study, became 

difficult at the neurology clinic, so solicitation was then extended to community support 

groups for spousal caregivers. Group leaders were informed of the study's purpose and 

procedures and they referred willing members to participate or I attended support group 

meetings and briefly presented information regarding the study and distributed contact 

information to each member, thereby allowing them to confidentially volunteer to 

participate or not without the other members of the group knowing. Four additional 

interviews were conducted with participants attending spousal support groups. 

A total of 10 interviews were conducted with four men and six women. The age 

of the oldest participant was 88 and the youngest was 58 years (M = 80 year). The length 

of marriage for the couples ranged from 36 years to 62 years and averaged 49 years. (One 

participant was unique in that she was married for 20 years, divorced for 16 years (never 

remarried), then remarried her original spouse for the past 6 years. She stated that they 

maintained a relationship during all of those years, just not all of them as spouses. (I did 

not include her in the range and average length of marriage.) Eight of the participants 

continued to care for their spouses at home and the other two had placed their spouses in 

a care facility two months and 12 months prior to the interviews. Length of diagnosis was 

extremely varied, from just a few months to decades; length of caregiving mirrored the 

 48



length of diagnosis. Participant demographic information regarding education, income, 

current stage of dementia, etc. was not specifically collected, since it was not relevant to 

the understanding of the phenomena. Unlike qualitative methods that require detailed 

demographic information in order to generalize the results, no such requirement exists for 

this qualitative study since none of the inclusion criteria related to demographic 

information. All of the participants in this study consented to be contacted for any follow-

up questions and for purposes of participant validation.  

In general, the collection of qualitative data stops because the researcher has 

reached theoretical saturation (Glesne, 1999). This means that examination of successive 

sources produces redundant information and that the existing data are complete and 

integrated. There has been little to guide the method of phenomenology in regards to 

assessing data completeness and the specific role of saturation or redundancy in contrast 

to methodological procedures of grounded theory, where authors are quick to direct 

researcher to “[make] several visits ‘to the field’ to collect interview data to saturate . . . 

the categories (Creswell, 1998, p. 56, bold in the original; see also Hutchinson, 1993). 

The same authors make no mention of saturation but rather direct researchers in terms of 

a range of the number of participants, “Two to ten participants are usually sufficient” 

(Boyd, 1993, p. 118), “For a phenomenological study, the process of collecting 

information involves primarily in-depth interviews . . . with as many as 10 individuals. . . 

. Dukes (1984) recommends including 3 to 10 participants, and the Rieman (1986) study 

included 10. The important point is to describe the meaning of a small number of 
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individuals who have experienced the phenomenon” (Creswell, 1998, p. 122, italics in the 

original; see also Leininger, 1991).  

It is clear that this study meets the expectation of the scope of phenomenology in 

a broad sense. A small number of individuals who share the experience of being married 

to a spouse with ADRD have provided data via in-depth interviews so that I might 

understand and describe the meaning of the changes in marital intimacy as a result of 

ADRD. The issue of saturation is addressed in the data analysis section, below. 

 

Interviews 

All participants were given the option of being interviewed at a neurology clinic, 

at a university family therapy clinic, or at their home. An interview guide (see appendix) 

with open-ended questions was structured using a "grand tour" question and a series of 

follow-up sub-questions. A grand tour question is, "A statement of the question being 

examined in the study in its most general form" (Crewell, 1994, p. 70, as quoted in 

Gibson, 2002, p. 344). The sub-questions acted as points of reference or of guiding 

markers and not as constrictors of conversation. Therefore, true to qualitative research, 

each interview was unique in its direction, emphasis, and depth, as co-directed by the 

participant. The grand tour question was, "Please tell me about yourself and your 

relationship with your spouse." There were three areas that the sub-questions examined: 

comparing the current relationship with the history of the relationship, the effect the 

disease has had on the emotional intimacy of the relationship (i.e. closeness), and how 

physical intimacy has been affected (i.e. sexuality). Participants were also asked to 
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consider advice they would give a friend or things they wish they'd done differently to 

feel closer to their spouse as the ADRD progressed. Interviews lasted between 60- and 

90-minutes and where audiotaped for transcription. 

 

Investigator's Assumptions and Biases 

 In the tradition of phenomenological research, investigator assumptions, biases, 

intuitions, and perceptions link the investigator to the research world. By explicating 

investigator bias and a priori convictions, qualitative research helps investigators identify 

their internal influences and attempts to help investigators push back or consciously 

suspend assumptions in an effort to look at the phenomenon as if for the first time.  

 Biases for this study came from my involvement in previous research studies that 

applied Sternberg's (1988, 1997) triangular love theory to family caregiver relationships 

in terms of intimacy, passion, and commitment (Adams et al., 2001; Adams, 1999). I was 

also part of a multidisciplinary team within a neurology clinic, assessing and diagnosing 

people with dementia. As part of that team I was exposed to stories of spousal caregivers 

who were attempting to reconcile their desire for physical intimacy with the barriers 

accompanying the cognitive impairments of their spouses and were most often 

characterized as “bad.”  

Two examples stand out in my mind as significantly affecting my motivation to 

explore this topic. First, a caregiving husband was portrayed as an immoral animal 

because he was engaging in sexual behavior with his wife, whom the clinic staff seemed 

to project the lack of sexual desire or interest onto her inability to verbalize her consent to 
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be sexual. Second, a wife who had begun to reinvest her physically intimacy, and 

possibly her emotional intimacy, into a new romantic relationship, despite the continued 

physical presence of their life-long partner. She was portrayed as abandoning her 

promises and commitment to her husband by the clinic staff. I have my own emotional 

reactions to these stories as well as beliefs and expectations as to what I believe is the 

“best” way to resolve the barriers, which influence the way I understand and organize a 

spousal caregiver’s experience. It is very important that I bracket my presuppositions. 

Bracketing is the setting aside all prejudgments (Moustakas, 1994), which is a premise of 

phenomenology; “to suspend all judgments about what is real—the ‘natural attitude’—

until they are founded on a more certain basis” (Creswell, 1998, p. 52). 

 There are a couple of assumptions that I have not withheld from this study. I 

believe that people want to feel close to those they love and that a person can initiate 

thoughts, behaviors, or emotions to attempt to create that closeness. I believe that the 

sexual relationship holds a great potential for maintaining feelings of closeness and 

connection and therefore should be encouraged and sustained as long as possible.  

 52



CHAPTER IV: 

RESULTS 

 

Analysis of Data and Results 

After the interviews were transcribed, all identifying information was removed 

from the electronic word-processing document to ensure confidentiality including all 

names of people (e.g., physicians, friends, and children), places (place of birth, current 

residence, and employers), and associations or memberships the participants may have 

had with community groups or organizations. Transcriptions of all interviews became 

identifiable only through the unique coding number assigned to each. Audiotapes were 

then destroyed to avoid recognition of a participant's voice. 

The following is a delineation of Giorgi's (1985) and Creswell’s (1998) essential 

steps in using phenomenology to study human behavior and for psychological research, 

accompanied with the resulting meanings and clusters unique to this study. 

 Making sense of the whole. In this first step I read each interview many times to 

gain a general "sense of the whole." I made notes regarding thoughts on initial themes 

and my overall impressions of each caregiver’s experience. These notes were used to 

check the final clusters and to verify the essence of the interviews during the member 

checking phases. 

 Horizonalization of the data. Once the sense of the whole had been grasped, I 

went back to the first interview and read through the text of each interview once more 

with the intent of identifying significant statements from within a relational perspective 
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and with a focus on changes within the relationship; more specifically on changes related 

to intimacy. Any and all statements that stood out from the text were wholly dependant 

upon my own perspective, in the context of epoche, or the setting aside of my 

preconceived ideas about the phenomenon. These significant statements, extracted from 

the transcriptions, became the raw data for analysis. The statements for each interview 

were them copied into Microsoft Excel to help facilitate the management of the 

interpretations and coding. Here are some sample excerpts from each of the participants: 

 # 1 – To help him feel important and feel involved.. . . That seems to be the really 
biggest problem that we have run into. 

  It [sex] is still an important part of the relationship. 

 # 2 – [The biggest fear is] not being able to help them, not being able to fulfill 
what you feel for them. 

  [That's] frustrating, very frustrating to me, to not be able to carry on a 
conversation with her like we always have because we discussed 
everything. 

 
 # 3 – It was a selfish reason that I went back into it because of his military 

retirement, military insurance, and things that I could get being the spouse 
of a retired military and I thought that the twenty years that I have lived 
with him, I deserved everything I could get. 

  He wouldn’t recognize that he was impotent and kept trying and I thought I 
can’t stand this, you know. . . . I kept saying that this wasn’t working and 
he was bound and determined some how that this was going to work. 

 
 # 4 – We’ve talked about what we know is going to happen but not how it is 

going to affect us. . . . I don’t know how to bring it up with him and I want 
to be very sensitive as far as he is concerned. 

  I think that I’m still normal and I still have the [sexual] needs that I had 
before and I think that he will until he just doesn’t know anything but I 
think it’s an important, it [sex] makes you closer. . . . It has always kind of 
soothed a lot of things. 

 
 # 5 – He’s not going to tell anybody the truth about it, how he really treats me, all 

the names he calls me, he’s not going to tell anybody that.  He’s not as 
crazy as people think he is. 
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  That [not having sex] really doesn’t bother me at my age.  It bothers me 
when he accuses me with somebody.  I know I could care less you know, 
having sex with somebody right now myself. 

 
 # 6 – Physical intimacy and sexuality? There is none. . . . [however], he will come 

up sometimes and kiss me on the cheek and he’ll tell me he loves me and 
then he’ll do the same thing to our daughter-in-law so I don’t know if he 
even realizes I’m his wife. 

  Now it’s just like taking care of a child.  No husbandly feelings of any kind 
because he doesn’t act like a husband.  He’s more like a little child that I’m 
taking care of. 

 
 # 7 – [So how close do you feel to him now emotionally?]  More than I can show 

affection. . . . I just try to adjust to what will fit into his thinking. . . . :  You 
just have to see how he responds, from his actions. 

  Because we always did things together.  It’s quite a transition. . . . It was 
actually our attention to each other was more important [than sex]. . . . 
Having to give up whatever is important to you is hard. 

 
 # 8 – Our sex life, you know, has gone away. She just, I guess maybe 15 years. 

That was before she had any memory problems. . . . It just stopped.  She 
just wasn’t interested.  Stopped and a lot of times I think this would be a 
good time to get a little down and I try to talk her into it but she doesn’t 
respond in anyway at all. So there you go. I wouldn’t mind some level, but 
it’s not as good as it used to be because we’re both older. 

  The only thing I say has changed much is me having to do the cooking.  I 
wonder sometimes why she doesn’t. I think why am I doing this for two 
years because it’s something, it’s getting a little easier;  why should I after a 
60 year of marriage why should I have to do all the work?  Sometimes I 
have a little resentment.  I think well she could if she wanted to, get over 
here and help. . . . I’m about to decide she does have a memory loss a little 
bit and there is nothing that I can do about that. 

 
 # 9 – I think we’re probably closer now in some ways than we ever were.  

Because of dependence. . . . I think that can make you closer. 
  It’s when she will not be interested [sex will no longer be important]. She’s 

never been a bit hesitant.  She’s very kind of proud of that I think.  That’s 
super.  I’m glad she feels that way. 

 
 # 10 – She never was an active [sexual] partner anyway, if you know what I 

mean.  It wasn’t her favorite activity. . . . She had her first lumpectomy in 
1996, which slowed it up and then in 2000 she had a complete right breast 
removal and the combination of that and anymore she doesn’t know what 
sex is. 
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  If anything it’s brought me closer to her because I love her more because I 
know she’s more dependent on me and I’m all that she has. 

   
 Textual description. Meanings were formulated by spelling out the meaning of 

each significant statement. These meanings were arrived at by reading, rereading, and 

reflecting upon the significant statements in the original transcriptions to get the meaning 

of the client’s statement in the original context. Here are some representative statements 

from a few participants with the extracted meanings to the left: 

• Increased responsibility for relationship – “He needs to feel like he is involved so 
he will feel like a part of our household.” # 1 

 
• Power and control (decision making) – “When I have tried to talk to him about 

should we do this and should we do that, he’ll say “I just don’t know, you’re 
just going to have to decide.” Well, that just kinda of leaves me up in the air 
because I’m not used to that, you know.” # 1 

 
• Emotional coping – “You have to find something funny about it and keep your 

sense of humor. . . . [W]e had to laugh about it because if you think how sad it 
is then you go to pieces; why go to pieces?”  # 6 

 
• Ambivalence – “You go through these same feelings over and over. One day 

you’re happy and the next day you could ring her neck” # 10 
 
• Separate ADRD from spouse – “It got under my skin but he wasn’t doing it.  It 

wasn’t like he was intentionally doing it to get to you.” # 4 
 
• Personal factors – “When he got ADRD, it was kind of like I’m willing to go so 

far and then, with help, I went further.” # 3 
 
• History of relationship – “My success [as caregiver], I feel is greatly a result of 

our good marriage and our relationship, or partnership.” # 9 
 
• Plan and discuss while you can – “I suggest sharing and planning things now!” # 2 
 
• Learn about ADRD – “I don’t know what to expect” # 4 and “Advice? First, get 

you a book [about ADRD].” # 1 
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In this step, the meanings derived from the statements must not sever the connection with 

the original descriptions. Each interview transcript was analyzed in order and as the tenth 

and final interview was analyzed, the uniqueness of the meaning units was weighed 

against the previous interviews. The tenth interview contained no new or additional 

descriptions of the spousal caregiving experience, thus the interviews were deemed 

redundant and theoretical saturation satisfied.  

Structural description. The aggregate of formulated meanings was organized into 

five clusters of themes. These clusters represent themes that have emerged from and are 

common to the participants’ descriptions. These clusters are presented graphically in 

Figure 1 and are presented with illustrative quotes below. 

Theme 1 – History (lens, backdrop, filter, context). Nearly every participant 

discussed, at some length, the impact that their marital history has on them with their 

spouse now. Most emphasized the positive memories as helping them through challenges: 

We have two children and lost two and our relationship has always been very 
close [as a result].  It still is and our love for each other is well, right now, she 
wants to be with me all the time. # 2 

 
He has always been very tender, very gentle, and very thoughtful. Always very 

caring.  He has always been that way. # 6 
 
Before all of this? We were very close.  We didn’t ever do any major thing 

without, you know, talking with the other one or any major purpose we 

planned.  It was all very cooperative. # 7 

My success [as a caregiver] I feel greatly is the result of our good marriage and 
our relationship # 9 

 
Remember how much you love her and what she’s done for you in the past.  It’s 

going to be hell but the biggest suggestion I can give is remember what you 
had together. #10 
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A couple of participants disclosed that they had had experiences with their spouses that 

impaired their ability to feel emotionally close or that somehow that negative history 

affected the way that they were with their spouse now: 

I think you have to look at what kind of marriage that these individuals have, long 
before any of this . . . I was an abused wife, not physically but verbally.  I was 
much of an abused wife as women who get hit. # 3 

 
When my mother-in-law was alive and I got . . . hurt and I probably turned it 

[Intimacy] off, part of that.  I think I lost a little bit of respect at that particular 
time because we were very, very close, but she was really quite demanding 
and didn’t always tell the truth and he didn’t stand up for me . . . I never really 
got over that. # 4 

 
The couple’s history, relating to their gender roles and sexuality, also effected the 

meaning of the ADRD changes and the options for emotional connection caregiving 

spouses considered: 

It [sex] probably is a little more important to him than to me.  I think maybe it is 
to most men. # 1 

 
Like I said I’ve always been overprotective by some people’s standards, 

especially the modern female.  I’ve been very overprotective, she expects it.  I 
open the doors; I take care of any problem. # 9 

 
The sexual change was a relief because that had been a major problem before 

when we were married the first time.  It was especially discomforting when he 
was out finding other women. # 3 

 
The only thing I say has changed much is me having to do the cooking. . . . It 

hasn’t been so hard, but I get kind of tired of it. I think why am I doing this for 
two years because it’s something, it’s getting a little easier;  why should I after 
a 60 year of marriage why should I have to do all the work?  Cooking 
especially? . . . While I’m cooking she’s sitting over there reading the paper.  
For some reason I think she could get up and help me but she doesn’t. . . . 
Sometimes I have a little resentment.  I think well she could if she wanted to, 
get over here and help. # 8 
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Theme 2 – Consequences of ADRD (changes everything). Participants 

identified a number of areas that were changed as ADRD progressed and that influenced 

that way that they felt towards their spouses and how they interacted. I’ve included a 

couple of the most common and seemingly the most significant. The first has to do with 

the dynamics of the marital relationship: 

I guess maybe one of the things that bothers me is the fact that I can’t be sure if 
we make reservations for dinner somewhere that he won’t back out at the last 
minute, which bothers me  because here I am all dressed up. I’m trying to 
compensate, like if we make reservations I’m going to think about whether I 
can go by myself or take someone with me. # 1 

 
This is not a challenge it’s just something you have to overcome and try to 

compensate for is, you know your everyday living of the things that she wants 
to do that she doesn’t know how to do . . . “I can do this” but when she tries, 
she can’t. You have to do it in a mannerism not to frustrate her, that’s the most 
important thing. . . . I have to do everything I can to keep that relationship 
very strong between the two of us so that nothing will come between us in that 
regard. # 2 

 
I’m just his mother and sometimes he doesn’t even recognize me as that.  I’m just 

a woman that takes care of him.  That woman that just takes care of him, he 
rather not hug and kiss, he throws up a boundary there. # 7  

 
I love her now more than ever but she’s a totally different person. The Sue that I 

married, had been married to for 36 years, is no longer the same person.  She 
hasn’t been for about four years. # 10  

 
I worried about him because I was afraid he’d just get up and walking up to 

somebody’s house . . . . [Someone might] call the police, knock him in the 
head or do anything. # 5 

 
[He wants me to] come tie his shoes or come button his shirt and that bugs me to 

no end.  When I know he can do it himself.  I’ve told him as long as he can 
walk on his feet and use your two hands you ought to be glad of it.  Now if 
you were paralyzed I wouldn’t mind all of this # 5 

 
It got under my skin but he wasn’t doing it.  It wasn’t like he was intentionally 

doing it to get to you. # 4 
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It’s just more or less what he needs now. His attention is not on me now. # 6 
 
Some participants also commented that their responsibility for maintaining the home and 

the family increased and that decision making responsibility changed: 

Also she can’t do any housework so therefore ironing, cleaning, all that’s mine.  
Everything. . . . Everything is in my lap.  Sometimes it becomes overpowering 
and it gets to you.  That’s when you feel those feelings of resentment, hate, 
not only against her but against the world, you know, “why me God?” # 10 

 
We have always helped each other in the kitchen, cooked.  I’ve had to take over 

completely.  She still thinks she can do things but it’s just not there so I do all 
the cooking. . . . But, it’s amazing and since the last week or ten days all of a 
sudden she decides that she can do dishwashing. # 2 

 
The biggest change in the last five years is the fact that I have to do basically the 

grocery shopping, the mail, deposits, pick up medicine at Caprock, carry her 
to doctor’s appointments, carry her to the beauty shop, that sort of thing.  It’s 
very, very time consuming. # 9 

 
Another big problem I think is that I can’t really, in the last few months when I 

have tried to talk to him about should we do this and should we do that, he’ll 
say “I just don’t know, you’re just going to have to decide.” Well, that just 
kinda of leaves me up in the air because I’m not used to that, you know. # 1 

 
We would talk everything out and we would make decisions together.  That’s no 

longer the case.  Any decision has to be made by me, which is no problem but 
at the same time it is. # 10 

 
Theme 3 – Uncertainty (Ambiguity). Many participants seemed to experience a 

process of increasing ambiguity. This uncertainty was related to changing roles, 

expectations, and the dynamics of the relationship as the ADRD symptoms worsened: 

I’m not single and I’m not married and trying to associate with single people is 
difficult, and well, really associating with married people. . . . You don’t 
really fit in there and you don’t really fit in, so that’s a definite problem. # 3 

 
Well you could say we don’t have a relationship if you know what I mean.  Oh he 

knows I’m his wife and you know, sometimes he’ll come and sit down and 
we’ll start to talk. # 5 

 

 61



The [person] I knew is dead.  The personality that I married, the person that I 
married is no longer there.  I don’t love the person that is there now any less 
but it’s not the same person and it never will be.  That’s the hard thing to 
accept also is the fact that your soul mate is no longer your soul mate.  She’s 
in heaven or where ever, I don’t know. # 10 

 
The ambiguity was often accompanied by ambivalence: 

I was on the computer the other day and somebody was asking questions about, 
between you and your wife was there anytime that you thought about divorce 
and I said no, I don’t think so, not about divorce.  Murder maybe, but not 
divorce. # 8 

 
That’s very frustrating and there have been times when hate comes to the situation 

and I would totally dislike her. In all honesty some times I wish she would 
die.  To get her out of her pain and get me out of my misery.  Those don’t 
come often but they do come and anybody who tells you otherwise is lying.  
It’s that frustrating.  If anything, I think our relationship has come closer 
together. # 10 

 
 Theme 4 – Coping. There were some aspects of being married to a spouse with 

ADRD that participants stated they needed to learn to cope. Some of the participants 

suggested that a change in perception was necessary, while others where more behavior 

based. Overall, the main strategy to adjust to the changes and alleviate and/or minimize 

stress and strain had to do with learning what to expect from the disease (i.e. separating 

the person from the disease, and then interact with the person). Participants illustrated 

this by stating that they were able to make the separation: 

It got under my skin but he wasn’t doing it.  It wasn’t like he was intentionally 
doing it to get to you. . . . Try not to get angry because they can’t help it and 
once I did that, it made it easier on me because I didn’t stay upset. # 4 

 
He does get irritated over the slightest things and you never know what’s going to 

irritate him or is going to upset him.  You never know.  It could be something 
so totally foreign to any reason, that you think, well why would he get upset 
about that, but that’s just the disease, it does that. # 6 
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I’d fix him a plate and say oh boy and try to make it attractive and sit it down in 
front of him and he slaps the water and pours it in it.  That just kind of, you 
just turn your back and walk off, because there’s nothing [you can do].  I’m 
sure he was thinking that that was something it needed, was a glass of water in 
it. # 7 

 
She just has zero short-term memory.  It’s gone, that part of the brain is gone.  

You just have to recognize that and do what you can. # 9 
 
Whole new world every day. It’s in the opposite direction of learning, she 

unlearning.  That’s the way I put it, every day she unlearns something.  
Something she could do yesterday she can’t do today. . . . Nothing that she 
does is intentional or on purpose.  She doesn’t know what she’s doing; well I 
assume she doesn’t because I have no way of knowing what she thinks. # 10 

 
There were a couple of participants who did not overtly state that it is important to 

identify the symptoms and behaviors of ADRD and not react to them as they interact with 

their spouse; rather, they suggested that their experience of being married to a spouse 

with ADRD may be less stressful by discussing their emotional challenges resulting from 

what I believe was ADRD-type behaviors: 

He does a whole bunch of things that he knows is going to aggravate me.  He 
knows that. . . . My friends and even doctors told me, no he just doesn’t know 
and I say how can a person don’t know and do things like that, it’s somewhere 
in him that just brings it out. # 5 

 
[After we’ve had a disagreement, she’ll leave], but she’ll come back in a few 

minutes and she’s all right.  But I’m not. It takes me all day. Because if I, I 
think, “well if that’s the way it is, then that’s the way it is.  I’ll just take it and 
stay over here by myself. And I just won’t have anything to say with it. When 
she does go off to a room, I think, well just let her stay in there and like I said 
in about 15 minutes she’s back in the room and she has completely forgotten it 
I guess. I just am quiet as I can be and after awhile she’ll say, well why am I 
getting the silent treatment, you know.  I’ll say, well don’t you remember?  
She’ll say, no. Is there something I did? And I’ll say, “If you don’t remember, 
forget about it.  But it takes me a long time to quit thinking about it and quit 
thinking that something’s wrong with it and I don’t know what’s going on. . . . 
[In the past] if we had an argument or something why she just stayed in and 
we battled it out right there or something and then everybody would settle 
down and it was all right. # 8 
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Participants also commented about a variety of other ways they coped or wish they’d 

done to cope. Some these included the importance of self-care, planning and making 

decisions with their spouse early in the disease process (e.g. decision making), and using 

humor: 

I don’t want to become a martyr. It would be better for him to go to a nursing 
home and me visit him there, than for me to take care of him at home and kill 
myself. # 1 

 
[You’ve got to get away] because the more days that you are there constantly 

dealing with these problems, you become more tired and the more tired you 
get, the less patient you are, the less loving you are.  I think you resent the 
situation more. # 3 

 
By the time you get through [the day] you don’t even care whether you eat food 

or not.  I had gotten into a bad habit. I have really been working on myself 
because I’ve lost a lot of strength . . . I wasn’t hungry but I force myself [to 
eat]. # 7 

 
If I don’t take care of me, then somebody’s going to have to take care of two 

people. . . . Study depression, not for her, for you. # 10 
 
If they [support groups] keep it on a light note and they talk about problems that 

they have, but still they keep it on a light note and they use a lot of laughter, 
they can be helpful. # 1 

 
I know going and seeing [therapist] has been nice. . . . I feel like most of the time 

that’s just not the place [talking to family or friends] but I can go sit in 
[therapist]’s office and (crying). # 3 

 
Now she’s my support group, her mother had Alzheimer’s, of course she’s much 

older but and we have talked about this # 4 
 
You turn it over to the Lord and live one day at a time . . . I am fortunate I have a 

wonderful support group.  I do and I know they will be there. # 5 
 
You just have to keep your sense of humor. . . . [W]e had to laugh about it 

because if you think how sad it is then you go to pieces so why go to pieces?  
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You’re not going to help anybody, so you just have to keep your sense of 
humor. #  6 

 
[I] do a lot of praying. Psychology. . . . We can use psychology a lot more than 

they think they do, we used reverse psychology and well, if I do this, maybe 
he’ll do this. # 7 

 
I’ve learned to focus on something different, actually when I start feeling down, 

to either focus with work, Democratic Party, or to get into some union work or 
something like that, focus on, concentrate on something else.  Just get my 
mind off of it totally and let the chips fall where they may and go down the 
highway. # 10 

 
[I suggest] sharing and planning things. I didn’t do anything without talking to her 

about it. It’s kind of hard to not be able to talk to her. I can talk to her but I 
don’t think she understands. # 2 

 
What we’ve talked about, [my husband] and I, is the fact that if he does get to 

where I can’t manage him, he will go to a nursing home; this has made it 
easier. # 1 

 
Theme 5 – Connection and/or Disengagement (Sexual and Emotional 

Intimacy). In this final theme, participants discussed how they were able to finding ways 

to connect with spouse as a spouse – sexually and/or emotionally – and how they tried to 

maintain their perception of being married and a couple. (Because of the specific interest 

and focus on the role of sex and sexuality for spousal caregivers, this information will be 

presented separately.): 

He and I, both of us belong to [a Veterans Organization] and we both hold 
legislative chairs and he said not long ago, he said “I think I should resign 
from it” and I told him I didn’t think he should because I can still do it and he 
can still look at what I write and critique it. We’ll work together. # 1 

 
We don’t have as many, I don’t think, romantic times as we used to. Now we 

enjoy our dog, probably real silly, but we laugh at her and talk about her and 
about our grandchildren. We share these moments. # 4 
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[So how close do you feel to him now emotionally?]  More than I can show 
affection. . . . I just try to adjust to what will fit into his thinking. . . . :  You 
just have to see how he responds, from his actions. # 7 

 
I think the dog; I think an animal that you love takes a lot of stress out of a 

relationship.  You both are loving the same thing and through that you get a 
lot of communication back and forth, love of your pet. # 9 

 
I think we’re probably closer now in some ways than we ever were.  Because of 

dependence. . . . I think that can make you closer. # 9 
 
My emotional connection is stronger and her emotional connection is stronger. 

[For example,] when I leave for a couple to three days, she cries a lot and the 
way she greets me when I get back.  Sometimes you just can’t put it in words, 
just a feeling.  Alzheimer’s is more of a feeling.  Emotionally she is more 
dependent on me and I think the primary caregiver becomes very, patient, 
becomes more dependent on them because that is their security; emotionally. . 
. . If anything it’s brought me closer to her because I love her more because I 
know she’s more dependent on me and I’m all that she has. # 10 

 
You’ve got to do it together or she’ll just sit there and look at you.  I don’t have 

any idea what she’s thinking when she sits there and stares at me.  You’ve got 
to do it together. # 2 

 
She’s going to change and you’re going to change, just like any marriage. . . . You 

also learn to live for the moment with her. # 10 
 
Most of the time he recognizes me because he smiles. # 3 
 

There were a few participants who seemed to be emotionally pulling away from 

unrecognized relationship, some because of the meaning ascribed to ADRD (even 

intimate gestures are now meaningless in the new context), others because of the trauma 

and stress of the ordeal: 

He’s just forgotten everything we’ve ever done, so you really don’t expect 
anything. So there is no relationship left really. # 6 

 
He will come up sometimes and kiss me on the cheek and he’ll tell me he loves 

me and then he’ll do the same thing to our daughter-in-law so I don’t know if 
he even realizes I’m his wife. [Which] is just all part of it. No problem. # 6 
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He looked at me and said, “I love you.” Well I don’t know whether he was talking 
to me as his spouse, or his mother. # 7 

 
 These clusters of themes were referred back to the original descriptions and 

initial notes in order to confirm them. This was done to see if there was anything in the 

original that was not covered by the themes, and whether the clusters imposed something 

that was not in the original. Neither of the above was true, thus no re-examination was 

necessary. 

Although I had a solid conviction that if some themes may have seemed to 

contradict others or may have appeared to be completely unrelated, they were all part of 

the lived reality of the participants and thus valid. However, no discrepancies were noted 

among and /or between the various clusters.  

 Exhaustive description. In the final step, I synthesized all of the "transformed 

meaning units" into a coherent statement that is meant to capture the essence of the 

participants’ experiences (see Table 1). The label “exhaustive description” is not used in 

the quantitative sense of ‘knowing everything about everything.’ Rather, this label refers 

to the wholeness or in-depth and extensiveness of the summary for the participants in this 

study. Creswell (1998) refers to the “exhaustive description” as “descriptions for the 

essence of the experience” (p. 150; bold in the original). For consistency, the term 

“exhaustive description” will be used to refer to this type of qualitative summary. 

 

Trustworthiness and Credibility 

In qualitative research, the terms "trustworthiness" and "credibility" correspond 

with the terms "reliability" and "validity" from quantitative research (Lincoln & Guba, 

 67



Maintaining the perception of being married and creating intimate and/or emotional connections, 

despite the dynamic changes that ADRD coerces, is a process that begins as ADRD deteriorates 

the cognitive abilities of one of the spouses. This process begins when one of the partners is 

diagnosed with ADRD. The beginning changes are subtle and it is difficult to determine exactly 

when it starts, usually long before diagnosis). As ADRD worsens, every aspect of a couple’s 

existence is subject to change. The spouse who is well assumes greater responsibility to maintain 

the marital relationship (e.g., making sure the other person feels a part of the give and take of 

marriage, fostering the perception of mutuality, minimizing the change of relational routines), to 

maintain the household (e.g., making decisions alone, greater task responsibility), for the health 

and wellbeing of the spouse with ADRD, as well as for personal care. Feelings of uncertainty and 

ambivalence increase as the relational changes escalate as a result of ADRD. Spousal caregivers 

are left to cope with the newness and uncertainty. Having a formal diagnosis and then learning 

how ADRD will most likely change their world helps spousal caregivers begin to renegotiate the 

expectations and roles they and their spouses may be able to enact in the new relationship. 

Separating the symptoms of ADRD from the personhood of the spouse is of central importance. 

Creating time and space to recharge and take care of one’s self helps caregivers feel committed, 

determined, and more positive. If the spousal caregiver was able to successfully cope (separate 

the person from ADRD, take care of themselves), then they were able to create emotional and/or 

sexual connections with their spouse. Spousal caregivers who continued to engage in sex 

experienced some level of positive connection with their partner. However, most spousal 

caregivers were able to create an emotional connection to partner through other creative means 

(e.g., interacting with a pet, keeping journals, and being with the spouse – close proximity) as 

well. This process of change happens with marital history as an encompassing backdrop that has 

created expectations, strengths, and barriers the couple bring with them to the ADRD experience.  

The couple’s history directly and indirectly influences the spousal caregiver’s experience of the 

ADRD diagnosis, the meaning of the imposed changes, how or if adjustments will be made to the 

changes, and whether there will be any opportunities for emotional and/or sexual connection – or 

even an opportunity to continue the concept of a marital relationship. 

 

Table 1. “Exhaustive Description” of a Spousal Caregiver Experiencing the Process of 
Relationship Change 
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1985). The distinction in is the underlying assumptions of these two methods of inquiry; 

the former having the assumption that multiple perspectives and understandings can co-

exist and the latter, that of naïve realism (Gibson, 2002). Trustworthiness can be thought 

of as the "findings of study that are worth attending to," (Gibson, 2002, p. 344) which 

consist of truth value and applicability. Truth value is the consistency with which the 

findings of a qualitative study match the experiences of the participants. Applicability is 

the transferability (rather than the generalizability) of the finds; Patton (1990 p. 487) also 

labeled applicability as particularization and defined it as the "notion that knowledge lies 

in understanding particulars" in the experiences of the participants. Thus, the results of 

this study particularize rather than generalize.  

According to Creswell (1998, p. 207), “phenomenologists view verification and 

standards as largely related to the researcher’s interpretation. . . . [none seem to] place 

substantial emphasis on verification beyond the perspective of the researcher” (See 

Moustakas, 1994 for additional support of this claim). However, Dukes (1984) suggests 

that there can be distinct procedures for verification. First, another researcher can look for 

and confirm identical patterns in the data. For this study the Chair of my committee was 

enlisted to confirm patterns found in the data. We met and discussed the clusters and 

together formulated the visual representation (figure 1).  

Second, an outside reader can confirm the logic of the experience as it matches 

his or her own experiences. Duke refers to reader verification as the “eureka factor” (p. 

201). To test the eureka factor, an assistant professor of gerontology at the University of 

Northern Colorado was presented the data results and conceptualization. She confirmed 
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the logic of the analysis and the descriptions based upon her logic and her experience. 

Third, the researcher asks whether the patterns fit together logically and whether the same 

themes could be arranged to create an entirely different pattern. I critically explored 

alternative explanations once the analysis was completed. I stuck with the process 

conceptualization, as presented here, because it makes the most sense from the data. The 

spouses that I interviewed were at different points in the progression of caring for and 

adjusting to their spouse with ADRD; consequently, they seemed to be at different places 

along the same developmental path.  

Finally, the researcher can request that a participant or multiple participants 

examine the descriptions and provide feedback or make corrections. I presented my 

summary notes of the participant’s individual interview and the group clusters of 

common themes to five of the ten participants for feedback and alteration as needed to 

maintain the essence of their experiences. Although all participants consented to be 

contacted for follow-up, only half could be located to interview. The telephone numbers 

of two participants were no longer in service and I could not make contact with the other 

three. All five of the participants who were a part of the member-checking process stated 

that the summaries that I presented on their individual interviews were exactly as they 

remembered. They all commented that the most important aspects of that time with their 

spouse had been included. One of the five member-checking participants suggested that, 

although the clusters made sense and matched her general experience, she did not agree 

with the visual representation. Together we developed Figure 2, which she stated was 

more accurate for her. She claimed that the Triangular diagram, with “history” as the 
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foundation, did not capture her experience. She suggested the visually encompassing 

diagram below as a more accurate depict her daily interaction with the history of her 

relationship with her spouse. The alteration of the four other themes was done for 

consistency, and is not meant to conceptually alter their significance or interdependence. 

The major difference between the two figures in one of emphasis; her marital history had 

a more global influence on the whole ADRD experience than was suggested by the 

hierarchical figure.  
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Figure 2. Participant Suggested Representation of Clusters 
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CHAPTER V: 

CONCLUSIONS AND SUMMARY 

 

Conclusions and Implications

The phenomenological analysis resulted in an “exhaustive description” of the 

essential structure and elements of marital intimacy for a couple with one spouse 

diagnosed with ADRD, as outlined in Table 3. Rather than just a set of unique, 

independent interventions or strategies, spousal caregivers described aspects of an 

interdependent process with the goal of adjusting to role and interaction changes while 

maintaining an emotional perception of closeness and intimacy. Some of the spouses who 

were providing care were unable to entertain the idea of being intimate or close with their 

spouse because they were so distraught and hurt by the symptoms of the ADRD. Even 

when professionals and family members tried to help a few of the spouses understand that 

their partners were not intentionally acting suspicious or helpless, some where unable to 

stop imposing malicious intent upon their spouses and some became overwhelmed with 

the hurt and resentment. Other spousal caregivers were able to understand that their 

spouse would sometimes act unintentionally and they were better able to alter their 

expectations so as to not be emotionally hurt, but rather, focused on maintaining or 

creating ways to connect intimately with their spouse, as a spouse.  

The ability to separate the person from the ADRD symptoms seemed to be related 

to the couple’s marital history, the caregiving spouse’s understanding of ADRD, and the 

level of uncertainty from the relational and roles changes, as well as the coping with the 
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uncertainty that the ADRD symptoms may have created. The caregivers who were able to 

emotionally and psychologically separate the symptoms of ADRD from their spouse’s 

personhood, were better able to consider how they might take personal responsibility to 

maintain a sense of marital closeness – whether that included sexuality or not. 

 

Marriage and Family Therapy Theory and Research  

Some researchers have provided insight into some of the relational consequences 

of ADRD. Boss (1999) exposed great insight and understanding when she documented 

the uncertainty or ambiguity that families often experience when one of the members 

changes as a result of ADRD and thus challenges the existing relational dynamics and 

rules. Boss labeled the emotional absence of the physically present person, “ambiguous 

loss” (p. 45).  

 In Hargrave and Hanna’s (1997) edited work, The Aging Family, marriage and 

family therapists from around the U.S. created a text that would help educate and inform 

clinicians on the unique challenges and opportunities older adults and their families may 

face. The text proposes models of treatment appropriate for older families, as well as 

special issues that older adults may face. Among the issues presented is a chapter entitled, 

“Alzheimer’s disease and the family: Working with new realities” (Long, 1997). The 

adjustments that couples may need to make in their sexual relationship are given only 

passing attention; actually two sentences: “Whatever the nature of the [sexual] problem, 

partners should be encouraged to seek professional advice to ascertain to what extent the 

difficulties are treatable. Partners who are no longer able to enjoy intercourse may still 
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enjoy manual or oral stimulation” (p. 226). This area of research is so lacking that Janie 

Long (1997), the author of the chapter, is really left with nothing specific to give to 

therapists regarding what and how intimacy changes for couples with ADRD or what 

might be done as therapeutic interventions. The spousal caregivers in this study have 

suggested that much can be done to clear the way for better sexual and/or emotional 

intimacy – even in the midst of ADRD – specifically, identifying the personhood of the 

spouse with ADRD so that the partner can move past the disease to connect as a married 

partner, or to creatively pursue alternatives to conventional verbal expression of affection 

and intimacy, to name a few. 

 The results of this study support the review of literature presented by Miller, 

Hemesath, and Nelson (1997), when they summarized that “problems with sexuality in 

later life are generally a function of either physical problems or negative attitudes 

towards sex” (p. 184). Aside from the ADRD symptoms that may impair a spouse’s 

ability to participate in sex, at least one of the wives, caring for her husband in this study 

suggested that, although her husband had ADRD, the “change in sexuality is difficult for 

my husband because he’s on the verge of being impotent. . . . [so] he’s going to the 

urologist all the time” – P# 1. This couple experienced physical problems that created a 

barrier to their sexuality separate from the ADRD, and continued to pursue treatment for 

the impotence in order to keep sex a part of their relationship. Therapists should be aware 

that many health problems and medication side effects (as well as psychological and 

cognitive impairments) can create sexual barriers. It is important that older clients who 

have such problems visit a physician to assist in determining the etiology, and then can be 
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treated appropriately. Other spouses caring for their partners in this study have 

exemplified the second difficulty identified by Miller et al. (1997) that so many older 

adults face regarding their sexuality – negative stereotypes. Education continues to be a 

“critical component of therapy with later-life couples” (p. 184). Education can increase 

knowledge about sexuality, as well as foster modifications of attitudes and beliefs (White 

& Catania, 1982), potentially overcoming a barrier to emotional and intimate connection 

for husband and wife coping with the fallout of ADRD. 

 Wright (1993) did an intensive comparison between couples with ADRD and 

otherwise healthy couples on marital dimensions of household tasks, tension, 

companionship, affection and sexuality, and commitment. She reported that more couples 

with ADRD than without report no sexual activity (63% vs. 12%), but that the average 

frequencies of sexual intercourse per month for couples who continued to be sexually 

active was much higher for the couples with ADRD. Wright suggested that the few 

couples with ADRD who continue to be sexual do so at such higher rates than their 

counterparts without ADRD because each of the “high frequency” couples with ADRD 

had impaired husbands and “afflicted husbands make demands for sexual intimacy” (p. 

93). The spousal caregivers in this study did not recount experiences that parallel those of 

Wright’s study. The couples who used sexuality as a bridge to intimacy were not gender 

specific; none of them reported sexually demanding spouses (although one husband 

stated, “I call her my lap dog because she sits in my lap and of course with all of this 

problem I’ve had [a double hernia], she hasn’t been able to [have sex] and she doesn’t 

like that” # 2). One wife stated that her husband didn’t realize that he was impotent and 
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continued to insist on being sexual (see table 3), but she did some things that alleviated 

the problem – she moved to a separate bedroom. This study provides an alternative voice 

to those from Wright’s study, perhaps one that can finally validate or offer aid to other 

spouses struggling to make sense of an ambiguous and difficult situation. The combined 

voices of this paper describe a process that may (or may not) open the door to sexual 

and/or emotional intimacy, regardless of the presence of ADRD. This option may help 

close some of the disparity reported by Wright between the couples with ADRD and 

those without, thus, making it possible for both types of couples to enjoy the mental and 

physical health benefits that continued intimacy and marital closeness can offer. 

 This study provides an “exhaustive description” of how spouses who care for their 

partners with ADRD experience the changes in their relationships, especially related to 

intimacy and their attempts to maintain the perception of close marital relationships. Also 

included is the role of sexuality in fostering closeness or creating an emotional barrier. 

This description begins to outline a process of change that may offer some doors for 

therapists to intervene and assist couples with ADRD to overcome some of the 

roadblocks that may prevent them from otherwise maintaining marital connection. 

 

Marriage and Family Therapy Practice

The phenomenological description that emerged from this study provides an 

opportunity to speculate on when and how clinical interventions might be employed to 

assist a couple or spousal caregiver maintain marital intimacy while adjusting to changes 

imposed by ADRD. Proceeding through the phenomenological description (via Figures 1 
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or 2) in a linear way, I suggest how the results of this study might relate to clinical 

practice. 

 History. Given the perceived centrality of a couple’s marital history by the 

participants of this study and consistent with other studies (Riso, Blandino, Hendricks, 

Grant, & Duin, 2002; Wilmoth & Koso, 2002), it seems that marital therapy could serve 

an important preventative or preparatory purpose. For example, one of the wives in this 

study was married for 20 years, then divorced her husband and remained single for 16 

years, then remarried her husband six years prior to being interviewed. She stated that  

When I would go down there to visit, he would just grin and pat me and 
tell everyone that I was his lovely wife and that I had taken such good care 
of him and I was such a sweet person and every time I went down there 
for awhile He would just tell everybody that came around ‘I want you to 
know my sweet wife’ and he would just sit there and pat me and you 
know, nicer than he had ever been at home . . . he seems so proud to have 
me there that it made you want to go. . . . I told many people, I said, “you 
know if he had been that way we never would have divorced” and we 
never would have had the kind of marriage we did but he was never a 
person to give out compliments, he never was a person to be, what I 
wanted. . . . At the time that he was really doing all of the things that I 
wanted him to do, he didn’t know what he was doing.  I said maybe he 
shouldn’t have known what he was doing a long time ago. . . . He just 
never got it through his head that kind words and a loving attitude can 
make all the difference. He just never got it.  
# 3 
 

This is, of course, one side of an especially sad story, but perhaps she is right; maybe they 

never would have divorced if they would have gotten some marital help. Marital therapy 

has the potential to help couples avoid the creation of terminal problems that can not only 

lead to divorce, but prevent the possibility of reconciliation and connection in later life.  

 Diagnosis. Quite often a diagnosis of ADRD comes only after the symptoms have 

built to undeniable levels. However, at any stage of the disease process a diagnosis can 
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provide an explanation for marital changes and difficulties. Perceptions can change; 

personal annoyances and interpersonal conflicts can be reframed as symptoms rather than 

intentional mean-spiritedness. One of the most important therapeutic interventions that 

can be used at this stage is psychoeducation. Both spouses can benefit from learning what 

they might expect with physical and behavioral changes, as well as emotional and sexual 

changes that accompany ADRD. Couples therapy, post-diagnosis, can help a couple 

discuss and explore future challenges and difficult decisions. If they can negotiate, 

discuss, and agree upon potential courses of action while they are both cognitively able, 

the potential for the spousal caregiver to feel alone and to have to second-guess what an 

impaired spouse would have done or wanted can be minimized. In the midst of losing a 

lifelong partner and having to make medical or other care-related decisions, the process 

of planning and deciding care as a couple, prior to a critical time, can offer reassurance 

and reinforce a perception of a marital relationship. If practitioners can educate spousal 

caregivers about changes they might anticipate, they may be more likely to adjust their 

expectations for their partner and for themselves. Spouses may then have a greater 

potential to connect intimately as marital partners – having separated the disease and 

caregiving barriers from the personhood of the afflicted partner, opening space for 

connection. 

 Uncertainty. Boss (1999) suggests that uncertainty or ambiguity can build and 

“eventually creates ambivalence and, subsequently, troubled relationships” (p. 65). The 

process of relational change that is presented in the “exhaustive description” seems to 

substantiate Boss’ claim. The progression of ADRD symptoms seemed to contribute to 
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increasing uncertainty about the nature or status of the marital relationship and the role of 

the healthy spouse. This uncertainty, in a couple of cases, seemed to contribute to 

resentment, a sense of burden, and physical and emotional stress. One woman struggling 

with the contradictions of ambiguity said, “Well you could say we don’t have a 

relationship if you know what I mean. Oh he knows I’m his wife and sometimes he’ll 

come and sit down and we’ll start to talk and it’s all off the wall,” # 5 – illustrating the 

uncertainty of the marital status. This same wife illustrated the mixed emotions that Boss 

suggests pulls the caregiving spouse in opposite directions—love and hate for the same 

person, affirmation and denial of their loss, acceptance and rejection of the caregiving 

role. “My friends and even doctors told me, ‘no he just doesn’t know’ and I say how can 

a person not know and do things like that . . . well that kind of rubs me the wrong way 

because I don’t agree with them every time. . . . I’m not heartless.  I know it’s bad for 

him, he’s changing and he doesn’t know why he does the things he’s doing” # 5. 

 Boss (1999) states that there is a paradox that must be faced in order to begin 

coping with the ambiguous loss; all attempts to control and the natural reaction to find the 

perfect solution must be abandoned if the spouse is to regain a sense of mastery. An 

acknowledgement of the changes must be made and the healthy spouse must revise 

perceptions, adjust expectations (for self and spouse), and reconstruct roles, rules, and 

rituals. These “internal shifts are often linked to external control” (p. 109). Therapists can 

begin to facilitate these shifts by labeling what the caregiving spouse is experiencing as 

an ambiguous loss, thus normalizing the uncertainty as part of the process of caring for a 

spouse with ADRD. Therapists can then begin to assess with clients their caregiving 
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situations. The caregiving spouses in this study were better able to relate to their partner 

with ADRD in an intimate way when they had identified the symptoms and effects of 

ADRD, separated those behaviors or interactions from the personhood of their spouse 

and then they were more creative in their attempts to connect intimately.  

Therapists can help educate clients about ADRD and some of the typical 

symptoms, and can co-create new meaning for distressful symptoms. Therapists can also 

provide ideas to caregivers for ways they might try to connect emotionally and/or 

sexually with their spouse. Caregiving spouses in this study used a number of creative 

ways to maintain a sense of emotional closeness despite failing verbal or expressive 

abilities. One caregiving spouse asked her husband to write to her, “We’ve talked about 

what we know is going to happen but not how it is going to affect us. This was a while 

ago . . .  [I got him] a little notebook and I wanted him to start writing in it on how he 

feels right now at this point of his disease, what he thinks, what he thinks about and how 

he feels, if he feels tired or he feels like he wants to do [something], be active or anything 

he wants to do” # 4. She also talked about the role of their pet in helping her connect with 

her partner, “We enjoy our dog, probably real silly but we laugh at her and talk about her 

. . . I really believe that having her around is good therapy” # 4. A caregiving husband 

also commented on the connection he experienced with his wife through their pet, “I 

think an animal that you love takes a lot of stress out of a relationship.  You both are 

loving the same thing and through that you get a lot of communication back and forth” # 

9. 
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 Because ambivalence is defined as part of ambiguity (Boss 1999), it is very 

important that therapists help caregivers learn to recognize their emotions – in all their 

contradictions – and help them express their feelings in nondestructive ways. Boss 

suggests that therapists may also need to help clients identify any maladaptations to the 

ambiguous changes, so they can learn more functional ways to cope with their unique 

losses. While some spouses who are providing care may pray—one of the husbands and 

one of the wives in this study stated, “[To cope I] do a lot of praying” # 7 and # 9—some 

drink or use other destructive means to sedate themselves (Boss, 1999). Perhaps the 

major focus of therapy at this point is for therapists to help clients, regardless of culture 

or personal beliefs, to avoid feeling helpless. This is done by changing what can be 

changed and accepting the rest. 

 Coping. In addition to understanding and working through the ambiguity and 

uncertainty that ADRD creates for caregiving spouses, many also need direction and help 

identifying resources to cope with their day to day challenges. Boss (1999) distinguishes 

between active and passive coping behaviors. Therapists should encourage and reinforce 

any behaviors that enhance physical activity and interaction with others; “active coping 

behaviors are considered more functional than passive ones” (Boss, 1999, p. 115). 

However, passive coping can play a necessary part in the healing process. Spouses who 

care for a partner with ADRD need to separate the symptoms of the disease from the 

personhood of their spouse, but they also need to rest, maybe even escape now and then, 

to tolerate and cope with long-term ambiguous loss. Respite is essential and spouses 

should not feel guilty if they take it (although many will). Half of the participants in this 
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study recognized the importance of taking time away from the caregiving situation and 

making sure that their personal health, emotional and physical, remains strong. Here are a 

few excerpts that illustrate this point: 

• “Well I think in order to be a caregiver you have to have some distance every 
day” # 3. 

 
• “By the time you get through [the day] you don’t even care whether you eat 

food or not.  I had gotten into a bad habit.  I have really been working on 
myself because I’ve lost a lot of strength . . . I wasn’t hungry but I force 
myself” # 7. 

 
• “If I don’t take care of me, then somebody’s going to have to take care of two 

people” # 10. 
 

 
Therapists are also in a position, unlike others, to offer support and empathy to 

spouses. Caregivers may be hesitant to accept emotional assistance from family or friends 

if they feel they might be imposing or might become a burden: “People said they would 

certainly give me support but you know, you don’t know how much time people can give 

or how much you need.” # 1. A different participant acknowledged that she had sought 

therapy and found it to be helpful: “[Family and friends], I just think that that isn’t their 

place for things like that and if they ask well I will make some comments or things are 

really where I feel like I want to say something then I will but I just feel like most of the 

time that’s just not the place but I can go sit in [therapist’s] office and . . . [participant 

begins crying and in inaudible]” # 3. By definition of the therapist’s role, caregiving 

spouses are given permission to share, vent, complain, and request emotional support. Of 

course therapists will aid clients to create balance in their lives and help foster social 

resources for the caregiving spouse.  
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Community based support groups spouses caring for an ADRD partner can be a 

formal setting where clients can gain explicit permission to share their burdens and stress 

and solicit support outside of therapy. Two participants take part in support groups and 

expressed her positive regard for the emotional resource it offers her, “I am fortunate to 

have a wonderful support group.  I do, and I know they will be there” # 4. Yet another 

participant was more qualifying in her assessment of support groups, “Support groups are 

helpful if they keep it on a light note and they talk about problems that they have, but still 

they keep it on a light note and they use a lot of laughter” # 1. Support groups offer 

caregivers the chance to relate to other caregivers, to share what they have learned and 

what they are being challenged with, and to encourage and support in only a way in 

which someone who has been in the same situation might be able. 

These formal services (therapy and support groups) usually take a backseat to the 

emotional support and help that someone from the spouse’s informal network—a friend 

or family member—might provide (Wacker, Roberto, & Piper, 2002). One of the 

participants found support from a neighbor friend whose mother had ADRD. “Now she’s 

my support group. Her mother had Alzheimer’s and we have talked a lot about this. I 

said, ‘[person’s name] do you remember when I would come over so upset,’ and she said 

‘yeah and’ . . . she would say, ‘wait a minute, stop and think about this, is he okay?  Have 

you noticed any other changes?’  I didn’t until after that incident, when I realized that he 

didn’t remember” – P# 4. This experienced friend help her identify ADRD and get it 

diagnosed; she became this wife’s “support group.”  
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Other examples of ways the participants found to cope with the difficulties and 

demands that ADRD can place on them as caregivers include: (a) distracting one’s self 

(“I’ve learned to focus on something different, actually when I start feeling like that, to 

either focus with work, [my political] party, which I’m the county treasurer or to get into 

some union work or something like that, focus on, concentrate on something else.  Just 

get my mind off of it totally and let the chips fall where they may and go down the 

highway” # 10), (b) using psychological techniques to interact with spouse (“We can use 

psychology a lot more than they think they do, like raising your children.  He’s actually a 

child. . . . We used reverse psychology and well, if I do this, maybe he’ll do this” # 7), (c) 

locating positive and supportive medical professionals (“Everyone needs a wonderful 

doctor who is a very supportive and the staff [of my husband’s doctor] are incredible” # 

3), and (d) to access humor—learn to laugh (“You have to learn to laugh.  Sometimes 

she’ll pop off out of the clear blue sky.  I can’t give you an example right now, or she’ll 

do something totally crazy.  You have to learn to laugh because if you don’t you’ll go 

stark raving mad“ # 10). 

 Lastly, there are many books, websites, and resources available through 

professional organizations and the Alzheimer’s Association. The 36-hour day (Mace & 

Rabins, 1999) provides an extensive review of educational, practical, and legislative 

resources that can serve as stand-alone or supportive interventions for creative therapists. 

One of the participants in this study had a book recommended to her, written by a man 

with ADRD. She stated, 

A friend of mine, whose wife has Alzheimer’s, and he’s an MD, had a little book 
that was written by a person that they know had Alzheimer’s.  He had to have 
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brain surgery after he developed it so they confirmed it through this brain surgery.  
He let me read the little booklet. [The author] had a tape recorder, so all he had to 
do was push the button to record his thoughts. In that [book] he was talking about, 
“they tell me I have Alzheimer’s.  I don’t know what that means.  I know I get 
confused and I know that I don’t know how to think about problems like I used to 
and I don’t know how to do all of these things” and he put down his rambling 
thoughts and it kind of gave me an insight into the way they feel.  That was very 
helpful. # 6 
 

Spouses who are caring for an ADRD impaired partner are extremely diverse. Their 

challenges are unique, their perceptions are varied, and their clinical needs reflect this 

complexity. Therapists should be educated about ADRD, the resources available in local 

communities, and they should brainstorm with clients ways to cope that best meet their 

needs. 

Sexual or emotional intimacy. The availability of information on the sexuality of 

older adults in growing, however, continued social stereotypes call into question whether 

there is much interest or perceived relevance attached to using this information. In order 

to meet the needs of this population, therapists must have access to accurate information 

regarding physiological factors associated with sexuality in later life (Cappuzi & Friel, 

1990). It is then important for therapists to inform older couples of the normal and natural 

changes in their sexual functioning related to the aging process and to differentiate these 

changes from those that are the effects of other, treatable, causes. Misunderstanding the 

changes, as well as negative attitudes toward sexuality, can contribute to sexual and 

marital problems (Trudel, Turgeon, & Piche, 2000). As with any couple experiencing 

sexual difficulties, but, perhaps even more so with older couples, therapists should 

request a thorough physical exam and should collaborate with physicians to address 

potential medication side effects to ensure the best treatment (Wright, 1993).  
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These are general principles and suggestions that apply to all older couples, and 

perhaps to all couples. Although more and more attention is being given to the sexuality 

of older adults, and sex therapy literature is beginning to address the sexual issues couple 

may face in later life (Trudel et al., 2000 provide a recent review), very little has been 

written about how best to intervene with couples when one has ADRD and they are 

experiencing a sexual problem. This is a significant gap considering that ADRD is 

accompanied by ambiguity and ambivalence which uniquely challenges the marital 

relationship and thus the application of sexual interventions. Separating the changes in 

sexual functioning or sexual behavior of a spouse with ADRD from the symptoms of the 

disease can complicate and often exacerbate the stress and conflict for the couple.  

Of the little that has been written on sexuality and ADRD, most seems to 

perpetuate the pervasive fear and stereotype that persons with ADRD will exhibit 

inappropriate sexual behavior (Zeiss & Kasl-Godfrey, 2001) primarily as hypersexuality 

or inappropriate sexual expression. These presentations come despite the fact that 

incidence rates are very low, occurring in about 7% of the spouses with ADRD – with 

nearly an equal number of men (8%) and women (7%) so affected (Devanand et al., 

1992; Harris & Wier, 1996; Zeiss et al., 1996). A striking example comes from the 

groundbreaking study done by Wright (1993) in her comparative study of couples with 

ADRD and couples who experienced no cognitive impairments.  After her in-depth 

comparison of affection and sexuality between the two groups of couples, she offered a 

number of intervention guidelines.  First she acknowledges that affection and sexual 

expression seems to have a calming effect on the afflicted spouse. She neglected to 
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mention that the spouse who is providing care can experience the same results. One of the 

participants in this study reported that “It [sex] has always been an important part of our 

relationship and it always will be as long as we can. . . . I think sex is important, it makes 

you closer. It has always kind of soothed a lot of things for us” # 4. 

 What seemed central to the participants of this study was the importance of 

making sense of the uncertainty that ADRD introduced to their marital relationships and 

coping with the practical tasks and emotional demands. Once spousal caregivers were 

able to begin separating the symptoms of ADRD from the personhood of their partners 

and create some sense of adaptation to the increasing needs of their spouses, only then 

were they able to reach out for an emotional connection, and consider the meaning of 

sexuality and how their spouse’s desire to be sexual fit with their own desires. This 

certainly is not to say that sex only exists for couples with ADRD if the spouse that is 

providing care “works through his or her issues.” In fact some couples may continue to 

be sexual at the very height of the ambiguity and ambivalence. However, the process that 

emerged from the “exhaustive description” suggested that for these participants, sex and 

sexual behavior—emotional connection and a sense of a continuous marital 

relationship—was meaningful if the caregiving spouse was able to continually revise his 

or her perception of the relationship and expectations for both partners in a way that 

validated the personhood of the impaired spouse and created opportunities to share 

intimacy. For the participants who seemed to be able to be intimate with their spouse, 

alternatives to traditional sex were often used to create feelings of closeness, intimacy, 

and a sense of an on-going marital relationship. 
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 As therapists work with couples or individual spouses, it will be important to 

understand the process of change that the caregiver is experiencing. Then educate, 

validate, normalize, and support as perceptions of the relationship and expectations of the 

impaired spouse are deconstructed and integrated with the learning and growth in other 

areas. Therapists can also brainstorm with spousal caregivers, when or if spouses want 

this help, different ways to connect with their spouse, in an effort to maintain some 

marital continuity. Sexual behavior should be an option available to all spouses so they 

can determine appropriateness and fit for themselves.  

 

Summary 

The purpose of this study was to explore how some spousal caregivers have 

managed to maintain a sense of continuity in their marital intimacy, and to understand 

what may have kept others from maintaining that same closeness. I also explored the role 

of physical intimacy and/or sexuality in facilitating the process of marital continuity. 

Since I was interested in the perception of spousal caregivers, a phenomenological 

analysis of transcribed spousal caregiver interviews was an appropriate methodology for 

this study. A five-step method of analysis, as described by Giorgi (1985) and Creswell 

(1998), was followed. Each step of the analysis was guided by two concerns: (1) to 

characterize the essential meaning of what the spouse’s description revealed about the 

changing nature of intimacy when a partner has ADRD, and (2) to remain as faithful as 

possible to the caregiving spouse’s original characterizations.  
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The phenomenological analysis process, by which findings emerged, was a 

reflective activity. This activity was similar, if not identical to that used in everyday life. 

None of the participants was asked what “intimacy” or “closeness” meant. Each spouse 

talked about these concepts from their own frame of reference and their own meaning. In 

other words, for each participant to realize and describe the changes to intimacy and 

emotional closeness, they had to already be living an understanding of the meanings of 

intimacy and emotional closeness. 

An “exhaustive description” emerged from the themes, which were informed by 

the individual meaning units from the transcriptions of participants’ interviews. The five 

themes that comprised the “exhaustive description” were: History, Alzheimer’s disease, 

Uncertainty, Coping, and Emotional connection verses cut-off. The themes seemed to fit 

together in a process oriented way, which was confirmed by each of the participants. 

Thus, the process of intimate change placed each caregiving spouse in a position of 

uncertainty and relational renegotiation and adjustment. The changes created 

opportunities to connect intimately for those that were able to adjust in a way that they 

could first distinguish between the symptoms of ADRD and the personhood of their 

spouse, and then cope with the stress of the changes. The entire process of change and 

adaptation occurred in the encompassing context of the marital history. Caregiving 

spouses were quite creative in their efforts to maintain a sense of marital intimacy or 

connection, which did not always include sexuality. However, for many caregivers, the 

role of sex and physical intimacy continued to play an important influence on their 

perception of marital intimacy and the continuation of a meaningful marital relationship.  
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Five of the ten interviewed caregiving spouses were presented with a summary of 

their individual interview and the meaning units derived from the whole project. Each 

confirmed that the summary was accurate and consistent with how they remembered their 

experiences from that time. All but one participant agreed with the original organization 

of the themes, the latter suggesting that the History theme had more global influence over 

the process than suggested in the original hierarchal model. The resulting organization of 

themes, as presented as a process, provided the substance for the “exhaustive description” 

of spouses’ experiencing marital intimacy changes and challenges that result when a 

partner is afflicted with ADRD.  

Therapists may facilitate and intervene to aid spouses through the process of 

change more smoothly and avoid some of the devastating emotional and physical costs 

that can be associated with caring for a spouse with ADRD. Each theme in the process of 

change offers opportunity for clinical intervention. Marital therapy can help some couples 

avoid or repair injuries to marital intimacy so that in later life they might be better able to 

cope with changes in a way that maintains their closeness. Marital therapy can provide a 

forum where couples can safely explore and discuss sensitive topics related to ADRD and 

future plans or decisions. Therapists can also educate couples on the symptoms of ADRD 

in an effort to assist in the separation of the personhood of the spouse from the symptoms 

of the disease. Therapist may also be instrumental in helping spouses who provide care 

make sense of the ambiguity and cope or adjust with the relational changes. Finally, 

therapists can help spouses who provide care brainstorm creative ways to emotionally 
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connect with their partner in an effort to maintain the perception of a continued marital 

relationship.  

 Experiencing the changes brought about by ADRD and providing care as a spouse 

can be one of the most challenging and exhausting experiences. However, it does not 

automatically mean that emotional divorce or premature loss of the marital relationship is 

inevitable. The spouses who participated in this phenomenological exploration provided 

evidence that ongoing martial intimacy is possible. They convinced me that adjusting to 

the demands of ADRD is not only possible, but may also contribute to ongoing marital 

satisfaction and sexual expression. Using the “exhaustive description” of these spouses, 

marriage and family therapists can better understand and empathize with the unique and 

private journey of other spousal caregivers, as they navigate the path determined by 

ADRD. 
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APPENDIX 

INTERVIEW OUTLINE 

Please tell me about yourself and your relationship with your spouse. 
a. How has your spouse's memory problems affected your relationship? 
b. Can you tell me a little about what your relationship is currently like with 

your spouse? 
i. Is this different from what it has been like in the past? 
ii. Based on your perception of your spouse, how do you think your 

spouse would describe your relationship? Similar/different? 
c. How close, emotionally, do you feel to your spouse?  

i. Has that changed because of your spouse's memory problems? 
ii. How have you been able to make the adjustments to your 

spouse's memory problems in terms of intimacy? 
iii. What has kept you from maintaining a close relationship with 

your spouse? 
iv. How do you anticipate the intimacy in your relationship will 

change as your spouse's memory problems persist? 
d. How important is sexuality in your relationship? Same/different from 

past? 
i. Have you experienced any difficulties due to your spouse's 

memory problems? 
ii. Does your sexual relationship with your spouse contribute to 

your feelings of closeness or does it create a barrier? 
iii. As your spouse's memory problems continue, how do you 

anticipate you will handle the issue of sexuality? (If still 
important) 

iv. Will there come a time when sexuality will no longer be a part of 
your relationship with your spouse? How will you know 
when/decide? 

e. If you had to do it all over again, is there anything you would have done 
differently, in terms of your relationship, knowing what you know now? 
What do you wish you had known before your spouse began experiencing 
memory problems? 

f. If you knew a friend who was beginning to experience a similar situation 
to yours, what advice would you give for him/her to maintain a close 
relationship with his/her spouse? 

g. As we wrap-up the interview, is there anything that you feel is important 
about the impact of your spouse's memory problems on your relationship 
that we have not covered? 
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