Current Topics in Care

Effect of Different Sources Support
on Adaptation in Families of Patient With
Moderate-to-Severe Dementia in China

American Journal of Alzheimer’s
Disease & Other Dementias®
2019, Vol. 34(6) 361-375

© The Author(s) 2019

Article reuse guidelines:
sagepub.com/journals-permissions
DOI: 10.1177/1533317519855154
journals.sagepub.com/home/aja

®SAGE

Qingyan Wang, PhD'®, Yu Sheng, PhD'®, Fan Wu, MA',

Yuyun Zhang, BA', and Xiaohua Xu, PhD'

Abstract

Purpose: To examine the support from different sources of Chinese families of patients with moderate-to-severe dementia that
most heavily influences the family adaptation and the influence pathway. Method: Two hundred and three families participated in
this study. Chinese versions of instruments were used. Structural equation modeling was applied to confirm the effect pathway.
Results: More family support, kin support, community support, and social support (narrow sense) were related to greater levels
of family adaptation. Family support was the most heavy influence factor (total effect = 0.374), followed by kin support (0.334),
social support (0.137), and community support (0.121). Family support and kin support were direct influence factors, while the
other 2 were not. Conclusion: All support will promote family adaptation, especially family support and kin support. Inter-
ventions improving support from different sources, especially family support and kin support, will promote adaptation in Chinese

families of patients with moderate-to-severe dementia.
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Introduction

Dementia is a progressive disorder that causes irreversible
changes in the brain, resulting in memory impairments, confu-
sion, difficulties with problem-solving as well as mood and
personality changes.' It is estimated that there are 47 million
people with dementia worldwide currently and 150 million in
2050. This figure in China is 95 million nowadays.?

Due to diseases’ effect on the cognitive, emotional, and
behavioral functioning, individuals with dementia require
increasing amounts of assistance with activities of daily living
(ADLs), and management of memory and behavior problems.*
Most of the assistance and management is provided by family.’
Dementia affects the family as well as the individual.* Because
of the encouragement of filial piety and collectivism under
Chinese culture, the proportion of patients with dementia taken
care by their children and children-in-law is from 52.6% to
67.4%, which is much higher than Western counties
(28.7%).5® Average age of adult children caregivers of patients
with dementia is from 50.5 to 56.6.”'" As research shows, they
are losing health, social support, and quality of life gradually.'?
As aresult, adult children caregivers always experience heavier
burden than spouse caregivers.® If they cannot adapt to
this situation, it will lead to depression,'*'* sleep disturbance,
even thoughts of suicide,'® family conflicts'®'®, and economic
vulnerability.'®2° These outcomes of family maladaptation

threaten life quality of patients with dementia and even have
the possibility to start up a vicious circle.'®"”

Social support (broad sense) is not only family coping
resource, but coping result during family adaptation process
as well. It always has more stable effect on family adaptation
than coping®'*? because it determines the rebalance between
stressor and resource finally. A numbers of studies have con-
firmed the significant role of social support (broad sense) in
family adaptation among families of patients with chronic dis-
ease.”>*> According to The Resiliency Model of Family
Adjustment and Adaptation (FAAR) developed by McCubbin
and colleagues, broad-sense social support (B-social support)
included family support (FA), kin support, community support,
and social support (narrow sense of social support, N-social
support).*® In previous studies, the phenomena that support
from different sources had different effect on family adaptation
have been reported.’’*® The positive effects of FA and kin
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support on family adaptation were confirmed.?”**>* But the
results were variant when it comes to community support and
N-social support.?”*%>! In Deist’s qualitative studies on family
of patient with dementia, FA had been mentioned by around
90% caregivers as promoting factor of family adaptation.’***
Brody’s qualitative research reported that kin support was most
helpful when the family was busy enough with caring the
patients.”” Yeh’s quantitative research also confirmed the
effect of kin support.>® When it comes to community support,
many qualitative studies have mentioned its positive effect.”’~"
But in quantitative studies, the results were different.*>*' For
N-social support, the results of its effects were not consistent
among different participants or different specific source of
support.’”*! Even in Brody’s research, the caregiver team sup-
port was argued as negative effector by some participants.*’
And in Choi’s®' research, the health-care team support was
rare, let alone the effect. In quantitative research, the
N-social support from health-care team had not shown any
effect.*® In China, the phenomenon was the same as that of the
above studies: supports from different sources have different
effects. Chinese people distinctively interact with other people
according to their relationships, which is called hierarchical
order (cha xu ge ju).>> As a result, the support from different
sources (family member, kin, community, and society) was
accumulated, perceived, and used differently, which leads to
different amount and different effects on family adaptation.
Even though there were few studies that reported the relation-
ship between support and family-level adaptation in China, one
case study has described the significance of FA, kin support,
and N-social support to a family in crisis.*® And one quantita-
tive study has reported that the correlationship between FA and
family adaptation was stronger than kin support and commu-
nity (friend) support.>” But most of previous research were
qualitative studies.?”-*® Quantitative research and analysis is
needed to quantify the difference and to detail their pathway.
Aiming to examine the support from different sources of
Chinese families of patients with moderate-to-severe dementia
that most heavily influences the family adaptation and the
influence pathway, one series of hypotheses derived directly
from FAAR (Figure 1) were applied as framework of our
research. The hypotheses included (a) different sources of sup-
port (eg, FA, kin support, community support, and N-social
support) would directly influence adaptation and families with
more support would have better adaptation; (b) the different
sources of support were correlated with each other; (c) stressor
influenced different sources of support directly; and (d) stressor
influenced family adaptation directly.?® Before this research, 8
experts with more than 10 years of research experience in
cultural psychology, family sociology, geriatric sociology, and
community nursing (geriatric nursing) were invited for experts
argumentation. The definitions of FA, kin support, community
support, and N-social support under Chinese culture were clar-
ified and guided this research. Among them, the translation and
definitions of community support and N-social support were
clarified and revised based on the original definition and
research, and fit to Chinese culture.*>*>*® Community support
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Figure |. Hypothesis model derived from “the resiliency model of
family adjustment and adaptation.”

was translated into She qun zhi chi. It is help or joint force
provided by the people who are considered as a unit member
with the family because of common interests, social group,
hometown, or living place when the family are confronting
with crisis or difficulties. It includes support from friends,
neighbors, colleges, classmates, employers, and partners in
organizations or teams. N-social support was translated to She
hui zhi chi. 1t is a public, open, emerging support provided by
unrelated people or institutions. Comparing with community
support, N-social support is the support provided in a wider
field outside the community. This support often occurs and
functions when the family is confronted with a specific situa-
tion or crisis. It includes the support provided by formal insti-
tutions or organizations (such as community health services,
hospitals, state welfare institutions, etc) or informal organiza-
tions (such as social public welfare organizations, volunteer
groups, caregiver mutual assistance, or support groups, etc).

Method
Participants

The sample was comprised of 203 families of patients with
dementia from China. Convenient sampling method was
adopted in this study. Families were recruited through referral
(self, physician) from Memory specialist clinic and Geriatric
psychiatric clinic of Peking Union Medical College Hospital,
Xuanwu Hospital Capital Medical University, China-Japan
Friendship Hospital, Beijing Anding Hospital from October
2017 to March 2018. They were eligible to participate in this
study if the family fulfilled the following criterion: (a) a family
member (>60 years old) diagnosed with dementia, (b) demen-
tia symptoms were moderate to severe, (c) the child or child-in-
law of the person diagnosed with dementia acted as primary
caregiver, and (d) the person diagnosed with dementia had been
living with the family for at least 6 months. There were 223
families who met the inclusion criteria and participated in the
study. After consent, one family member, who was chosen by
the family unit to act as the family representative, took part in
the data collection process. Finally, 203 questionnaires of fam-
ilies were found to be valid.
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Table I. Demographic and Disease-Related Characteristics of Patients and Families.

Demographic and Disease-Related Characteristics M (P25, P75) N Proportion (%)

Age, years 82 (76, 87)

Gender, % female 133 65.5

Types of dementia Alzheimer disease 116 57.1
Vascular dementia 6l 30.1
Others or unknown 26 12.8

Dementia severity Moderate 11 54.7
Severe 92 45.3

Length of time diagnosed (month) 18 (5, 41)

Spouses, % alive 98 48.3

Age of spouses, years 79 (74, 82)

Care capability of spouses None 134 66.0
Only accompany 58 28.6
Do everything Il 54

N of adult children nuclear families involved in caring I 82 40.4
2 51 25.1
3 39 19.2
>4 31 15.3

Average age of adult children 53 (45, 58)

Educational background of adult children Junior middle school 10 4.9
High school 69 34.0
College degree 107 52.7
Graduate degree 17 8.4

Hired assistance, % 56 27.6

Our sample comprised of 203 patients aged between 60 and
95 (median = 82), with most of them being women (65.5%).
Alzheimer disease was the most common cause of dementia in
patients in this research. The second most common one was
vascular dementia (30.1%). One hundred and eleven (54.7%)
and 92 (45.3%) patients were assessed with moderate dementia
and severe dementia, respectively. The average length of time
from the person diagnosed with dementia was 18 months. Only
48.3% spouses of patients were alive and aged from 60 to 98
(median = 79). Most of living spouses (66.0%) cannot do
anything, and 28.6% spouses can only accompany the patients.
Eighty-two (40.4%) patients were taken care by one adult child
nuclear families, 51 (25.1%) taken care by 2 adult children
nuclear families, 39 (19.2%) by 3, and 15.3% by more than
3. The median age of the adult children taking care of patients
was 53 (P,s = 45, P75 = 58), with 4.9%, 34.0%, 52.7%, and
8.4% of the sample reporting to have educational background
of junior middle school, high school, college, and graduate
degree, respectively. Minority (27.6%) of families hired assis-
tants to help taking care of patients. The details were shown in
Table 1.

Measures

A researcher-created questionnaire was used to gather demo-
graphic and disease-related information of patients and fami-
lies. Three measures were used to assess different sources of
support. They were Family Inventory of Resources for Man-
agement (FIRM), Multidimensional Scale of Perceived Social
Support (MSPSS), self-designed Social Support Scale (SSS).

Family Adaptation Scale (FAS) was used to measure family
adaptation. In an effort to control the confounding effect pro-
duced by family stressors, they were measured too. According
to the characteristic of stressors in family of patients with
dementia,'®**" the stressors were measured by The Revised
Memory and Behavior Problems Checklist (RMBPC), Activity
of Daily Living (ADL), and Family Inventory of Life Events
and Changes (FILE).

The Chinese versions of RMBPC, ADL, and MSPSS were
readily available; however, FILE, FIRM, FAD did not have
accessible measurements of Chinese versions. And there was
no appropriate measure of N-social support. Before this
research, FILE, FIRM, and FAD were translated by 2 bilingual
and bicultural researchers into Chinese and then back-
translated into English by 2 separate bilingual and bicultural
researchers. Any discrepancies between the original English
and back-translated English versions were mutually resolved.
And measure of N-social support (SSS) was researcher-created
according to the definition of N-social support.

Multidimensional Scale of Perceived Social Support. It was devel-
oped by Zimet to measure the extent to which an individual
perceives B-social support from three sources: significant oth-
ers (SO), family, and friends. The MSPSS is a brief, easy to
administer self-report questionnaire containing 12 items, each
rated on a 7-point Likert-type scale with scores ranging from
“very strongly disagree” (1) to “very strongly agree” (7).*" It
was translated into Chinese version by Jiang through a standard
process.*? In Chinese version, there are only 2 dimensions: FA
and SO (included original friends support dimension and
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original significant other support dimension). For this research,
FA was used to measure FA, and Chinese-version SO was used
to measure community support since the definition of commu-
nity support is the support from friends, neighbors, colleges,
classmates, employers, and partners in organizations or teams.
When we measured the community support, we reserved the
original friend support dimension to measure support from
friends and revised the original SO dimension to measure the
supports from community except friends. In original SO
dimension, we listed the SO, including the neighbors, colleges,
classmates, employers, and partners in organizations or teams
of any family member and asked the participants about to what
extent you agree that these persons help your family. The com-
bination of original friend support dimension and revised SO
dimension was used to cover whole community support.
Besides that, in an effort to measure the support whole family
possessed, not individual, the Chinese MSPSS involved an
adaptation of the instructions with the change from “you” to
“your family.” The revised scale for this study was found to
have good internal consistency; the Cronbach o of FA was
0.874 and the Cronbach o of SO was 0.908. The subscale of
FA yielded an acceptable model: adjusted Goodness-of-Fit
Index (AGFI) = 0.898; Goodness of Fit Index (GFI) =
0.990; and Root Mean Square Error of Approximation
(RMSEA) = 0.126. The subscale of SO which measures com-
munity support yielded an acceptable model: GFI = 0.959,
AGFI = 0.912, RMSEA = 0.064. The values of reliability and
validity reported above were achieved using the whole sample
of our study (203 families).

Family Inventory of Resources for Management. 1t is a self-report
questionnaire consisting of 4 subscales including (a) family
strengths-I: esteem and communication; (b) family
strengths-I1: mastery and health; (c) extended family social
support; and (d) financial well-being. In this study, the sub-
scale of extended family social support with 4 items which
measures support from relatives was used to measure kin
support of family. Participants responded to each item from
1 (not at all) to 4 (very well) on a 4-point Likert-type scale.
For this study, FIRM was translated into Chinese. Item-level
Content Validity Index (I-CVlIs) of extended family social
support subscale were all 1.000 and scale-level Content
Validity Index (S-CVI) was 1.000. This subscale yielded
an acceptable model: AGFI = 0.995, GFI = 0.999, and
RMSEA < 0.001. Cronbach o was 0.661. The values of relia-
bility and validity reported above were achieved using the
whole sample of our study (203 families).

Social Support Scale. In this study, a self-designed SSS was used
to measure the level of N-social support the “family of patients
with dementia” has. The construction of SSS is based on the
concept of “N-social support” determined by expert argumen-
tation. N-social support is a public, open, emerging support
provided by unrelated people or institutions. It includes the
support provided by formal institutions or organizations (such
as community health services, hospitals, state welfare

institutions, etc) or informal organizations (such as social pub-
lic welfare organizations, volunteer groups, caregiver mutual
assistance or support groups, etc). The SSS is a brief, and easy-
to-administer self-report questionnaire containing 6 items, each
rated on a 7-point Likert-type scale with scores like “very
strongly disagree” (1), “strongly disagree” (2), “mildly dis-
agree” (3), “neutral” (4), “mildly agree” (5), “strongly agree”
(6) and “very strongly agree” (7). For this study, the validity
and reliability of SSS were evaluated. The I-CVI and S-CVI of
this scale were both 1.000, and this scale yielded an acceptable
model: GFI = 0.976, AGFI = 0.943, and RMSEA = 0.055.
Cronbach o was 0.831. They proved that the scale had good
validity and reliability. The values of reliability and validity
reported above were achieved using the whole sample of our
study (203 families).

Family Adaptation Scale (FAS). FAS which was developed by
Antonovsky in 1988 consists of 11 semantic differential
items.*® In each case, the extreme anchor phrases were 1 (com-
pletely satisfied) and 7 (dissatisfied). Due to the development
of definition of family adaptation by McCubbin in 2001, FAS
was modified with additional 4 items in this research. The
modified scale included 14 items referred to satisfaction with
4 domains of family systems functioning: (a) family’s interper-
sonal relationships; (b) family’s structure and function; (c)
development, well-being, and spirituality of the family unit and
its members; and (d) family’s relationship to the community
and the natural environment, and one item measures the overall
adaptation. In order to avoid confusion or trouble to respon-
dents, all items of FAS in this research were positive scoring
items. For this research, the I-CVI and S-CVI of this scale were
both 1.000 and this scale yielded an acceptable model: GFI =
0.932, AGFI = 0.884, and RMSEA = 0.058. Cronbach o was
0.951. They proved that the scale had good validity and relia-
bility. The values of reliability and validity reported above
were achieved using the whole sample of our study (203
families).

Revised Memory and Behavior Problems Checklist. Revised Mem-
ory and Behavior Problems Checklist was used in this study to
measure the first kind of stressor: memory and behavior prob-
lems of patients. Items of RMBPC used in this research con-
sisted of the same 24 items retained by Teri et al.** These items
inquire about problem behaviors displayed by patients in 3
domains: memory-related problems, depression, and disruptive
behaviors. The RMBPC has two response subscales: occur-
rence (frequency of problems) and reaction (the impact that
these problems have on the caregiver). A modification was
made to the response format used in occurrence subscale by
National Institutes of Health multisite initiative, Resources for
Enhancing Alzheimer’s Caregiver Health (REACH).*® Instead
of asking the respondents to rate the frequency of each problem
on a 0 (never) to 4 (daily or more often) 5-point scale, modified
RMBPC simply asked the caregivers to indicate whether the
problem had occurred during the past week (ie, “yes” or “no”).
In this study, only the modified subscale of occurrence was
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used. The number of problems that occurred during the past
week was added as the total scores. The modified subscale of
occurrence in RMBPC yielded an acceptable model: AGFI =
0.91; GFI = 0.92; RMSEA = 0.07.* For this study, Cronbach
o was 0.869 for the whole sample (203 families).

Activity of Daily Living. Activity of daily living was used in this
study to measure the second kind of stressor: dependence of
ADL of patients. Measurement that used in this study was
developed by Lawton and revised by Zhang.***” The revised
measurement consisted of 20 items. These items inquire about
ADLs displayed by patients with dementia in 2 content areas:
basic ADLs and instrumental ADLs. The response of item of
ADLs ranged from 1 (completely independent) to 4 (com-
pletely dependent). The scores of every item were added as
the total score. This measurement had a good concurrent
validity (the correlationship with MMSE was 0.45, P <
.001), and 1-year test-retest reliability coefficient was 0.42
(P < .001).*" For this study, Cronbach o was 0.956 for the
whole sample (203 families).

Family Inventory of Life Events. Family Inventory of Life Events
was used in this study to measure the third kind of stressor: life
events and changes of family. The English version of FILE
consists of 71 yes/no items, grouped into 9 subscales: intrafam-
ily strains, marital strains, pregnancy and childbearing strains,
finance and business strains, work—family transitions and
strains, illness and family “care” strains, losses, transitions “in
and out,” and legal. The overall scale reliability (Cronbach o)
was 0.81, with the subscale scores varying from 0.73 to 0.30.%°
Validity was established by performing discriminant analyses
comparing low-conflict and high-conflict families who had a
child with myelomeningocele or cerebral palsy; high-conflict
families in each of these groups were found to have signifi-
cantly higher pile-up of life changes compared to low-conflict
families.?® For this research, FILE was translated into Chinese
and adapted to Chinese culture. The Chinese version of FILE
consisted of 67 yes/no items grouped into the same 9 subscales
as English version. For this study, I-CVIs of this version ranged
from 0.667 to 1.000, S-CVI was 0.932. And its construct valid-
ity through hypothesis testing approach was good (the correla-
tionship with FAS and RMBPC were —0.343 and 0.279,
respectively, P < .001) . Cronbach o was 0.856. The values
of reliability and validity reported above were achieved using
the whole sample of our study (203 families).

Procedure

This study was reviewed and approved by the ethics committee
of the Peking Union Medical College (China). All participants
received an explanation of the study and signed an informed
consent prior to enrollment. After the family agreed, one family
member, who was chosen by the family unit to act as the family
representative, took part in the data collection process. Subse-
quently, the participants completed a 15- to 20-minute ques-
tionnaire with a nursing researcher, which took place during the

Stressor
Memory and Behavior Problems of Patients
Activity of Daily Living of Patients
Life Events and Changes of Family

Figure 2. Hypothesis model showing the effect and pathway of dif-
ferent sources of support on family adaptation.

family of patients’ routine visit to memory specialist clinic and
geriatric psychiatric clinic of Peking Union Medical College
Hospital, Xuanwu Hospital Capital Medical University, China-
Japan Friendship Hospital, Beijing Anding Hospital. During
this time, the participants provided demographic and disease-
related information and filled out the paper-and-pencil
measures. The participants received a gift worth 20 RMB as
compensation for their participation.

Data Analysis

The major analysis was conducted using structural equation
modeling (SEM) to better understand how much and how dif-
ferent sources of support influence family adaptation.

Firstly, hypothesized model was established based on a
series of hypotheses derived directly from FAAR (Figure 1),
as we have described in the introduction.?® Besides that,
researchers have summarized that stressor in families of
patients with dementia included initial stressor (memory and
behavior problems of patients, defect of ADL of patients) and
pile up (additional hardship above and beyond the initial stres-
sor).!6:26:3940 Based on the above hypotheses, hypothesis
model showing the effect and pathway of different sources of
support on family adaptation was formed and shown in detail in
Figure 2. It contained one latent variable and 8 observed vari-
ables. One latent variable was stressor, which included 3
observed variables: memory and behavior problems of patients,
ADL of patients, life events, and changes of family. Except 3
observed variables in stressor, there were 5 observed variables
which were FA, kin support, community support, N-social sup-
port, and the outcome: family adaptation. The hypotheses of
relationships between variables were totally the same as that of
FAAR. The main aim of this research is to explore the relation-
ships between supports and family adaptation. But in an effort
to control the confounding effect produced by family stressors,
which influence both different sources of support (eg, FA, kin
support, community support, and N-social support) and family
adaptation according to FAAR, they were involved in the
hypothesis model.
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Secondly, the distribution of all variables in the model was
assessed through analyzing the values of skewness and kurto-
sis. According to Curran et al, values lower than 2 and 7 for
skewness and kurtosis of variables, respectively, indicate the
existence of a multivariate normal distribution and the vari-
ables could be analyzed by SEM.*® Then, SEM with latent
variables was applied to confirm the hypothesis model using
Amos version 21.0.

The following criteria were used to determine whether the
model fit the data: a value of 3.00 or lower on x> of model fit/
df (x*/df),*® 0.90 or greater on the Goodness-of-fit Index
(GFI), Tacker-Lewis Index (TLI), Normed Fit Index (NFI),
Adjusted Goodness-of-fit Index (AGFI), and Comparative Fit
Index (CFI), 0.50 or greater on Parsimony-adjusted NFI
(PNFI)**3? and a Root Mean Square Error of Approximation
(RMSEA )of 0.08 or lower.>* When the original model devel-
oped according to the original hypotheses did not reach cri-
terion, the model would be modified on the basis of
modification indices, significance of regression weights, and
literature review. A significance level of 5% (o < 0.05) was
used for the analysis.

Results

Descriptive Statistic Results

The total scores of variables were not normal distributed; we
presented them with median (M), the 25th percentile (P,s), the
75th percentile (P75), minimum (Mix), and maximum (Max).
The item average score was equal to median score of total score
divided by the number of items.

The result revealed that the patients with moderate-to-severe
dementia in this study had 11 memory and behavior problems
in the last week (M = 11). The result also showed that the
patients were dependent on ADLs (M = 55, average score of
every item was 2.750, nearly dependent). There were 8 kinds of
life events and changes (such as intrafamily strain, illness, and
family “care” strains) of family that happened in the last year.

The median total score and average item score of FA were
23 and 5.750, respectively. The average item score of FA at the
high level represented that family “very agree with that the
family supported every family member.” The median total
score of kin support was 8 and average item score was 2.000
which represented that “family’s kin always supported the
family.” The median total scores of community support and
N-social support were 39 and 17, respectively, and the average
item scores were 4.875 and 2.833. These represented that the
family “mildly agree” with that the community supported the
families while “mildly disagree” with that society supported
the families.On the contrary, when it comes to family adapta-
tion, the median total score was 75 and average item score was
5.000 which were higher than the middle score (60 and 4).

Absolute values for skewness and kurtosis of variables were
0.187 ~ 0.960 and 0.175 ~ 1.008, respectively, which indi-
cated the existence of a multivariate normal distribution and the

Table 2. Statistical Analysis of Relationship Significance.

Standardized

Relationship Estimate Estimates (SE) P
Stressor — Family support —0.890 0314 .005
Stressor — Kin support —0.437 0.162 .007
Stressor — Community support —0.392 0.535 464
Stressor — N-Social support 0.504 0.438 250
Stressor — Family adaptation —2.669 1.024 .009
Family support — Family adaptation 1.131 0.270 <.001
Kin support — Family adaptation 1.071 0.478 .025
Community support — Family 0.136 0.115 235
adaptation
N-Social support — Family 0.212 0.133 110
adaptation
Stressor — Activity of daily living 2.689 0.966 .005
Stressor — Memory and behavior 1.000 - -
problems
Stressor — Life events and changes ~ 2.843 0.953 .003

variables could be analyzed by further SEM according to
Curran et al.*®

Structural Equation Modeling Analysis Result

This SEM analysis was applied to examine the effect of dif-
ferent sources of support on family adaptation and the influ-
ential pathways. In the SEM analysis, the original model
which was established according to hypothesis model was
tested first, including all possible pathways between the stres-
sors, support (FA, kin support, community support, N-social
support), and family adaptation. The results of SEM partly
supported the original hypothesis model, that is, many rela-
tionships were not statistically significant (P <.05), which are
shown in detail in Table 2.

Based on the above results of statistical analysis of relation-
ships, the pathways between stressor and community support,
stressor and N-social support, community support and family
adaptation, N-social support and family adaptation should
be deleted. After taking into consideration the characteris-
tics of Chinese culture and social environment, which will
be discussed in detail in the discussion, these pathways were
deleted and the modified M1 was formed. Figure 3 shows
the M1. The measures of model fit were as follows: y* of
model fit/df (x*/df) = 1.463, GFI = 0.977, AGFI = 0.941,
NFI = 0.937, TLI = 0.956, CFI = 0.978, PNFI = 0.469,
RMSEA = 0.048. All indices suggested that the M1 fit the
data well but PNFI, which meant that the model was not
brief enough. This was because the theoretical framework of
this research FAAR was developed based on a lot of the-
ories and aimed to shed light on complex phenomenon.?®
So, it cautiously encompasses the real or potential pathways
suitable to as many situations as possible. When it is used in
a specific situation, proper revision, such as the relationship
between different variables, is needed.

In the original hypothesis, all source of support correlated
with each other, which is trouble-free but ambiguous to a
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Figure 3. Modified M1 after deleting pathways not statistically significant.

specific situation. In our revision, we formed the competition
model M2 based on human ecological theory and character-
istics of stressors in patients’ families and Chinese culture®.
It is explained in detail in the discussion. In this M2, N-social
support influenced all the other sources of support; commu-
nity support and kin support both influenced FA. The
measures of model fit were as follows: %> of model fit/df
(x*/df) = 2.874, GFI = 0.953, AGFI = 0.888, NFI = 0.868,
TLI = 0.824, CFI = 0.906, PNFI = 0.485, RMSEA = 0.096.
And the relationships of social support and FA were not sta-
tistically significant (P = .728), and the modification indices
suggested that there was correlationship between community
support and kin support. Because these 2 suggestions were
reasonable, the M2 was modified slightly and formed the final
M3. The M3 fitted to the data much better. The measures of
model fit were as follows: x> of model fit/df (x*/df) = 1.376,
GFI = 0.977, AGFI = 0.944, NFI = 0.937, TLI = 0.965,
CFI = 0.981, PNFI = 0.506, RMSEA = 0.043. All indices
suggest that the final model fit the data well. Figure 4 shows
significant pathways of the final model.

As shown in the final model in Figure 4, after excluding
confounding effects of stressor, FA, and kin support were direct
influence factors, while community support indirectly influ-
enced family adaptation via FA, and N-social support indir-
ectly influenced family adaptation via kin support, FA, and
community support.

Based on the final model, the path analysis values of stan-
dard direct and indirect effect of different support on family

adaptation were summarized in Table 3. As shown in the table,
more FA, kin support, community support, and N-social sup-
port were related to greater family adaptation. Family support
was the most heavy influence factor (total effect was 0.374),
followed by kin support (0.334), community support (0.250),
and N-social support (0.116).

Discussion

The present study examined the support from different
sources of Chinese families of patients with dementia that
most heavily influences the family adaptation and the influ-
ence pathway under Chinese culture. The sample enrolled in
this study was families of patients with moderate and sever
dementia and adult children acting as primary caregiver. The
demographic and disease-related characteristics of patients
and their families were similar to the same group of family
in other research.***>® Only the number of nuclear families of
adult children involved in caring in our study was less than the
number in South Africa.*®> This situation was related to the
change of family size after Chinese economic development
and Chinese family planning policy.

Model Modification of Pathways Among Stressor,
Different Supports, and Family Adaptation

Structural equation modeling which allows for the simulta-
neous evaluation of all the study variables and possible
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Figure 4. Final model (M3) with path analysis showing the direct and indirect effect of support of family on family adaptation. Each of the
coefficients in the model is standard regression coefficient and exceeds P < .05 significance.

Table 3. Path Analysis Values of Standard Direct and Indirect Effect of Different Support on Family Adaptation.

Standard Indirect Effect

Value of Pathway Total Value Standard Total Effect

Factors Standard Direct Effect Mediator variable
Family support 0.374 -
Kin support 0.216 Family support

Community support -
N-social support -

Family support

Kin support

Kin support — family support

Community support — family support

- - 0.374
0.118 0.118 0.334
0.121 0.121 0.121
0.056 0.137 0.137
0.052
0.029

pathways was used in this study. And in an effort to control the
confounding effect produced by family stressors, they were
involved in hypothesis model. Our final model was derived
by changing pathways based on modification indices, signifi-
cance of regression weights, and literature review about Chi-
nese culture and social environment. Firstly, we deleted 4
pathways which were not statistically significant (P < .05).
They were pathways between stressor and community support,
stressor and N-social support, community support and family
adaptation, and N-social support and family adaptation. Chi-
nese culture which emphasizes family ethics and familism is an
important reason for these results.’”>® Family members or rela-
tives continuously interact and mutually influence each other
and regard each other as insiders while the others are outsiders.
According to the definition of community and N-social sup-
port, they both are supports from outsider in Chinese culture.

Even though emotional support and instrumental support pro-
vided by outsiders exist, they are not used adequately.’**° So,
the community support and N-social support cannot influence
family adaptation directly. At the same time, Chinese family
has a concept called “Domestic shame should not be publish-
ed.”®® Studies have confirmed the discrimination against
patients with dementia.®'** Chinese families are reluctant to
tell the outsiders about the stressors caused by the patients at
home. So the stressor could not influence community support
and social support directly.

Secondly, we revised the correlationships between different
sources of supports and formed M2 based on human ecology
and characteristics of stressors in patients’ families and Chi-
nese culture. As human ecology researchers Deacon and Fire-
baugh have emphasized, family system is embedded in bigger
ecology system and there is exchange between systems in
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Table 4. Descriptive Statistic Result of Stressor, Different Sources of Support, and Family Adaptation.
Total Score Item Score
Variable Min ~ Max M (P25, P75) Min ~ Max Average (M/Ni) Skewness Kurtosis
Stressor
Memory and behavior problems 0~ 24 Il (8,17) 0~ 1 0.458 0.220 —0.789
Activity of daily living 20 ~ 80 55 (42,69) I ~ 4 2.750 —0.187 —1.008
Life events and changes 0~ 67 8 (4,13) 0~1 0.119 0.810 0.275
Different sources of support
Family support 4~ 28 23 (18, 25) I ~7 5.750 —0.960 0.827
Kin support 0~ 12 8 (6, 10) 0~3 2.000 —0.404 —0.225
Community support 8 ~ 56 39 (29, 45) I ~7 4.875 —0.532 —0.484
N-social support 6 ~ 42 17 (10, 26) I ~7 2.833 0.386 —0.834
Family adaptation I5 ~ 105 75 (61, 84) I ~7 5.000 —0.470 0.175

different levels.>® So there were influential relationships
between the supports from different levels systems when we
expended above theory. Then, due to the characteristics of
stressors in patients’ families and Chinese culture, the main
influential direction between supports from different sources
existed from system to lower level system, such as N-support to
community support, but cannot be reversed or bidirectional for
a limited time. The characteristics of Chinese people are
patience and strong will. Chinese people are more likely to rely
on their own strength to overcome difficulties rather than to
disturb others.®® No matter how much the FA is, Chinese peo-
ple will always try their best to rely on themselves and control
burden in lower system. So, the lower systems are hard to
influence systems and FA which is the nuclear system and
lowest level system cannot influence others. Besides that, fam-
ilies of patients with moderate-to-severe dementia are con-
fronted with a great number of stressors, and they are busy
caring the patients and no attention to influence other system.
The rest can be done in the same manner. The N-social support
is a public, open, emerging, unrelated people or institutions
provided support, and is the support provided in a wider field
outside the groups of community, relatives, and family. So, N-
social support was hypothesized to influence all the other
sources of support. And as Xiaotong Fei have said, the com-
munity and relatives were 2 important groups of people sur-
rounding the nuclear person.*® There were studies that showed
community support and relatives support could increase FA.?’
So, community support and kin support were hypothesized to
influence FA.

Finally, because the influential pathway from N-social sup-
port to FA was not statistically significant (P = .728), and the
modification indices suggested that there was correlationship
between community support and kin support, we deleted the
influential pathway from social support to FA and added the
correlationship between kin support and community support.
Firstly, we deleted the influential pathway from N-social sup-
port to FA due to the Chinese cultural psychology characteris-
tics called hierarchical order (cha xu ge ju).*> The sources of
N-social support are farthest from family members compared
to relatives and community. They have less frequent and long-

term interaction with family than others. Except that, it is also
because N-social support in China is rare. As shown in Table 4,
N-social support possessed by family is at a low level. Further-
more, most of N-social supports are emotional supports like
cultural atmosphere and the support of public opinion derived
from standards of filial piety. But instrument supports provided
by day care centers, respite care services, home care services,
caregiver support services, and nursing homes for them are rare
and cannot meet the needs of the elderly patients with dementia
in China.®®7° And there is no family support system for fam-
ilies of elderly patients with dementia.”® It is another important
reason for the disappearance of direct relationship between the
N-social support and FA. But the cultural atmosphere and the
support of public opinion around the family, their relatives, and
their community could encourage the kin support and commu-
nity support, especially the latter one. Secondly, we added the
correlationship between kin support and community support
because kin support and community support are always related
to sociodemographic characteristics of family members, such
as age, educational background, and social status.”'”"*

The final model which provided the best fit statistically gave
the most exact statement of relationships of variables. As
shown in the final model of Figure 4, stressors negatively
influenced the FA, kin support, and family adaptation. Having
excluded the confounding effect of stressor, different sources
of support still played indelible role in family adaptation.

Effect of FA and Kin Support

In the final model which was modified according to Chinese
culture and social environment, more FA, kin support, commu-
nity support, and N-social support were related to higher levels
of family adaptation. Specifically, as shown in Table 3, FA and
kin support had similar total effect on family adaptation and
both were the most important influencing factors. These results
have been reported in numerous studies.***”-**>%"* This was
also related to Chinese culture which emphasizes family ethics
and familism.>”*® The difference between FA and kin support
was that the direct effect of kin support on family adaptation
was not as much as it of FA. But the kin support could



370

American Journal of Alzheimer’s Disease & Other Dementias® 34(6)

indirectly increase family adaptation via FA which made its
total effect approximated to FA. As a great number of studies
improved, support of relatives, such as assistance of house-
work, emotional or information support can release them more
time and better capability to support the family members. Kin
support is an indispensable, long-term, and more committed
support.?’

Effect of Community Support and N-Social Support

When it comes to community support and N-social support, we
can find from Table 3 that, they also had positive effect on
family adaptation. This is agreed with a great number of stud-
ies.””"”>7® But comparing with FA and kin support, community
support and N-social support have less and indirect effect on
family adaptation. The similar result was reported before as
well.?”-*® This phenomenon is more obvious in China as com-
munity support and N-social support are both support from
outsider.””-

Even though community support and N-social support are
both support from outsider and had approximately the same
value of standard total effect on family adaptation, the path-
ways of them were different. N-social was not able to increase
FA directly while community support was. The sources of
community support are persons (friends, neighbors, colleges,
classmates, employers, and partners in organizations or teams)
close to family members. They have more frequent and long-
term interaction with family than social support providing
organizations.*® In recent years, as family size shrinks and
number of one-child families grows, kin support is not as pow-
erful as before’” while community support is playing an
increasing important role as a compensation.’>’® Research has
reported that the support from neighbors and friends of family
member will assist to give family members more time on car-
egiving and support them through sharing their concerns, fears,
and emotional upset.”’ Research have also reported that a
friendly employer will give caregivers flexible working sche-
dules and opportunities to take time off to be with sick rela-
tives.>” These supports give family member better emotional
situation and more time to support each other. As a result,
community support could influence family adaptation indir-
ectly via FA. But N-social support did not have this pathway
as we discussed earlier.

The aim of this research is to examine the support from
different sources of Chinese families of patients with
moderate-to-severe dementia that most heavily influences the
family adaptation and the influence pathway. In an effort to
control the confounding effect produced by family stressors,
stressors which influence both different sources of support and
family adaptation according to FAAR were involved in the
hypothesis model. So, we also confirmed that FA and kin sup-
port were mediators through our research at the same time. As
many studies have shown, the heavy burden of stressor in fam-
ilies of patients with dementia led to conflicts among family
members and relative:s,16'19 which reduced the FA and kin
support. And the support influenced family adaptation in

turn.?”**3% As a result, B-social support (including FA, kin
support, community support and N-support) was a mediator
of stressor and adaptation.”®®% Still other studies have
hypothesized that B-social support was a moderator of
stressor and adaptation.®'™ Among them, there were several
studies talking about caregiving process.*>** The results of
them were mixed. When the stressor was perception, such as
discrimination,**®® or noncatastrophic, such as taking care of
elderly patient or marital adjustment,®' moderate effect was
proven to exist. But when the stressor was catastrophic, like
cumulative organ damage in women with systemic lupus
erythematosus® or taking care of relatives with Alzheimer,®*
the result will show no moderate effect or mixed. As our result
shown in Table 4, caregivers of patients with moderate-to-
severe dementia were confronted with a great number of
stressors. And because of the disease characteristics, which
are progressive, irreversible and having mood and personality
changes, the stressor was continuously increasing, long lasting,
and catastrophic.' Their influence to family adaptation is
powerful and stable, which is hard to be moderated by B-
social support.

Clinical Implications

Implications for clinical practice among families of patient
within China emerge from the results of this study. The results
suggest that in an effort to improve adaptation to heavy stres-
sors of families of patient with dementia, future interventions
should target improving different sources of support, especially
FA and kin support. Several studies have shown that in families
in which adult children are primary caregivers, adult children
will have difficulty balancing the physical and financial needs
of multiple roles,'”!” which affected family relationships and
FA. Studies of Zairt and Bangerter have also shown that most
of the families have conflicts related to caregiving.'®*° And
conflicts between many adult children are mostly focused on
the task of caring for the elderly and economic issues,'”"’
which seriously affect the FA and relatives’ support in the
patient’s family. Interventions intended to promote FA and
kinship support can be carried out by helping adult children
to reasonably resolve role conflicts and promoting effective
communication to reasonably distribute tasks between adult
children. The above methods have also been proven to be
effective in increasing support among family members.®”%°
At the same time, according to the results of this study,
community support and social support can enhance FA and kin
support. Future interventions can enhance mutual help between
friends, neighbors, co-workers of family members to help share
the task of caring for the elderly patients and promote support
within the family. It should be emphasized that the definition of
community support in this study is support from friends, neigh-
bors, colleges, classmates, employers, and partners in organi-
zations or teams as some other studies,?”**°! which is not
limited to people living in one particular area. It is also recom-
mended that the State and society can further strengthen social
support through making public resources (such as memory
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clinics, community-based services, peer support projects, etc)
available and sharing family care tasks and financial burdens
for families of elderly people with dementia. Recently, as
online social support developing, it is also a desirable
method.”*?

Additionally, the results also showed that FA and kin support
could be damaged by stressor. Previous research also reported
that more mental behavioral problems a patient with, the more
disagreements and conflicts in the family.*® The families with
more stressors, which are not limited to caregiving but also come
from daily life of family, need more attention and help.

Limitations and Future Directions

The major strength of our research was the use of advanced
statistical modeling to examine the support from different
sources of Chinese families of patients with dementia that most
heavily influenced the family adaptation and the influence
pathway under Chinese culture. Further strength included anal-
ysis from the view of Chinese culture and taking family as a
research object.

Our research has some limitations. First, the cross-sectional
nature of the study impedes causal inference to be drawn
between supports of different sources and family adaption.
FA and kin support could promote family adaptation and in
turn family bonadaptation may enhance family functioning
which includes good FA and kin support. Second, the families
of this study were recruited from outpatient clinics of 4 hospi-
tals in Beijing. The sample did not include families of undiag-
nosed patients and families of patients who did not take regular
medication after diagnosis. Therefore, the sample of this study
itself had more health beliefs and behaviors, and it was a group
with better family resilience than others among the whole fam-
ilies of patients with moderate-to-severe dementia. At the same
time, this study focused on the important advantages of the
family adaptation process with certain resilience and did not
include families broken down due to low resilience. Some
families with extremely low resilience refused to participate
in the study because of being in psychological breakdown and
physical collapse. Due to the ethical principles of research,
none of families was forced to participate. Therefore, the
research samples in this study could not represent this kind
of family.

As a result, longitudinal data on supports of different
sources and family adaption should be collected in future stud-
ies in an effort to infer causal relationships between them.
Besides that, future research should expand recruit sites, such
as Community Health Service. In China, Community Health
Services will develop a profile of patients with dementia in the
future. Families recruited from Community Health Services
will include the families of patients who did not take regular
medication after diagnosis. If researchers could entry the fam-
ilies” home of older adults in the community, taking a screen of
dementia, making diagnosis and recruiting participants, the
sample of research will be more consistent with population
of families of patients with dementia.

Conclusion

This study was conducted in families of patient with moderate-
to-severe dementia. The findings from this study indicate that
FA, kin support, community support, and N-social support sig-
nificantly influence family adaptation among families of
patients with moderate-to-severe dementia in China. It suggests
that more FA, kin support, community support, and N-social
support are related to greater levels of family adaptation. Spe-
cifically, FA and kin support influence family adaptation
directly, while community support and N-social support influ-
ence family adaptation though FA and kin support. Family
support was the most important influence factor, followed by
kin support, N-social support, and community support. The
results enlighten the significance of improving the FA and kin
support in the families of patient with moderate and severe
dementia. The interventions aiming at promoting adaptation
in Chinese families of patients with moderate-to-severe demen-
tia would likely benefit from programming or techniques
focused on improving support from different sources, espe-
cially FA and kin support.
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