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The dyadic care experiences of
elderly individuals with
disabilities and caregivers in the
home setting from the
perspective of family resilience:
A qualitative study

Bahaerguli Abulaiti†, Xiangchun Zhang†, Tingyu Guan,

Meng Wang, Shoumei Jia*‡ and Anni Wang*‡

School of Nursing, Fudan University, Shanghai, China

Background: China is one of the most rapidly aging countries in Asia, and

nearly 90% of elderly individuals with disabilities choose to receive traditional,

family-based, long-term care. A majority of family caregivers have insu�cient

care capacity and experience physical and emotional distress, which in turn

a�ects the elderly.

Objective: To describe the dyadic care experiences of elderly individuals with

disabilities and their caregivers from the perspective of family resilience.

Methods: A phenomenological research method was used. Semi-structured,

in-depth, face-to-face interviews with 9 dyads of elderly people with

disabilities and their families were conducted from August 2020 to February

2021. The Colaizzi method was used to analyze, summarize, and refine the

interview data.

Results: The dyadic care experiences of elderly individuals with disabilities

and their caregivers can be summarized in terms of two themes. Theme 1

is dyadic pressure, which includes the following subthemes: (1) substantial

objective burden; (2) dual negative experiences, i.e., the perceived low value

of elderly individuals and low positive gains by caregivers; and (3) dyadic

emotional transmission. Theme 2 is dyadic cooperative coping, which includes

the following subthemes: (1) adjustment of family beliefs, including by giving

meaning to stress, maintaining a positive outlook toward the future and

ensuring spiritual sustentation; (2) changes in family patterns, including flexible

adjustment of family patterns and multichannel utilization of social resources;

and (3) improvement of family communication, including e�ective information

transmission, rational emotional expression and emotional connection, and

cooperation to solve and prevent problems.

Conclusion: Elderly individuals with disabilities and their family caregivers

face multiple physical, psychological, and social di�culties and demands

during daily care, in which context negative experiences exert influence on

this dyad. They collaborate to exhibit family resilience via the adaptation and

improvement of family beliefs, family patterns and family communication. The
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family as a unit expends a great deal of e�ort to adapt to conditions of stress in

the context of caring and shows family resilience, which is closely related to the

family’s cultural background and community situation. Dyadic resilience-based

interventions can be developed based on core elements found by this study.

KEYWORDS

family resilience, elderly individuals with disabilities, caregivers, dyadic coping, care

experience, qualitative research

Introduction

China is one of the most rapidly aging countries in Asia,

and it is predicted that by the year 2030, China will fall into

an aging problem, with 18.21% of the population over the age

of 65, which is far more severe than that of India of 8.45% or

Vietnam of 9.45% (1, 2). In 2019, China contained 175.99million

people aged above 60 years old, and by 2030, the population of

elderly individuals in China will reach 371 million, accounting

for 25.3% of the total population of the country (http://www.

cmw-gov.cn/news.view-794-1.html). Disability refers to the loss

of physical functions due to chronic diseases, mental disorders

or other factors, leading to functional impairment, limited

daily activities and difficulties in self-care (3). The increase of

life expectancy is often accompanied by the decline of self-

care ability and population aging often coexists with disability

(4). The disability rate of elderly individuals in China ranges

between 10.48 and 13.31% (3), and this figure is projected to

rise to 91.62 million by 2030 (3). Among the disabilities in

elderly individuals in China, the most prevalent disabilities were

hearing loss of 8.3%, physical disability of 6.1%, visual disability

of 4.6%. Increasing disability prevalence with age reflects an

accumulation of health risks, including chronic illness and

injuries (5).

Elderly people with disabilities require emotional, physical,

or practical support from family members, relatives, and society

until the end of their lives. The old people’s mortality increased

with increasing disability level (6), and the risk for developing

depressive symptoms increased with decreasing ability (7). In

the context of traditional cultures and the emphasis on providing

for older individuals in Asian countries, most of these people

choose to receive family-based long-term care (3). China is a

developing country where the pension system does not cover

all people, and many elderly people still rely on support from

their children. Long-term care for most old people is mainly

undertaken by family members in China as well as many

Southeast Asian countries (8, 9). In East Asia, especially in

China, where collectivism and Confucianism have dominated

for more than 2,000 years, living with descendants is a tradition;

thus, having descendants to take care of people when they get

old is a symbol of happiness. Accordingly, the task of caring for

the stress of these families, including both caregivers and elderly

individuals with disabilities, is an important issue. Research

has shown that family caregivers experience higher levels of

stress, deteriorations in their mental and physical health, and

disruptions in their social and family relationships (3). Previous

studies have found that some caregivers suffer from clinical

depression or anxiety, while others experience substantial

psychological symptoms (10). When the care burden on these

caregivers cannot be addressed effectively, the stress resulting

from the task of caring for elderly individuals with disabilities

can adversely affect the quality of care and ultimately impact

the rehabilitation and prognosis of those elderly individuals

(10). However, despite facing many difficulties, some caregivers

experience high levels of satisfaction with their caregiving

role and thus positive health outcomes. Previous research has

found that family function plays an important role in helping

caregivers and elderly individuals adapt to this stress. Positive

family function contributes to the living status and health status

of family members (10). Elderly individuals with better family

function exhibit more satisfaction with their care as well as

decreased tension (11). The adjustment outcomes can be either

negative or positive, and caregivers may derive positive benefits

from caregiving, which can act as protective factors for the

care burden (12, 13). Excavating strength and potential from a

positive perspective has been a concern of an increasing number

of researchers (14).

Family resilience theory may provide an integrated

perspective that can facilitate adaptation to caregiving stress

by the whole family. Family functioning is maintained in the

presence of stress via the mobilization of resources that are

inherent in family resilience (15). Walsh’s theoretical model of

family resilience, including family belief systems, patterns, and

communication, builds on extensive family systems research

on transactional processes in well-functioning families, with

a primary focus on efficient family functioning in response to

adverse conditions, and these key processes of resilience are

synergistic (16). Family resilience refers to a process in which

the family exhibits functions of coping and adaptation, and

it represents a positive process of endurance, self-adjustment

and growth that allows families to cope with crisis and changes

(10). Studies have shown that enhancing family resilience can

lead to advantages for the family and promote family recovery,

thereby allowing the family to cope with various difficulties and
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pressures so that both caregivers and the elderly can achieve

better adaptation results (17, 18).

Treating elderly individuals and caregivers as a community

that promotes the positive physical and mental adjustment of

everyone involved can enhance the life experiences of both

parties (10). Current research focuses on elderly individuals

with disabilities and their caregivers and ignores the internal

interactions, overall features and potential advantages of

the family as a whole (10). Therefore, the purpose of

this study is to explore the dyadic experience of elderly

individuals with disabilities and their caregivers, which can

improve our understanding of ways of promoting family

adaptation, establish a foundation for future psychosocial

support interventions, and benefit other Asian countries in

which older people exhibit similar choices of family-based,

long-term care.

Methods

Design

A descriptive phenomenological study was conducted to

describe and explore the care experiences of elderly individuals

with disabilities and their family caregivers. The study was

reported in accordance with the Comprehensive Standard Guide

for Qualitative Research Reports (19). The participants were

selected via convenience and purposive sampling and were

drawn from four communities and two hospitals. The eligibility

requirements were as follows. The disabled elderly were: (1)

the residents aged 60 or older who were evaluated as mild or

more severe on the daily life ability scale (20), (2) primary

recipients of home care, (3) no mental disease or cognitive

impairment, and (4) voluntarily participated in the research.

The “family” in this study refers to the extended family, because

aged people often not only live with their spouses, but also

with next generations of child-in-law or grandchildren. Primary

caregivers, therefore, in this study were (1) aged above 18 years

old, (2) self-identified as being primarily responsible for caring

for elderly individuals with disabilities in the extended or nuclear

family, (3) taking care for more than 1 month, and (4) with

no mental disease or cognitive impairment, and voluntarily

participated in the research. The daily life ability scale (ADL)

is a 10-item scale, including eating, dressing, washing, bowel

control, urination control, toileting, walking on level ground,

bed and chair transfer, going up and down stairs, and bathing.

The total score of 10 items ranged from 0 to 100, and is

divided into three levels, with 61–100 as mildly dependent, 41–

60 as moderately dependent, and 0–40 as severely dependent.

Those paid caregivers were excluded. The sample size was

determined by data saturation. Ultimately, nine dyads including

elderly individuals with disabilities and their family caregivers

participated in the study. Themean age of the elderly individuals

with disabilities was 78.5 ± 9.3 years, and the mean age of the

family caregivers was 55.3 ± 13.2 years. More details are shown

in Table 1.

Data collection

Data were mainly collected via in-depth, face-to-face

interviews conducted over a 3-week duration in April 2021.

According to the family resilience framework and the relevant

literature, the research team employed a semi-structured

interview guide. Example questions included the following:

How is your physical health? How do you perceive your

pressure and difficulties, and how can you solve them? What

services do your family and community provide in your life?

Probing questions such as the following were also used to

elicit additional information and details, e.g., what were the

primary factors impacting your experiences? Two researchers

conducted this interview in Chinese; one researcher was the

main interviewer who asked questions and the other was an

assistant. Both researchers are PhD candidates in nursing, who

have been trained in qualitative methodology and received

the guidance of the correspondence authors. We conducted

separate interviews with the aged and caregiver in a quiet

room separately at their home where not to be disturbed by

others, which ultimately facilitated their free expression. Because

Chinese people are often shy to express the feeling in the

presence of their family members. Interviews were collected

by field recording with notes and took ∼1–1.5 h per pair

to conduct.

Data analysis and rigor

We employed the Colaizzi method to analyze, summarize,

and refine the interview data, and we used NVivo 11.0 software

to code and store the data. This study is to understand the

dual daily care experience of the disabled elderly at home and

their caregivers, such that how the care pressure is experienced.

The Colaizzi method is, therefore, suitable with focusing on

interpreting the feelings of the respondents, and involves a step

of confirmation results back to the participants.

Multiple strategies were used to establish qualitative rigor

(21). To enhance credibility, we engaged other teammembers so

that non-coders could review and challenge our interpretations.

All interviews were conducted using semi-structured interview

guidelines to ensure the rigor of the data collection process.

All interviews were conducted by the two interviewers (ZXC

and GTY). These interviews had a long duration to ensure

authenticity and data saturation. Participants’ statements were

clarified during interviews, and data were recorded, transcribed

verbatim, cross-checked, and returned to participants for

correction. Interviews and data analysis were translated from
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TABLE 1 General information of the disabled elderly and caregiver.

ID Elder Carer

Age

(year)

Gender Diseases Educational

level

ADL Religion Disabled

length

(year)

Living

situation

Income level

per person/

month (U)

Marital

status

Age

(year)

Gender Relation Educational

level

Religion Marital

status

Care

length

(year)

Place of

residence

Sick

or not

Care

length/

day

(hour)

1 73 Male 1 Bachelor 80 No 2 With

children

3,000–4,999 Divorce 48 Male Son Bachelor No Married 2 City No 8–12 h

2 92 Female 2 Illiteracy 50 No 20 With

children

1,000–2,999 Widowed 56 Male Son High school No Married 20 Rural No 12–24 h

3 81 Male 1 Middle

school

0 No 2 With

children

1,000–2,999 Widowed 53 Male Son High school No Married 2 City No 12–24 h

4 84 Female 3 Illiteracy 85 Buddha 17 With

children

<1,000 Unmarried 25 Female Grand

daughter

Middle

school

No Married 17 Town No 4–8 h

5 82 Female 2 Illiteracy 65 No 25 With spouse 1,000–2,999 Married 59 Female Daughter Primary No Married 25 Town No 8–12 h

6 65 Female 2 Middle

school

55 No 3 With spouse 1,000–2,999 Married 62 Male Partner Middle

school

No Married 3 Town No 12–24 h

7 82 Male 2 Primary 45 No 5 With spouse <1,000 Married 78 Female Partner Illiteracy No Married 5 Rural Yes 8–12 h

8 62 Male 2 Middle

school

70 No 17 With spouse

and children

<1,000 Married 58 Female Partner Primary No Married 17 Town Yes 8–12 h

9 86 Female 2 Illiteracy 25 No 27 With

children

<1,000 Widowed 59 Female mother

-in-law

Middle

school

No Married 27 Town Yes 8–12 h

E, Elder; C, Caregiver; Hereinafter referred to as C,E.
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Chinese to English by a bilingual investigator and reviewed

by a second bilingual investigator to verify consensus and

thereby enhance reliability. Specifically, each transcript was

encoded independently by two investigators after cross-checking

and discussion of the codes and topics; these two values

were combined to determine the final transcript code. The

codes were then grouped in accordance with similarities

and differences, and the semantic content of the code was

validated further. The first and corresponding authors worked

together to adjust the topic to address the entire dataset.

Finally, the first author translated the topic and quotations

into English, while the corresponding author verified the

Chinese-English comparison sentence by sentence. To further

ensure verifiability, we held frequent coding team meetings

to discuss code usage, coding, refined definitions, and the

translation, and any disagreements were resolved by the full

group. We focused on the perceptions and experiences of

these dyads, compared overlaps and contrasts, and enhanced

our understanding of the dyads’ relationships and experiences

to ensure that the explanations and assumptions resulting

from the analysis were sound. In qualitative research, rich

descriptions of duality and participant quotations are considered

to contribute to transference. Verifiability is achieved if

credibility, transferability, and auditability are established (22).

Ethical approval

This study was approved by the Institutional Review

Board of Research Institutions (IRB). Participation was entirely

voluntary, verbal and written consent were obtained prior to

all interviews, and the informants’ anonymity and right to

withdraw from the study prior to analysis were guaranteed.

The interviews were conducted when the participants felt alert

and ready. Contact information for psychological assistance was

provided if needed. All participant information collected in the

context of this study was anonymous and stored securely by

the researchers.

Results

The care of elderly individuals with disabilities at home

is a long-term process that requires continuous support from

family resources. The objective burden affects elderly individuals

with disabilities and their caregivers synchronously, causing the

elderly individuals with disabilities and their caregivers to have

different experiences and leading to dyadic transfer. Although

such families face a great deal of pressure, they are supported by

the strength of positive coping. Table 2 summarizes the refined

themes of this study, and Figure 1 illustrates these themes in the

context of a logical and sequential model.

TABLE 2 Classification of theme and subtheme.

Theme Subtheme

Dyadic pressure Heavy objective burden

Dual negative experience Perceived low value in the

elderly

Low positive gaining in

caregivers

Dyadic interaction

Dyadic cooperative

coping

Adjustment of family

beliefs

Giving meaning to

stress

Positive outlook on the future

Spiritual sustentation

Changes in family

patterns

Flexible adjustment of family

patterns

Multi-channel utilization of

social resources

Improvement of family

communication

Effective information

transmission

Rational emotional expression

and emotional connection

Cooperation to solve and

prevent problems

Theme 1: Dyadic pressure

The objective care burden of elderly individuals with

disabilities increases with these individuals’ degree of disability,

and elderly individuals perceive themselves to have low value

due to their disability. Caregivers receive low positive gains due

to the stress of caring and other sources of pressure in life.

Negative emotions are transmitted from one member of the

dyad to the other and affect the functioning of the whole family.

Subtheme 1.1: Heavy objective care burden

Most caregivers clearly indicated that they faced different

levels of care burden during the interview. Caregivers lack

professional care ability and a professional care setting, and

they face challenges such as advanced age, poor health, and

lack of home care experience. Especially for those with low

educational level, they are hard to find a channel to learn some

basic care skills.

It should be easier in the hospital. He has a 23× 86 stone

in his bladder, the prostate has calcified, and it’s easy to get a

urinary tract infection, so if there is a problem at home, how

can I deal with it? (C3)

Other respondents also reported unmet professional care

needs, such as chronic disease complication management,
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FIGURE 1

Dyadic cooperative coping and family resilience adjustment process.

disease control, recurrent episodes, and night care. The family

lacks sufficient economic and manpower resources. For family

living in rural community, there are few professional care centers

to provide professional guide for them, while for family living in

urban community, it often lacks a stable and reliable one to take

care of the elderly at home. Many family members have to go out

for working.

No money to go to the hospital. The health care was not

enough, and when my husband died, I was alone. My son just

sent me to the hospital for a short period of treatment and then

went back to home. (E5)

Elderly people with disabilities have a high degree

of dependence and lack social support, especially in

rural community.

Elderly people also need someone to accompany them.

When there is no one to accompany him on the street, he can’t

the car bell, and thus, cannot even go outside from home for

any social interaction. (C7)

Subtheme 1.2: Dual negative experiences

The perceived low value of elderly individuals

The elderly respondents had highly negative experiences

due to their disabilities, and the most prominent of these

experiences were a reduced sense of self-efficacy, a diminished

sense of worth, and a decreased sense of accomplishment. Some

elderly respondents repeatedly used phrases such as “not good,”

“useless,” and “It used to be okay.” When they require help from

others for a long time and encounter the negative emotions of

caregivers, elderly individuals with disabilities tend to have a

variety of negative emotional experiences such as sensitivity, a

sense of inferiority, pain and anxiety.

I have to wait for others to bring me everything. Well,

whether the food is hot or cold, it is good enough. That they

cook it for me. Maybe they thought I was totally unprovoked

when I sobbed. (E6)

Low positive gains by caregivers

When elderly individuals with disabilities exhibit

maladaptation to their role and poor compliance with

care, caregivers tend to have negative psychological experiences,

such as a low sense of reward.

It’s hard for you to persuade him. I told him to go out into

the yard and get some sun. He was often forced to go, and he

got angry. Leave him alone, and let him sleep as he likes. He

has one foot in the grave already. (C7)

Especially when caregivers do not receive positive emotional

feedback from elderly individuals with disabilities, pain,

disappointment, sadness, loneliness and other negative

emotional experiences are more likely to occur. Several

caregivers made statements such as the following: “there is
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nothing I can do,” “I’m just fed up with him,” and “she or he gets

mad at me.”

When the resources required to care for elderly individuals

with disabilities are insufficient, caregivers tend to have negative

experiences such as impaired self-esteem or low self-esteem.

I have also been trying to save money. People say they

can’t find a stingier person than me. I’m so choked up. (C8)

Subtheme 1.3: Dyadic emotional transmission

The negative experiences of elderly individuals with

disabilities and their caregivers can be transmitted easily to the

rest of the family via language and behavior, thereby affecting

the mood and mentality of other family members. When elderly

individuals with disabilities suffer illness, the whole family

environment becomes agitated.

As long as there is a little discomfort, they will shout and

keep making you unable to live peacefully. (C9)

Even if verbal communication is limited, caregivers

and elderly individuals can convey information via

bodily expressions.

He knows whether people dislike him or not by their facial

expressions. (C7)

When family members argue endlessly about caring for

elderly individuals with disability, this situation can also

aggravate the low value of elderly individuals with disabilities,

leading them to wait passively for treatment.

I should die so that others will not quarrel about caring

for me. (E7)

The negative attitudes of elderly individuals with disabilities

also cause their caregivers to feel despair and anxiety.

He just keeps saying such discouraging words. What can I

do if I’m sad? Death is inevitable, sooner or later, the one who

died in front was better, but the one who died in the back was

more miserable. (C7)

Theme 2: Dyadic cooperative coping

Faced with objective care pressure and subjective negative

experiences, elderly individuals with disabilities and their

caregivers can nevertheless make positive adjustments to a

certain extent and cooperate with their families to cope with

difficulties. Ways of coping with such difficulties, including

adjustments to family beliefs, changes in the family model, and

improvements in the family communication process are shown

in Figure 1.

Subtheme 2.1: Adjustments to family beliefs

A positive and effective family belief system can alleviate the

negative experiences of caregivers and elderly individuals with

disabilities in conditions of high stress and negative emotions,

which is a prerequisite for beneficial adjustments. According

to the interviews, caregivers and elderly people with disabilities

were able to enhance the endogenousmotivation of the family by

actively exploring the positive significance of adversity, looking

forward to the future and exhibiting faith.

Giving meaning to stress

Both caregivers and elderly individuals highlighted the

responsibility and significance resulting from an inherited

culture of “caring for the aged” and “feeding back to the parents.”

They [the children] watch us take care of elderly

individuals, and then they take care of us, and this is passed

down from generation to generation; that is the reason for

life. (C5)

The old man thought that such care was a test for the child

and a reward for his own efforts.

After going home, I will depend on my son and daughter-

in-law.

In life. They cannot leave me alone. (E5)

Spouse caregivers embrace a spirit of “caring” and “sharing

weal and woe” as well as the importance of the quality of

being hardworking.

I’m stronger than the others. As long as I work hard, life

will be better. (C8)

Positive outlook regarding the future

Both caregivers and elderly individuals noted the

importance of moving forward in a positive manner. Both

caregivers and elderly individuals were optimistic regarding the

improvement of their disability status.

As long as we take good care of her, we believe her

situation will be better day by day. (C6)

In addition, these dyads also create good plans and outlooks

for their future life.
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We are in good health, and the children are working; he

(the elderly person) should also think like us... We can live by

growing my own food. (C8)

Spiritual sustentation

When physical ailments interfere with daily life, elderly

people with disabilities seek spiritual help by attending

religious services.

Worshiping Bodhisattva canmakeme feel better. I believe

it can make me healthier and everything go well at home. (E4)

Caregivers also take the initiative to confer spiritual

meaning on caring behaviors, thereby stimulating

endogenous motivation.

My dad said to me, “Don’t complain, no matter how

hard it is, try to take good care of him. This kindness will be

returned to your children. There will be smooth sailing and a

good life in the future.” That made me feel even stronger. (C8)

Subtheme 2.2: Changes in family patterns

After experiencing a disability event, the family model

undergoes a dynamic adjustment process featuring changes in

the needs of elderly individuals following the disability, and

family and social resources become focused on caring for elderly

individuals with disabilities to the greatest extent possible.

Flexible adjustments of family patterns

When the stress becomes excessive, elderly individuals with

disabilities and caregivers adjust their cognitive stances. E1

took the initiative to let go of his dependence on his wife and

transferred the responsibility for his sense of security to other

family members: “it doesn’t matter, I have my children to take

care of me.” Under pressure from a lack of support from other

family members, C5 took the initiative to rationalize her role:

“Well, they are all busy. I am a daughter, and I must care more.”

In terms of practical actions, elderly individuals mainly focus

on adhering to life and healthy self-management to reduce

the burdens of care. On the other hand, caregivers attach

importance to diseases suffered by elderly individuals, treat those

diseases actively, and take the initiative to learn professional care

knowledge and make preparations.

I did my own laundry after I bought the wheelchair. (E6)

I feel I was careless before. I am preparing for the

economy saving from now on. (C1)

Mutual understanding and support among caregivers allows

them to organize and distribute family resources as needed.

Simultaneously, the connection between the nuclear family and

the extended family is strengthened, and the extended family

members become involved.

We all take turns caring for each other. Basically, they are

to be there during the day, and I come back at night. My aunt

is also willing to help me, and my uncle is also taking care of

me. (C1)

Multichannel utilization of social resources

When the pressure becomes excessive, families of elderly

people with disabilities engage in more interactions with the

outside world. The timely acquisition of social resources can

effectively solve problems and serve to moderate and reduce

the emotional impact of family pressure on elderly people with

disabilities at home. These social resources were generally easier

to be obtained in urban community.

Families obtain information regarding diseases, nursing

skills and medical resources from medical staff, information

sources, relatives and friends.

The doctor said that insulin should be taken in units of

number. My son-in-law knew that a doctor had bought the

medicine and the effect was good. (C7)

Policies such as medical insurance, endowment insurance

and material subsidies for persons with disabilities provide

economic and material support for the families of elderly

individuals with disabilities. Neighbors, friends and others also

provide certain types of economic support and life assistance,

which was more common in rural community.

I can’t get water, so I’ll ask my neighbor next door to carry

water. (E6)

Targets of external emotional expression and dependence

on the part of elderly individuals and caregivers mainly include

the churches, community members, and family members of

the patients.

When I was crying next to the hospital bed, my elder sister

said, “Why are you crying? Be strong; my family has also been

in the hospital for half a year.” (C8)

Subtheme 2.3: Improvement of family
communication

An open and interactive mode of family communication

not only enables family members to grasp the most effective

information quickly and promotes flexible and efficient

responses but also helps reduce the physiological and

psychological pressure on the whole family.
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E�ective information transmission

Caregivers share information regarding the health

status of elderly individuals with disabilities within the

family, which not only improves the family’s preparation for

disease management and economic factors but also facilitates

coordination among family members and reduces unnecessary

misunderstandings.

Elderly people can’t cook; self-care is not possible. When

I go home this time, I will discuss with them the possibility of

taking turns to take care of the elderly individuals. (C5)

Rational emotional expression and

emotional connection

Elderly individuals with disabilities and their caregivers

express their emotions appropriately and openly in various

ways to reduce psychological pressure. One elderly man clearly

expressed his gratitude to his caregivers for their efforts.

I can’t say that it is right to take care of me. I know my

daughter loves me dearly, and I love her too. (E5)

When one caregiver could no longer bear the elderly man’s

bad temper, he chose an appropriate time to express his feelings

to the elderly man.

I said to him: “At ordinary times, you still take it out on

me when you are annoyed. Now, if you think about it, no

matter how filial your children are, you will not be able to

get up tomorrow morning.” (C7)

In addition to dealing with emotions within the family,

elderly individuals with disabilities and their caregivers also

work together to cope with emotions caused by external factors.

Following their disabilities, elderly individuals choose to be

patient and not to complain when confronted by the gossip of

others. The public opinion should be prevented from eroding

the family structure and disrupting elderly people’s stable

condition.

I have to recuperate and be patient with my illness. (E4)

I don’t speak when he gets angry. If the house gets too

noisy, people will certainly feel that the house is going to fall

apart. (C8)

Elderly individuals and their caregivers also employ empathy

to understand each other’s situations.

Think of who will not be well; others also have it very

hard. (E6)

The combination of positive communication and cold

treatment can help prevent a direct conflict.

Everyone gets upset sometimes. (C1)

When she is sad, she tends to get angry. At that time, we

usually try to persuade her first. (C6)

A positive emotional connection and trust between elderly

individuals with disabilities and their caregivers plays an

important role in alleviating the negative emotions experienced

by elderly individuals with disabilities and enhancing their sense

of belonging and security.

She talked me out of it. Called twice a day. I did feel better

after the phone call. (E5)

The gratitude, guilt and love expressed by elderly

individuals enhance their caregivers’ sense of achievement

and self-significance.

I just think that the elderly person will be well when she

is well and that other pressures can be overcome. I just hope

that she will be well, and there is no problem in going through

hardships by myself. (C5)

Cooperation to solve and prevent problems

Elderly individuals with disabilities and their caregivers

communicate actively verbally or by other means to solve and

prevent problems.

I may not be familiar with him at the beginning,

but gradually I will know something through his eyes and

sleep. (C3)

In regard to family affairs, caregivers and elderly individuals

respect one another’s right to make decisions.

He does not block me from what I want to do, nor does he

force me to do what I do not want to do, and I also let him be

his own master. (C8)

Discussion

This study explored the dyadic life experiences of elderly

individuals with disabilities and their caregivers from the

perspective of family resilience. In general, three core processes

in Walsh’s family resilience model, such that family belief,

family model and family communication, were supported in

our finding. But as Walsh pointed out, three core processes

can be organized and expressed in different ways, depending

on family goals and preferences, structural configuration,

adverse situations, and available resources (23). The findings

of this study elucidate the most useful components of family

functioning under the stress of caring for the disabled

elderly in home setting, including the establishment of family
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belief systems, the ability to organize and co-operate family

pattern, seek supporting, and proactive communication. By

understanding the dyadic experiences of elderly individuals with

disabilities and caregivers, the experience of dyadic cooperative

coping with care stress in the context of home care for elderly

individuals with disabilities in China has been deepened and

enriched as showing in the intertwined subthemes, which are the

original findings of this qualitative study.

Despite some common subthemes, cultural value influenced

deeply in the dyadic experience. When looking at a family level,

family culture is usually created under a unique background,

involving social and political structure, economic state, natural

factors and cultural tradition. Especially in cultural tradition,

different from Western society, a “feedback model” was more

prominent in Chinese society, which emphasizes on the

intergenerational support (24). It undertakes to bear and educate

offspring while also supporting parents. Relatives (especially

children) who are related by blood are mainly responsible for

providing care for the elderly (24, 25). As a traditional feedback

model with profound cultural heritage, family care is still the

first choice for the elderly, even if the family has gradually

been unable to sustain the caregiver burden (26). In this

context, the following elaboration on meaning making process,

mutuality between the caregivers and the care recipients, and

recommendations are easier to be understood.

Dyadic negative experience

Long-term care for elderly individuals with disabilities leads

to many care costs, such as high time and labor requirements,

and caregivers bear tremendous physical, psychological and

social burdens (21). In addition to objective pressure, elderly

individuals with disabilities who receive home care are prone to

feelings of inferiority, irritability and other negative emotions as

a result of their disabilities due to disease, long-term disability

and changes in their social role. If they have no effective way

of communicating and talking, the initiative and enthusiasm

of elderly individuals for self-care are greatly reduced (27).

This study found that certain behaviors and reactions on the

part of elderly individuals with disabilities, such as irritability,

depression, or avoidance of seeing a doctor, convey to their

caregivers the fact that these elderly individuals with disabilities

are ignoring the management of their health and having

negative experiences such as despair, and negative cognition.

This situation causes caregivers to be vulnerable to negative

cognitive and emotional infection (28), such that the caregivers

feel helpless and believe that they are receiving few rewards, thus

causing them to fail to meet or adapt to the needs of care as

well as to exhibit fatigue, tiredness, or evasion. Caregivers who

are responsible for the home-based care of elderly individuals

with disabilities and who have negative experiences had much

higher scores than did caregivers who exhibited obvious positive

feelings (28). Similarly, caregivers’ ineffective coping causes

elderly individuals with disabilities to perceive that they are

being told to give up, thus exacerbating the negative experiences

of these elderly individuals. Therefore, caregivers’ support and

active coping are very important with respect to the task of

directly alleviating the negative emotional experiences of elderly

individuals with disabilities (29, 30).

Dyadic cooperative coping

Elderly individuals with disabilities and their caregivers face

common subjective and objective pressures. It is obvious that

the relationship between elderly individuals and their caregivers

should not merely pertain to caring and being cared for, in

which context negative experience exert influence on this dyad.

The family belief system helps family members confer a positive

meaning on adversity and to re-evaluate and control their

current situation, which is a core aspect of family resilience

(16, 31, 32). According to this study, most elderly individuals

with disabilities and their caregivers exhibit a sense of identity to

“filial piety culture” and “caring for each other,” which to some

extent alleviates elderly individuals with disabilities’ feelings of

anxiety and guilt and the caregivers’ sense of low reward, thereby

encouraging child caregivers and spouse caregivers to fulfill

their obligations and responsibilities resulting from childhood

support and marriage (33, 34). Family members’ adherence to a

common moral value system and conferral of positive meaning

on difficulties can make the pressure encountered in the context

of caring easier to accept (35). Against the social backdrop

of urbanization and an aging population, family structure and

concepts are constantly changing (36). Reasonable promotion

and encouragement of “filial piety culture” is an important

point of entry for the guidance of social atmosphere at the

macro level. Simultaneously, religious beliefs endow families

with spiritual sustenance, providing them with spiritual support

and greatly enhancing their coping ability (37). Lietz et al.

(38) confirmed that family confidence in the self-care ability

of elderly individuals can improve their self-care ability and

reduce the care burden of elderly individuals with disabilities.

Therefore, the establishment of a stable and consistent family

cognitive belief system is an important aspect of intervention.

Family and social support recommended

Families have large social networks, and the more resources

to which they have access, the stronger their resilience and

the more easily they can adjust the family model and division

of labor flexibly to suit the situation and allow the family

to adapt to adversity (39). In the current situation of three-

generation families in China, the supportive dual nurturing-

feedback model dynamically shifts the focus of the family
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intergenerational relationship structure in a timely manner,

which can help families cope with the dilemmas involved in care

(39). Specifically, family resilience can be enhanced by changing

roles within the family, altering lifestyles, adjusting needs and

enhancing family care abilities (31, 40). Simultaneously, given a

lack of internal resources in the family, family members actively

seek external resources (40). For example, professional and

reliable information provided by medical staff can guide family

care methods and reduce family confusion and uncertainty

(41). Community financial subsidies and care assistance can

also alleviate some of the pressure of care. Simultaneously, as

bio-psycho-social medical models have continued to develop,

the importance of providing professional emotional support for

elderly individuals and their caregivers has become increasingly

prominent (42). Some studies from other countries have also

shown that close emotional connection with the extended family

is an important way of strengthening mutual support and

overcoming emotional vulnerability (43). This study suggests

that the community can provide a communication platform for

the elderly with similar experiences and their families to obtain

information, mutual emotional support, mutual guidance and

encouragement as well as a sense of meaning from their efforts

(32). When the community can provide long-term resources

to the whole family to help the family better adjust its care

model, even if the family itself has insufficient resources, larger

social care network emerges to support family care. Therefore,

the family itself, the expansion of the family and a beneficial

community care model are crucial to family adaptation (28, 44).

E�ective family communication

Effective family communication involves clear information

transmission, open emotional expression, wisdom and shared

decision-making in the context of collaborative problem solving

or prevention, and a process of joint efforts to achieve the same

goal (45, 46). In line with the results of previous studies, a lack

of information is a source of uncertainty for family members.

Clear transmission of information can enable family members

to understand their current situation fully and to optimize the

care process, thereby helping them regain control and maintain

family flexibility in the face of difficulties. A study have shown

that increasing the frequency and depth of family members’

mutual expression can enhance the family’s adaptability (33). In

this study, rational emotional expression on the part of family

members was shown to alleviate negative experiences, which

was consistent with previous study (47). Therefore, in terms

of family information intervention, elderly individuals can be

encouraged to communicate frankly with their family members

to share their doubts, wishes and pains so that their families

can gain a deeper understanding of the current situation and

difficulties, mobilize their own enthusiasm in time and make

effective adjustments (40).

Limitations

This study has the following limitations. First, the data in this

study are cross-sectional, which may not well reflect the changes

in the dual care experience of the disabled elderly and their

caregivers over time. Future study can consider the longitudinal

design. Secondly, the inclusion criteria of the research subjects

in this study did not focus on disability types of the elderly,

and the exploration of specific family and disability types may

be meaningful in future quantitative study. Finally, we focused

primarily on the experience of the elderly and primary caregivers

without involving other secondary family caregivers. Interaction

within different family member with different roles may be

considered and may give more in-depth findings.

Conclusion

Though the sample was a little lean with only nine pairs,

18 participants with diverse socio-demographic characteristics

were interviewed independently in this study which reached data

saturation, and from the perspective of family resilience, this

study explored the dyadic experiences of elderly individuals with

disabilities and their caregivers in the context of home care. Both

members of this dyad face physical, psychological, and social

stress, which can be transmitted within the dyad. This study

found that family resilience alleviates care stress and improves

the negative experiences of elderly individuals with disabilities

and their caregivers with respect to the aspects of family

beliefs, family organization patterns and family communication

patterns, which are closely related to the family’s cultural

background and community situation. The findings of this study

elucidate the most useful components of family functioning

under the stress of caring for the disabled elderly in home setting,

including the establishment of family belief systems, the ability

to organize and co-operate family pattern, seek supporting, and

proactive communication. In the future, the dynamic process

underlying longitudinal changes in family resilience and the

care characteristics of different types of families or disabilities

can be explored in further detail, and family resilience-based

interventions can be developed in accordance with the core

elements found by this study as a means of improving the

resilience of the whole families of elderly individuals with

disabilities at home. Other Asian countries in which older people

receive similar forms of traditional, family-based, long-term care

can also benefit from this study.
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