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Abstract 

This study investigated the relational turning points experienced by caregiving spouses across the 

trajectory of Alzheimer’s disease and related dementias. Data were collected using a modified 

version of the retrospective interviewing technique which facilitated close analysis of relational 

turning points and the role of communication in shaping and managing these turning points. 

Caregiving spouses described nine relational turning points across the disease trajectory. The 

turning points coalesced under four broad changes in the marital relationship: my spouse has 

dementia, from spouse to caregiver, my spouse is gone, and transcending dementia through love. 

Participants used five communication strategies to manage their relationships: having open and 

intimate conversations, avoiding confrontation, avoiding bringing attention to symptoms, 

engaging in daily conversations and activities, and communicating love and affection. Findings 

reveal the specific turning points that mark relational change across the disease trajectory and 

caregiving spouses’ strategies to maintain their relationship through this prolonged end-of-life 

transition.  

Keywords: dementia, Alzheimer’s disease, relational turning points, communication, marital 

relationships 

 

Broader Impact Statement 

This study extends relational turning points literature by providing insight into relational change 

in an end-of-life context. The turning points identified illustrate both relational loss in dementia 

as well as caregiving spouses’ ability to manage relational change across the prolonged disease 

trajectory. These findings center communication as a resource for managing relational change 

and provide caregivers a guide to navigating such change.   
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“That’s When the Relationship Shifted”: Relational Turning Points in Alzheimer’s Disease 

and Related Dementias 

 Over five million U.S. Americans currently live with Alzheimer’s disease or another 

form of dementia, a figure that is predicted to more than double in the next 40 years (Matthews 

et al., 2019). Alzheimer’s disease is the most common form of dementia, but it shares many 

symptoms with other forms of dementia. We will use dementia as a general term referring to this 

family of diseases throughout this report. These degenerative and typically terminal illnesses 

cause gradual cognitive decline over a period of several years (Xie, 2008) and radically 

transform the lives of people with dementia as well as their spouses who often take on caregiving 

responsibilities (Cash et al., 2019). Relationships affected by Alzheimer’s disease have been 

described as “radically discontinuous” (Chesla et al., 1994) because the disease creates a sense of 

disorientation and loss in the relationship (Evans & Lee, 2014). Despite these relational 

challenges, many caregiving spouses remain determined to maintain their relationships (Davies, 

2011), and report feeling closer to their partners as the disease advances (De Vugt et al., 2003). 

To address this seemingly paradoxical finding, we examined the communicative processes that 

enable spouses to manage relational decline while maintaining continued relational closeness. 

 To gain insight into the relational experiences of caregiving spouses, we investigated the 

specific relational turning points experienced in this prolonged end-of-life transition. Baxter and 

Bullis (1986) defined a relational turning point as “any event or occurrence that is associated 

with change in a relationship” (p. 470) and argue that turning points reveal the process of 

relational growth and decline across time. Both relational decline and growth have been 

documented in relationships impacted by dementia (Ablitt et al., 2009), and examining the 

specific turning points that occur across the disease trajectory may yield new insight into how 
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these changes occur. Using a life-span approach (Nussbaum et al., 2002), this study extends the 

relational turning points literature by examining relational trajectories and communication in 

long-term relationships in an end-of-life context. We do so using in-depth retrospective 

interviews with caregiving spouses of people living with dementia. 

Relational and Communicative Change Across the Disease Trajectory 

 The progression of Alzheimer’s disease is often divided into mild, moderate, and severe 

stages based on the severity of symptoms (Alzheimer’s Association, 2019), and other dementias 

follow somewhat similar trajectories. Here we will review the relational and communicative 

changes that occur in conjunction with symptoms in each of these stages. In the mild stage, 

symptoms that impair working memory (Huntley & Howard, 2010), language processing and 

production (Henry et al., 2004), and cognitive functioning (Förstl & Kurz, 1999) limit 

individuals’ ability to communicate and engage in their relationships. Difficulty with word-recall 

makes verbal expression more challenging (Henry et al., 2004), while declining working 

memory makes following conversations difficult (Huntley & Howard, 2010). Conversations 

become frustrating and potentially embarrassing, leading people with dementia to withdraw 

(Snyder, 2006). These communicative limitations increase the likelihood for misunderstanding 

and frustration between partners and limit the depth of conversation and reciprocity in 

relationships affected by dementia (Boylstein & Hayes, 2012; Gallagher-Thompson, 2001).  

 Couples experience additional changes in the moderate stage of the disease. Symptoms 

including disorientation, hallucinations, and personality and behavioral changes limit ability to 

manage daily activities, making the person with dementia more dependent on the caregiving 

spouse (Chen et al., 2000; Vidoni et al., 2010). Increasing dependence leads to loss of identity 

and self-esteem for the partner with dementia (Hedman et al., 2019), and increased burden and 
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strain for spouses (Gallagher et al., 2011). Greater dependence also changes roles and 

responsibilities in the relationship, altering relational dynamics (Evans & Lee, 2014). Shifting 

roles caused by loss of independent functioning, coupled with the personality altering symptoms 

of the moderate stage, can reduce relational quality and intimacy (Harris et al., 2011). These 

symptoms make it difficult for spouses to maintain closeness in traditional ways such as self-

disclosure, receiving emotional support, sexual intimacy, and reciprocity.  

 Relationships are altered further in the severe stage which includes symptoms such as 

impaired motor function, long-term memory loss, and difficulty speaking (Förstl & Kurz, 1999). 

Relationally, this stage is characterized by a sense of loss. Speech and memory losses create a 

sense that the person who has dementia is no longer present in the relationship (Evans & Lee, 

2014). Having a partner that is cognitively and emotionally absent despite being physically 

present makes it particularly difficult for caregiving spouses to maintain their relationship in this 

stage (Hellström et al., 2007). Spouses manage this presence-absence contradiction by 

emphasizing nonverbal communication, increasing efforts to find meaning in their partner’s 

behavior, relying on nursing home staff for information and help communicating, and in some 

cases, avoiding contact with their partner (Baxter et al., 2002). The sense of loss and relational 

decline in the final stage of dementia is so pervasive that caregiving spouses have been referred 

to as “unmarried marrieds” (Kaplan, 2001) or “married widows” (Baxter et al., 2002). 

 Despite the potential for relational decline through reduced physical intimacy, limited 

conversation, altered relational roles, and a sense of loss (Evans & Lee, 2014), dementia research 

has consistently found that many caregiving spouses maintain closeness with their partner across 

the disease trajectory (Ablitt et al., 2009; De Vugt et al., 2003). That is, while some spouses 

report a complete loss of connection with their partner (Kaplan, 2001), many others report both 
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relational decline and continued connection with their partners (Chesla et al., 1994). Boylstein 

and Hayes (2012) found that processes of relational disruption and reconstruction were ongoing 

in Alzheimer’s relationships, and that spouses actively sought to maintain connection with their 

partners despite relational challenges. This research suggests that relational change in dementia 

is more complicated than the declining nature of the disease would suggest, and that relational 

decline and closeness may be simultaneously experienced. Insight into these paradoxical findings 

might be found by investigating the relational turning points that shape the trajectory of 

relationships impacted by dementia.  

Relational Turning Points 

 Relational turning points are a useful tool for exploring the specific moments, 

conversations, and events that an individual perceives as having changed their relationship 

(Baxter & Bullis, 1986). Scholarship applying a turning points approach has been particularly 

useful in detailing nonlinear patterns of relationship development and deterioration. For example, 

across the development and subsequent deterioration of friendships, Johnson et al. (2004) 

demonstrated nonlinear trajectories including multiple increases and decreases in closeness. This 

literature has conceptualized relational progression as a dialectic between development and 

deterioration, with turning points revealing moments of change from one to the other (Johnson et 

al., 2003). Research analyzing retrospective accounts demonstrates how periods of growth or 

decline can lead to broader relational changes such as the shift from casually dating to a 

committed relationship (Huston et al., 1981). Relational turning points also provide insight into 

why individuals perceive their relationships have changed. In romantic relationships, individuals 

attribute change to interactions with their partner, influences from social networks, their own or 

their partner’s values and beliefs, or circumstances outside their control (Lloyd & Cate, 1985).  
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 Relational turning points may be particularly helpful in investigating the (often drastic) 

relational changes that occur in relationships impacted by dementia. These changes occur across 

a prolonged end-of-life period, and little is known about the specific moments that shape them. 

Turning points provide a detailed look into the moments that caregiving spouses perceive have 

shaped relational change across the disease trajectory. Further, because turning points highlight 

the ups and downs of relational development, they might also shed light on caregiving spouses’ 

reports of both relational loss and continued connection and closeness. Relational turning points 

provide a granular look at how relational changes occur, and how specific relational moments 

influence broader relational changes and trajectories (Johnson et al., 2004). To this end we pose 

the following research questions: 

RQ1: What relational turning points do caregiving spouses recall experiencing across the 

trajectory of Alzheimer’s disease and related dementias? 

RQ2: In what ways do these relational turning points contribute to broader relational 

change? 

 Investigating relational turning points also provides an opportunity to examine 

communication surrounding relational change (Baxter & Bullis, 1986). Braithwaite et al. (2018) 

used a turning points approach to show how interactions between stepparents and stepchildren 

led to positive relationships. Examining communication within relationships impacted by 

dementia may provide insight into how caregiving spouses maintain relational closeness while 

managing relational decline from symptoms (Boylstein & Hayes, 2012). Communication is 

central to relationship maintenance, but effective communication strategies may differ from 

those employed prior to the disease as caregiving spouses accommodate increasingly severe 
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symptoms. The final research question asks how caregiving spouses maintain their relationships 

despite the challenges of dementia. 

RQ3: What communication strategies do caregiving spouses use to maintain their 

relationship across the trajectory of Alzheimer’s disease and related dementias?  

Methods 

 We used in-depth, retrospective interviews to gain insight into caregiving spouses’ 

relational experiences across the disease trajectory. Qualitative interviews provide rich insight 

into people’s lived experiences and an opportunity for them to make sense of their experiences 

through talk (Gerson & Horowitz, 2002). Participants created turning point timelines of their 

relationships from the onset of symptoms to the present which helped them identify relational 

turning points across the disease trajectory. These timelines were used to structure and enhance 

the in-depth interviews, yielding a rich picture of the turning points and relational changes that 

occur when one partner has dementia.  

Recruitment and Participants 

 With IRB approval, 18 people who identified as caregiving spouses to an individual with 

Alzheimer’s disease or related form of dementia were recruited as part of a larger study about 

marital relationships in Alzheimer’s disease. The primary investigator recruited participants 

through local Alzheimer’s support groups and memory care centers (n = 12), Alzheimer’s 

Facebook groups (n = 4), and snowball sampling (n = 2). Interviews were conducted between 

January-March 2020. Three participants’ spouses had died within three months prior to the 

interview. We included these participants to give voice to the full experience of relational change 

across the disease trajectory. Many participants were retired (N = 12), five were working full or 

part time, and one was not employed due to caregiving responsibilities. Most (83%) reported an 



RELATIONAL TURNING POINTS IN ALZHEIMER’S DISEASE 9 
 

annual income over $40,000 (ranging from the lowest bracket of $20,000-$30,000 through the 

highest of $140,000-$150,000). Most participants had completed college (seven with a 

bachelor’s and four with a higher degree), five participants completed some college, and two had 

vocational training (see Table 1 for all demographics). 

Data Collection and Procedure 

 Participants chose the location and medium for the interviews which took place in their 

homes (n = 6), public spaces (n = 3), over the phone (n = 8), and over Zoom (n = 1). Giving 

participants this agency helped to build rapport and increased their comfort in sharing their 

experiences (Pitts & Miller-Day, 2007). We offered participants a $10.00 check for their 

participation; however, six participants declined. The interviews lasted 47-90 minutes and were 

recorded and transcribed using transcription software (temi.com) resulting in 284 pages of 

single-spaced text. We replaced personally identifying information with pseudonyms during 

transcription. 

 Guided by the interpretive paradigm, which seeks to illuminate the subjective realities 

and experiences of a specific group or community (Droser, 2017), we applied a relational turning 

points approach as a sensitizing construct to gain insight into caregiving spouses’ experiences of 

relational change. Sensitizing constructs provide a “point of departure” to guide the researcher in 

developing research questions and structuring the interview guide (Charmaz, 2014). Because 

sensitizing constructs are tentative and flexible, they do not constrain the emergent approach of 

interpretive research (Glaser & Strauss, 1967), but rather give it focus. Recalling turning points 

offered participants a way to anchor their experience to discrete moments signaling change in the 

relationship.  
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 We used a modified version of the retrospective interviewing technique to aid 

participants’ recall of relational turning points and to guide the interviews (Huston et al., 1981). 

In this approach, the interviewer asks participants to plot events that changed their relationship 

on a timeline with the horizonal axis representing time and the vertical axis representing a 

marker of relational development (e.g., commitment) ranging from 0-100% (Baxter & Bullis, 

1986). In our study, we examined caregiving spouses’ perceptions of both increases and declines 

in relational closeness during dementia (De Vugt et al., 2003; Kaplan, 2001). Because we 

anticipated that participants would have an established, non-zero, level of closeness prior to the 

onset of the disease, we removed the 0-100% scaling from the vertical axis and placed the 

horizontal line in the center of the page allowing participants to interpret the line as their 

relational baseline rather than asking them to numerically represent levels of closeness. We 

instructed participants to create a timeline of their relationship from the onset of symptoms to the 

present and to plot turning points that made them feel closer to their partners above the 

horizontal line, and those that made them feel more distant from their partner below the line (see 

Figures 1 and 2 for examples). Consistent with the interpretive paradigm, we allowed 

participants flexibility to plot relational changes in the way that best fit their lived experiences. 

Participants completed their timelines prior to the interview and returned them either physically 

or electronically at the start of the interview. These timelines guided the interview and facilitated 

conversation about specific turning points, including the communication around and relational 

implications of those events. 

Data Analysis and Trustworthiness 

 We conducted a qualitative thematic analysis using a process of open coding and constant 

comparison (Glaser & Strauss, 1967). Working in the qualitative analysis software NVivo 12, the 
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first author conducted the analysis, while meeting weekly with the second author to review 

coding and discuss emergent findings as a means of peer debriefing (Lincoln & Guba, 1985). 

Open coding involves assigning short descriptive labels to portions of the data that inform the 

research questions (Strauss & Corbin, 1998). When possible, we used participants’ words as 

labels (i.e., in vivo codes) to keep the coding grounded in participants’ experiences (Creswell, 

2013). Initial open coding yielded 891 unique codes. Then, guided by the research questions, the 

first author used constant comparison to cluster similar codes into themes (Glaser & Strauss, 

1967). This process involved repeated comparison of codes and emerging themes until they 

revealed a coherent representation of the data (Strauss & Corbin, 1998). The first round of 

constant comparison yielded themes of turning points experienced across participants as well as 

the communication strategies they used. Additional ungrouped relational change codes prompted 

a second round of comparative analysis at a higher level of abstraction (Saldaña, 2014) through 

which themes of broader relational change emerged. Once themes were satisfactorily refined, we 

named them and selected evocative exemplars to define and illustrate each theme.  

 We used several strategies to ensure the trustworthiness of the analysis – the standard 

criteria of quality for qualitative inquiry (Lincoln & Guba, 1985). During data collection, we 

sought a wide range of experiences at various stages of dementia to obtain holistic understanding 

of the experience. To protect against bias or fitting data to themes prematurely, we used in vivo 

coding and engaged in negative case analysis which requires looking for cases which contradict 

or do not align with preliminary categories or themes (Lincoln & Guba, 1985). Negative case 

analysis helped refine themes and define the nuances and distinctions between categories. 

Throughout data collection and analysis, the first author kept an audit trail including detailed 

memos about emerging themes and coding decisions which provided a thorough record of the 
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process (Rodgers & Cowles, 1993). The audit trail let us engage in ongoing peer debriefing to 

confirm emergent findings. We selected rich exemplars with thick description of themes to 

provide deep understanding of participants’ experiences (Geertz, 1973). Finally, to confirm that 

the analysis accurately represented participants’ experiences, we engaged in member checking 

(Lincoln & Guba, 1985) by sending an early version of the findings to five participants and 

inviting their feedback. These participants confirmed that the analysis resonated with their 

experiences and did not recommend changes. 

Findings 

Relational Turning Points and Changes to the Relationship 

 Alzheimer’s disease and other forms of dementia create continual relational change 

across a period of several years. These changes can be mapped through nine discrete relational 

turning points (RQ1) which coalesce into three broad relational changes (RQ2): (1) my spouse 

has dementia, (2) from spouse to caregiver, and (3) my spouse is gone. An additional relational 

change that did not occur through specific turning points, (4) transcending dementia through 

love, also emerged. Below (and represented in Figure 3), we discuss the nine turning points 

within their respective relational changes; their approximate temporal ordering is also shown in 

Figure 3.  

Relational Change 1: My Spouse has Dementia  

 For caregiving spouses, the first relational change came with the recognition that their 

partner had dementia. This relational change was shaped by two turning points. 

 Experiencing Initial Symptoms. Early symptoms such as forgetfulness, getting lost or 

losing things, and difficulty managing routine tasks concerned caregiving spouses and shifted the 

relationship, “I was so confused. I didn’t know what to make of all that … so the relationship 
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was a little different. It was questionable” (Garth). Because participants were unaware of the 

cause of their partner’s behavior, early symptoms were often a source of frustration and conflict. 

Tom explained, “Early on there was anger, like ‘what the hell are you doing?’” These 

unexplained behaviors strained the relationship. Emily recalled “feeling a little unconfident” in 

her relationship because of the changes she was noticing. “It breaks down confidence in your 

partner when they suddenly are behaving in a way that’s peculiar and not like their usual self” 

(Emily). Eventually, early symptoms led caregiving spouses to seek diagnostic testing. 

 Receiving a Diagnosis. Although the dementia diagnosis was devastating news, it 

provided an explanation for the partner’s behavior and brought many couples closer together 

(this was reflected in their turning point timelines, see Figure 3). Receiving a diagnosis helped 

reduce the strain of initial symptoms because caregiving spouses understood the cause of the 

behavior. Robert explained, “I can at least try to be more patient because I know the cause and, 

you know, I know it’s not like a personality defect.” Eleanor said that her wife’s behavior 

“started making more sense after [the diagnosis]. And I think that helped the relationship … it 

kind of brought us a little closer together.” The diagnosis provided an explanation for the 

behavior and facilitated open conversations about the relationship and the disease, which drew 

the couples closer and helped them face the disease together. Jennifer explained, “I think it drew 

us closer only because we could talk about it openly because he had the diagnosis.”  

Relational Change 2: From Spouse to Caregiver  

 The change from spouse to caregiver occurred through a series of four turning points that 

gradually shifted the relationship away from one of equal partnership as spouses with dementia 

became more reliant on their partners. “It wasn’t like a light switch that everything just changed, 
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it was gradual” (Robert). This gradual shift into caregiving occurred as each turning point moved 

the relationship a little closer toward greater dependence.  

 Losing Driving Privileges. The loss of driving ability and privileges marked the start of 

the shift from an equal partnership to a caregiving relationship. Because driving is the “ultimate 

symbol of independence in our culture” (Emily), losing driving privileges was a manifestation of 

the partners’ decline and increasing dependence, particularly given caregiving spouses’ 

responsibility to monitor their partner’s driving ability. This sense of responsibility was reflected 

in statements like “I had to take away his keys” (Bella), or “She gave up driving, which was a 

wonderful thing for me, I didn’t have to take that away” (Frank). The sense of needing to 

monitor and control driving put participants into a position of supervising rather than equal 

partnership. Jane felt her relationship shift during conversations about driving, “I felt I was 

talking to a teenager … and that’s when I felt the shift was, I became his mother.” This shift was 

an early harbinger of growing dependency in the relationship.  

 Changing Household Roles and Responsibilities. Caregiving spouses viewed 

interdependence as a central component of a marital relationship and began seeing themselves as 

caregivers as they took on more household responsibilities. Dementia symptoms altered couples’ 

established patterns for completing responsibilities and reduced interdependence. Emily 

explained, 

With your spouse, you’ve been so reliant on them, there’s so much push-pull between the 

two of you … there’s all that push-pull and suddenly, it’s physics, the push or the pull 

just simply goes away, and there you are, you are simply thrown into caregiving … you 

recognize the relationship is no longer a marital one, it’s one of caregiving.  
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Similarly, Tom pointed to shifting household roles and responsibilities as changing his 

relationship, “My wife really used to run the show … so our roles have switched completely. I’m 

a caregiver.” The loss of interdependence that accompanied shifting household responsibilities 

played a key role in shifting the relationship toward caregiving.  

 Feeling Less Romantic. For many couples, romance decreased as the relationship shifted 

toward caregiving, “I am feeling less and less romantic as I’m being more and more of a 

caretaker” (Joni); “We don’t have romance no more. No romantic communication” (Annie). This 

occurred because caregiving spouses felt less romantic toward their partners as they began 

caregiving and because their partners lost ability and interest in romance. Frank explained that 

his wife no longer showed interest in romance, “There were no more romantic moments. There 

weren’t moments of affection. Even as far as an intimate kiss there was no more.” The loss of 

romance represented loss of another core part of the marital relationship. As romance declined, 

the relationship shifted further from a marriage to a caregiving relationship. 

 Experiencing Increasingly Severe Symptoms. The appearance of more severe 

symptoms increased the dependence of the partner with dementia and cemented the change from 

spouse to caregiver. Several caregivers marked their first experience with severe symptoms (e.g., 

inability to attend to personal hygiene, incontinence, hallucinations) as distinct turning points on 

their timelines. Speaking of the appearance of hallucinations, Tom said, “There just came a point 

where the symptoms overtook her ability to control her own moods and her own routine… it 

really became clear that I needed to become the caregiver.” Emily described the appearance of 

severe symptoms as “hitting a floorboard that gives out on the floor, it’s like, oh okay now we 

have to do this … now I’m truly caring for you.” These more severe symptoms increased the 

spouses’ load, reinforcing the caregiving role so completely that some participants used the word 
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“patient” to refer to their partner. Garth explained, “There’s no partnership in this now. It’s 

strictly I take care of her and take care of everything around her and protect her.”  

Relational Change 3: My Spouse is Gone 

 This relational change was marked by a sense of one-sidedness; the disease had changed 

the spouse with dementia so completely that it felt as if they were no longer present in the 

relationship. Caregiving spouses described this with phrases like, “He’s not the same person I 

married” (Wendy) or “She is no longer the person she was” (Garth). Although their partners 

were still physically present, they had lost the sense of companionship and relationship. This 

change occurred through three key turning points. 

 Losing Intimate Conversations. For caregiving spouses, communication was key to the 

marital relationship, and the decline in their partner’s communication ability made them feel like 

they had lost their spouse. Carol explained, “[He is] not the same man I married in a way, no 

conversations.” Spouses greatly missed their partner’s ability to be a friend and confidant. 

Michael explained, “One thing that I miss was she was always able to have really good 

conversations and was a good sounding board …that’s probably the number one missing thing.” 

Losing the ability to confide in each other shifted the very nature of the relationship. “The 

relationship is altered from one of a pair of equals, a marriage, co-counselors and co-planners of 

life… I miss the benefit of her counseling. You know, that’s what married people do” (Tom).  

 Forgetting My Name. For those who experienced it, the time when the partner with 

dementia forgot the caregiving spouse’s name was a distinct turning point. Jane experienced this 

turning point when she and her husband were separated at a store, “I could hear a frightened man 

just yelling, ‘Hey you! Hey you!’ He didn’t even know my name. And that’s when it hit me how 

much it had progressed.” These moments made spouses realize how much their partner had 
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changed and that the person they had been was, in a sense, gone. Frank recalled, “In 2018 was 

the first time that she forgot my name. I knew it was going to happen, but I still was not ready for 

it and it really devastated me at that moment.” Michael characterized Alzheimer’s disease as 

“death a little at a time,” and this moment created a sense of loss as if part of their partner, or 

their relationship, had died. 

 Altering Living Arrangements. Changes in living arrangements such as sleeping in 

separate rooms or moving to a care facility were physical manifestations of the loss of the 

partner. The separation brought by changes in living arrangements was heartbreaking, “not 

sleeping in the same bed after 50 years, it was a major kind of a thing in our relationship” 

(Michael). Because physical distance was a reminder of the changes and loss in the relationship, 

many spouses tried to maintain physical closeness despite new living arrangements. William 

said, “I’m there almost every day. I miss maybe a day every two weeks or something.” Two 

participants even moved into assisted living with their spouses. These efforts to maintain 

physical closeness were one way the caregiving spouses tried to hold onto their relationships.  

Relational Change 4: Transcending Dementia through Love  

 The final relational change, transcending dementia through love, refers to an enhanced 

sense of love and relational closeness that transcended the loss caused by the disease and 

sustained caregiving spouses across the disease trajectory (see Figure 3). This relational change 

was not marked by specific turning point moments, rather caregiving spouses described it as a 

natural response to providing care to their partners which motivated them throughout the disease. 

Tom explained, “I have felt more married and more in love with her than I did before the 

diagnosis … when something like this happens it can be an agglomerator, it can be a glue.” Like 

Tom, several spouses described a deepening sense of love in dementia. Kevin said that he has 
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felt “more in love with [his wife] and more concerned about her” since the onset of dementia. 

Other caregiving spouses described experiencing a different type of love in dementia. Joni 

described three types of love, Eros (romantic love), Agape (unconditional love and 

commitment), and Philo (friendship) that are a part of her marriage and explained, “As Eros is 

fading away, Agape and Philo are increasing.” Similarly, Annie said, “In one sense, 

[Alzheimer’s] has drawn us closer, not in a romantic way, it’s just drawn us closer to be more 

friends and more caring … we are true friends and soul mates.” Several caregiving spouses also 

reflected on their commitment to be there for their partner as a source of strength and love. Carol 

explained, “[Caring for him] gives me satisfaction. It’s loving him.” This deeper but different 

sense of love and closeness that spouses experienced through providing care enabled them to 

transcend the challenges and loss of the disease. Bella explained it this way, “I say that love wins 

because dementia will rob the brain, but I believe it doesn’t rob the heart.” 

Communication Strategies for Maintaining Relationship  

 The purpose of RQ3 was to identify the communication strategies caregiving spouses 

used to maintain their relationships despite the challenges and changes across the disease 

trajectory. Five communication strategies emerged: (1) having open and intimate conversations, 

(2) avoiding confrontation, (3) avoiding bringing attention to symptoms, (4) engaging in daily 

conversations and activities, and (5) communicating love.  

Having Open and Intimate Conversations  

 Early in the disease progression, open and intimate conversations about the disease were 

opportunities for caregiving spouses and their partners to discuss their fears and concerns about 

the disease and to express their commitment and love for each other. Explaining a turning point 

on her timeline, Jane said, “It was probably one of the most intimate conversations we’ve had … 
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it gave us time to cement that closeness we had when we were first together … I could assure 

him that I would never abandon him.” These open conversations were challenging when they 

touched on sensitive topics such as concerns about driving or arranging long-term care. Despite 

the delicate nature of these conversations, Jennifer said, “I feel that communication, even 

uncomfortable, is important.” Open conversations helped spouses to better understand each other 

and helped couples face the future together, “Our conversations just kind of brought us together. 

We’re all on the same page” (Eleanor). Through open and intimate conversations, caregiving 

spouses reaffirmed their love, addressed their fears and uncertainties, and strengthened their 

resolve to move forward together.  

Avoiding Confrontation  

 Caregiving spouses found that avoiding confrontation helped them maintain their 

relationship by keeping a peaceful environment and minimizing anger or hurt feelings. Eleanor 

explained, “I really try and keep things deescalated as much as possible … I just kind of shrug it 

off and say, forget this, I’m not going to engage.” This approach became particularly important 

when the partner exhibited unusual, symptomatic, behavior. Annie explained one way she does 

this with her husband, “He don’t put his pajamas on no more. He sleeps in his clothes… I used to 

suggest ‘just put your pajamas on.’ ‘Hell no.’ So I let him do that. You know, it ain’t no big deal 

no more.” Avoiding confrontation over small things allowed Annie to maintain a positive 

relationship with her husband. Bella advised, “Pick your battles. You know they don’t want to 

shower at a certain time? Then wait and don’t fight over things that don’t need to be fought over. 

You just have to really be flexible.” These strategies helped maintain a peaceful environment, 

facilitated caregiving, and preserved goodwill in the relationship. 
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Avoiding Bringing Attention to Symptoms  

 Caregiving spouses avoided bringing attention to the symptoms as a means of shielding 

their partners from the reality of the disease and sustaining their sense of competence and 

autonomy. For many, this was an act of love, Kevin explained, 

Every time she says, “Oh, I can’t remember this,” or “you didn’t tell me that,” I say, 

“yeah maybe you’re right, maybe I forgot to tell ya.” By saying that I feel much closer to 

her, much more love, I don’t want to create anything that’s negative in her mind.  

Several participants gave written reports to doctors to avoid talking about symptoms in front of 

their partner, “I don’t like to say too much in front of the doctor with him. I don’t want to put 

him down or anything” (Annie). Participants also avoided bringing attention to symptoms by 

doing tasks their partner could not manage behind the scenes, while allowing them to work on 

other tasks independently, “You can see him doing things not quite right, but just let him either 

resolve it or wait for him to ask for help” (Joni). By avoiding pointing out challenges, spouses 

preserved their partners’ autonomy, while removing tasks they would not be able to manage. 

These strategies shielded the partners from hurt, maintained independence, and minimized the 

symptoms’ effects. 

Engaging in Daily Conversations and Activities  

 Engaging in daily conversations and activities helped sustain connection and closeness 

throughout the disease trajectory. These were activities that couples could enjoy together such as 

playing simple games, listening to music, taking walks, or watching movies. Robert described 

these as “positive joint experiences” that helped them maintain a sense of companionship. Daily 

interactions and shared activities helped caregiving spouses find the bright side of their situation. 

Garth explained, “If I can get her to laugh and goof around … She’ll laugh and I’ll laugh and 
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maybe get something out of it that can be funny.” In later stages of dementia when conversations 

became more difficult, spouses still “went through the motions” of conversation with their 

partners. Frank explained “I would just pretend that I understood and had a communication and 

tried to communicate the best I could for her.” Although symptoms disrupted the regular flow of 

conversation, these forms of communication helped preserve a sense of connection. Thus, simple 

interactions and activities helped caregiving spouses maintain closeness despite the changes and 

challenges of the disease. 

Communicating Love 

 A final way caregiving spouses maintained their relationship across the disease 

progression was communicating love, “We exchange ‘I love you’ often … it brings us closer 

when we do that” (Carol). Beyond saying the words “I love you,” Jennifer explained, “In your 

tone, in your subject matter, in your facial expression, all of those levels of communication, you 

just express love.” Tom described the way he used “physical manifestations of care” to 

communicate love for his wife, “I brush her hair and cut her nails, and it’s a way for me to love 

her and let her know that she’s cared for.” These verbal and nonverbal messages of love were a 

testament to the strength of their relationships and sustained caregiving spouses despite the 

challenges of providing care.  

Discussion 

This study provides insight into the relational changes experienced with dementia and 

caregiving spouses’ use of communication to sustain their relationships. A growing literature 

suggests that relational decline and growth can coexist during dementia (Ablitt et al., 2009; 

Conway et al., 2018), and the findings from this study reflect this duality. Analysis of turning 

points and broader relational changes revealed both the decline of the marital relationship (e.g., 
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from spouse to caregiver, my spouse is gone) as well as growth through increased love 

(transcending dementia through love). Participants’ ability to transcend challenges and changes 

through love demonstrates the strength of these relationships and the power of communication. 

 The relational turning points identified through this study provide detailed insight into the 

relational changes experienced by caregiving spouses in this end-of-life transition and add 

nuance to our understanding of the stages of Alzheimer’s disease and other dementias (mild, 

moderate, severe). These spouses did not experience sudden relational decline as they moved 

into a new stage of the disease. Rather, relational change occurred when the combined weight of 

multiple turning point events shifted the nature of the relationship. The shift from spouse to 

caregiver exemplifies this pattern. This relational change occurred through the accumulation of 

turning points (e.g., loss of driving privileges, shifting household roles) which together changed 

the nature of the relationship from spouse to caregiver. Although the change from spouse to 

caregiver has often been described in the dementia literature (Evans & Lee, 2014), this detailed 

analysis of turning points provides insight into how this change occurs. These findings 

emphasize the importance of distinct relational experiences in contributing to broader relational 

change.  

 Our analysis of turning points in dementia extends this literature beyond the early 

development or deterioration of relationships, to investigate the nonvoluntary termination of 

long-term relationships through disease and death. Relational turning points research highlights 

the nonlinear nature of relationship development (Baxter & Bullis, 1986) proposing that 

relationships oscillate through periods of growth and decline as a natural pattern of development 

(Johnson et al., 2003). Although the relational trajectories found here do reflect both growth and 

decline, they reveal a distinct pattern of relationship development in the end of life. As seen in 
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Figure 3, most of the turning points identified present a pattern of relational decline, while the 

relational change transcending dementia through love represented a sense of love and 

commitment that grew and sustained the relationships across the disease trajectory. Rather than 

oscillating between growth and decline caregiving spouses experienced both a trajectory of 

growth and a trajectory of decline. This duality might be distinct to end of life transitions in 

which the caregiving spouse attempts to maintain closeness and connection while the 

relationship gradually declines due to disease. This finding provides deeper insight into 

caregiving spouses’ ability to hold together both decline and closeness and may explain the 

duality of relational decline and closeness in the literature (Conway et al., 2018). 

 This analysis of relational turning points also highlighted the role of communication in 

the process of relational change, as has been previously noted by Baxter and Bullis (1986). 

Communication was at the heart of some of the changes experienced in dementia relationships. 

For example, the turning point loss of driving privileges contributed to the change from spouse to 

caregiver because conversations around monitoring or removing driving privileges diminished 

caregiving spouses’ sense of partnership in the relationship. Communication also played a role in 

the relational change my partner is gone. Caregiving spouses identified meaningful, reciprocal 

conversation as central to the marital relationship, describing their partners as “fox-hole buddies” 

(Michael) and “co-planners of life” (Tom) that they could rely on and confide in. The loss of 

such conversations (losing intimate conversations) contributed to the sense that the partner was 

gone. Thus, to the extent that communication constructs the meaning of relationships, its loss 

also contributed to their deconstruction. 

 The communication strategies identified through this analysis demonstrate caregiving 

spouses’ awareness of their communication and their ability to adapt to the challenges of 



RELATIONAL TURNING POINTS IN ALZHEIMER’S DISEASE 24 
 

dementia. Caregiving spouses strategically applied both direct and indirect communication 

strategies and adapted their communication across the disease trajectory. These findings build on 

literature about couples’ determination to maintain closeness and companionship (Boylstein & 

Hayes, 2011; Davies, 2011) by demonstrating that this goal is achieved through daily 

interactions. Direct communication strategies such as having open and intimate conversations, 

communicating love, and daily conversations were relational investments which strengthened the 

sense of love and reaffirmed commitment. Indirect communication strategies (avoiding 

confrontation and avoiding bringing attention to symptoms) were means of supporting the 

partner and keeping peace in the relationship. Although maintaining relationships becomes more 

difficult in the late stages of the disease (Baxter et al., 2002), communicating love and spending 

time continued to be a source of relational strength to caregivers in later stages of the disease. 

This suggests the value of communication, even when limited or one-sided, in sustaining a sense 

of relationship.  

 Although a single study is insufficient to make broad applied recommendations, the 

communication strategies uncovered in our study might serve as the basis for effective 

management of relationships in dementia. Indeed, some of the strategies used by the caregivers 

in our study map onto strategies recommended in the applied literature on caregiving in dementia 

(e.g., avoiding confrontation, communicating love: Morris et al., 2020; Young et al., 2011). That 

said, existing interventions often focus on increasing communication knowledge and skills with 

the goal of enhancing quality of life, improving behavior management, and reducing burden 

(Morris et al., 2017). While these are valuable, they neglect the importance of maintaining 

relational connection in dementia. The empowered conversations framework which focuses on 

perspective taking and goals as a means of managing dementia relationships (Morris et al., 2020) 
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is a notable exception. The findings from this study enhance this framework by providing 

specific communication strategies that may aid caregiving spouses in maintaining relationship 

with their partners. These relationally focused communication strategies should be integrated 

into future applied research.  

 The limitations of this study provide additional areas for future research. This research 

was limited in that it only included the perspectives of one relational partner. Relationships are 

inherently dyadic and the loss of the perspectives of the partner with dementia limits our 

understanding of the relational experience. Turning points and communication may be perceived 

differently by individuals living with dementia, and further research is needed to understand their 

experiences of relational change and communication. Additionally, relational patterns 

established prior to the onset of dementia likely influenced caregiving spouses’ responses to the 

relational changes caused by dementia. Caregiving spouses with positive marital relationships 

may have been more likely to choose to participate in this study than those with negative 

relationships. Thus, these findings do not reflect the full range of marital experiences in 

dementia, particularly the more troublesome relational changes and communication that may 

occur. Although it can be difficult to access individuals with negative experiences, future 

research should seek to include these perspectives and investigate the ways existing relational 

patterns are extended or altered by dementia.  

 This study demonstrates the resilience and tenacity of caregiving spouses in adapting to 

the many heartbreaking changes of dementia. The turning points identified provide rich insight 

into the relational trajectory of dementia, and how communication helps people adapt to 

relational changes. Caregiving spouses’ use of communication as a resource for managing 

difficulties and sustaining closeness broadens our understanding of the role of communication in 
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sustaining relationships. The findings from this study demonstrate the relational growth and 

decline that occur in this unique, prolonged end of life period.   
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