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Abstract

Aim: This study aimed to explore the experiences of family caregivers interacting

with people with dementia.

Background: A majority of people with mild-to-moderate dementia live at home with

family caregivers. This interaction creates positive experiences and challenges for

these caregivers.

Design: Descriptive phenomenological qualitative inquiry guided this study.

Methods: This qualitative study involved semi-structured interviews with the care-

givers of people with mild-to-moderate dementia (n = 10). Data were collected from

June to September 2018, and then data were thematically analysed.

Results: Six categories of themes were identified from the interviews: (1) unexpected

things often happen; (2) positive coping strategies; (3) sense of accomplishment

because people with dementia actively participate in activities; (4) sense of frustra-

tion because of the reluctance of people with dementia to participate in activities;

(5) hope for the happiness of people with dementia; and (6) want to have their

own life.

Conclusions: This study reveals that caregivers could positively interact with people

with dementia through creating opportunities and arranging meaningful activities.

Future research should focus on family management and training on how to help

caregivers interact effectively with people with dementia.
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SUMMARY STATEMENT

What is already known about this topic?

• A majority of people with mild-to-moderate dementia live at home

with family caregivers.

• Many caregivers suffer from depression, anxiety, fatigue, insomnia,

family conflicts and low levels of life satisfaction.

• How caregivers interact with people with dementia at home

remains unclear.

What this paper adds?

• Caregivers experience various feelings, such as a sense of

accomplishment and occasionally frustration, when interacting

with people with dementia.

Received: 16 January 2019 Revised: 31 August 2020 Accepted: 2 September 2020

DOI: 10.1111/ijn.12892

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,

provided the original work is properly cited.

© 2020 The Authors. International Journal of Nursing Practice published by John Wiley & Sons Australia, Ltd

Int J Nurs Pract. 2021;27:e12892. wileyonlinelibrary.com/journal/ijn 1 of 8

https://doi.org/10.1111/ijn.12892

https://doi.org/10.1111/ijn.12892


• Caregivers stated that they wanted people with dementia to be

happy and live their life. Thus, the caregivers changed their atti-

tude, accepted the situation and organized meaningful activities

for people with dementia.

• Caregivers employed various strategies for handling situations

involving people with dementia and shared how they interacted

with such individuals.

The implications of this paper:

• Care organizations that can offer certain services for people with

dementia should be developed to lessen caregivers' burden.

• Community nurses should develop caregivers' strengths and

enhance their abilities to improve interaction with people with

dementia.

• Future research should focus on family management and training

on how to help caregivers interact effectively with people with

dementia.

1 | INTRODUCTION

In 2018, over 50 million people with dementia (PwD) were reported

worldwide, approximately 60% of whom are from developing coun-

tries, with the fastest growth in China (Prince et al., 2013; Winblad

et al., 2016). Dementia is an incurable and progressive brain disease

that typically causes cognitive impairment, communication difficulties

and behavioural changes that often require lifelong assistance

(WHO, 2016). At present, China has not established a long-term care

insurance system (Guo, 2017). The care for PwD is mainly provided at

home; the caregivers are mainly from spouses, children, brothers and

sisters in China (Dong, Guo, & Zhao, 2017). With an increasing aging

population and an underdeveloped welfare infrastructure, Chinese

family caregivers will encounter great challenges in rendering care for

PwD (Sun, 2014). Thus, these conditions need the support of the fam-

ily as a whole, and emphasis is placed on family harmony.

Many studies have shown that many caregivers suffer from

depression, anxiety (Joling et al., 2015), fatigue, sleep disturbance (Liu

et al., 2018; Villapando, 2015), family conflicts (Liddle et al., 2016) and

low levels of life satisfaction. Hence, caregivers should find some

strategies to alleviate their own physical and mental health. Previous

qualitative studies examined the following values of caregivers and

PwD: family and social relationships, safety and physical health, emo-

tional well-being, support for care needs and daily functioning, related

services, medical care, support networks and meaningful activities

(Heinrich, Uribe, Wübbeler, Hoffmann, & Roes, 2016; Macrae, 2010;

Phinney, Chaudhury, & O'Connor, 2007). Furthermore, the positive

and negative aspects of caregiving are of the same continuum—they

could influence caregiver well-being and satisfaction with life (Lethin

et al., 2017). As the patient's cognitive function declines, communica-

tion and physical function decline; therefore, achieving positive social

interactions becomes challenging (Mabire, Gay, Vrignaud, Garitte, &

Dassen, 2016). In addition to accepting the situation, caregivers

should adopt positive attitudes and create opportunities for PwD to

engage in meaningful activities. Participating in meaningful activities

positively influences the well-being of PwD (Söderhamn, Landmark,

Eriksen, & Söderhamn, 2013).

Interaction patterns, including preferred manner of expressing

themselves and describing expectations on how each person

behaves and reacts to one another, are established between

caregivers and PwD through mutual support (Karner & Bobbitt-

Zeher, 2005; Lethin et al., 2017). Some meaningful interactions, such

as housework (e.g., washing and cleaning), family games, handicrafts

and outdoor activities (e.g., gardening and doing exercises), can be

integrated into daily life. Caregivers can choose different forms of

interaction on the basis of the interests and needs of PwD. For

PwD, social relationships that involve positive social interactions are

considered important factors that help enhance mood, cognition and

quality of life (Dröes et al., 2016). A person-centred caregiver is

characterized by an element of a high-quality relationship between

caregivers and with PwD, and caregivers should develop harmonious

relationships with PwD (McCormack, Karlsson, Dewing, &

Lerdal, 2010).

In recent years, considerable research in Western countries

focused on caregivers using positive family interaction strategies and

participating in meaningful activities to influence the condition of

PwD. Family caregivers in China spend a significant amount of time

caring for PwD. Nonetheless, how caregivers interact with PwD at

home remains unclear. Therefore, this qualitative study primarily

aimed to describe the experiences of family caregivers who interact

with PwD, and extraordinary skills are needed for family caregivers to

manage the deteriorating cognitive function and consequent func-

tional decline of PwD. This insight can provide a deep understanding

of the needs of family caregivers, help PwD as well as their caregivers

live meaningful lives and better inform health-care professionals and

nurses on caregivers' needs.

2 | METHODS

2.1 | Design

A descriptive phenomenological qualitative study was undertaken

(Maxwell, 2013; Weaver & Olson, 2006). This approach lends to a

deep understanding of the experience of caregivers who interact with

PwD. An initial open-ended question encouraged the caregivers to

describe daily activities with PwD.

2.2 | Participants

Caregivers of people with mild-to-moderate dementia were recruited

from the Department of Neurology and Mental Health in Hangzhou in

Zhejiang Province, China, and considered study participants in accor-

dance with the following inclusion criteria: (1) age of 18 years and
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above; (2) main care for PwD (mild to moderate) of >3 months; and

(3) at least 3 h of daily care for PwD.

Telephone contact was attempted for 23 eligible caregivers, and

10 caregivers completed the interviews. Eight women and two men

from Hangzhou participated in this study. All were family caregivers for

people with mild-to-moderate dementia. The duration of their experi-

ence with care services varied from 2 to 15 years. Seven family care-

givers lived with the PwD in one flat; three lived separately from the

PwD but within the same city. Data saturation being the guiding princi-

ple in sampling, the last interview analysed provided no new insights.

The characteristics of caregivers are displayed inTable 1.

2.3 | Data collection

An interview guide was developed and then refined via a discussion

facilitated by the study team. The final guide included the following

questions. How do you usually interact with PwD at home? What

problems have you encountered during your interaction with the

patient? What strategies do you use in response to the PwD's chan-

ged behaviours? What conditions do you want the PwD to keep in

the future? What do you expect from your own life?

The interviewer explained the purpose of the interview and dis-

cussed the caregiver's right to discontinue at any time for any reason.

Interview data were collected by audio recording. Interviews were

conducted at the preferred time and place of the caregivers to provide

a suitable environment for sharing their experiences. Once analyses

were completed, a summary of the results was sent to the caregivers

to request revisions.

Data were collected from June to September 2018 by an experi-

enced nursing teacher who is a member of the research team. Inter-

viewees who agreed to meet the researcher were contacted to

arrange a convenient location and date. Eight interviews were con-

ducted in participants' homes and two at the memory clinic. Inter-

views were conducted in a quiet room and lasted 30–45 min.

2.4 | Data analysis

Interview recordings were transcribed, and the transcripts were read

and analysed by the study team. A coding framework was developed

through thematic analysis (Braun & Clarke, 2006). The study team

became familiarized with the data by repeatedly listening to the inter-

view recordings during transcription and repeatedly reading the tran-

scripts. Memos were written to record the initial interpretation of

each interview. The data were then stored and coded in NVivo9. In

order to maintain qualitative rigour, two researchers independently

coded the transcripts, compared and refined their coding categories

and developed the themes. Initial codes were developed by collecting

data with similar contents and subsequently converted into concepts

and themes. Themes were generated and refined through an ongoing

analysis. The process of refining the themes was thoroughly docu-

mented with the coding scheme developed before deciding on the

best for the data.

2.5 | Ethical considerations

Data collection was conducted after obtaining approval from the

ethics committee institutional review board of the affiliated hospital

of the university where the second author worked. Informed con-

sent was obtained from each participant before the data collection.

The participants voluntarily participated in this study and were

informed of their rights to anonymity and confidentiality. The study

was approved by the corresponding ethics committees of the insti-

tutions involved (The First Affiliated Hospital of Zhejiang Chinese

Medical University, No. 2017-KL-071-01). The participants were

informed that the participation was voluntary and confidential and

that they could withdraw from the study any time without explana-

tion. At the start of the study process, they signed an informed con-

sent form and agree to the recording. Recording materials are given

strict confidentiality.

TABLE 1 Characteristics of participants

Participant
no.

Age of
participant

Gender of
participant

Relationship to
PwD

Age of
PwD

Gender of
PwD

Living with the
patient

Daily care
time

1 64 Female Daughter-in-law 98 Male Y 12

2 69 Male Husband 68 Female Y 15

3 79 Female Wife 86 Male Y 13

4 77 Female Wife 82 Male Y 11

5 41 Female Daughter 72 Female N 5

6 74 Male Husband 71 Female Y 11

7 82 Female Mother 65 Female N 6

8 75 Female Wife 80 Male Y 8

9 55 Female Daughter-in-law 82 Female N 5

10 46 Female Daughter 74 Female Y 7

Abbreviation: PwD, people with dementia.
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3 | RESULTS

After the interview data were analysed, six core categories describing

the family caregiver's experiences of interacting with PwD were iden-

tified. Table 2 shows the six themes.

3.1 | Theme 1: Unexpected things often happen

The caregivers experienced difficulty in anticipating possible prob-

lems or situations and establishing a strategy on how they and their

family would handle PwD as their illness progressed. According to

some caregivers, they had never been prepared for future

occurrences, and this unpreparedness prevented them from creating

appropriate plans.

She likes to do some handicrafts, and I am very sup-

portive of her. However, she has stolen materials from

stores for her handicrafts several times in the recent

months. I'm worried about her when she goes out.

Sometimes, I could not help but criticize and stop her. I

do not know what to do. (Daughter, 5)

In addition, PwD often become angry or irritated for no obvious rea-

sons, which can cause great trouble for caregivers.

She often suddenly gets angry. Then, she rushes out of

the house and says something that we cannot under-

stand. I wish I could make her happy, but her happiness

is not in my hands anymore. I do not know when I will

trigger her anger. (Husband, 6)

Continuous monitoring of PwD resulted in exhaustion, and some

caregivers lacked sleep.

Recently, she woke up in the middle of the night

and wanted to go to the convenience store. I

wanted to accompany her and persuade her not to

go. (Husband, 2)

3.2 | Theme 2: Positive coping strategies

To manage some sudden or unexpected symptoms of PwD, caregivers

not only accumulate experiences by consulting a doctor and searching

for information in a network but also change their perceptions by pos-

itively adjusting their attitude. Avoiding possible conflict requires

caregivers to help PwD apply the skills that still exist and adopt the

concept of ‘we do things together’.

I learned how to handle sudden outbursts or unex-

pected situations. Now, I'm good at this, and I feel the

situation is not so difficult anymore. When he becomes

angry, I follow what he wants and let him do some-

thing that he is interested in to divert his attention.

(Wife, 3)

Caregivers could consider and find ways to solve problems from a

positive perspective. For example, they could focus on preserving

their companionship with PwD. Several caregivers determined the

behaviours and skills that PwD possessed. Some caregivers could

retain the feeling of closeness to PwD. Caregivers could focus on the

needs of PwD and promote their motivation to find meaning in their

companionship.

The doctor told me that recalling our memories is good

for him. We often look at our old photos, especially

those about travel and family parties. He sometimes

feels happy and talks about our past experiences. I no

longer feel impatient. This is our happy time. (Wife, 8)

A majority of caregivers discussed the importance of accepting and

accommodating cognitive deficits during an interaction with PwD.

Some caregivers even attempted to learn the required skills from pro-

fessionals or other individuals. Then, they could use methods to avoid

conflict with PwD.

I am not afraid of letting others know. I told our neigh-

bors about my mother's condition. Hence, they would

contact me and help me when my mother stayed out-

side and had an unusual behavior. (Daughter, 5)

3.3 | Theme 3: Sense of accomplishment because
PwD actively participate in activities

Caregivers described the importance of establishing a good relation-

ship with PwD by engaging in some activities. They emphasized that

they made an effort to ensure that they were involved in activities

inside and outside their homes. Many caregivers engaged in some

activities, such as travelling, attending parties with acquaintances, par-

ticipating in community activities and hanging out in the park, to

relieve emotional problems, such as depression, worries and isolation,

which they experienced with PwD.

TABLE 2 Main findings presented as themes

Themes

1. Unexpected things often happen

2. Positive coping strategies

3. Sense of accomplishment because PwD actively participate in

activities

4. Sense of frustration because of the reluctance of PwD to

participate in activities

5. Hope for the happiness of PwD

6. Want to have their own life

Abbreviation: PwD, people with dementia.
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I take her to the park every afternoon for one hour to

listen to others singing. This activity has become a daily

habit, and we enjoy this life. (Husband, 2)

Some caregivers intended to maintain activities in daily living with

PwD. Thus, caregivers provided some tips that might promote

comfort in familiar places and perform some activities at home. A

few caregivers described the need to consider each person as an

individual and to determine their personality, preferences and

abilities.

I would make my mother do something that I think she

can do, let her have something to do, and allow her to

do things that she is willing to do. For example, I

bought 50 pairs of socks and asked her to turn them

over and repeat the procedure every day to exercise

her fingers. (Daughter, 10)

Some caregivers stressed the importance of motivating the PwD to

participate in some activities. They believed that engaging in the

same activities had brought their families closer. Therefore, family

served as a source of practical and emotional support for PwD.

Sometimes, we performed finger exercises with my

father and my children. He was happy, and the family

was close even if it was for only a short time. (Daugh-

ter-in-law, 1)

Some caregivers explained that most interactions with PwD occurred

during their daily care activities. Some caregivers spoke of the impor-

tance of purposefully making additional opportunities for engage in

activities.

He likes to participate in different activities with volun-

teers in our community entertainment center. He

becomes more attentive, shows enthusiasm, and had

much to talk about when he comes home. He is very

happy. (Wife, 8)

3.4 | Theme 4: Sense of frustration because of the
reluctance of PwD to participate in activities

PwD exhibited psychological changes, such as apathy, lack of inhibi-

tion and anger, and these changes influenced the caregivers. In

some instances, PwD became less socially active than before. Care-

givers also experienced frustration and difficulty when interacting

with PwD.

Sometimes, she became suddenly unhappy, stayed in

her room, did not want to go out, and did not

listen to my advice. It disrupted our original plan.

(Husband, 6)

According to some caregivers, PwD were uninterested in some things

that they used to do every day. In some cases, caregivers experienced

difficulty in communicating with them.

He has been reading newspapers for two hours

every day and discussing current affairs with me

since he retired. Now, he seldom responds to me if

I give comments on some things on the TV or in the

newspaper that he is not interested in. (Wife, 4)

Some caregivers cried when they were talking about apathy of PwD.

PwD were less interested in some activities in their daily lives, and this

condition was also considered a burden.

She is at home all day, but she refuses to do

housework and simply sits in a balcony in a daze.

This situation will worsen, but we have no choice.

(Mother, 7)

Common problems included apathy and reduced active

participation in conversations, which in turn diminish the reciprocity

of the relationship and lessen mutual enjoyment of each other's

companionship.

I can discuss some things, but I have to start the

conversation because she seldom carries on it. If I ask a

question, she does not respond. (Daughter, 10)

We could visit others, but she wanted to go home

again after half an hour. It was nice of someone to visit

us. After an hour, she told our guests that they had to

go. (Daughter, 5)

3.5 | Theme 5: Hope for the happiness of PwD

Caregivers expected that PwD could become happier through their

care. Some caregivers could derive meaning from choosing a positive

attitude towards their unavoidable sufferings.

I hope he could be happy and his temper would be

minimized. I want to make him feel comfortable,

although I sometimes experiences some difficulties.

(Daughter-in-law, 1)

Some caregivers described how they should change their mindset and

natural responses in given situations to continue function as care-

givers and simultaneously maintain some levels of emotional connec-

tion with PwD.

I have accepted her condition, and I have accumulated

some experiences in caregiving when I interact with

her. I know how to minimize my irritation toward her
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and keep her calm. I often share these experiences

with others. (Daughter, 5)

Caregivers have prepared to overcome their challenges and

attempted to change their attitude to maintain mental balance.

Their goal was to create a different lifestyle with acceptable

conditions.

I hope that she will have memories of good travel even

if it would be tiring. I think that she will enjoy her time

even for a moment. (Mother, 7)

Happiness for PwD was also expressed as moments of joy and com-

fort. They sometimes had fun in simple ways.

My mother likes to make bags and give them to our

relatives. We would readily accept as long as she feel

happy, although she creates more bags and making

them seems tiring. (Daughter, 5)

Some of the caregivers described that provided PwD a greater sense

of freedom and allowed them to be more focused on interacting with

caregivers.

The goal I have is to keep my husband feel happy, so I

want to live with him for as long as I live. (Wife, 3)

3.6 | Theme 6: Want to have their own life

Some caregivers described how they need to find balance in their lives

to be able to maintain relationships with other family members and

friends. Caregivers had to stop previous hobbies and expressed a

sense of loss when they had discontinued their previous activities.

They also wanted to have some spare time to do things for

themselves.

My husband and I have retired recently. We could

have had enjoyed our retirement life. We could travel

around if not for her. (Daughter-in-law, 9)

Caregivers also reported that their relaxed life has changed because

of their caregiving responsibilities.

I experienced pressure from taking care of my father,

but I think that this is what my life is now. Sometimes,

I feel very tired. I want to relax with my friends on

holidays, but who will take care of my father?

(Daughter, 10)

For some caregivers, the idea of planning the future was too difficult.

Some caregivers emphasized that they did not want to create future

plans and they wanted to live one day at a time.

The trouble with dementia is that it could take either a

long time or a short time. So, I do not know when the

best time is to do it. (Husband, 6)

We tend not to think too far in advance. We would like

to live each day as it comes. (Wife, 8)

4 | DISCUSSION

This qualitative study focused on the experiences of caregivers inter-

acting with PwD to enhance our understanding of their positive expe-

riences and challenges. The psychological and behavioural problems

of PwD mainly include suspicion, agitation, wandering behaviours and

sleeping problems; thus, caregivers must remain alert and apply some

strategies to cope with further challenges. In the beginning, caregivers

were novice and had limited knowledge, but they acquired the

required skills and became familiar with caring tasks over time. This

study found that participating in meaningful activities positively

affects the well-being of caregivers and PwD. Six main themes

emerged (see Table 2). Previous studies have reported that caregivers

may actually find pride in providing care for PwD, because they seek

to retain their former preferences (Janis & Maggie, 2016). Another

previous study have mentioned that caregivers who are confident to

take positive coping strategies are likely to handle effectively the

symptoms of PwD and reduce the negative effects associated with

caring (Papastavrou et al., 2011). Community nurses should assess the

interaction between caregivers and PwD to develop comprehensive

family management plans.Our study revealed that caregivers played

important roles in interactions with PwD. Caregivers exhibit good

manners and assist PwD in activities, although these caregivers expe-

rience some difficulties and express their intent to develop a relation-

ship with PwD (Miriam, Amanda, Shirley, & Apam, 2016). Constituting

a positive approach, meaningful activities and a remarkable relation-

ship have been considered to benefit the PwD and the caregiver.

Helping caregivers realize a special meaning in their interaction expe-

riences is beneficial not only for PwD but also for caregivers them-

selves (Ablitt, Jones, & Muers, 2009; Van Beek & Gerritsen, 2010). To

develop effective approaches for managing the needs of PwD, com-

munity nurses should support caregivers and consider relationship his-

tory, common lifestyles and interests. Caregivers should also develop

adaptive skills to understand the causes of abnormal behaviours, meet

the patients' reasonable needs and divert attention appropriately to

cope with the challenges of interacting with PwD.

This study indicated that caregivers feel a sense of accomplish-

ment when PwD actively participate and are frustrated when PwD

are reluctant to participate in interactions; thus, caregivers organize

activities for PwD. In the Chinese culture, the Chinese have learned

to accept the fate of a given arrangement (Esther, Claudia, Fanny, &

Pauline, 2007), and caregiving may be considered a duty that care-

givers are obliged to perform (Holroyd, 2005). Many caregivers

assume responsibility of taking care of PwD without assistance from

other care systems and consequently face remarkable challenges
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(Sun, 2014). Family and friends play a crucial role because they have

good insights into the behaviours, feelings and interaction needs of

PwD. Activity coordinators can encourage communication and

interaction through various activities and provide a useful communi-

cation link to ensure that individual needs, wishes and preferences

are satisfied (Kolanowski, Van Haitsma, Meeks, & Litaker, 2014;

Washington, Meadows, Elliott, & Koopman, 2011). Strategies such

as accepting the situation, choosing a positive attitude and focusing

on actively developing resources can help any caregiver. Community

nurses can also train caregivers to engage in positive interactions

with PwDs, which in turn will help them create a tolerant

environment, formulate family interaction plans and expand social

networks.

In addition to wanting PwD to be happy, caregivers likewise want

them to live their life. Early and ongoing professional practical guid-

ance and support are necessary to help caregivers acquire the

required skills that allow them to effectively adapt to the changing

behaviours of PwD; however, these interventions and support have

been inadequate in China (Jane, Jiaying, Paul, & Philip, 2016). Compre-

hensive home care skill trainings may assist caregivers and PwD in

modifying their day-to-day activities and behaviours to arrange

meaningful activities. Therefore, community nurses should develop

caregiver's strengths and enhance their skills to improve their

interaction with PwD and address difficulties in caregiving. Day care

organizations and short-term care organizations should also be

established to offer some professional services for PwD, reduce

burden on caregivers and allow them to live meaningful lives.

4.1 | Limitations

Several limitations should be noted. This study was conducted in

Hangzhou. Family members living in this city might have a higher

socioeconomic status than those living in less developed areas in

China. The findings were based on one interview with each caregiver,

but data collection was carried out in one geographical area in China.

As such, this phenomenon may influence the generalizability of our

findings. Future research should explore whether these interaction

experiences differ from caregivers belonging to families with low

socioeconomic status and exhibiting low education. We suggest that

prospective quantitative studies should be developed to investigate

the influential factors on caregivers interacting with PwD. In addition,

we could help the caregiver to better interact with patients through

intervention.

5 | CONCLUSIONS

This study describes the experiences of caregivers in interacting with

PwD, such as encountering various unexpected situations and feeling

a sense of accomplishment and frustration. A central finding of our

study states that caregivers could positively interact with PwD by

employing positive coping strategies, creating opportunities and

organizing meaningful activities. Such methods are essential for

maintaining harmonious family relationships. Therefore, community

nurses should use different strategies to improve their ability to inter-

act with PwDs. Further studies can focus on the role of community

nurses in improving the ability of caregivers to interact with patients

and promoting further family management results.

ACKNOWLEDGEMENTS

We would like to thank the family caregivers who participated in this

study for providing valuable information and sharing their

experiences.

CONFLICT OF INTEREST

The authors have no conflicts of interest to disclose.

AUTHORSHIP STATEMENT

Sun, Yang conceived the study and obtained research funding. Yang

and Ye were responsible for data management and study design. Sun

and Yang responsible for data analysis. All authors drafted and revised

the manuscript.

ORCID

Huiling Ye https://orcid.org/0000-0002-4152-6397

REFERENCES

Ablitt, A., Jones, G. V., & Muers, J. (2009). Living with dementia: A

systematic review of the influence of relationship factors. Aging &

Mental Health, 13(4), 497–511. https://doi.org/10.1080/

13607860902774436

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology.

Qualitative Research in Psychology, 3(2), 77–101. https://doi.org/10.
1191/1478088706qp063oa

Dong, X., Guo, C. Y., & Zhao, L. B. (2017). The current situation and

optimization strategy of care service for elderly with dementia in

China. Health Economics Research, 1, 47–49. https://doi.org/10.

14055/j.cnki.33-1056/f.20170105.008

Dröes, R. M., Chattat, R., Diaz, A., Gove, D., Graff, M., Murphy, K., …
Charras, K. (2016). Social health and dementia: A European consensus

on the operationalization of the concept and directions for research

and practice. Aging & Mental Health, 21(1), 4–17. https://doi.org/10.
1080/13607863.2016.1254596

Esther, M., Claudia, K. Y., Fanny, L. F., & Pauline, W. (2007). Living with

early-stage dementia: The perspective of older Chinese people. Journal

of Advanced Nursing, 59(6), 591–600. https://doi.org/10.1111/j.1365-
2648.2007.04368.x

Guo, S. T. (2017). Research on the financing mechanism of the long-term

care insurance based on the ILO financing models. Scientific Research

on Aging, 5(11), 12–22.
Heinrich, S., Uribe, F. L., Wübbeler, M., Hoffmann, W., & Roes, M. (2016).

Knowledge evaluation in dementia care networks: A mixed-methods

analysis of knowledge evaluation strategies and the success of info-

rming family caregivers about dementia support services. International

Journal of Mental Health Systems, 12(10), 69. https://doi.org/10.1186/

s13033-016-0100-8

Holroyd, E. (2005). Developing a cultural model of caregiving obligations

for elderly Chinese wives. Western Journal of Nursing Research, 27(4),

437–456. https://doi.org/10.1177/0193945905274907
Jane, T., Jiaying, S., Paul, F., & Philip, Y. (2016). Lived experiences of care-

givers of persons with dementia and the impact on their sense of self:

YANG ET AL. 7 of 8



A qualitative study in Singapore. Journal of Cross-Cultural Gerontology,

31(2), 157–172. https://doi.org/10.1007/s10823-016-9287-z
Janis, M., & Maggie, M. W. (2016). Experiences and perspectives of family

caregivers of the person with dementia. In Dementia Care. New York,

CA: Springer. https://doi.org/10.1007/978-3-319-18377-0_12

Joling, K. J., van Marwijk, H. W., Veldhuijzen, A. E., van der Horst, H. E.,

Scheltens, P., Smit, F., & van Hout, H. P. (2015). The two-year inci-

dence of depression and anxiety disorders in spousal caregivers of per-

sons with dementia: Who is at the greatest risk? American Journal of

Geriatric Psychiatry, 23, 293–303. https://doi.org/10.1016/j.jagp.

2014.05.005

Karner, T. X., & Bobbitt-Zeher, D. (2005). Losing selves: Dementia care as

disruption and transformation. Symbolic Interaction, 28(4), 549–570.
https://doi.org/10.1525/si.2005.28.4.549

Kolanowski, A. M., Van Haitsma, K., Meeks, S., & Litaker, M. (2014). Affect

balance and relationship to well-being in nursing home residents with

dementia. American Journal of Alzheimer's Disease and Other Dementias,

29(5), 457–462. https://doi.org/10.1177/1533317513518657
Lethin, C., Renom-Guiteras, A., Zwakhalen, S., Soto-Martin, M., Saks, K.,

Zabalegui, A., … Karlsson, S. (2017). Psychological well-being over time

among informal caregivers caring for persons with dementia living at

home. Aging & Mental Health, 21(11), 1138–1146. https://doi.org/10.
1080/13607863.2016.1211621

Liddle, J., Tan, A., Liang, P., Bennett, S., Allen, S., Lie, D. C., &

Pachana, N. A. (2016). “The biggest problem we've ever had to face”:
How families manage driving cessation with people with dementia.

International Psychogeriatrics, 28(1), 109–122. https://doi.org/10.

1017/S1041610215001441

Liu, S., Liu, J., Wang, X. D., Shi, Z., Zhou, Y., Li, J., … Ji, Y. (2018). Caregiver

burden, sleep quality, depression, and anxiety in dementia caregivers:

A comparison of frontotemporal lobar degeneration, dementia with

Lewy bodies, and Alzheimer's disease. International Psychogeriatrics,

30(8), 1131–1138. https://doi.org/10.1017/S1041610217002630
Mabire, J. B., Gay, M. C., Vrignaud, P., Garitte, C., & Dassen, M. V. (2016).

Social interactions between people with dementia: Pilot evaluation

of an observational instrument in a nursing home. International

Psychogeriatrics, 28(6), 1005–1015. https://doi.org/10.1077/

S1041610215002483

Macrae, H. (2010). Managing identity while living with Alzheimer's disease.

Qualitative Health Research, 20(3), 293–305. https://doi.org/10.1177/
1049732309354280

Maxwell, J. A. (2013). Qualitative research design: An interactive approach

(3rd ed.). Thousand Oaks, CA: Sage Publications, Inc.

McCormack, B., Karlsson, B., Dewing, J., & Lerdal, A. (2010). Exploring

person-centredness: A qualitative meta-synthesis of four studies.

Scandinavian Journal of Caring Sciences, 24(3), 620–634. https://doi.
org/10.1111/j.1471-6712.2010.00814.x

Miriam, R. S., Amanda, G., Shirley, A., & Apam, L. G. (2016). The facilitators

of communication with people with dementia in a care setting: An

interview study with healthcare workers. Age Aging, 45(1), 164–170.
https://doi.org/10.1093/ageing/afv161

Papastavrou, E., Tsangari, H., Karayiannis, G., Papacostas, S.,

Efstathiou, G., & Sourtzi, P. (2011). Caring and coping: The dementia

caregivers. Aging & Mental Health, 15(6), 702–711. https://doi.org/10.
1080/13607863.2011.562178

Phinney, A., Chaudhury, H., & O'Connor, D. L. (2007). Doing as much as I

can do: The meaning of activity for people with dementia. Aging &

Mental Health, 11(4), 384–393. https://doi.org/10.1080/

13607860601086470

Prince, M., Bryce, R., Albanese, E., Imo, A., Ribeiro, W., & Ferri, C. P.

(2013). The global prevalence of dementia: A systematic review and

meta-analysis. Alzheimer's & Dementia, 9(1), 63–75. https://doi.org/10.
1016/j.jalz.2012.11.007

Söderhamn, U., Landmark, B., Eriksen, S., & Söderhamn, O. (2013). Partici-

pation in physical and social activities among home-dwelling persons

with dementia—Experiences of next of kin. Psychology Research and

Behavior Management, 26(6), 29–36. https://doi.org/10.2147/PRBM.

S46334

Sun, F. (2014). Caregiving stress and coping: A thematic analysis of Chi-

nese family caregivers of persons with dementia. Dementia, 13(6),

803–818. https://doi.org/10.1177/1471301213485593
Van Beek, A., & Gerritsen, D. (2010). The relationship between organiza-

tional culture of nursing staff and quality of care for residents with

dementia: Questionnaire surveys and systematic observations in nurs-

ing homes. International Journal of Nursing Studies, 47(10), 1274–1282.
https://doi.org/10.1016/j.ijnurstu.2010.02.010

Villapando, M. V. (2015). Lightening the load: An overview of caregiver

burden in dementia care. Home Healthcare Now, 33(4), 190–196.
https://doi.org/10.1097/NHH.0000000000000223

Washington, K. T., Meadows, S. E., Elliott, S. G., & Koopman, R. (2011).

Information needs of informal caregivers of older adults with chronic

health conditions. Patient Education and Counseling, 83(1), 37–44.
https://doi.org/10.1016/j.pec.2010.04.017

Weaver, K., & Olson, J. K. (2006). Understanding paradigms used for nurs-

ing research. Journal of Advanced Nursing, 53(4), 459–469. https://doi.
org/10.1111/j.1365-2648.2006.03740.x

Winblad, B., Amouyel, P., Andrieu, S., Ballard, C., Brayne, C., Brodaty, H., …
Fratiglioni, L. (2016). Defeating Alzheimer's disease and other demen-

tias: A priority for European science and society. The Lancet Neurology,

15(5), 455–532. https://doi.org/10.1016/S1474-4422(16)00062-4
World Health Organization (WHO). (2016). Dementia. Fact sheet.

Retrieved from: http://www.who.int/mediacentre/factsheets/

fs362/en/

How to cite this article: Yang L, Ye H, Sun Q. Family

caregivers' experiences of interaction with people with mild-

to-moderate dementia in China: A qualitative study. Int J Nurs

Pract. 2021;27:e12892. https://doi.org/10.1111/ijn.12892

8 of 8 YANG ET AL.


	Family caregivers' experiences of interaction with people with mild-to-moderate dementia in China: A qualitative study
	  INTRODUCTION
	  METHODS
	  Design
	  Participants
	  Data collection
	  Data analysis
	  Ethical considerations

	  RESULTS
	  Theme 1: Unexpected things often happen
	  Theme 2: Positive coping strategies
	  Theme 3: Sense of accomplishment because PwD actively participate in activities
	  Theme 4: Sense of frustration because of the reluctance of PwD to participate in activities
	  Theme 5: Hope for the happiness of PwD
	  Theme 6: Want to have their own life

	  DISCUSSION
	  Limitations

	  CONCLUSIONS
	ACKNOWLEDGEMENTS
	  CONFLICT OF INTEREST
	  AUTHORSHIP STATEMENT
	REFERENCES



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles false
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.3
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends false
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize false
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage false
  /PreserveDICMYKValues true
  /PreserveEPSInfo false
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages false
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth 8
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /FlateEncode
  /AutoFilterColorImages false
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages false
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth 8
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /FlateEncode
  /AutoFilterGrayImages false
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages false
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /PDFX1a:2001
  ]
  /PDFX1aCheck true
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError false
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (Euroscale Coated v2)
  /PDFXOutputConditionIdentifier (FOGRA1)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<
    /CHS <>
    /CHT <>
    /DAN <>
    /DEU <>
    /ESP <>
    /FRA <>
    /ITA (Utilizzare queste impostazioni per creare documenti Adobe PDF che devono essere conformi o verificati in base a PDF/X-1a:2001, uno standard ISO per lo scambio di contenuto grafico. Per ulteriori informazioni sulla creazione di documenti PDF compatibili con PDF/X-1a, consultare la Guida dell'utente di Acrobat. I documenti PDF creati possono essere aperti con Acrobat e Adobe Reader 4.0 e versioni successive.)
    /JPN <>
    /KOR <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die moeten worden gecontroleerd of moeten voldoen aan PDF/X-1a:2001, een ISO-standaard voor het uitwisselen van grafische gegevens. Raadpleeg de gebruikershandleiding van Acrobat voor meer informatie over het maken van PDF-documenten die compatibel zijn met PDF/X-1a. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 4.0 en hoger.)
    /NOR <>
    /PTB <>
    /SUO <>
    /SVE <>
    /ENG (Modified PDFX1a settings for Blackwell publications)
    /ENU (Use these settings to create Adobe PDF documents that are to be checked or must conform to PDF/X-1a:2001, an ISO standard for graphic content exchange.  For more information on creating PDF/X-1a compliant PDF documents, please refer to the Acrobat User Guide.  Created PDF documents can be opened with Acrobat and Adobe Reader 4.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /ConvertColors /ConvertToCMYK
      /DestinationProfileName ()
      /DestinationProfileSelector /DocumentCMYK
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /HighResolution
      >>
      /FormElements false
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


