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ABSTRACT
TITLE: Finding a Balance Point: A Process Central to

Understanding Quality of Family Caregiving in Taiwanese
Families

AUTHOR: Yea-Ing Lotus Shyu

APPROVED :—
Patricia .G. Archbold, , DNSc, FAAN, Professor, School
of Nursing, Research Advisor

The purpose of this study was to explore the attributes of
variables related to the quality of family care to frail elders
in Taiwan. The perspectives regarding quality of care of older
Taiwanese care receivers, their family caregivers, and home
health nurses were obtained in focused interviews. Interview data
were subjected to constant comparative analysis (Glaser &
Strauss, 1967) both within and across family care units (Miles &
Huberman, 1994). The sample was obtained from home care agencies
in Taipei Taiwan. Eight families including 15 caregivers, 8 frail
elders, 4 hired aides and 5 home care nurses participated in the
study. Thirty six face-to-face interviews including member checks
were used to collect the data. A tentative theory of "Finding a
balance point" derives primarily from data obtained from the 15
caregivers. Supporting data were also found in interviews with
care receivers, aides and nurses.

"Finding a balance point"” is used by caregivers to achieve
or preserve interactive equilibrium in caregiving. For example, a

caregiver described the process of "finding a balance point" in



facing competing needs of doing housework and providing vigilance
to the care receiver: "I have to cook and look out for her at the
same time.... Sometimes I lock the door and tie a dead knot when
I’'m in the back to hang the washing; her hands are weak and
couldn’t untie the knot." The process of "Finding a balance
point" includes three components: recognizing the competing needs
or competing opinions about needs, weighing the competing needs
or competing opinions about needs and taking balancing
strategies. Concepts related to the process of "finding a balance
point" include characteristics, caregiving factors and
consequences.

Expert caregivers in "finding a balance point” recognized
and anticipated competing needs or competing opinions about
needs; experts knew ahead what the possible choices were and
imagined the consequences of each choice when weighing competing
needs or competing opinions about needs; and experts took a wide
variety of different balancing strategies and predicted the
consequences of the strategies accurately most of the time.
Findings of this study add a new perspective to the caregiving
process in Taiwan, and provide a basis for development of nursing
interventions. Findings also provide a framework for future

substantive theory development and related research conduct.
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CHAPTER 1
Introduction

The elderly population in Taiwan is projected to increase
from 4.8% in 1984 to 7.7% by 1999 (Chen, Wang, & Chen, 1986). The
number of older persons with disability in this aging population
will also increase; currently 8.1% of the elderly have at least
one dependency (i.e. 1 or more), and 6.1% have more than two
(i.e. 3 or more) dependencies, in activities of daily living
(ADL) and are cared for by family members (Wu, 1992).

A review of nursing and related journals in Taiwan found 10
articles that examine the activities family caregivers perform,
the strain or burdens they feel, and the effect of health
education programs on their attitudes and practices (Chiou, Lu,
Hsu, Ju Chen & Liu, 1988; Dai, Yu, & Lian, 1990; Huang, Gwo, &
Chang, 1993; Huang, Lee, & Mao, 1991; Liu, 1992; Liu, 1993; Shyu
& Chang Yeh, 1992; Shyu, Chang Yeh, Yang, & Huang, 1992, Tiang,
Mao, Chou, Chen, & Lin, 1992, Wu, Hu, Yao, 1991) (A table
summarizing these studies is in Appendix A). These reports are
based on models, concepts, or measures developed in the United
States. Only 2 caregiving articles in Taiwan addressed quality of
family care to frail elders (Chen, Dai, Yang, Wang, & Teng, 1995;
Lin & Chiou, 1995). A review of nursing and related journals in
the United States found only 6 articles that address quality of
family care to frail elders (Cartwright, Inoue,& Levine, 1991;
Kosberg, Cairl, & Keller, 1989; Phillips, Morrison, & Chae,

1990a; Phillips, Morrison, & Chae, 1990b; Phillips & Rempusheski,



1986; Phillips, Rempusheski, & Morrison, 1989). Studies of
quality of family care to frail elders both in Taiwan and in the
United States mostly focus on needs management for care receiver
and caregiver competence (Appendix A). This paper reports
findings from an exploratory study using a grounded theory
approach to understand the quality of family care for frail
elders in Taiwan.

"Finding a balance point" emerged as the core category of
quality of family care in this study. "Finding a balance point"
is the caregiving process by which caregivers maintain or achieve
interactive equilibrium when faced with competing needs, or
opinions related to competing needs, in providing care to their
frail elders at home. By further understanding this process,
nurses might assist families to "find a balance point" in
caregiving to enhance the quality of family care. This paper
presents a theoretical model describing the process through which
families find or do not find a balance point in caregiving.

This paper represents the main analysis of a complex data
set. The model of "finding a balance point" derives primarily
from interview data from caregivers. Supporting data were also
found in interviews with care receivers, aides and nurses. The
researcher will complete and report the analysis regarding

perspectives of care receiver, aides and nurses in a future

study.



CHAPTER 2
Literature Review

There are no reports on "Finding a balance point" as a
caregiving process central to gquality of family care in the
literature. Beach (1993) reported "balancing outside work and
caregiving" as part of caregiving experiences. Using grounded
theory, Beach (1993) conducted a study of family caregiving
experiences in the United States using a sample of 10 family
caregivers of elderly patients with terminal cancer or
Alzheimer’s disease. Three major categories of caregiving
experiences emerged from the study: sense of self, role strain,
and problem solving/coping. In this study, role strain is defined
as the problematic features that result from balancing the
primary caregiver role with other roles within the family
network. However, the report did not provide examples or further
information related to balancing the caregiver role with other
roles. A subcategory of sense of self is "balancing outside work
with caregiving." Beach found that over 67% of caregivers
experienced significant work conflicts that resulted in
disruptions in schedule and work performance. Changing work
schedules or ceasing employment altogether seemed to be the most
common strategies used by caregivers to deal with these
conflicts. Based on the findings, Beach (1993) suggests the need
for developing nursing interventions to assist caregivers in
balancing outside workloads with caregiving responsibility.

Nkongho and Archbold (1993) conducted a study on caregiving



experiences for older persons in African American families.
"Working-out systems" in caregiving emerged as the core category
from analysis of in-depth focused interviews with 17 African
American caregivers. Working-out systems was defined as the
process used by caregivers to make caregiving effective and
efficient. She identified "balancing caregiving and other
demands" as one of the five areas where working out systems are
needed. Steps in working-out systems include identifying the
need, developing plans, selecting and implementing one of the
plans, evaluating the plan and refining the plan. They also
identified related concepts to working-out-systems: reasons for
caregiving, resources, caregiving activities, consequences and
outcomes.

Several studies were found that focus on different aspects
of the caregiving process. Most of the work in family caregiving
process in Taiwan and in the United States describe types,
frequencies and results of caregiving tasks; and by whom they are
administered (Archbold, 1980; Bowers, 1987; Clark & Rakowski,
1983; Given, King, Collins, & Given, 1988; Lang & Brody, 1983;
Shyu & Chang Yeh, 1992; Shyu, Chang Yeh, Yang, & Huang, 1992;
Stetz, 1987; Stoller & Earl, 1983). These studies address direct
assistance with the activities of daily living and the
instrumental activities of daily living such as preparing meals,
housework, transportation, and management of finances and
treatment; and indirect care tasks such as planning,

organization, monitoring, and supervising care receivers. Bowers
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(1987) conceptualized the caregiving process from the perspective
of care tasks into five dimensions: instrumental, anticipatory,
preventive, supervisory, and protective care activities.

From the perspective of dynamics in family caregiving,
Phillips and Rempusheski (1986) explored the differences between
the caregiving of caregivers who self-identified as having "good"
relationships with the elder and those who self-identified as
having "abusive" relationships. Perceived personal identity of
the elder, reconciliation of past with present, image of
caregiving, and reconciliation of proscriptions with perceived
reality of caregiving influence caregiver role beliefs and
management strategies the caregiver chooses in everyday
interactions with the elder. "Good caregivers" tend to have
normalized images of the elder and "abusive" caregivers
experienced divergence between their proscriptions and perceived
realities. Nurturing-supporting role forms are exhibited in good
guality caregiving and monitoring-controlling role forms are
displayed in abusive caregiving.

cartwright, Archbold, Stewart and Limandri (1994) developed
a theory describing the process of enrichment that explains how
families use pleasurable or meaningful experiences in their
caregiving to frail elders. This study used interview and
observational data collected from 20 dyads of caregivers and care
receivers. The frailty trajectory and personal history of both
caregiver and care receiver, the caregiving situation and the

guality of the dyadic relationship are antecedents to the process



of enrichment. The core elements of enrichment process are
acquiring symbolic meaning, performing activity, and fine tuning.
consequences of enrichment process include relationship and
identity sustenance for caregiver and care receiver, comfort for
the care receiver, and rewards of meaning for the caregiver.

From a role perspective, Archbold, Stewart, Greenlick and
Harvath (1990) examined how well prepared the caregivers believed
they were for the stress and tasks of the caregiver role
(preparedness); and how caregivers described the quality of their
relationship with care receivers (mutuality). They used
hierarchial multiple regression to analyze data from 78 older
persons and their family and found that after controlling other
variables commonly found to be predictors of caregiver role
strain, mutuality and preparedness were associated with lower
levels of some but not all aspects of caregiver role strain.

Four descriptive, qualitative studies focus on the
caregiving process for persons with Alzheimer’s disease (AD)
(Lindgren, 1993; Willoughby & Keating, 1991; Wilson, 1989; Wuest,
Ericson, & Stern, 1993). Lindgren (1993) used content analysis to
examine the data from 10 spouse caregivers of persons with
dementia. The role of family caregiver is characterized as a
fatalistic career process with identifiable stages: in the
encounter stage, caregivers confront the diagnosis and losses and
acquire home nursing skills; in the enduring stage, caregivers
manage extensive care routines and cope with their mental pain

and social isolation; in the exit stage, the caregiving career is



relinquished to a certain degree by death of the person with
dementia or institutionalization.

Willoughby et al. (1991) used grounded theory approach to
explore 10 family caregivers who had placed a relative in an
institutional setting. A five-stage model of gaining and
relinquishing control of caregiving emerged from the data: stage
1, emerging recognition; stage 2, taking control; stage 3, losing
control; stage 4, adjusting to the psychiatric institution; and
stage 5, moving on. Wilson (1989) conducted a grounded theory
approach study on 20 family caregivers of relatives with AD. This
study revealed that caregiving experiences consist of coping with
negative choices. Three stages of Surviving on the Brink
described the variation in behavior: first stage, take it on;
second stage, going through it; and third stage, turning it over.
Wuest et al (1994) conducted a grounded theory approach study on
15 caregivers of persons with AD. Findings revealed a reciprocal
process of "becoming strangers" in which caregiver and persons
with AD interact on a continuum from intimacy to alienation.
There are three dimensions in the process of "becoming
strangers": dawning, holding on and letting go.

These studies are all related to caregiving process and
provide a wide variety of different perspectives to understand
the nature of caregiving. Most of these studies (Archbold, 1980;
Archbold et al., 1990, Beach, 1993; Bowers, 1987; Cartwright et
al., 1994; Clark & Rakowski, 1983; Given et al., 1988; Nkongho et

al., 1993; Lang & Brody, 1983; Phillips & Rempusheski, 1986; Shyu



& Chang Yeh, 1992; Shyu, Chang Yeh, Yang et al., 1992; Stetz,
1987; Stoller & Earl, 1983) described daily caregiving process
without progressive and identifiable stages throughout care
receiver’s illness trajectory. In contrast, the four studies on
caregiving to persons with AD (Lindgren, 1993; Willoughby &
Keating, 1991; Wilson, 1989; Wuest et al., 1993) describe the
caregiving process as progressive with identifiable stages
throughout progression of the care receiver’s illness. These
models offer insights for individual care and health policy
development, and also offer promise for substantive theory

development for a basis of nursing interventions.



CHAPTER 3
Method

The original purpose of this study was to identify central
variables for a model of the qguality of family caregiving for
frail elders in Taiwan from the perspectives of the caregiver,
frail elder and home care nurse. Stern (1980) believes that one
use of grounded theory is to gain a fresh perspective in a
familiar situation and to study complex phenomena where salient
variables have not been identified. Strauss and Corbin (1990)
describe the purpose of grounded theory as building theory that
illustrates the studied phenomena. Therefore, grounded theory
methodology (Glaser & Strauss, 1967) was chosen for use in this
study to develop a theory of the guality of family caregiving to
frail elders in Taiwan. As the core category--"finding a balance
point"--emerged, the research purpose was further specified to
explore the nature and related factors of the core category.
Strauss and Corbin (1990) believe that the original research
gquestion is a statement which identifies the phenomena to be
studied and helps the researcher to start and stay focused. As
the tentative theory emerged from the analysis, the research
question was refined and further specified in order to build the
density of the tentative theory. The proposed methodology was
modified as the core category emerged. See Appendix B for a
summary of, and rationale for, the modifications in the research

method.
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Setting

The sample was obtained through a free-standing home care
nursing agency and a home care program at a local public health
station in Taipei. These agencies primarily serve the Taipei
area. Clients served by these agencies are mostly elderly persons
with chronic or terminal illnesses, such as stroke, dementia,
cancer, and heart disease, and who need skilled nursing care (see
Appendix C for the letters of support from these agencies).
Participants

Families. A total of 8 families participated in this study.
Among 8 care receivers, 2 were demented and unable to respond to
the interview; data were obtained from the remaining 6 care
receivers. A total of 15 caregivers was interviewed. Among them,
8 caregivers who shared the care responsibilities equally in one
family were all interviewed. One caregiver from each family of
the remaining 7 families was interviewed. A total of 4 aides was
interviewed. Among them, 2 aides worked for one family. One aide
from each of the other 2 families was interviewed. A total of 5
nurses was interviewed. Among them, one nurse cared for 3
families and a second nurse cared for 2 families. The other three
families each had a different nurse for their care.

Care receivers. Care receivers’ age ranged from 65 to 88,

with an average of 75.8 (SD=8.9). Among them, 7 were males and 1
was female. According to clinical assessments done by nurses, 2
caregivers had severe cognitive impairment, 3 had mild to

moderate cognitive impairment and 3 were cognitively intact. All
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participants.

Data collection consisted of three phases. In the initial
stage, 2 caregivers, 2 care receivers and 1 nurse were
interviewed to pilot test and refine the interview guides and
study procedures, and to initially explore caregiving phenomena.
In the second stage, 11 family caregivers, 4 care receivers, 4
hired aides and 2 nurses were interviewed to further explore the
caregiving phenomena. In the last stage, 2 additional caregivers,
2 additional care receivers, 2 additional nurses, and 4
caregivers from previous interviews were interviewed in order to
achieve theoretical saturation of the major categories and to
conduct member checks (for a detailed sample summary in each
phase, please see Appendix E). The researcher conducted data
collection jointly with and guided by data analysis (Glaser,1978,
1992; Strauss & Corbin, 1990). This process ceased when no new
properties of the core concept were found (Glaser, 1978). The
length of the interviews ranged from 10 minutes (for a care
receiver with cognitive impairment) to 3 hours, with most lasting
1 to 2 hours.

Interviews were transcribed verbatim for data analysis. The
transcriptions were translated and entered in Wordperfect for
audit trail and peer debriefing.

Data collection Strategies

The investigator used two data collection strategies:
Face-to-face interviews using open-ended questions and

participant observation.
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Interviews. In the early stage of the study, interview
guides were developed, one each for the elder, the caregiver, the
hired aide and the home health nurse (Appendix F). The interviews
for caregivers and frail elders began with a neutral question
regarding activities done on a typical day for both caregiver and
frail elders. Specific questions were used to explore their
evaluation of the quality of caregiving. For caregivers the
questions included: a) what were the things they paid more
attention to in caregiving? b) what were the things they did that
were good for frail elders? c) what were the things they did to
make the care they provide to the care receiver as good as
possible? and d) what were their priorities in caregiving? Frail
elders were asked to identify the things the caregiver did that
were good for them and things they would like to change.
Interviews for nurses began with the gquestion "If you had to tell
another nurse about visiting this family, what would you tell
them would be important for this family?" Nurses were asked about
a) their assessment of the quality of family caregiving for a
specific family; b) the determinants of quality caregiving; and
c) their beliefs about prioritizing in family caregiving.
Questions regarding nurses’ ideas of good and problematic family
caregiving then followed. Questions asked of the hired aide
included: a) what do the family caregiver and the aide do to take
care of the frail elder, and how do they do it? b) what things
does the family caregiver ask the aide to pay attention to? and

c) what are the important things for good family caregiving in
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this situation?

As the core category emerged, we developed an additional
caregiver interview guide focused on the experiences of finding a
balance point in caregiving (Appendix F). The conceptual process
of "finding a balance point" with examples from previous
interviews was described to the caregiver who was then asked
about his/her opinions on "finding a balance point" in
caregiving. Specific questions were developed and administered to
the caregivers for the second interview and member check. These
questions were: what things they need to balance within
caregiving, how they recognize the need for balancing, how they
set their priorities, what strategies they used to balance, what
influences this process has on the consequences, how they feel
about the process and what they think are the influencing factors
for a successful process of "finding a balance point."

Participant observations. Field notes related to things
observed by, and thoughts occurring to, the researcher during
interviews were recorded in writing in the field notes. The
investigator conducted participant observations as opportunities
arose during the times of the scheduled interviews. These
observations included morning care, meal preparation, caregiver
supervision of aide’s care, care receiver’s drawing, friends’
visits and family get togethers. The investigator conducted
informal interviews during observations and recorded field notes
after the observations. Notes about phone calls from a family

caregiver during family crises were also recorded. The
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investigator used follow-up interviews with interview guides
developed to elicit information about the emergent concepts to
achieve theoretical saturation and validate findings through
member checks.

Analysis

The analysis of this study is based primarily on data from
interviews with caregivers with a focus on the core category.
Data from interviews with care receivers, aides and nurses and
data related to interactions among related concepts not the core
category will be further analyzed in a future study. The constant
comparative strategy (Glaser, 1978, 1992) was used to analyze the
data. Open coding--which refers to constant comparison of
incident with incident, and incident with concept, without
preconceived codes, was used in the initial stage of analysis.
Data analysis started at the within-case (nurse-caregiver-care
receiver-aide) level and then moved to the cross-case comparison
(Miles & Huberman, 1994), then within-case analysis and cross-
case comparisons were done circularly to understand the
complexity of the phenomenon. After the core category accounting
for most of the variation in quality of family caregiving was
identified, selective coding was used to delimit coding to only
those incidents that related to the core category. Theoretical
coding was used to identify the relationship between concepts.
During the analysis process, memos were also used to record ideas
related to formulation of the theory.

In the later part of data analysis, in order to increase the
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theoretical sensitivity (Glaser, 1978, 1992; Strauss & Corbin,
1990), theoretical sampling of dictionaries, lay literature,
related literature in nursing, psychology, anthropology, and
sociology that pertained to balancing and were in Chinese or
English was done. The theory of "finding a balance point" was
shared with an anthropologist, two sociologists, and three nurses
who work with caregivers. Literature on decision making models
was also reviewed at the end of the data analysis to enrich,
modify and support the emerging theory or further defining the
stages of "finding a balance point." Concepts from the decision
making models that are relevant to the emergent theory are
presented in Table 1.

All the interviews were tape recorded and then transcribed
verbatim in Chinese. Raw interview and observation data in
Chinese were coded directly in both Chinese and English. Coding
directly from Chinese data reduced the risk of losing or changing
the meaning during translation into English. Due to the
background of the researcher, both English and Chinese codes were
used to enrich the range of ideas of codes. Theoretical coding
and memos were also done in both Chinese and English to
facilitate the development of theoretical ideas. Then all of the
codes, memos, ideas, and example content were translated into
English for peer debriefing and to create an audit trail.
Trustworthiness

This study used an audit trail and peer debriefing by

experts in family caregiving and grounded theory in the United



17

*3U0 MBU 9UYj} UT posh o TITM
uoT3leNnlTsS IeTTWIS snotaaxd ur
9AT093J9 sotbojeaas buroueied
*saTbejer3s psuaes] ArsnorTasad
9sSn ueD pue UOTIENITS

poAaasqo Arsnotaaad 03 Ieftuls
ST uoTj3eniTs Juaxano eyl
aztuboosa pue oTpaxd prnod
saaatTbsaed °Topou jusassad

utr juspusadap-3xa3uod ST

spa@au butjsdwoo Jo uoTjTuboosy

*9UO MaU 3Y3} UT JIOM OSTe
Kew suoTjen3Ts 9so0Yl UT payIom
3Byl suoTloer |BYJL °SUoT3eNnlTsS
paAalasqo ArsnotAaaad aeayjo

03 JRTTWIS ST UOT3EN]TS JUSIIND
2y3 eyl butaissqo Aq op 03 jeym
9pTo9p ued a1doad ‘uoTjeWIOIUT
TeuOoT3IPPE Aq pojoalsa ao
‘pautriax ‘pourteilaa ‘pei3sel usyl
ST uotjejsadisjul SAT3eE]lU2] STYL
*Kaouwsw s,J9)ewWl UOTSTOSpP 9Ul woxJ
poaaTalaa abpeaTmouy Teisusb pue
UOTIRWIOIUT 3IX93U0D YJITM paUTquod
pue uoT3leNnlTsS 8aY3 uo uorTjeWIOIUT
93910U00 A psSwIoI ST UOTIeNnlTsS
2y3y Jo uorjejaadiojul 8ATIRIUS] ¥

JUDUSSISSY uorTieniyIs
:(€661) O°T9qON

w3uTod aoueteq e burputri, IO
KAaosyy saTjuejlsqns ur 3deouo)

1epow Jo 3oadse Aay

T2POH

= |

w3UTO0d @oueTed B bUulTputd, JO AIO9UL

SATjUe3sSqns jussadg 03 Je[tWlts

§3d50U0) SAPH UODTUM S1OPOW DUTYHEW UOlslood JO S309dSY AsY

1 @19eL



18

*spoau
butjadwoo bPutybtrem Jo pury
suo sT burtybrom uorjzelnurs

*aoetd
9)e3 03 spuajl--Sposu butjisdwoo
94y3 o3 3oeax Afduts sasaTbaaed

ng ‘sasatbsaes Aq peoaedsad
jou ST yotym--uotjztuboosa
TeuoT3oral syl ’TaA0u

ST uotjen3ts usym “-aoerd
o)e3 03 spua3 uoljTuboosa
peaye-ueld ‘teordi)

ST uoT3enliTs usym °Aaosysy
JuaIINd Ut spou burjadwod
JOo uotr3TubODaI 03 pajeTaI
ST uoT3Tuboosl TeuUOTIENITS

‘., ooueteq yoeq burilsb syj ao3
pesu pue aoueleq buturejulew
utr aaniIel 9yl s3eaIo

03 pPuUd] IDATSD3I 31D 3JInoge
sbpaTmouy ssa1 ‘A3TNOTIITP
J{sel 2J0W ‘S92IN0SSI ISIMIDJ

se yons sIojoe]l butousnyijul
U3TM sjoeJa]luTl aanssaad swrig

uotrjeTnuis Tejusy (o

punoj

ST auo AIojoeJsTies e TT3un awll
© 3B 3UO SIATIBUIS]TE S33eN[RAD
:uoT3enteae uorldo TerIss (q
*12a0u 10 TeotdA)

se uoTrjien3Ts 8yl saztubooax
:uotjltubooax uorjenyts (e
aanssaaxd awWT)} pue sSs9I3s

ybiy Jopun sAT3083JFS aq 03 abeueu
SI9)eu UOTSTO3P Juatoryoad mol

suotsioag
psutad-uorjtuboosy
:(€66T) UTaTA




19

Axosys jusIand

ur sotbsjeals burouereq

Jo soToyo :sbeuwr orbajeils (o
Kxoaya

juaxaInd ul spesau burjzedwoo
--sabeut Axozoslery (g

Kao9yay jusaano ut serdroutad
saeo--sabeuT aniea (e

*sebeull 99aYl s,a9yeu
UOTSTO®pP @YUl 23R[OTA 30U S30p
3T JT pojdope sT ueld sjepipued ¥

soT30e)
pue sueld :abewt oTbojzeaas (o

sTeob
939aouod--sabeutr Axojzoslexay (q

soTdroutad-~-sabeutr sniea (e
:sadia

991yl SsepnIoul °Suolsiosp ITayl
opInb pue sbpoaTMOul pue sonTeA
,SIeew UOTSTIOopP ozTuebio jeyly
s2aIn3oNnI3s 9AT3ITUbOD Ba1e sabeul

Aaooayy,
abewr :(L86T)
TTI2Yo3TH 3 yoeoad

*«Spaau burysduwod
putybtrem butanjoniis soueutwod
sbutanjyonxys soueutwod (p

sposu burjadwod

putybtom :2ATjRUIS]TE
putstwoad e burtpurd (q

Kaosys jusaano ut

atrdroutad sxeo :HburlTpe-9i1d (e

*burpue]s

s31 butysadasjursax Aq suo

31 S)eu 03 SSTI3 J9) W UOTSTOSP
ay3 ‘jueutwop a9 03 pPuUNoj

Jjou ST aaTjeuIajlTe burstwoad

JI :butanionils soueutwoqg (p
uotydo syqerTeAR 3S9q

9yl ST SATI3eUaS3Te burstwoad oyl
JT s3s93 :burysel soueutwoqg (o
9AT3euIo]lTe burstwoad

3sou syoTd :(uot3ydo) sATjRUID]TE
purstwoad e butputd (q

juejzodut axe 3jeylz so3nqrIlje
s3joe1as :HburyTpo-aid (e

:I9)eW UOTSTIOSP 03 a[gelTIeAe

9Ie SIATIRUIS]TR [RIDADS UaUM

(€66T) =2an3onaas
soueUTWO(q IO0J
yoaesasg :Aaswobjuol




20

*sgseooixd

aaTssaaboaduou pue pIniJg

e ST 31 -°sse20ad burouereq
Jo sabeas o931yl aUl} saTquosay

*UOT310R pue SSATIBUIS]TR JO
uoTlenf{eAa ‘juswssesse uoTjeniTs

usamilaq Aetdasijur Teor(d24ho jo
pe3sIsuod ssaocoid buTrTyew UOTSTO9P

sa10hD
uotsTo=ad :(886T)
asubem ¥ ATTouuod

*SMITAIS3UT 3yl 3Jo
aAT130adsaad aAT3oadsoxlsa syl
03 @np °9q IYOBTW STYL "uUI33J0
peosn sem spoou burisdwoo

Jo butybrem uoTjzeTNUTS
’1aATbaaeD 3aadxe 103 ‘aaASMOH

Kao9yy juaaand utl spasu
putyadmwoo ybTeom 03 uoTIBRTNUIS
9sN :3IoTAeyaq poaseq-abpaTmouy

KRxosya

juUa1IND ul speau burjiadwod

Jo butybtem pajustao-stdrourad
:I0TARYUDY paseq-a1nd

*JUDWUOITAUD
2yl ut sdrysuorje(sl JeuoT3iounyg
pue Tesneo butjussaadax

STopow [B3USUW 3DONIJSUOD

03 pesn ST IoTAeysq STUL
JIoTARUSq paseq-abpaimouy :T3A0U
I0 uoT3enliTs Jelfiwejun Iod

s I9yewu
uotTsToop 9yl Agq Ar3torrdxs pojess
aq ueo 3Byl MOoy-mouy pue saTnx Aq
pPoTI0I3U0D ST IoTaey3q pased-a21nd

‘uoTjuajlje

SNOTOSUOD 3INOYITM ATyjoous

sunl yotym ‘ (butpta =o12401q*bh-9)
sourwrojarad JojowrIosuas Jaodxs
sopnTouTl JoTaeyaq pased-TITIS
Io0TARYSq paseq

-3TNI pue I0TARUS] posed-pallTisS
:3x2dxs 10 uotljenliIs aeT{rwel JIoJg

ssasoad

uoTsTo®p JO TOIJUOD
9AT3TUDOD 3yl
:(€66T) uassnusey




21

Topou Huriew UOISIOOP ul 3d20oucd a3yl Aq pazI]lTsSuas sem Kxoayay jusaano ut 3dasuoo,

K1o9yn

juaIaIno utl spasu burtjzsduwod

Jo uot3Tuboosa o3 sadusnbassuoo
woxJ dootl oeqpoa3

pue ssaooad satTssaaboaduou

pue pinyj :uotjoe Jo

9SIN0D UTe3A9D B 03 pPajljxTuwod
I93Je jusussasseal (o

KAaosyy jusaano ut

speoau burtjsduod jo uorjTubooax
pesaye-uetd :butyojzen (q
Kiosya

UaIIND Ul HUTYHbTSM uoTETNUIS
t@0Toyo Terjusanbesuo) (e

uoT3}Oor JO BSINOD UTejlIsd B 03
po33TUWwoD I93Je jusussassear (O

juaussasse uoTlileniTs :butyolzen (q

s20TOoUD burTyooT

-pIemIo3 :90TOUD Terjusanbasuo) (e

uoT3ovy
usATIg-3usunbay
se DurjeW uoTsto=Q
:(g€661T) 23TysdrT




22

States and an anthropologist in Taiwan. All previously existing
concepts related to family caregiving were generated in western
society in order to minimize bias from familiarity with western
research, a Taiwanese medical anthropologist, Dr. Mutsu Hsu,
served as a consultant to verify the credibility of the coding
paradigm, and to increase the theoretical sensitivity to the
salient characteristics in the families in Taiwan.

All interviews and field notes were translated into English
in order to create an audit trail and allow for peer debriefings
by a panel of English-speaking experts in family caregiving and
grounded theory. An expert translator who knows both Chinese and
English well translated almost half (n=16) of the transcripts,
which were then verified by the researcher; the researcher
translated the other half. Figure 1 presents a summary of data
translation and verification. The panel of experts reviewed all
translated raw interview data, field notes, theoretical notes and
memos to increase the credibility, dependability and
confirmability of this study (Lincoln & Guba, 1985).

Triangulation of data collected from different data sources
(nurse, caregiver, care receiver, and nurse aide), and
triangulation of data from different methods (interview and
observation) were used to increase the credibility of this study
(Lincoln & Guba, 1985). Prolonged engagement in the Taiwanese
caregiving experiences was accomplished through attending support
group meetings of caregivers, conducting home visits,

participating home health nursing staff meetings, and conducting
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family caregiving studies in Taiwan. Extended visits, thick data
with theoretical sampling, and member checks with participants
also helped to increase the trustworthiness of the study (Lincoln

& Guba, 1985).



25
CHAPTER 4
Findings: Finding a Balance Point

"Finding a balance point" emerged as the core category of
guality of family care for frail elders in Taiwan. "Finding a
balance point" is a caregiving process that is central to the
quality of family caregiving to frail elders in this Taiwanese
sample. This process is used by caregivers to achieve or preserve
interactive equilibrium in caregiving. To better understand this
process, it is helpful to think about the analogy of "Tiao Biaan
Dan" (Figure 2). "Biaan dan" is a flat carrying pole, usually
made of bamboo, which Chinese laborers or farmers use to carry
objects. "Tiao" is to carry things with a pole on one’s shoulder,
with two loads, one on each end of the pole. One can still see
people "tiao biaan dan" in the countryside of Taiwan--such a
person uses a shoulder carrying pole with two loads (weight)
balanced on each end and walks forward. This person has to adjust
the weights of the two loads and at the same time adjust the
position of his shouldering point, to find the most efficient
point. Efficiency in this sense, means finding the appropriate
distance between the two loads. Like adjusting the shouldering
point of a carrying pole according to the weight of the loads,
caregivers adjust their priorities and efforts between competing
needs, or competing opinions about needs, and also keep going on
with daily life. A caregiver described the process of "finding a
balance point" in facing competing needs of doing housework and

providing vigilance to the care receiver:



Figure 2. The analogy of "Tia Biaan Dan." From China (p. 119), by

K. Y. Fung, 1943, New York: Henry Holt and Company.
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I have to cook and look out for her at the same time....
Sometimes I lock the door and tie a dead knot when I’m in
the back to hang the washing; her hands are weak and
couldn’t untie the knot.
Another caregiver who took care of her cognitively impaired
mother-in-law described the process of "finding a balance point"
in facing the competing needs of preserving the care receiver’s
self-esteem and yet giving the necessary help with activities of
daily living:

you don’t want to ask her out loud whether she had a bowel

movement or not, but ask her while whispering in her ear.

The same applies to asking her if she wants to have a bath.

It’s a matter of pride. She’ll think if I want to take a

bath, then I’11 take a bath. I don’t need you to ask. You

have to say, "you can take a bath by yourself, mother". You
have to know her mood at any moment. She’ll get upset even
if her own daughter mentions to her that her daughter-in-law
helped her to take a bath....

Nkongho and Archbold (1993) identified areas where
caregiving systems were needed by caregivers to make caregiving
effective and efficient are needed. They identified "balancing
caregiving and other demands" as one of these areas. This finding
supports the existence of the competing needs and implies the
existence of the process of "finding a balance point" in
caregiving.

Figure 3 displays different stages of the process of
“"finding a balance point." Figure 3 also displays the
relationships among the concepts and core category and provides
the framework for the following description to further understand
"finding a balance point" in family caregiving. The description

addresses different sources and types of "finding a balance

point” and identifies and discusses differences between an expert
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caregiver and a caregiver who failed in "finding a balance
point."®
Process of "Finding a Balance Point"

"Finding a balance point" involves three components (Figure
3): the first component is characterized by recognizing competing
needs or competing opinions about needs, the second component by
weighing competing needs or competing opinions about needs and
making judgements about them, and the last component by taking
balancing strategies which includes choosing and implementing
balancing strategies. Both caregiver cognition and emotion are
involved throughout the process of "finding a balance point." In
the first example above, the caregiver recognized competing needs
of doing housework and providing vigilance, weighed the two
competing needs as both very important at that time, and then
took balancing strategies of environmental arrangement to keep
the care receiver from wandering out while she doing housework.
In the second example, the caregiver recognized the needs of
preserving the care receiver’s self-esteem and helping with
activities of daily living. The caregiver weighed both needs
equally important and took behavior management strategies of
whispering, in order to meet both needs.

Component 1: Recoqnizing competing needs or competing

opinions about needs. Two different types of recognizing

competing needs or competing opinions about needs were plan-ahead
recognition and reactional recognition (Figure 4). Sometimes the

caregiver could foresee that needs would compete with each other.



Finding a Balance Point
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Recognizing
competing needs

Weighing
competing needs

Taking
balancing strategies

Reactional recognition
Plan-ahead recognition

Simulation weighing

Principle oriented
weighing

Dominance
structuring weighing

Managing behavior/emotion problems
Modifying environment

Altering the schedule/activity
Recruiting members to the work team
Running the work team

Innovating care task

Engaging self-care activities
Managing treatment

Figure 4. Components of “finding a balance point.”
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Sometimes the caregiver was not aware ahead of time of the
competing needs or competing opinions about needs. In this case,
the caregiver reacted to the presence of competing needs or
competing opinions about needs. The two kinds of recognition can
be illustrated by the following examples:

Reactional recognition: When I was cooking dinner, she (care

receiver with dementia) complained that I took the place she

was supposed to cook; I told her that I was cooking for her

but it didn’‘t help. She even went over to turn the gas stove

on.... She started to get upset because I didn’t let her

cook, then she banged on the bowl and chopsticks and got mad

at me....I can‘t predict the situation. Don’t know what
she’s going to do next.

Plan ahead recognition:...(A son-caregiver knew ahead that
there will be competing needs between running business and
providing care to mom on the day of his turn to take care of
mom) I can not go to work today, I had to prepare and manage
my business yesterday, or let people call me here. These
things need to be dealt with in order.

Similar concepts can be found in several decision making
models--Noble’s Situation Assessment (Noble, 1993), Klein'’s
Recognition-Primed Decisions (Klein, 1993), and Lipshitz’s
Decision Making as Argument-Driven Action (Lipshitz, 1993).

These models suggest that in making decisions, individuals
recognize the situation as typical (plan-ahead recognition) or

novel (reactional recognition).

Component 2: Weighing competing needs or competing opinions

about needs. The data indicated three kinds of "weighing
competing needs or competing opinions about needs" (Figure 4):
simulation weighing, principle-oriented weighing, and dominance-
structuring weighing. When weighing the competing needs or

competing opinions about needs, caregivers sometimes use mental
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simulation--anticipating or imaging the consequences of possible
choices, such as meeting one need instead of the other, or
instead, meeting both needs. At other times, caregivers used
principle-criented weighing and made choices according to their
care principle. Caregivers sometimes used mental simulation
first, but found out that their preferred option was not the best
option. Then they tried to rationalize their preferred option by
reinterpreting it with care principle. This kind of weighing is
"dominance-structuring weighing."” These three kinds of weighing
of competing needs or competing opinions about needs can be
illustrated by the following examples:

Simulation weighing: If the guests want to come in, it is
impossible to drive them away. We live here too long. We
were born here and grew up here, so, say the truth, it is
really hard to shut people out. If we let the guests stay
out and go out to talk to the guests, we have "one heart for
two uses", we will be worried that she might need to go to
the toilet, afraid that we can not keep sight on her and she
might fall down. If she falls down on my shift, I would be
seen as the sinner in the history

Principle oriented weighing: When I balance my things and
his things, taking care of him is most important... I take
care of him whole heartedly, I do not do a lot of housework,
only when he does not need me to do something, I would then
do some house work...

Dominance structuring weighing: One cognitive impaired care
receiver always cried when people told her that her husband
and parents died long time ago. Caregiver mental simulated
that if they kept lying to her, she would loose her sense of
reality and her dementia would get worse. They found out
that "lying to her" was not the best choice but was their
preferred choice. They rationalized their choice of "lying
to her" by the care principle of "making care receiver
happy". One of the caregivers of this care receiver said:
"We lie to her... even a normal person who does not have
dementia might be tricked into demented, if people keep
lying to him, but we have no better way of doing
this.....because she is already demented, her husband
already died, but if we tell her that, she would cry, she
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would get really upset, so we have to lie to her... but she
already demented, that we still lie to her may make her
sense of reality worse, but we have no choice. She always
talks about things in the past, always asks about her mom
and dad, we cannot tell her that they already died for many
many years, or else, she would cry. Not making her upset is
very important.

Comparing related concepts in decision making models, Klein
(1993) included mental simulation as part of his decision making
model. Rasmussen (1993) suggests that people use rule-based
behavior (principle oriented weighing) and skilled-based behavior
for a familiar situation or by expert decision maker and use
knowledge-based behavior (simulation weighing) for an unfamiliar
or novel situation. In contrast to Rasmussen’s model, skill-based
behavior which is a reflexive type of behavior, was not found in
the data from the caregiver in this sample. However, expert
caregivers in this sample frequently used simulation weighing.
The retrospective perspectives of the interviews might account
for these differences.

Montgomery (1993) focused on the mental processes used when
several alternatives are available to the decision maker.
Montgomery’s model suggests that finding a promising alternative
(weighing competing needs or competing opinions about needs) is
part of the decision making process. The literature of dominance
structuring stage of decision making in Montgomery’s model was
used to sensitize the investigator to notice the dominance-

structuring weighing of competing needs or competing opinions

about needs.

Component 3: Taking balancing strategies. Common strategies
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in "finding a balance point" (Figure 4) included managing
behavior/emotion problems, modifying environment, altering the
schedule/activity, recruiting members to the work team, running
the work team, innovating care tasks, engaging in self-care
activities, and managing treatment (see Table 2 for definitions
and examples). When caregivers experienced the needs of their
nuclear family competing with the needs of the care receiver,
some of them viewed the needs of the nuclear family equal to or
more important than the needs of care receiver. For example, a
son-caregiver described that running business to support his
family was equal or more important than taking care of his
mother:

CG: The economic situation of a family has to be good. If
you have problems with support your family, how can you take
care of mom. The kids needs money to go to different classes
also. It takes a lot of money....If your family is not
stable, unless you are exceptional optimistic, or else the
caregiver might be sick also.
Caregivers took a wide variety of strategies to find the balance
point, such as running work team, altering the
schedule/activities and engaging in self-care activities. When
housework competed with caregiving, caregivers often viewed the
direct care for care receiver egqual to or more important than
other housework. Caregivers most often took altering
schedule/activities to deal with these needs. When caregivers
faced their own physical needs competing with the care receiver’s
needs, they often viewed both needs as equally important.

Caregivers most often took engaging in self-care activities,

running work team and recruiting members to the work as balancing
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strategies.
Movement through components. In constantly changing

caregiving conditions, caregivers need to readjust the "balance
point." The process of "finding a balance point" does not
necessarily occur in an orderly fashion from the first component
to the second, then to the third component. For example, a
caregiver might recognize competing needs or competing opinions
about needs throughout the whole process; the caregiver might
weigh the competing needs or competing opinions about needs while
taking balancing strategies; and the balancing strategies might
result in another condition that requires the caregiver to start
a new process of "finding a balance point." For these reasons,
the process of "finding a balance point" can be conceptualized as
a fluid, nonprogressive movement (Strauss & Corbin, 1990) without
clear and definite progressive stages.

Connolly’s Decision Cycles model (Connolly & Wagner, 1988)
supports the process of "finding a balance point". In this model,
the decision making process consists of the cyclical interplay
between situation assessment (recognizing competing needs or
competing opinions about needs), evaluation of alternatives
(weighing competing needs or competing opinions about needs) and
action (taking balancing strategies).

Maintaining and Regaining the Balance Point

The process of "finding a balance peint" is focused on

"maintaining the balance point” or "regaining the balance point".

The researcher will provide the definitions and examples of
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"maintaining the balance point" and "regaining the balance point"
in the following descriptions.

Maintaining the balance point. Maintaining the balance point
occurred when strategies were used to prevent a major problematic
situations. For example, a caregiver said:

If I am cooking and she does not want to stay in the kitchen
with me, I have to keep the door open to watch her.

"Maintaining the balance point" occurred much more often than
"regaining the balance point." In "maintaining the balance
point", caregivers tended to use more global descriptions to
describe the competing needs and the process of "finding a
balance point" as patterns. The original event that caused the
competing needs in "maintaining the balance point" was either not
obvious or happened long ago. In this example, the care receiver
became ill two years ago and gradually needed intensive
supervision, and this situation created the competing needs of
vigilance and cooking.

Caregivers took a wide variety of strategies more evenly in
"maintaining the balance point" than "regaining the balance
point". For example, altering the schedule/activity, running the
work team (e.g., communication, shift changing, cooperation,
supervising), modifying environment, managing behavior/emotional
problems, engaging in self-care activities and managing
treatment. Among these strategies, altering the
schedule/activities and running the work team were used most
often.

Regaining the balance point. "Regaining the balance point"
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took place in situations in which a major problematic situation
had already happened and strategies were used to restore a more
satisfactory situation. For example, a caregiver described:

That day when my son left (to Europe), I was in a very bad

mood, and he (care receiver) also got really confused. He

would not let me make phone calls, he would not let me eat
or do anything. I was in a bad mood because my son left.

When he kept irritating me, we got into fights....... last

time he hit me again, Miss C pull him away, I also called

our previous aide and we tied him up, he then calmed down,

then we release him in the evening.
In regaining the balance point, caregivers tend to use more
situation-specific descriptions to provide the context for the
competing needs. The event that caused the competing needs was
usually more obvious and recent than in maintaining the balance
point. In this example, the son’s departure (event) created
competing emotional needs between the caregiver and the care
receiver. Time pressure interacted with fewer resources, and
increased task difficulty to create the failure to maintain a
balance point and the need to regain 1t,

Strategies taken in "regaining the balance point" were
managing behavior/emotion problems, recruiting members to the
work team recruiting management, engaging in self-care
activities, altering the schedule/activities, managing treatment,
and innovating care task. Among these, recruiting members to the
work team was the strategy taken most often while other
strategies were typically used once. Regaining balance point

occurred most often when the needs of the caregiver competed with

care receiver’s needs.
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Source of Competing Needs
Different sources gave rise to competing needs in the
process of "finding a balance point": competing family needs and
care receiver needs, competing caregiver needs and care receiver
needs, and competing care receiver needs or competing opinions
about care receiver needs.

Competing family needs and care receiver needs. The process

of finding a balance point occurred when the needs of the care
receiver competed with the needs of the family. For example, a
caregiver described:

My children came back from outside around 4pm and said that
they were very hungry. Usually, if we are eating and did not
give her (care receiver) any food, she got very angry.

Maybe every one is like that. But this time, I thought she
just had some thing, and my children were in a hurry, you
know kids, they cannot wait. So I fried some eggs for the
children and they started eating. I also fried eggs for mom,
but did not give them to her right away, I just waited for
the eggs to get colder. She saw my kids were eating and got
really mad.

Competing caregiver needs and care receiver needs. The

process of finding a balance point occurred when the needs of the
care receiver and caregiver competed with each other, including
other jobs competing with caregiving; the caregiver’s physical,
social, or emotional needs competing with the care receiver’s
needs; the caregiver’s time table competing with care receiver’s
pace; and help from multiple caregiver competing with the need of
the care receiver for consistency in care. For example, a
caregiver described:

my strength is not enough, it is hard for me to help him get

up, but I have to push myself to the limit.... I have
problems with my spinal cord. It is my weakest point. I am
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taking medicine for that, I also pay attention to my heart.
Before you take care of other people, you have to take care
of yourself.....

Competing care receiver needs or competing opinions about

care receiver needs. The process of finding a balance point
occurred when two of the care receiver’s needs or opinions about
care receiver’s needs competed with each other. Competing
opinions about care receiver’s needs occurred when professional
caregiving/treatment recommendations competed with a caregiver’s
ideas of how caregiving/treatment should be; giving western
therapy competed with giving customary therapy to care receiver;
protecting care receiver’s self-esteem competed with giving the
care receiver help due to functional decline; and going along
with the care receiver competed with getting care receiver in
control. Competing care receiver’s needs include: the need for
care receiver to exercise competed with the need for safety; the
need for managing incontinence competed with the need to maintain
skin integrity; and the need for enough nutrition competed with
the need for not overeating. For example:
take eating as an example, her son would have a good
intention to encourage her to eat and maintain enough
nutrition. On the other hand, if you keep doing this and
accumulate all these calories and fat. Overweight is a

torture for her when she needs to move around.

Related Concepts of the Process of "Finding a Balance Point"

Characteristics. Several attributes influenced the process
of "finding a balance point." These included characteristics each
of the care receiver, caregiver and family; the guality of the

relationship between caregiver and care receiver; and the family
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norms. The position in the model, definitions and examples of
each characteristics are presented in Table 3.

Several observations were made related to how
characteristics of caregivers influence the process of "finding a
balance point." Children-caregivers are more often faced with
competing needs of their own nuclear family along with the needs
of care receiver, other jobs and caregiving, or multiple
caregivers and the need for care consistency. Spouse-caregivers
are more often faced their own physical needs competing with care
receiver’s needs.

In terms of characteristics of care receiver, differences in
"finding a balance point" occurred in families with cognitively
intact care receivers and those with cognitively impaired care
receivers. In families with cognitively intact care receivers,
the caregivers and care receivers usually worked collaboratively
in recognizing competing needs or competing opinions about needs,
weighing them and discussing and evaluating balancing strategies.
In facing competing needs, these caregivers and care receivers
usually tried to negotiate and compromise with each other. In
families with cognitively impaired care receivers, the care
receivers’ involvement in the process of "finding a balance
point" depended on the degree of cognitive impairment: the more
severe the impairment, the more likely that the caregiver worked
independently in the process of "finding a balance point."

Characteristics of family also influence the process of

"finding a balance point." For example, families with multiple
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primary family caregivers took on a collaborative form of
"finding a balance point"--they agreed on what the competing
needs or competing opinions about needs were, which need or
opinion weighed more, and usually took running the work team
strategies, such as compensating and supporting each other.
Families with a hired aide used a supervisory form of "finding a
balance point"--the family caregiver supervised the aide in
recognizing and weighing the competing needs or competing
opinions about needs and supervised the aide in taking balancing
strategies. Caregivers in families with hired aides also needed
to balance the pros and cons of hiring an outside helper.

Event. The category labeled "event" in the model that
identified as the cause of the competing needs or competing
opinions about needs triggering the process of "finding a balance
peint" was not saturated in the data from this study. Caregivers
identified an event in examples of "regaining the balance point",
but not in examples of "maintaining the balance point". This
might be due to the nature of the different types of "finding a
balance point" as discussed before or might be due to the use of
retrospective interviews with general interview guide. Using more
situation specific interview guides and longitudinal study design
in future might be helpful in saturating this concept.

Caregiving Factors. Several caregiving factors were found to

influence the overall process of "finding a balance point." These
caregiving factors included resources, care principles, knowledge

about care receiver, and task difficulty. At the same time, these
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caregiving factors were also affected by the characteristics
described earlier (Figure 3). The position in the model,
definition and examples of these factors are presented in Table
4.

Using the analogy of "tiao biaan dan" again, a person has to
adjust the position of his shouldering point of a "biaan dan" to
find the most efficient point for balance between two loads. When
one basket is heavier than the other, the person would carry the
pole with a balance point closer to the heavier basket. Like
adjusting the shouldering point of a carrying pole according to
the weight of the baskets, caregivers adjust their priorities and
efforts between competing needs according to their resources,
care principles, the task difficulty and their knowledge about
the care receiver. The more important the need is in meeting the
care principle, the more difficult the task is; the less
knowledge and fewer resources the caregiver has, the heavier the
need (basket) for the caregiver. The caregiver would need to put
a higher priority on and more effort into meeting the "heavier"
needs than the "lighter" ones, in order to balance the competing
needs and go on.

Interactions were found among these caregiving factors. For
example, what caregivers believed (care principle) influenced
their actual attitudes and competence (resources). At the same
time, the influence of one factor on the process of "finding a
balance point" might be different in the presence of one or more

other factors. These interaction conditions will be explored in
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further analysis in a future study.

Variables found to facilitate a consequence with more
interactive equilibrium included the caregiver’s ability to
organize and recruit a work team (resource), the degree of
flexibility in schedule management (resource), caregiver’s
ability to self-care (resource), the sufficiency of family
resources (resource), the ability to compromise and adjust the
care principle, less task difficulty and having knowledge about
care receiver.

Consequences. "Consequences" referred to the degree of
interactive equilibrium that results from the process of "finding
a balance point." The degree of interactive equilibrium can fall
at any point on the continuum between balance and imbalance. A
consequence with more interactive equilibrium occurred when
competing needs or competing opinions about needs are both met
more satisfactorily. For example, a caregiver said "his condition
is not bad and our life is simple, very calm and stable, it is
good to have a very stable life." A consequence with less
interactive equilibrium occurred when one or both competing needs
or competing opinions about needs were not met. For example, one
caregiver said "I have to take care of him and am under so much
stress that my mood swings with his condition. I was not able to
take care of myself, that’s why I got colonitis.”

Because caregivers, care receivers and families are all
affected by the process of "finding a balance point", we

categorized the consequences into caregiver outcomes, care
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receiver outcomes and family outcomes. Caregiver outcomes
included a sense of reward, caregiver strain, a sense of
powerlessness, and the degree of preparation for caregiving. One
example of the sense of reward was described by a caregiver as
"the feeling we’re doing the right thing is rather satisfying."
Care receiver outcomes included meeting basic needs, improvement
in symptoms, functional improvement/maintenance and quality of
life of care receiver. One example related to symptom improvement
described by a caregiver is: "Now he doesn’t have any more
rashes. He used to have to lie flat on the bed and couldn’t get
up. Now before he sleeps I check his skin. It looks quite good--
no more rashes."

Family outcomes that were identified included stability of
family life and maintenance of family function. One child
caregiver said "so far we brothers’ families are doing well, our
families are not affected by taking care of her." When children-
caregivers faced competing needs between caregiving to parent and
their own families, the functions of their own families were
maintained through the process of "finding a balance point".

The degree of interactive equilibrium of the consequence had
a direct feedback loop to the next cycle of "finding a balance
point." After the cumulative effect of the process of "finding a
balance" for a period of time, the consequences also influenced
the characteristics including caregiver, care receiver and family
characteristics such as the health of the caregiver and care

receiver, the function of family, and the quality of relationship
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between caregiver and care receiver. These consequences also
influenced the caregiving factors, for example, caregiver’s
knowledge about care receiver, caregiver’s care principle,
perceived difficulty of the task, and caregiver’s resources--
support from family, and caregiver’s competence. Carrol and
Johnson (1990) identified "feedback" as the last stage of
decision making process. They believe that the outcomes of the
decision making not only change the decision maker’s knowledge
(about the care receiver) and decision rules (care principle),

but also influence the subsequent decision process.

Expertise in "Finding a Balance Point"

One of the caregivers in the sample seemed to be an expert
in "finding a balance point" and another frequently failed in
"finding a balance point". The different outcomes of these two
processes of "finding a balance point" are illustrated in the
following quotes:

Expert caregiver who finds and maintains a balance point:
Taking care of an elderly person is just like taking care of
a kid "baby". When she is sleeping, it is easier to do
housework, so you have to do it quickly, or else after she
wakes up, especially if she is really confused, you can not
do anything. When you want to cook and she is awake, I would
let her participate the kitchen work, such as cleaning the
vegetables. If she said that she is going home, I would tell
her that she still has work to do, repeatedly saying these
to keep her around.... Sometimes I would put away my work -
and enter her world or invite her to enter mine and then
gradually lead her. She likes to fold the clothes. I just
mess the clothes and she would take a long time to fold it.
When she really wants to go home and folds very fast, I
would mess them up again.... if you do not handle well, you
would be very exhausted, very angry. This is like taking
care of baby. When the baby is crying, you cannot do
anything, because the baby cannot enter our world. It is the
baby’s nature to cry. But older people are still different
from the baby. For a baby, you can not distract
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her/him...... This is just self-awareness, a feeling. For
example, if I am not comfortable myself and she is also very
irritating, I also have other stuff to do at the same time,
then I would think about how to deal with these and make
both side balance. Or else, I would give up my work and
totally spend time with mom, I would not give her up for the
work, because she would get worse. She is a lively person
that can move and make a mess. I cannot leave her alone,
because she would get worse. The first priority is safety.
When she insists on going home, if you leave her alone, she
would just walk out and disappear. For this reason, when I
need to cook, I take her to the kitchen with me, or pretend
to ask her how to make certain dishes. She would teach you,
then you can praise her.... When I feel odd, the thing I am
doing is interrupted by her, when she becomes the obstacle,
I try to resolve it. It is just like when there is a thing
in your shoes that makes you uncomfortable, you try to take
it out....Of course safety is the biggest consideration,
because once she has an accident, she is the one that
suffers, the caregiver would become really tired, more work
to do, very troublesome. Like last time, she fell down
badly, she was in a lot of pain, and we had to put ointment
on for her, put ice bag on, and so on. Our work load also
increased.

Caregiver who failed to find a balance point: I went to the
clinic because I did not feel good that day. After I came
home. He (CR) got very angry and blamed me for not being
home. I tried to be nice and explained to him, but he would
not listen. I think I was too tired. I must have said
something to irritate him. He started to hit me, and I hit
back, he got more angry and hit me more. The aide came to
help and he even hit her. I called the nursing home down on
the street and they came and took him to the nursing home.
That afterncon, one of our friends went to see him and said
that he loocked pitiful and kept saying "I did nothing wrong,
why lock me up here." I feel bad too, so I took him home.

Caregivers who failed to find a balance point when facing
competing needs or competing opinions about needs in caregiving
differed in several ways from expert caregivers. In recognizing
competing needs or competing opinions about needs, the caregiver
who failed to find a balance point did not recognize either the
competing needs, or competing opinions about needs, that needed

to be balanced or the competing needs or competing opinions about
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needs that occurred unexpectedly. Even if the situation had
happened before, the caregiver who failed to find a balance point
did not link the situation to this past experience. In contrast,
the expert caregiver not only recognized competing needs or
competing opinions about needs, but linked the current situation
to her past experiences. The expert caregiver also anticipated
what kind of competing needs or competing opinions about needs
would arise. In weighing competing needs or competing opinions
about needs, the caregiver who failed to find a balance point did
not know what the possible choices were, nor did she transfer
knowledge from past experiences to the present condition. On the
other hand, the expert caregiver knew ahead what the possible
choices were and imagined what the consequences of each choice
would be (simulation weighing). The expert caregiver transferred
her knowledge from other experiences to reframe the situation,
for example, using her experiences of taking care of a baby. In
taking balancing strategies, the caregiver who failed to find a
balance point took "engaging in self-care activities" strategies
until things were out of balance, then she would take other
strategies such as modifying environment or recruiting members to
work team. The expert caregiver took a wide variety of different
strategies including modifying the environment, running the work
team, managing behavior/emotional problems, altering
schedule/activities and engaging self-care activities; she
predicted the consequences of the strategies accurately most of

the time. This finding might be supported by the ideas of Means,
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Salas, Crandall, and Jacobs (1993) about the expert decision
makers. They reviewed several studies on decision making and
found that effective decision makers are distinguished by an
ability to frame the questions, and use domain knowledge, such as
pattern recognition and linking following action with that

knowledge.
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CHAPTER 5
Discussion and Conclusions

Contributions of Finding a Balance Point to the Caregiving

Literature

The findings of this study represent a preliminary effort to
understand the quality of family care. The process of "finding a
balance point" in family caregiving when facing competing needs
or competing opinions related to needs emerged as the central
concept. Results of this study presented different sources and
types of "finding a balance point." Results of this study also
describe characteristics, caregiving factors and consequences
related to "finding a balance point." The findings of this study
contribute to the knowledge base about the nature of caregiving.
This study adds a new perspective to the caregiving process that
"finding a balance point" has not been reported as the caregiving
process central to the quality of family care. The findings of
this study also provide a framework for guiding research related
to quality of family care, caregiving process and nursing actions
to assist caregivers facing competing needs or competing opinions
related to needs.

contributions of finding a balance point to the literature

about family caregiving in Taiwan. Most of the studies on family

caregiving in Taiwan are based on measures, models and concepts
developed in the western culture. This study contributes to the
literature about Taiwanese families and caregiving by introducing

a tentative theory of "finding a balance point". Only two
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previous studies of caregiving process in Taiwan reported
findings on caregiving tasks (Shyu & Chang Yeh, 1992; Shyu, Chang
Yeh, Yang, & Huang, 1992) and two studies reported on gqguality of
family care (Chen, et al., 1995; Lin et al., 1995) . The findings
of this study contribute to the knowledge base of the caregiving
processes central to quality of family care in Taiwan by
identifying a previously unidentified process and by providing a
framework for future studies related to the caregiving processes
in Taiwanese families.

Limitations of the Study

A limitation of this study is that the process of "finding a
balance point" was primarily understood retrospectively. Only one
family was followed through the process of "regaining balance
point" by two phone calls and two interviews at different points
in time. This might explain why most of the data for "finding a
balance point" reflected global descriptions rather than
situational-specific descriptions. Only when a situation of
"regaining balance point" had occurred, could situation specific
descriptions be made. The nature of daily "events" which caused
maintaining balance to occur was not saturated in this study and
needs to further explored with situation-specific interview
guides. Similarly, this study was not able to explore how
different levels and different types of "finding a balance point”
developed and changed longitudinally in caregiving. Also, the
process of "finding a balance point" might exhibit different

patterns in different phases of caregiving. For example, in
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addition to "maintaining the balance point" and "regaining the
palance point", "establishing the balance point" may occur for
caregivers who are just beginning to provide care for another
family member.

Another limitation to this study is that although
participant observations were conducted at the convenience of the
family, interviewing was still the primary strategy for data
collection. Without engaged and more structured observation,
aspects of the process of "finding a balance point" that are
performed but can not be described by participants may not be
adequately captured by the described activities. For example, the
skill-based behavior mentioned in Rasmussen’s decision making
model (1993) might not be captured by caregivers who are so
familiar with it that they do it without thinking.

Findings a Balance Point Contrasted with Extant Theories

Decision theories. With concepts supported and sensitized by

naturalistic models of decision making (Klein, 1993; Lipshitz,
1993; Means et al, 1993; Montgomery, 1993; Rasmussen, 1993), the
process of "finding a balance point" can be viewed as a specific
type of decision making process that focuses on decisions and
actions related to balancing competing needs in caregiving.
However, most of the decision making models do not deal with
factors such as characteristics of caregiver, care receiver and
family, quality of relationships between caregiver and care
receiver and family culture. Most of the decision making models

do not deal with the emotions of decision makers. In contrast,
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emotions and feelings played an important role throughout the
process of "finding a balance point." These differences might be
due to the fact that the process of "finding a balance point"
emerged from family caregiving experiences that are interactive,
emotionally-involved and rooted in family life history.

Family theories. Wright and Leahey (1984) described family
dynamics from a systems theory perspective--families tend to
maintain equilibrium and balance in a constant changing state.
This observation supports the findings of the current study. In
contrast to system theory, "finding a balance point" specifically
focuses on the process of dealing with competing needs in the
family caregiving process. Family caregivers made decisions and
actively took strategies in this process.

Psychosocial homeostasis theory. "Finding a balance point"

is also different from the concept of "psychosocial homeostasis"
(Hsu, 1973, 1978), although psychosocial homeostasis might be
able to provide some explanations for a family’s balancing
strategies. Psychosocial homeostasis refers to the state of
harmony of a individual’s affective involvement. To maintain the
sense of intimacy, individuals search for and establish links
with other persons. "Finding a balance point" specifically
describes the interactive process between a dyad or within a
family and involves not only the sense of harmony of the
nactors’" affective involvement, but also the care receiver and
family’s outcomes that result from the process.

Roy’s adaptation theory. Similar to Roy’s adaptation model
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(Roy & Andrews, 1991), "finding a balance point" focuses on
responses of a adaptive system (caregiver) to a constantly
changing environment which is full of stimuli (constantly
changing competing needs or competing opinions related to needs)
and adaptation as a dynamic state of equilibrium (interactive
equilibrium) involving responses brought by autonomic and
cognitive processes (Roy & Roberts, 1981). In contrast to Roy’s
model, the consequences of "finding a balance point" are not
limited to equilibrium on the individual level, but also the
dyadic and family levels; and the process of "finding a balance
point" might occur as a collaborative process between and among
multiple caregivers or between caregiver and care receiver. In
contrast to Roy’s adaptation model, the "finding a balance point”
model includes caregiving factors and related characteristics
because "finding a balance point" occurs in a caregiving context.

Finding a Balance Point Contrasted to Findings from Caregiving

Research

Caregiving literature related to caregiving process. Similar

to studies on caregiving tasks (Archbold, 1980; Bowers, 1987;
Clark & Rakowski, 1983; Given et al., 1988; Lang & Brody, 1983;
Shyu & Chang Yeh, 1992; Shyu, Chang Yeh, Yang et al., 1992;
Stetz, 1987; Stoller & Earl, 1983), on dynamics in family
caregiving (Phillips & Rempusheski, 1986), on enrichment process
in caregiving (Cartwright et al., 1994), on mutuality and
preparedness (Archbold et al., 1990) and on working-out systems

(Nkongho & Archbold, 1993), the findings of this study describe
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what and how caregivers engage in daily caregiving processes, the
results of the caregiving process and related factors. A care
receiver’s illness trajectory and caregiver’s characteristics are
usually considered. The model that emerged from this study
provides another perspective to look at caregiving process with
concerns of quality of family care.

Four descriptive qualitative studies on caregiving to
persons with AD describe the caregiving process (Lindgren, 1993;
Willoughby & Keating, 1991; Wilson, 1989; Wuest et al., 1993) as
progressive with identifiable stages throughout progression of
the care receiver’s illness. In contrast, the process of finding
a balance point does not have progressive, identifiable stages,
but is circular in daily caregiving situation.

Caregiving literature related to balance. "Finding a balance
peint" as a central variable for quality of family care has not
been reported in literature. However, "balancing outside work
with caregiving" as part of "sense of self," which influence the
degree of caregiver role strain, was reported in a study of
family caregiving experiences using grounded theory methodology
(Beach, 1993). In Beach’s study, most caregivers reported having
difficulties in balancing caregiving with full-time employment
and disruptions in work performance or work schedule. The results
of Beach’s study support the findings of this study: "having
difficulties" can support the stage of "recognizing competing
needs or competing opinions about needs"; '"changes in work

performance or alteration of work schedule" can be viewed as the
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actions of "taking balancing strategies"; and role strain can be
seen as one of the caregiver consequences.

In contrast to this study, none of the participants of
Beach’s study considered the option of hiring outside care in
order to remain employed and they also rarely received assistance
from family members. This difference might due to the different
family kinship system between Chinese and western families.
According to Hsu (1973, 1978), the Chinese family is a father-son
dominated kinship system that appears to have the characteristics
of continuity and inclusiveness. Individuals tend to establish
kinship or kinship-like ties. This might explain why caregivers
in the current study tended to involve their families in the
caregiving work team. At the same time, most of the hired aides
in the current study lived with the families for years and were
also seen as part of the families. In contrast, the western
family is a husband-wife dominated kinship system that appears to
have the characteristics of discontinuity and exclusiveness,
which leads them to discard their kinéhip system (Hsu, 1973,
1978) .

Caregiving literature related to balancing strategies. Work

team recruiting/running management and schedule management were
found to be taken most often to "find a balance point" when
facing competing needs in caregiving. Involving family and
outside help in the caregiving team is recommended in a
caregiver’s guide book for lay people in Taiwan (Ko, 1994).

Schedule management in balancing competing needs, or competing
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opinions about needs, can increase predictability for the
caregiver. Predictability is a dimension of quality of family
care (Cartwright et al., 1991) and is defined as the regularity
of care activities or the establishment of routines within the
caregiving experience.

Implications for Nursing Practice

The findings of this study might contribute to nursing
practice in the following area: taking the perspective of
"finding a balance point" when dealing with families might
increase the sensitivity of home care nurses to a family’s
cbnditions and actions. Nurses might be more alert to different
sources of competing needs or competing opinions about needs that
caregivers face. When working with families of children-
caregivers, nurses can focus more attention on the competing
needs of the caregiver’s nuclear family and his/her parent. When
working with families of spouse caregivers, nurses can be more
conscious about the competing needs of the care receiver and the
caregiver’s own physical, emotional and social needs. In families
with multiple caregivers, nurses can focus on finding a balance
point between multiple sources of help and consistency in care.

Based on the findings of differences between expert
caregivers and caregivers who fall to maintain balance, nursing

=

interventions can be developed in the following areas: helping
family caregivers to recognize the competing needs or competing
opinions about needs ahead of time by linking past experiences

with present conditions; helping family caregivers to simulate
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possible choices and following outcomes in weighing competing
needs or competing opinions about needs; helping family
caregivers to become familiar with a wide variety of balancing
strategies and choosing/implementing effective strategies that
will balance competing needs or competing opinions about needs.
To further facilitate the process of finding a balance point
between competing needs or competing opinions about needs, nurses
can work on increasing a caregiver’s resources and caregiver’s
knowledge about the care receiver, decrease task difficulty, and
helping caregivers to establish a realistic care principle. Since
characteristics influence both caregiving factors and the
balancing process, nurses can activate some existing family and
caregiver characteristics to become resources that can contribute
to the balancing process. The assessment of characteristics might
also enable nurses to predict some of the potential competing
needs or competing opinions about needs and prepare a family for
themn.
Implications for Nursing Research

Further research is needed to answer the following
questions: How does "finding a balance point" develop over time
in family caregiving? What are the specific daily events that
facilitate "maintaining" balance? What are the nurse’s roles
longitudinally in helping families to find a balance point when
facing competing needs or competing opinions about needs? What
kinds of symbols and behaviors related to the process of "finding

a balance point" might be used for engaged participant
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observation? We will further analyze and report the data on
interviews with care receivers, aides and nurses in this study
related to "finding a balance point", comparison between
different perspectives, and the data on interactions among
related concepts of "finding a balance point".

Summary

This paper represents the main analysis of a complex data
set from a descriptive qualitative study of quality of family
caregiving for frail elders in Taiwan. The model of "finding a
balance point" derives primarily from interviews with caregivers.
Caregivers used the process of "finding a balance point" to deal
with competing needs or competing opinions about needs, in order
to achieve or preserve interactive equilibrium in caregiving.

The process of "finding a balance point" includes three
components: recognizing the competing needs or competing opinions
about needs, weighing them and taking balancing strategies to
deal with them. Caregivers used "maintaining the balance point"
to prevent major problematic situations, and used "regaining the
balance point" to restore a more satisfactory situation after a
major problematic situation already happened. Different sources
giving rise to competing needs in the process of "finding a
balance point" were: competing family needs and CR needs,
competing CG needs and CR needs, and competing CR needs or
competing opinions about CR needs. Concepts related to "finding a
balance point" include characteristics, caregiving factor, event,

and consegquences.
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Expert caregivers in "finding a balance point" were able to
recognize and anticipate competing needs or competing opinions
about needs; know ahead what the possible choices and
consequences were when weighing competing needs or competing
opinions about needs; and take a wide variety of different
balancing strategies. Findings of this study increase the
knowledge base of caregiving process and quality of family care
in Taiwan. Findings of this study also provide suggestions for
practical nursing interventions and a framework for future

substantive theory development.
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Appendix B
Summary of and Rationale for

Meodifications in the Research Metheod
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Appendix C

The Letters of Support from Home Care Agencies
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Novemver 20, 1994

Yea-Ing Lotus Shyu, RN, MS
3F., No.8-1, Ln., 18,
Wen-Chou Street, Tapei

Dear Ms. Shyu,

Your research project "Quality of Family Caregiving to Frail
Elders in Taiwan" is an important study to the community health
nursing in Taiwan and our nursing department is willing to
support you. As a head nurse of this department, I would welcome
the opportunity to participate in this research project.

Sincerely yours,
jﬁ& Furl Cl&h
Yu Huei Chen
Head Nurse of Health Station of Ta-An District
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February 20, 1993
1F., No 4-1, Ln 16, Wen Chou Street \
Taipei, Taiwan, R. O. C.

Yea-Ing Lotus Shyu, RN, MS
S.W., Campus Dr., Rm 618
Oregon, OR, 97201

U. S. A.

Dear Ms. Shyu,

Your proposed research pilot project "Quality of Family
Caregiving to Frail Elders in Taiwan" is a valuable study that
our agency supports whole heartily. Our mission at Taipei Home
Health Care Nursing Agency is to provide comprehensive quality
care to our clients. As an administrator of this agency, I would
welcome the opportunity to participate in this pilot study and
the following larger study.

I look forward to assist you in collecting data for your study.

e

Huey Jane Lee
Administrator of Taipei Home Care Nursing Agency

Sincerely,
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Consent Forms for participation
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Ooregon Health Sciences University
Consent Narrative to be Read to: Family Caregivers
Quality of Family Caregiving to Frail Elders

PRINCIPAL INVESTIGATOR: Yea-Ing Lotus Shyu, RN, MS, Doctoral
student, School of Nursing, Oregon
Health Sciences University.

ADVISOR: Patricia G. Archbold, RN, DNSc, FAAN
Professor, School of Nursing,
Oregon Health Sciences University.

CONSENT NARRATIVE: To be used with caregivers who provide
care to a frail elder person receiving
home health care.

Study Purpose
The purpose of this study is to learn about what people involved

in family caregiving think about the quality of family care. Ms.
Shyu will be interviewing and observing frail elders, their
caregivers, their home health nurses regarding their caregiving
experiences.

Procedures

If you agree to participate you will be interviewed, at least
once, in your home. The interview will last approximately 1 to 2
hours. You will be asked guestions about your caregiving day,
the things you do to make the care you provide to [CR] as good as
possible, the things you think can be improved, and what you
think are the important things for family caregiving.

Confidentiality
The interview will be audio-tape recorded and written notes will

be kept. The tapes will be transcribed in Chinese, with all
personally identifying information deleted in the transcription
process. The audio tapes will be destroyed after the
transcription is complete. The transcripts will then be
translated into English. The information you share with Ms. Shyu
will be handled in a manner to ensure confidentiality. Neither
your name nor your identity will be used for publication
purposes. Only Ms. Shyu and her faculty dissertation advisors
will have access to your responses. In the event, that Ms. Shyu
should discover elder abuse, she will report it to the home care

agency.

Risks and Benefits

Some of the questions may touch on sensitive experiences that may
be upsetting to you. You are free to decline to discuss any
topics which are uncomfortable to you. Participating in this
interview may provide some benefits for you. For example, some
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caregivers report that talking to someone about their situation
is helpful.

Cost of Participation
There is no charge for participating in this study. No

reimbursement or compensation will be given to you as the result
of your participation in this study.

Your Rights as a Participant
Participation in this research project is completely voluntary.

You may refuse to participate and may withdraw from this study at
any time without affecting the care you received from Taipei Home
Care Agency.

If you have questions about this research, or your rights and
responsibilities as a research participant, you should contact
Yea-Ing Lotus Shyu at 363-1184.

Name of Participant

Narrative read to subject Yes No
Did participant have questions Yes No
Subject questions answered Yes No N/A

Signature of investigator

Date
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Oregon Health Sciences University
Consent Narrative to be Read to: Care Receivers
Quality of Family Caregiving to Frail Elders

PRINCIPAL INVESTIGATOR: Yea-Ing Lotus Shyu, RN, MS, Doctoral
student, School of Nursing, Oregon
Health Sciences University.

ADVISOR: Patricia G. Archbold, RN, DNSc, FAAN
Professor, School of Nursing,
Oregon Health Sciences University.

CONSENT NARRATIVE: To be used with elders who receive care
from a family member and a home care
nurse.

Study Purpose
The purpose of this study is to learn about what people involved

in family careg1v1ng think about the quality of family care. Ms.
Shyu will be interviewing and observ1ng frail elders and their
caregivers regarding their caregiving experiences.

Procedures

If you agree to participate you will be interviewed, at least
once, in your home. The interview will last approx1mately 1
hour. You will be asked questions about your day, the things
[CG] does that are good for you, the things you would like to
change about your care, and what you think are the important
things for family caregiving.

Confidentiality

The interview will be audio-tape recorded and written notes will
be kept. The tapes will be transcribed in Chinese, with all
personally identifying information deleted in the transcription
process. The audio tapes will be destroyed after the
transcription is complete. The transcript will then be
translated into English. The information you share with Ms. Shyu
will be handled in a manner to ensure confidentiality. Neither
your name nor your identity will be used for publication or
publicity purposes. Only Ms. Shyu and her faculty dissertation
advisors will have access to your responses. In the event, that
Ms. Shyu should discover elder abuse, she will report it to the
home care agency.

Risks and Benefits

Some of the guestions may touch on sensitive experiences that may
be upsetting to you. You are free to decline to discuss any
topics which are uncomfortable to you. Participating in this
interview may provide some benefits for you. For example, some
care receivers report that talking to someone about their
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situation is helpful.

Cost of Participation

There is no charge for participating in this study. No
reimbursement or compensation will be given to you as the result

of your participation in this study.

Your Rights as a Participant

Participation in this research project is completely voluntary.
You may refuse to participate and may withdraw from this study at
any time without affecting the care you received from Taipei Home
Care Agency.

If you have questions about this research, or your rights and

responsibilities as a research participant, you should contact
Yea-Ing Lotus Shyu at 363-1184.

Name of Participant

Narrative read to subject Yes No
Did participant have questions Yes No
Subject questions answered Yes No N/A

Signature of investigator

Date
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Oregon Health Sciences University
Consent Form: Home Care Nurses
Quality of Family Caregiving to Frail Elders
PRINCIPAL INVESTIGATOR: Yea-Ing Lotus Shyu, RN, MS, Doctoral
student, School of Nursing, Oregon
Health Sciences University.
ADVISOR: Patricia G. Archbold, RN, DNSc, FAAN

Professor, School of Nursing,
Ooregon Health Sciences University.

CONSENT FORM: To be used with home care nurses who
provide home care to the families in the
study.

Study Purpose
The purpose of this study is to learn about how persons involved

in family caregiving think about the quality of family care. Ms.
Shyu will be interviewing and observing frail elders, their
caregivers and their home care nurses regarding their caregiving
experiences.

Procedures
If you agree to participate you will be interviewed, at least
once. The interview will last approximately 1 hour. You will

be asked questions about what aspects of the family you are
taking care of reflect high quality or problems of family care,
and how you know when a caregiving situation is good or
problematic.

Confidentiality

The interview will be audio-tape recorded and written notes will
be kept. The tapes will be transcribed in Chinese, with all
personally identifying information deleted in the transcription
process. The audio tapes will be destroyed after transcription
is complete. The transcript will then be translated into
English. The information you share with Ms. Shyu will be handled
in a manner to ensure confidentiality. Neither your name nor
your identity will be used for publication or publicity purposes.
only Ms. Shyu and her faculty dissertation advisors will have

access to your responses,

Risks and Benefits

Participating in this study will require some of your time. You
are free to decline to participate at anytime. Participating in
this interview may provide some benefits for you. For example,
having the chance to organize and gain insight about how you view
the guality of family caregiving may be helpful to you in
providing home health care.
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Cost of Participation
There is no charge for participating in this study. No

reimbursement or compensation will be given to you as the result
of your participation in this study.

Your Rights as a Participant
Participation in this research project is completely voluntary.

You may refuse to participate and may withdraw from this study at
any time without affecting your job at Taipei Home Care Agency.

If you have questions about this research, or your rights and
responsibilities as a research participant, you should contact
Yea-Ing Lotus Shyu at 363-1184.

Signature Date
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Oregon Health Sciences University
Narrative to be Read to: Hired Aides
Quality of Family Caregiving to Frail Elders

PRINCIPAL INVESTIGATOR: Yea-Ing Lotus Shyu, RN, MS, Doctoral
student, School of Nursing, Oregon
Health Sciences University.

ADVISOR: Patricia G. Archbold, RN, DNSc, FAAN
Professor, School of Nursing,
Oregon Health Sciences University.

CONSENT NARRATIVE: To be used with caregivers who provide
care to a frail elder person receiving
home health care.

Study Purpose
The purpose of this study is to learn about what people involved

in family caregiving think about the quality of family care. Ms.
Shyu will be interviewing and observing frail elders, their
caregivers, their home health nurses and hired aide regarding
their caregiving experiences.

Procedures

If you agree to participate you will be interviewed, at least
once, in the home you are hired. The interview will last
approximately 1 hour. You will be asked gquestions about your
caregiving day, how do you work with the family caregiver to take
care of the care receiver and the things you think you are
important for family caregiving.

Confidentiality
The interview will be audio-tape recorded and written notes will

be kept. The tapes will be transcribed in Chinese, with all
personally identifying information deleted in the transcription
process. The audio tapes will be destroyed after the
transcription is complete. The transcript will then be
translated into English. The information you share with Ms. Shyu
will be handled in a manner to ensure confidentiality. Neither
your name nor your identity will be used for publication or
publicity purposes. Only Ms. Shyu and her faculty dissertation
advisors will have access to your responses. In the event, that
Ms. Shyu should discover elder abuse, she will report it to the
home care agency.

Risks and Benefits

Some of the questions may touch on sensitive experiences that may
be upsetting to you. You are free to decline to discuss any
topics which are uncomfortable to you. Participating in this
interview may provide some benefits for you. For example, some
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caregivers report that talking to someone about their situation
is helpful.

Cost of Participation
There is no charge for participating in this study. No

reimbursement or compensation will be given to you as the result
of your participation in this study.

Your Rights as a Participant
Participation in this research project is completely voluntary.

You may refuse to participate and may withdraw from this study at
any time without affecting the care you received from Taipei Home

Care Agency.

If you have questions about this research, or your rights and
responsibilities as a research participant, you should contact
Yea-Ing Lotus Shyu at 363-1184.

Name of Participant

Narrative read to subject Yes No
Did participant have questions Yes No
Subject questions answered Yes No N/A

Signature of investigator

Date
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Oregon Health Sciences University
Consent Narrative to be Read to: Care Receivers & Caregivers
Quality of Family Caregiving to Frail Elders
PRINCIPAL INVESTIGATOR: Yea-Ing Lotus Shyu, RN, MS, Doctoral
student, School of Nursing, Oregon
Health Sciences University.
ADVISOR: Patricia G. Archbold, RN, DNSc, FAAN

Professor, School of Nursing,
Oregon Health Sciences University.

CONSENT NARRATIVE: To be used with elders who receive care
from a family member and a home care
nurse.

Study Purpose
The purpose of this study is to learn about what people involved

in family caregiving think about the quality of family care. Ms.
Shyu will be interviewing and observ1ng frail elders and their
caregivers regarding their caregiving experiences.

Procedures

If you agree to participate you will be interviewed, at least
once, in your home. The interview will last approx1mately 1 to 2
hour for both of you together. You will be asked questions
about your day, the things [CG] does that are good for (CR], and
the thlngs that can be improved or you would like to change about
the careglv1ng, and what you think are the important things for
family caregiving.

Confidentiality
The interview will be audio-tape recorded and written notes will

be kept. The tapes will be transcribed in Chlnese, with all
personally identifying information deleted in the transcription
process. The audio tapes will be destroyed after the
transcription is complete. The transcript will then be
translated into English. The information you share with Ms. Shyu
will be handled in a manner to ensure confidentiality. Neither
your name hor your identity will be used for publication or
publicity purposes. Only Ms. Shyu and her faculty dissertation
advisors will have access to your responses. In the event, that
Ms. Shyu should discover elder abuse, she will report it to the
home care agency.

Risks and Benefits

Some of the questions may touch on sensitive experiences that may
be upsetting to you. You are free to decline to discuss any
topics which are uncomfortable to you. Participating in this
interview may provide some benefits for you. For example, some
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care receivers report that talking to someone about their
situation is helpful.

Cost of Participation
There is no charge for participating in this study. No

reimbursement or compensation will be given to you as the result
of your participation in this study.

Your Rights as a Participant

Participation in this research project is completely voluntary.
You may refuse to participate and may withdraw from this study at
any time without affecting the care you received from Taipei Home

Care Agency.

If you have questions about this research, or your rights and
responsibilities as a research participant, you should contact
Yea-Ing Lotus Shyu at 363-1184.

Name of Participant

Narrative read to subject Yes No
Did participant have questions Yes No
Subject questions answered Yes No N/A

Signature of investigator

Date
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Appendix E

Detailed Sample Summary in Each Phase
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Study Families, Respondents, Gender & Age, and Date of Interview

Family Respondent Gender Age Interview 1 Interview 2 ~ Member Check

Phase 1--Pilot

Pilot F 1 Care receiver male 77 3/15/94
(immobility)*

Caregiver female 77 3/15/94
Aide
Nurse A female 34 3/18/94

Pilot F 2 Care receiver male 65 3/16/94
(stroke)*

Caregiver female 65 3/16/94
Aide

Nurse A female 34 3/18/94

Phase 2--Purposive & Theoretical Sampling

Family 1 Care receiver male 88 7/24/94 -- -

(dementia)*

Caregiver female 82  7/24/94 4/15/95 4/15/95
Aide A female 52  7/24/94 - as
Nurse B female 32  7/26/94 ol -

Family 2 Care receiver female 80  7/28/94 - --
(dementia)*

Caregiver 1 female 57 8/17/94 - =
Caregiver 2 female 47 7/28/94 -- =

Caregiver 3  female 44 8/01/94 -- -
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Family Respondent Gender Age Interview 1 Interview 2~ Member Check

Caregiver 4 female 42 7/28/94 - A
Caregiver 5 female 38  8/03/94 1/17/95 1/17/95
Caregiver 6 male 40 8/02/94 2/20/95 2/20/95
Caregiver 7 female 35 7/28/94 - -
Caregiver 8 male 38 8/02/94 -- —
Aide - -- -- . -
Nurse A female 34 8/19/94 -- =

Family 3 Care receiver male 66 10/04/94° - -

(dementia)®

Caregiver female 58 10/04/94 2/15/95 2/15/95
Aide B female 38 10/04/94 -- -
Nurse C female 30  10/24/94 -- -

Family 4 Care receiver male 87 10/08/94° - =
(dementia)®

Caregiver female 82 10/08/94 -- --
Aide C female 54 10/08/94 = =
Aide D female 35 10/08/94 -- --

Nurse C female 30 10/24/94 - -
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Family Respondent Gender Age Interview 1 Interview 2 Member Check
Family 5°  Care receiver male 74 1/20/95 - -
(difficulty in swallowing)®
Caregiver female 73 1/20/95 -- 1/20/95
Aide -- -- - - .
Nurse D female 42 2/08/95 -- --
Family 6°  Care receiver male 69 2/09/95 -- -
(dementia)*
Caregiver female 68 2/09/95 - 2/09/95
Aide -- -- -- aa -
Nurse E female 40 2/08/95 - --

*Reason for home health referral. *This respondent was unable to respond to interview.

*This family was interviewed once for both basic data and theoretical sampling.
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Sample Summary
8 Families total

Data from:
CR 6 (2 demented and unable to respond to interview)

CG 15 (8 from one family)

Aide* 4 (2 from one family)
Nurse 5 (one nurse cares for 3 families, a second nurse cares for 2 families)

"~ 30 individuals (21 family members, 5 nurses, 4 aides)

Interviews with families

Interview 1 N =8 families
Interview 2 N=3 families (2 caregivers in family 2)
Member check N=35 families (2 caregivers in family 2)

* Some aides are within family (although paid), others are service providers only.
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Appendix F

Interview Guide
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Caregiver

I would like to ask you some questions about your experiences in
taking care of [CR]. There are no right or wrong answers:

1. I am interested in how your day‘goes in caring for [CR].
could you describe a typical day (perhaps yesterday)?

2. When you take care of [CR], what are the things you pay more
attention to? What are the things that are most important for

you? for the [CR]?

If you have to leave home to go to some place for a couple
days, and someone come to take care of [CR] for you, what
would you tell him/her, so that they could do a good job in
taking care of [CR] ?

3. When you have limited energy and time, what are the things you
will do first and what are the things you will let go? How do
you decide? What things do you consider when you make those
decisions?

4. Can you identify what things you do for [CR] that are good for
[CR]? or the things you do that are effective and the results
turn out to be good? What do you think about that? What do you
like about the outcome?

5. What are the things you do to make the care you provide to
[CR] as good as possible? Why?

6. Can you identify the things you do for [CR] that can be
improved or you would like to be changed? Why is that? How
would you wish it to be different?

7. T would like to know what you think are the important things
for family caregiving? What would you say about a good
caregiving? and what things might indicate problematic
caregiving?

Do you have anything else you would like to talk about? or other
questions that you would like to ask me?

If I have some more questions later, can I call you and come
visit you again?

Many thanks for your participation!
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Care Recelver

I will ask you some questions about your experiences of being
taken cared for by [CG]. There are no right or wrong answers:

1. I am interested in how your day goes in receiving care from
[CG]. Could you describe a typical day (perhaps yesterday)?

I’'d like to hear as much as possible about the beginning of
the day, when you wake up-to the end of the day, before you
fall asleep, for both of you.

2. When you being taken care by [CG], What are the things that
[CG] does to take care of you that are most important to you?
what things does [CG] pay more attention to? How do you decide?

3. Can you identify the things that [CG] does for you that are
good for you or that you like the most? Why is that? How are they
good?

4. Ccan you identify the things [CG] does for you that you would
like to change? Why is that? How?

5. What do you think are the important things for family

caregiving? What would you say about good caregiving? and what
things might indicate problematic caregiving?

Do you have anything else you would like to talk about? or other
questions that you would like to ask me?

If I have some more questions later, can I call you and come
visit you again?

Many thanks for your participation!
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Nurses

T will ask you some questions about how you view the quality of
family care. There are not right or wrong answers.

1. If you had to tell another nurse about visiting this family,
what would you tell them would be important to know for this
family?

2. I am interested to know what aspects of this family situation
reflect a high quality of family care?

3. I am interested to know what you think it is about this family
that makes the caregiving problematic?

4. How do you decide what is important to look for in terms of
the family care quality in this family?

5. In this family, if the caregiver has limited time and energy,
what are the caregiving things you think should be viewed as
first priority, what are the things you think could be let go,
why is that?"

6. In general, when you visit families, what are things you pay
most attention to? Why?

7. How do you know when a caregiving situation is a good one?
What characteristics does it have?

8. How do you know when a caregiving situation is a problematic
one? What characteristics does it have?

Do you have anything else you would like to talk about? or other
questions that you would like to ask me?

If I have some more questions later, can I call you and come
visit you again?

Many thanks for your participation!
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Hired 2aide

I would like to ask you some guestions about your experiences in
taking care of [CR] with [CG]. There are no right or wrong
answers:

1. I am interested in how your day goes in caring for [CR].
Could you describe a typical day (perhaps yesterday)?

2. How do you and [CG] work together to take care of [CR]? How
do you divide the labor? How much is [CG] involved in the direct
caregiving? What else beside these things does [CG] do for [CR]?

3. When you take care of [CR], what are the things [CG] asks you
to pay more attention to? What are the caregiving things that
concern [CG]?

4. I would like to know what you think are the important things
for family caregiving? What would you say about a good
caregiving? and what things might indicate problematic
caregiving?

Do you have anything else you would like to talk about? or other
guestions that you would like to ask me?

If I have some more guestions later, can I call you and come
visit you again?

Many thanks for your participation!
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Joint Interview Guide For Caregiver and Care Receiver

I will ask you some questions about your experiences of taking
care of [CR] and being taken cared for by [CG]. There are no
right or wrong answers:

1. I am interested in the day goes for both of you. Could you
describe a typical day (perhaps yesterday)?

I’d like to hear as much as possible about the beginning of
the day, when you wake up-to the end of the day, before you
fall asleep, for both of you.

2.

CG. When you take care of [CR], what are the things you pay more
attention to? What are the things that are most important for
you?

If you have to go to some place for a couple days, and
someone come to take care of [CR] for you, what would you
tell them to be careful about in caregiving?

CR. When you being taken care by [CG], What are the things that
are most important for you? what are the things you think [CG]
pay more attention to?

3.

CG. Can you identify what things you do for [CR] that are good
for [CR]? or the changes you made are effective and results turn
out to be good? What do you think about that? why?

What are the things you do to make the care you provide to [CR]
as good as possible? Why?

CR. Can you identify the things that [CG] does for you that are
good for you or you like the most? Why is that?

4.

CG. Can you identify the things you do for [CR] that can be
improved or you would like to be changed? Wwhy is that? How
would you wish it to be different?

CR. Can you identify the things [CG] does for you that you would
like to change? Why is that?

5. I would like to know what both of you think are the important
things for family caregiving? What would you say about a good
caregiving? and what things might indicate problematic
caregiving?

Do you have anything else you would like to talk about? or other
questions that you would like to ask me?
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If I have some more questions later, can I call you and come
visit you again?
Many thanks for your participation!

Focus Interview on "Finding a Balance Point"

From our previous interview, it seemed to me that when you take
care of [CR], you often found yourself facing competing needs and
needing to find a balance point between meeting these competing

needs, For example: [Insert Example]. I would like to talk to
you about these caregiving experiences.

1) How do you see "finding a balance point" between competing
needs in relation to caregiving?

2) What are the things you need to balance with in caregiving?
3) How do you realize the need for balancing?
4) How do you set your priorities between the competing needs?

§) What are the strategies you used to balance these competing
needs?

6) What are the influences of this balancing process on the care
you provide?

7) How do you feel about this balancing process?

8) What might be the influencing factors for a successful process
of "finding a balance point"?

Do you have anything else you would like to talk about? or other
questions that you would like to ask me?

If I have some more questions later, can I call you and come
visit you again?

Many thanks for your participation!
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Sample Script

Hello, I am calling to speak to (CAREGIVER). My name is Shyu,
Yea-Ing. Ms. (home care nurse) talked with you about me? I am a
PhD nursing student working on my research project about family
care. Is this a convenient time for you to talk?

(If it is not convenient, ask when you might be able to call them
back)

I am interested in family caregiving situations for disabled
elderly persons at home. I would like to talk to you about how
you take care of [Care Receiver] and your opinions about family
caregiving. I would also like to talk to [Care Receiver] about
his/her daily activities and his/her experience of being taking
care of. I would like to interview you and [Care Receiver]
separately if possible. The interview will be about 1 hour for
each of you.

A lot of families are taking care of disabled elderly members at
home like your family. The findings of this study may help home
care nurses to better understand family caregiving situations and
provide appropriate services.

Do you have any questions about the study? Does this sound like
something you would like to participate in?

(If the caregiver declines to participate, try to determine
her reason for refusing. Then thank her for her time and
wish her well.)

I would like to be able to interview at a time that is convenient
for you, and for [Care Receiver]. I can come twice to interview
you and [Care receiver] separately, if it is more convenient for
you. What would be a convenient time for me to come?

Date:

Time:
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Sample script

Hello, I am calling to speak to (CAREGIVER). I am Shyu, Yea-
Ing. I interviewed you about months or weeks ago about
family caregiving, do you remember?
At our last interview, you said that I could call you or visit
you again if I have some more questions to ask you. Are you
still willing to meet with me? I have a few questions that I
would like to talk with you more about.

(If the caregiver declines to participate, try to determine

her reasons for refusing. Then thank her for her time and

wish her well.)

wWhat would be a convenient time for me to come?

Date:

Time:






