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Abstract
Background Multiple studies have shown that spouses of people with dementia (PwD) are two to six times more 
likely to develop dementia compared to the general population. Encouraging healthy behaviours and addressing 
modifiable risk factors could potentially prevent or delay up to 40% of dementia cases. However, little is known about 
how health behaviours change when a spouse assumes the role of primary caregiver. Therefore, the aim of this study 
was to explore the shared lived experience of spousal caregivers of PwD, focusing on identifying the trajectory and 
key events of that shape health behaviour changes after their partner’s diagnosis. These findings seek to inform 
strategies for adopting and sustaining healthy behaviours among spousal caregivers.

Method A qualitative descriptive study was conducted. Using maximum variation and purposive sampling, 20 
spouses of PwD who exhibited two or more risk factors were recruited for semistructured interviews. The interviews 
were transcribed verbatim and analysed using thematic analysis.

Results We found that in traditional Chinese culture health behaviour changes for spouses and people with 
dementia coping with the challenges of dementia occurred in two directions; (a) priming-leaping-coping: becoming 
a “smart” caregiver and (b) struggling-trudging-silence: the process by which the self is “swallowed.”

Conclusion This study highlights how caregiving experiences influence spouses’ health behaviors and dementia 
prevention, particularly in the Chinese context. The findings underscore the challenges of balancing caregiving with 
self-care. Culturally tailored, family-centered interventions are needed to support both caregivers and their long-term 
well-being.
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Introduction
Dementia is a pressing global public health issue, with 
over 55 million people currently living with the condition, 
a figure projected to reach 152 million by 2050 due to the 
aging population [1]. The burden of dementia extends 
beyond individuals to families, caregivers, and society, 
creating significant economic and emotional challenges. 
Slowing the onset of dementia has thus become a critical 
global health priority [2]. According to the World Health 
Organization (WHO), adopting healthy behaviours and 
addressing modifiable risk factors across the life course 
could prevent or delay up to 40% of dementia cases 
worldwide [3, 4].

China, home to the largest number of people with 
dementia (PwD), accounts for 25% of the global demen-
tia population [5, 6]. This immense burden has profound 
implications for Chinese families and society. Rooted in 
cultural traditions that emphasize filial piety and family 
responsibility, China’s care model predominantly relies 
on family-based caregiving [7]. Over 80% of PwD in 
China receive care at home, with spouses being the pri-
mary caregivers in 51.9% of cases [8]. Spousal caregiv-
ers are particularly vulnerable, with research showing 
they are several times more likely to develop dementia 
themselves compared to the general population [9–11]. 
This heightened risk is attributed to shared lifestyle fac-
tors, such as low physical activity and excessive alcohol 
consumption, as well as the physical and emotional toll of 
caregiving [12].

Older spousal caregivers, with an average age of 58 
years (58.0 ± 12.0 years), face an even greater risk of 
cognitive decline [4, 13, 14]. Although a growing body 
of qualitative research has explored spousal caregivers’ 
experiences, such as adjusting to life changes and adapt-
ing to caregiving roles [15, 16], these studies primarily 
focus on caregiving experiences [17], quality of life [18], 
and mental health [19]. Spousal caregivers’ own health 
behaviours and their role in mitigating dementia risk 
remain underexplored. It has been reported that spou-
sal caregivers often prioritize the needs of their partners, 
neglecting their own health [20, 21]. Furthermore, their 
attitudes toward dementia prevention are shaped by their 
indirect experiences of dementia and caregiving [22].

Globally, large-scale intervention studies targeting 
modifiable risk factors for dementia prevention have 
shown promise [23]. However, these programs are pre-
dominantly based on Western guidelines, which may 
not align with the geographical, economic, and cultural 
contexts of Chinese populations. While such interven-
tions have achieved small but significant improvements 
in dementia risk and cognitive outcomes, gaps remain 
regarding how health behaviour changes translate into a 
reduced perception of dementia risk [24]. Additionally, 
little is known about the trajectories of health behaviour 

changes in high-risk populations and the drivers influ-
encing these changes [25].

To address these gaps, this study aims to explore 
the lived experiences of Chinese spousal caregivers of 
PwD, mapping the trajectories of their health behav-
iour changes after their partner’s diagnosis. By identify-
ing key events driving these changes within the context 
of traditional Chinese culture, the findings will provide 
evidence-based insights to inform culturally tailored 
dementia prevention programs for spousal caregivers, a 
population at high risk of dementia.

Methods
Study design
A descriptive approach was employed in this study, 
guiding researchers to seek, discover, and understand 
a phenomenon, a process, or the views and worldviews 
of related people. This method encouraged researchers 
to analyse the research phenomenon to produce more 
objective and truthful results [26, 27]. The research was 
reported in accordance with the consolidated criteria for 
reporting qualitative research (COREQ) 32-item check-
list [28].

Study site and sample
The study was conducted from December 2021 to July 
2022 in the memory clinic of a large hospital in North-
east China, a deeply ageing region (15.61% ≥65 years) 
[29]. Maximum variation sampling and purposive sam-
pling were used to recruit eligible spouse caregivers [30], 
ensuring diversity in age, gender, education level, and 
place of origin, and there were differences in the num-
ber of years of caregiving and the severity of the part-
ner’s dementia to ensure that the results of the study 
included a maximum coverage of different situations in 
the study phenomenon: (a) had two or more risk factors 
for dementia, midlife and late-life dementia risk factors 
in the life-course model included hearing loss, traumatic 
brain injury, hypertension, excessive alcohol consump-
tion, obesity, smoking, depression, social isolation, physi-
cal inactivity, diabetes, and air pollution [3], as defined in 
the Supplementary 1. (b) were ≥ 45 years of age, consider-
ing the life-course model of risk factors for dementia and 
the average age of spousal caregivers (58.0 ± 12.0 years) 
(c) provided care for ≥ 6 months, and (d) agreed to par-
ticipate in this study. Spouse caregivers who were unable 
to communicate or whose ill patients were unconscious 
were considered ineligible for inclusion in the study.

Prior permission was obtained from nursing manag-
ers at the participating hospitals, who provided a con-
tact list of potential spouse caregivers caring for partners 
with dementia. The researchers then verified the patients’ 
diagnoses and confirmed the eligibility of the spouse 
caregivers with the assistance of doctors. Caregivers 
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meeting the inclusion criteria were given an explanatory 
statement detailing the study’s aim and procedures. The 
statement emphasized that participation was voluntary 
and that participants could withdraw at any time without 
providing a reason. Researchers continuously monitored 
the sample size to determine the point of saturation [31].

Data collection
Before conducting the interviews, the primary researcher 
(Shuyan Fang, during clinical placement) spent six 
months in the memory clinic observing and communi-
cating with PwD, their spouse caregivers, clinicians, and 
nurses to gain a deeper understanding of the couples’ liv-
ing conditions. To ensure consistency, all interviews were 
conducted by this researcher.

Two spouse caregivers participated in pre-interviews, 
which informed revisions to finalize the interview outline 
(Table 1). During the face-to-face, semi-structured inter-
views, participants were encouraged to speak freely about 
their experiences, providing as much detail as possible. 
For instance, when a spouse caregiver stated, “I think I 
live a healthy life now,” the interviewer followed up with, 
“What do you think is healthy?” [32]. Observations of 
body language, tone, expressions, and movements were 
recorded to retain the interview’s original style and con-
tent. The interviews, lasting between 42 and 85  min, 
were audio-recorded, and reflective memos documenting 

the researcher’s experiences during the interviews were 
added (Fig. 1).

Data analysis
The interviews were concurrently transcribed verbatim 
in Chinese by the first author (Shuyan Fang) and inde-
pendently verified by the third author (Shizheng Gao) 
within 24  h. Data analysis followed Braun and Clarke 
[33] methods help to distinguish, identify and interpret 
themes. This subprocess is guided by the research ques-
tion: What experiences and beliefs drive health behaviour 
changes in spouse caregivers?

To begin, they immersed themselves in the data by 
reading and rereading the transcripts to familiarize 
themselves with the depth and breadth of the content. 
Key paragraphs containing relevant information about 
changes in spouse caregivers’ health behaviours were 
labeled, identifying important statements. In the next 
phase, initial codes were grouped into potential themes. 
The authors debated their meanings and emerging pat-
terns, aiming to reach a consensus. Relevant coded data 
extracts were then collated within the identified themes, 
and mind maps were created to organize the themes 
meaningfully. The identified themes were reviewed, 
refined, and defined to capture their individual and col-
lective essence. Finally, the research team held meetings 
to discuss the analysis results, ensuring they were accu-
rate and comprehensive while enhancing the credibility 
and validity of the findings. Data analysis was conducted 
using NVivo 12 qualitative data analysis software [34]
(NVivo qualitative data analysis software; QSR Interna-
tional Pty Ltd., Version 12, 2018).

Key themes and quotes in Chinese were translated into 
English by the first author, with the third author review-
ing the translation and back-translation process to ensure 
accuracy, truthfulness, and completeness [35]. All mem-
bers of the research team reviewed the translated data, 
discussing and analyzing the results until a consensus 
was reached. A detailed explanation of the analysis pro-
cess is provided in Supplementary 2.

Rigour

(1) Credibility: The researchers listened to the recordings 
multiple times, compared and analyzed the data 
against the results, and presented their findings to 
peers for feedback.

(2) Dependability: All team members had experience in 
geriatric care and qualitative research, with one author 
being a professor of geriatric nursing. The researchers 
also received comprehensive theoretical training.

(3) Confirmability: The researchers maintained objectivity 
throughout the data collection process, ensuring 

Table 1 Semi-structured interview guide summary
Number Main focus
1 How much do you know about your wife/husband’s 

current dementia-related symptoms and living 
conditions?

2 During the time after your wife’s/husband’s diagnosis, 
did you think about your own health and what you did?

3 Do you think dementia can be prevented? What do you 
know about the risk factors for dementia?

4 What did your learn about dementia prevention after 
your wife/husband was diagnosed?

5 Can you name some healthy behaviors in your daily life 
that you think can reduce the risk of dementia?

6 Can you tell me some about what you usually do about 
these healthy behaviors?

7 Do you consider yourself to be living a healthy lifestyle? 
Which are healthy and which are unhealthy?

8 Have your perception of your own risk of dementia 
changed when your wife/husband has dementia? Did 
you seek support and help?

9 What habits and lifestyle did you change? Why? What 
happened along the way or is there anything you’d like 
to share with me?

10 Did these changes stick? If not, why not?
11 What factors do you think hinder or promote your 

prevention of dementia?
12 What kind of support do you expect? Do you have any 

comments or suggestions on existing support and 
policies?
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fairness and interpreting the data based solely on what 
was observed and heard.

(4) Transferability: This study provides a transparent and 
detailed description of the data analysis process, along 
with comprehensive interview results, offering valuable 
insights for future research in similar contexts.

Ethical considerations
This study followed the ethical principles outlined in the 
Declaration of Helsinki. Ethics approval for the study 
was obtained from the Nursing School of Jilin Univer-
sity (approval number 2021121504). Only the researchers 
had access to the digital audio recordings and transcripts. 
All spouse caregivers were provided with both verbal 
and written information about the study and gave their 
explicit, written consent to participate. Before the inter-
views, participants were informed about the study’s pur-
pose, methods, and confidentiality principles, and they 
signed informed consent forms. Additionally, interview 
content was randomly numbered based on the order of 
interviews, and citations were used in the Findings sec-
tion to ensure anonymity and confidentiality(Clinical 
trial number: not applicable).

Findings
The characteristics of the spouses and PwD
Data saturation was deemed reached at the 19th inter-
view when no new code emerged from the data analy-
sis. However, to ensure the thoroughness of the data 
collection, one additional interview was conducted, but 
it did not provide any new information or insights. The 
included 20 spouses ranged in age from 46 to 85 years, 
with an average age of 69.1 years. The duration of care 
ranged from 1 to 11 years, with an average of 3.8 years. 
All spouses had common chronic diseases such as hyper-
tension and diabetes. Sixteen spouses took sole care of 
the patients(Table 2).

This study identified two major themes and six sub-
themes through thematic analysis, defining critical node 
events as pivotal moments that prompt the next phase 
of a spouse’s health behaviour changes. Influential fac-
tors such as caregiver load, shifts in the couple’s relation-
ship, social expectations, cultural values, and the spouse’s 
health behaviours reveal a dynamic process of continu-
ous development and change following the partner’s 
dementia diagnosis.

The impact of dementia on spouses’ health behaviours 
was observed to follow two distinct trajectories: posi-
tive changes, characterized by progress toward balance, 
and negative changes, marked by increased imbalance. 
The vertical axis in our analysis represents the extent 

Fig. 1 Reflective memo sample. Reflective memos were added detailing the researcher’s experiences during the interviews and how these may have 
influenced the findings, conclusions and interpretations of the study
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and direction of these health behaviour changes. It illus-
trates the balance or imbalance experienced by caregiv-
ers as they navigate caregiving challenges and adjust their 
behaviours over time (Fig. 2).

Priming-leaping-coping: becoming a “smart” caregiver
The positive development of healthy behaviours was 
a dynamic process in which the spouse continually 
adjusted to life with the PwD, striving to re-establish bal-
ance while maintaining active participation in daily life.

Priming: start taking care of one’s own health
Spouses shared the process through which they first 
became aware of dementia and recognized that their 
partner had the condition. Initially, the spouse passively 
assumed the caregiving role, prompted by the onset of 
the illness. Often, it is a life event or a noticeable change 
in the PwD’s mental or behavioural state that forces the 
spouse to recognize the severity of the situation.

“One day, he drove our grandson to school, forgot 
about us and went home on his own, I realized that 
something seemed to be wrong with him.” (Spouse 
01).
“She started to talk about one thing over and over 
again, and then, after a couple of days, she’d bring it 
up again.” (Spouse 06).

The influence of authority played a significant role in 
the spouse’s subconscious, with respondent placed great 
value on and trusted the advice provided by healthcare 
professionals.

“She forgot things so badly that after washing 
her face in the morning, she just stood there and 
didn’t know what to do. The doctor said that it was 
Alzheimer’s disease.” (Spouse 02).

After learning of an incurable and serious health issue in 
their partner, spouses began to confront dementia and 
become deeply concerned about their own health.

“The doctor said the disease was related to many 
factors, so I thought I’d get checked as well because I 
had a poor memory since I was young.” (Spouse 10).

One spouse described the importance of understanding 
dementia, acknowledging that the disease would become 
a part of their life and that learning about it early could 
help prepare for long-term life adjustments.

“I think you have to understand the disease first. It’s 
not just the one who got sick. I’m the primary care-
giver… I’m going to be ready for my future; this dis-
ease is not like other diseases, and once you accept 

Fig. 2 Trajectory of health behaviour changes in spouses of PwD. Figure 2 summarizes the trajectory of spouses’ health behavior changes and phased 
node events after the diagnosis of patients
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it, you can move on, that’s what I’ve summed up. 
If you try to fight it, you will always be in chaos. " 
(Spouse 09).

“In order to take care of him, I have to take care of my 
health”. (Spouse 13) Spouses were aware of and accepted 
their role as caregivers, recognizing that the nurs-
ing demands for their loved ones would escalate as the 
disease advanced, presenting greater challenges. Their 
sense of responsibility toward their family often moti-
vated spouses to maintain their own health; they viewed 
themselves as vital to the family and feared that illness 
would either place a burden on their children or oth-
ers. As a result, these concerns acted as strong signals 
for spouses in poor health, urging them to address their 
physical and mental well-being. The spouse caregivers 
emphasized that regular checkups and a healthy lifestyle 
were key strategies they believed could reduce the risk of 
dementia. Traditional Chinese health practices were par-
ticularly popular among middle-aged and older spouses 
due to their simplicity and ease of integration into daily 
routines.

“I have hypertension and diabetes, and now I have 
to take care of him, so I need to be even more cau-
tious about my health; I’m afraid that if I get sick, I 
won’t be able to care for him in the future. " (Spouse 
13).

“I often watch that health programme on TV, espe-
cially for this disease, expert guidance on diet, bal-
ancing yin and yang, soaking feet every night, mas-
sage points, and tips like how to eat in winter to 
replenish qi and blood…” (Spouse 05).

Leaping: sensitive disease risk perception and control
Spouses observed a gradual decline in their partners’ 
health and cognitive abilities. The progressive loss of 
independence in PwD, combined with the emergence of 
abnormal psychological and behavioural symptoms, trig-
gered fear and anxiety in their spouses about their own 
future and the possibility of developing the same condi-
tion. Recognizing and managing dementia-related risk 
factors became essential for spouses as they sought to 
navigate and mitigate the impact of the disease. This pro-
cess led spouses to reflect on their own health conditions 
and identify lifestyle habits or behaviours that might 
increase their risk of dementia.

“I’m worried that I will get dementia too, I will not 
be able to take care of myself, and no one looks after 
him.” (Spouse 19).
“Before she got sick, our family ate more salt and 
meat, I don’t pay attention to, I always think that 
now that our living conditions are better, I can eat 
whatever I want…” (Spouse 02).
“I think it has a lot to do with personality; he is 
introverted and not socializing.” (Spouse 16).

At this stage, spouses demonstrated active health infor-
mation-seeking behaviours, marking a critical turning 
point. After evaluating their own health risks and iden-
tifying potential causes, they proactively sought exter-
nal information and support. This effort aimed to build 
a more comprehensive understanding of their situation 
and develop strategies to prevent the onset and progres-
sion of dementia.

“We have a patient group with doctors, I always ask 
questions, and we share knowledge about dementia. 
I learn a lot.” (Spouse 03).

After becoming spouses of PwD, respondents prioritized 
dementia prevention, diagnosis, and care, as well as seek-
ing authoritative guidance and assessing their own risk 
of developing the disease. The sources of health infor-
mation they relied on significantly shaped their health 
behaviours and outcomes. Over time, respondents sub-
consciously integrated these health behaviours into their 
daily routines, transforming them into habitual practices.

Table 2 The characteristics of spousal caregivers in this 
study(N = 20)
Characteristics N %
Gender
 Female 14 70
 Male 6 30
Age range (years)
 46–55 4 20
 56–65 4 20
 66–75 10 50
 76–85 2 10
Education
 Secondary education level 12 60
 Elementary school and below 8 40
Care alonea

 Yes 4 20
 No 16 80
Duration of caregiving (years)
 1–5 16 80
 6–11 4 20
Health statusb

 good 11 55
 poor 9 45
a, Care alone, Spouses report sole caregiver responsibilities

b, Health status, Subjective assessment based on spouse self-reports
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“Last time at the community activity focusing on 
dementia, we received a brochure; we now walk 
every day to ensure that we get some exercise, meat 
and vegetables. I sometimes take her to her sister’s 
home. I take my blood pressure medication regu-
larly; so does she.” (Spouse 04).
“I quit smoking… I’m drinking less alcohol.” (Spouse 
06).

Support from the external environment played a crucial 
role. When spouses had access to a supportive network 
that acknowledged their contributions, fostered a sense 
of control over their caregiving role, and promoted posi-
tive relationship dynamics with family and friends, they 
were more likely to develop a positive outlook. This 
engagement in their caregiving role enhanced their sense 
of self-actualization and boosted their confidence in 
managing daily challenges.

In traditional Chinese collectivist culture, strong fam-
ily and social support networks provide spouses with 
personal time while clearly defining and balancing com-
plementary roles and responsibilities. This shared man-
agement of family affairs fosters a sense of unity and 
cooperation among family members.

“There are a lot of people in our family who are 
well-connected; my nephew accompanies him to his 
training… so I don’t have to worry about it. " (Spouse 
19).
“I can talk to my friends, and it’s much easier. My 
sister helps me look after him. I can go out and have 
dinner with friends, and enjoy some time for myself.” 
(Spouse 05).

The optimization of the quality of medical services and 
the introduction of social welfare policies both slowed 
the progression of the patient’s condition and, more 
importantly, “relieved” the spouse.

“Now, she is doing cognitive training, and she is a 
little better. It also makes things much easier for me 
when she does the training, as I can do things on my 
own… Additionally, the medicine this year is covered 
by health insurance, which saves a lot of money.” 
(Spouse 02).

Coping: adapting to a new normal and developing healthy 
behaviour patterns
Spouses identified the perceived benefits of healthy living 
as their primary motivation. With an increasing under-
standing of risks associated with the disease and ongoing 
self-adjustment, they gradually adapted to view both car-
ing for the patient and caring themselves as part of their 

new normal. This adaptation enabled spouses to maintain 
positive health behaviours, ultimately achieving a stable 
and sustainable state in which they could build a fulfilling 
and meaningful life for themselves.

The caregiving journey was a continuous learning pro-
cess characterized by observation and repeated “trial 
and error.” This process fostered personal growth and 
resilience, helping spouses become stronger and more 
adaptable individuals. Developing a deeper understand-
ing of the illness and reflecting on caregiving challenges 
allowed spouses to recognize positive aspects of the rela-
tionship. “Being able to joke and laugh together makes 
caring meaningful”. Additionally, the loss of supportive 
relationships compelled spouses to become more inde-
pendent and take on greater caregiving responsibilities.

“I like to reminisce with him about the past, which 
he remembers so well, or talk about when our kids 
were little; that’s when he was emotionally stable, 
and both of us were happy. (laugh)” (Spouse 01).
“I’m so good now that I can take him to the doctor 
independently, and I know all the effects of his medi-
cine.” (Spouse 14).

After gradually adapting to their new life, spouses began 
venturing outside their homes and actively reintegrat-
ing into society. A new model of reciprocity with PwD 
emerged, wherein spouses found that the caregiving 
process provided meaningful benefits for their own well-
being. This positive dynamic fostered a virtuous circle, 
encouraging spouses to adopt healthier lifestyles.

“I now insist on going to the community centre and 
taking him most of the time, chatting to neighbours”. 
(Spouse 05)
“Since she has been ill, our family has eaten health-
ily; we used to know about this, we just couldn’t 
change it, but now that she is ill, we changed.” 
(Spouse 12).
“He exercises, so do I, all synchronized, better 
together.” (Spouse 10).

As spouses continuously adjusted to their new lifestyle, 
they found a balance between caring for their loved ones 
and attending to their own needs, resulting in a notable 
increase in self-awareness. Seeking the positive meaning 
in life and caregiving through social interactions helped 
spouses alleviate associated pressures, enhanced their 
sense of self-identity, and fostered a stronger sense of 
belonging within their family and social life. Additionally, 
the patient’s reliance on the spouse provided a sense of 
empowered. Spouses perceived their role as highly valu-
able, which further reinforced their sense of self-worth.
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“I am so satisfied now; I feel like a better and more 
complete person, which helps me keep balance. I 
started to focus on my own feelings; I have to be 
healthy. I made it through.” (Spouse 03).

Struggling-trudging-silence: the process by which the self 
is “swallowed”
Spouses described the development of their own 
unhealth behaviours and the disruption of positive health 
practices as resulting from their inability to cope with 
the demands of caregiving. This was characterized by a 
severe imbalance between attending to their own needs 
and prioritizing the care of the PwD, ultimately leading to 
a life where the PwD’s needs took complete precedence. 
Spouses reported neglecting their own health and expe-
riencing a gradual transition into the role of an “invisible” 
caregiver.

Struggling: denial and contempt
Some spouses demonstrated limited cognitive reserves, 
held stereotype views of dementia, believed it was neither 
preventable nor linked to daily health behaviours, or had 
an incomplete understanding of its risk factors.

“You live a regular life and have a healthy routine; 
eating well and getting enough sleep are definitely 
good for your health, but I’m a bit doubtful that you 
can prevent dementia. I’m somewhat sceptical; the 
disease is very complex(shake head).” (Spouse 01).

However, regarding their perceptions of the relationship 
between poor health behaviours and dementia, spouses 
generally acknowledged that lifestyle could influence the 
development of the disease. Despite this recognition, 
most spouses still had an incomplete understanding of 
risk factors. This limited awareness led them to believe 
that maintaining good habits in one aspect of their lives 
was sufficient, while neglecting other important health 
behaviours.

“I think exercise is the most important thing to stay 
healthy. …… I’ve never really paid attention to that. 
I eat more meat and fewer vegetables.” (Spouse 02).

Healthy check-ups could also have a “qualifying effect,” 
fostering to the belief that as long as the results were 
favorable, there was less need for spouses to prioritize 
and maintain health behaviours.

“We have yearly medical check-ups, and there’s 
nothing wrong with me except that my blood pres-
sure and blood sugar are a bit high, as they are at 

this age. I don’t think I can get it for sure.” (Spouse 
06).

Trudging: self-efficacy is reduced
When the caregiver load exceeded the spouse’s psy-
chological threshold and feelings of caregiver captivity 
or role overload emerged, the trajectory of the spouse’s 
health behaviours shifted in a negative direction. Inter-
viewees reported struggling to find meaning in the roles 
they were taking on, while negative influences from vari-
ous sources continuously disrupted their lives, leaving 
them with little to no time to prioritize their own health.

“I’m like a wind-up machine; his condition is becom-
ing more and more serious. I really can’t control it; 
you can’t treat him like a prisoner, but I feel like I’m 
the one becoming a prisoner.” (Spouse 19).

More importantly, the value of self-sacrifice promoted by 
traditional Chinese culture instilled in the respondents 
the mindset to “keep going.” Spouses described the con-
flict between meeting social expectations and prioritiz-
ing their own health. They often felt as though they were 
wading through the “mud” of caregiving, simultaneously 
balancing the roles of caregiver and parent. To avoid bur-
dening their children, spouses chose to take on all care-
giving responsibilities alone.

“There’s no way I’m leaving him behind; what 
would people think of our family? It’s not fair to the 
kids and him, so you just have to accept it, really.” 
(Spouse 05).

Almost all the interviewees mentioned “loneliness,” 
which was partly attributed to their difficulty in commu-
nicating with PwD. Additionally, several factors, includ-
ing the spouse’s age, poor health, the stigma surrounding 
dementia care, fear of being misunderstood, led to a nar-
rowing of their social networks.

“I used to love having my friends over. I haven’t done 
that since he got sick. He’s unstable.” (Spouse 03).

Simultaneously, the intensification of family conflicts 
posed a significant external challenge for spouses. 
Interviewees expressed that the progressive worsening 
of dementia resulted in a decline in positive feedback 
between spouses: “I miss the old him.” A strong couple 
relationship was identified as a key factor in maintaining 
quality of life and preventing negative outcomes. Couples 
felt sorrow over the loss of intimacy and cohesion, per-
ceiving that, in many ways, the relationship had become 
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unequal, with the caregiver-patient dynamic taking over 
their lives.

“It’s been almost 50 years-two people who have over-
come so many stumbles together, only to be defeated 
by this disease. The relationship is gone, and I’m def-
initely a bit depressed. (bang on the desk)” (Spouse 
04).
“It’s only with the closest people that he shows his 
temper; he’s always polite to others, when I tell peo-
ple about that terrible state he’s in at home, they 
don’t believe, no one believes me, that’s the hardest 
part of it. (sigh)” (Spouse 01).

Additionally, the intensification of conflicts within the 
extended family, unclear divisions of labour among fam-
ily members, and mutual blame further heightened the 
psychological pressure on spouses. Negative emotions 
impacted the couple’s daily life, reduced their quality of 
life, hindered health behaviours, and increased the risk of 
disease.

“You can’t predict the pattern of good days and bad 
days. His relatives would say I didn’t take good care 
of him (cry).” (Spouse 07).

Silence: defeat in the face of struggle
After repeatedly struggling to maintain balance, spouses 
gradually became demoralized. They realized that, 
despite their efforts, they fell short of expectations. This 
led them to abandon the attempt to maintain balance and 
adopt a lifestyle that entirely prioritizes the PwD. Spouses 
invested significant effort into this caregiving role, sacri-
ficing work and social activities to actively engage in the 
relationship. However, this situation lacked reciprocity 
and mutual support, and as a result, the giving role grad-
ually lost its momentum. The stress of living caregiving 
eroded the spouse’s sense of a predictable and control-
lable future.

“I had to think about everything; I had never done 
these things before, and I felt like my brain was 
stuck, so I just gave up and resigned myself to it.” 
(Spouse 17).

Discussion
The findings of this study support the dementia risk fac-
tor life course model [3], emphasizing the continuous 
and dynamic nature of health behaviour transformations 
in spouses of PwD. This research highlights that balanc-
ing multiple roles effectively is crucial for spouses to 
adapt to caregiving demands while maintaining their own 

health. Key events, such as the onset of dementia, active 
health information-seeking behaviours, and perceived 
benefits of healthy practices, were identified as drivers of 
positive health behaviour changes. However, significant 
challenges, including caregiving stress, role overload, 
and cultural expectations, create barriers to sustaining 
healthy behaviours.

The realization that the partner’s living situation is 
severely impacted by the disease prompted respondents 
to recognize the seriousness of the condition and begin 
focusing on their own health. Similar to a study in Turkey, 
those with family members with dementia were more 
likely to have greater motivation to modify their lifestyle 
(perceived susceptibility, severity, benefits, and cues to 
action) to reduce their risk of developing dementia [36]. 
Access to external support enriches spouses’ cognitive 
reserve and heightened their awareness of dementia 
risk. Unlike in Western contexts, where external caregiv-
ing support systems are more accessible, the reliance on 
family-based care in China amplifies the emotional and 
physical burdens on spouses [37]. Solidarity and coopera-
tion within the family are key to support positive healthy 
behaviours in caregivers and should be prioritized. Fam-
ily dynamics play an essential role in enhancing the psy-
chological resilience of caregivers, while family cohesion 
provides much-needed respite [38, 39]. Families, as eco-
systems for cultivating healthy behaviours, and couple 
relationships, in particular, help both partners maintain 
emotional connections that reinforce the belief in an 
active life [40]. The intimacy and sense of responsibility 
within couples foster strength, often described as “shar-
ing joys and sorrows” [41]. Previous research has shown 
that, improvements in “caregiving confidence” and “care-
giving insight” are critical in enabling caregivers to adapt 
to their roles, rebuild self-perception, and establish a 
sense of self-worth, ultimately achieving a “new bal-
ance” in life [42, 43]. Additionally, often derive satisfac-
tion and resilience from their altruistic values, as these 
align with their life principles and allow them to find 
strength in overcoming challenges [44]. However, find-
ings from a nationwide survey in Spain presented a con-
trasting perspective. Spanish caregivers, while holding 
familistic beliefs and placing family at the center of their 
lives, reported difficulties in meeting family expectations, 
which exacerbated stress and depressive symptoms [45].

As the PwD’s illness progresses, spouses face signifi-
cant challenges in maintaining balance in their lives. 
The worsening condition of their partner often results 
in increased external pressures, such as reduced income 
and heightened social isolation, whereas negative emo-
tions such as anxiety and depression in the care process 
and attachment insecurity lead to changes in the vulner-
ability of individuals within the binary. In turn this leads 
to a positive or negative binary relationship adaptation 
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process that affects the health behaviours of spouses [46]. 
A review found that, compared to other regions, demen-
tia caregivers in Asia often juggle multiple roles within 
their work and family lives. When these roles conflict 
with their caregiving responsibilities, they feel unable to 
meet the expectations of any role effectively [47]. In con-
trast to our study, in some Western countries, such as 
Canada, some middle-class white men do not perceive 
themselves as caregivers but rather view their caring as a 
reinforcement of their role as a husband, placing a greater 
emphasis on their own sense of self [48]. However, Chi-
nese caregivers often perceive caregiving as a moral duty. 
As shown in many Chinese studies, some caregivers are 
reluctant to place their relatives with dementia in nursing 
homes due to cultural norms prioritizing family care [49]. 
Spouses face immense pressure to fulfill the social expec-
tations of being a supportive partner, dedicated care-
giver and responsible. This pressure often forces them to 
make trade-offs and sacrifices to meet these competing 
demands. Engaging in healthy behaviours, such as social-
izing and exercising, becomes challenging as time is often 
prioritized for caregiving tasks [17]. A significant bar-
rier for caregivers is their reluctance to acknowledge or 
address their own needs. Nordtug et al. [50] discovered 
that some informal caregivers noted a concerning issue 
within their primary support network: some individuals 
did not believe that the person with dementia was ill. This 
lack of belief or the reception of criticism can represent 
a significant burden for caregivers. Additionally, other 
members within their network chose to withdraw as a 
deficiency in social support is associated with a decline in 
mental health. To overcome these challenges, municipal 
healthcare services might consider establishing regular 
opportunities for informal caregivers to engage in dia-
logue with other informal caregivers of individuals with 
dementia. A series of studies conducted in the Neth-
erlands developed the notion of a “partner in balance,” 
which effectively improved the self-efficacy, quality of life 
and experience control of family caregivers [51, 52].

Notably, some caregivers equated their risk of devel-
oping dementia with being diagnosed as ill, which led to 
resistance toward accessing information about dementia 
risk. This behaviour may stem from the shame and stigma 
surrounding dementia within Chinese cultural context. 
A review suggested that much of the research on fam-
ily stigma has focused on Asian countries, with Chinese 
culture emphasizing collectivism [53]. Consequently, the 
impact of affiliate stigma on Chinese family caregivers is 
obviously greater. Additionally, middle-aged respondents 
in this study indicated that they felt it was too early to con-
sider the risk of developing dementia. Future research shift 
the focus for this population toward maintaining opti-
mal cognitive brain health rather than solely emphasizing 
dementia risk reduction [54]. As international policy on 

dementia shifts towards a prevention agenda, there is a 
growing interest in identifying individuals at risk of devel-
oping dementia. However, the introduction of proactive 
dementia identification raises complex practical and ethi-
cal issues, particularly in contexts with low public aware-
ness of dementia [55]. This underscores the importance 
of providing high-quality information about dementia, 
including its likelihood and risk factors, along with psy-
chological support for those undergoing risk assessments.

Consistent with previous research, the gender of care-
givers has been shown to influence their caregiving expe-
riences [46]. Under the influence of traditional culture 
norms, female caregivers usually view caregiving as an 
extension of their established family responsibilities, 
enabling them to cope more easily. In contrast, male care-
givers tend to perceive caregiving as a persistent stressor, 
leading to increased anxiety. Female caregivers are more 
likely to express their stress openly and seek external sup-
port to manage challenges [56]. Therefore, various cop-
ing skills to maintain life balance have also emerged in 
the context of caregiving. In this study, female caregivers 
commonly employed specific strategies to promote shared 
health behaviours, such as walking together with PWDs. 
Male caregivers, on the other hand, are more likely to 
maintain preexisting health behaviours, such as engaging 
in social participation and outdoor activities, often reflect-
ing routines from their previous work experiences. These 
findings concerning gender differences should prompt 
healthcare professionals’ attention in designing tailor-
made caregiver education programmes in family nursing 
in managing stress and maintaining life balance.

Limitations
This study has several limitations that should be con-
sidered when interpreting the findings. First, all partici-
pants were recruited from the memory clinic of the same 
hospital, which may have introduced selection bias and 
limited the perspectives to spouses who actively sought 
medical care for their partners. This could exclude the 
views of spouses who manage caregiving without access-
ing clinical services, potentially affecting the generaliz-
ability of the findings. However, it is worth noting that 
the memory clinic network spans 28 regions in China, 
which provides a relatively broad representation of care-
giving experiences within this healthcare system. Sec-
ond, the study was conducted in the Northeast region 
of China, where the population has a high proportion of 
older adults due to significant aging demographics. Cul-
tural and regional differences may influence caregiving 
behaviours and experiences, meaning that these find-
ings may not fully reflect the diversity of spouse caregiv-
ers across China. Future studies employing a multicenter 
design could address this limitation by including a more 
diverse sample across various regions, socioeconomic 
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backgrounds, and cultural contexts to enhance the gener-
alizability of the results.

Conclusion
This study offers new insights into how the early caregiv-
ing experiences of spouses influence their health behav-
iours and dementia prevention practices. Under the 
influence of traditional cultural values, many spouses pri-
oritize their caregiving responsibilities as a central part 
of their identity and sense of duty. This sense of mission 
shapes their approach to health behaviours, often creating 
a complex interplay between caregiving and self-care. The 
findings highlight the significant challenges spouses face in 
balancing multiple roles and maintaining their own health, 
particularly in the Chinese cultural context. These results 
contribute to the literature by emphasizing the unique 
experiences of Chinese spouses of PwD, including the cul-
tural, social, and familial factors that influence their health 
behaviour decisions. Future interventions should address 
these dynamics to support caregivers in sustaining both 
their caregiving responsibilities and personal well-being.

Relevance for clinical practice
Assessing a spouse’s understanding of dementia is a criti-
cal step in designing effective intervention programes. 
While increasing knowledge about dementia is impor-
tant, it alone may not be sufficient to drive sustained 
behaviour change. There remains a gap in understanding 
how the perceived benefits of healthy behaviours trans-
late into reduced dementia risk. The life-course model 
of dementia risk factors emphasizes continuity in health 
behaviours over time. Long-term risk may have limited 
influence on immediate behaviour, highlighting the need 
for ongoing tracking, risk stratification, and interven-
tions beginning early in life. Given the complex interplay 
of multiple risk factors, multifactorial interventions are 
essential to address the spiral interactions between these 
factors. Additionally, understanding the mechanisms 
and behavioural patterns that support dementia preven-
tion at the family level is vital. Culturally tailored, family-
centered dementia prevention programs spanning the life 
course should be developed to address these dynamics 
effectively. Such programs have the potential to support 
not only the individual but also the broader family unit, 
fostering a holistic approach to dementia prevention.
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