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ABSTRACT
When elderly people are cared for In Aged Care Facilities (ACFs} it is known that their
family members frequently suffer negative effects. These effects may be afleviated by
soclal support and, because they fee| better, family members may then offer more
support to residents. In this study, the researcher tested a model with a sample of 213
family members of ACF residents. Predictive relationships were hypothesised ameng
incentives for family members to support residents, stress related factors, the
percelved formal and informat support of family members, thelr psychological well-
belng, and the support they offered to residents, The researcher also developed the
Relatives' of Aged Care Residents Assessment of Staff Support Tool (RACRASST) to

measure family members' perceptions of suppart from the staff.

The researcher developed the RACRASST from data obtained at interviews with family
members of ACF residents and ACF staff, and from a review of the literature, The
instrument underwent testing and refinement procedures, including a factor analysis.
The test-retest relfability co-efficient for the scale was found to ba 0.99 over 2-3 days.
As used in the study, the RACRASST was & 29-itern unidimensional scale. Response
options ranged from Stongly Disagree to Strongly Agree. A not applicable opticn was
retained to identify items needing review. Items referred to staffffamily member
coimunication, staff care activities, staff use of the environment, and family members’
perceptions of a reliable alliance batween themselves and the staff. The instrument
was re-examined during the study and two items were deleted because of a high
percentage of missing/not applicable responses. Cronbach's alpha co-efficient for the

27-tem RACRASST was 0.96.



il

Findings of model testing confirmed hypothesised positive predictive relatfonships
between resldents' family members’ well-being (the dependent variable) and both
family members' perceptions of the residents’ adjustment and the length of stay.
Pressures refated to the ptacement were confirmed as negatively predicting well-being
in family members, and the degree to which family members feit attached to residents
was confirmed as positively predicting thelr self-reported support of residents. The
familial rctationshlp between the family member and the resident was also confirmed
as predicting family members' well-being, Support from ACF staff was not a significant
predictor of family mermbers' well-being, and well-being failed to predict famlly

members' support for residents,

An empirical model was also developed. This model accounted for 47% of the variance
in family members' weli-belng and 23% of the varlance in family members' self-
reported support for residents. Family members’ perceptions of their informal support
were found to account for 7% of the variance in support for residents and 5% of the
variance in pressures experienced because of the placement. Pressures In family
members negatively predicted their health and well-being, and being a residents’

daughter was a positive predictor of pressures.

The main conclusion is that Informal support is potentially highly benefictal to
residents’ family members. Accordingly, & is recommended that ACF staff fadilitate
supportive relationships among family members and residents. Further research to

develop and test the RACRASST and to test the empirical model is also recommended.
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CHAPTER I

Introduction
Nurses caring for elderly residents in long term care settings are required to ba both
speclalists in gerontologlcal care and workers in settings that are unique, fitting
neither the acute care mode) nor that of community care. The needs of elderly people
must be met in suoundings that are shared with many cthers, but that are also thelr

permanent homes.

In a person's home, there Is an expectation that family members and friends will be
welcome visitors. It is both desirable and likely, therefore, that nurses and other staff
in Aged Care Facilities (ACFs), will have frequent contact with residents” “significant
others”, Relationships among the trfad of residents, staff, and residents’ family
members were the main foci of the study documented here. This chapter outlines the

background to the study and explains the purpose and significance of the work.

Background $o the Study

The care of elderly people is becoming an issue of widespread concern. This is
because the proportion of the population that is elderly, aged 65 years or older, is
increasing In many countries, including those as diverse as China, Japan, italy,
Sweden, Australia, the United States of America (USA), and the United Kingdom {UK).
Additionally, it is generalfy the propartion of the very old, aged 80 years or older, that
is rising most quickly, whilst greater age in adults is associated with poorer heaith.
Australian data lllustrate these changes. Here, the annual rate of increase in the
elderly population as a whole, from 1995 to 2005, is predicted to be 1.8%. This
Increase is expected to be 3.9% In the case of the very old. Additionally, data from

1993 show that 8.4% of women betwean 6% and 69 years of age and 6.2% of men in



the same age group had a severe or profound handlcap. These percentages increased
to 59.1% and 50.8% respectively In those aged 85 years and older (Australian
Institute of Health and Welfare [AIHW] & Commonwealth Department of Health and

Fanily Services [CDHFS]), 1957).

Any increase in the proportion of the disabled elderly population means that a greater
number of dependent elderly people rely upan proportionately fewer younger family
members and friends for their care. Also, when this increase occurs in the very elderly,
more of the caregivers are elderly themselves and more likely to be frall, Therefore,
the need for professional care that is either residential or community based Is
increasing. The soclaf acceptability and affordabillity of such care are issues meriting

urgent consideration,

Professional care provided in a community setting is likely to be more socially
acceptable than restdential care since it addresses the maintenance of the famlly unit.
The aim of this care Is often to support and assist informal caregivers so they may
continue in their careglving rales without incurring adverse effects on their own health
{Twlgg, 1989). Additionally, informal caregivers who suffer financial privations, such
as less of income from pald employment, may sometimes be offered monetary
assfstance {Askham, 1998). Although the provision of professional care in the
community Is costly, It is frequently more financially viable than the provision of
residential care. However, when the care recipient is very heavily dependent, and/or a
home caregiver Is absent or debilitated, the costs of providing adequate care in the
community may become prohlbitive. Residential care Is essentfal, but frequently
soclally unacceptable. It may remove the Infirm elderly from a home that is familiar

and dear to them and separate family members wha have lived together for many




years. Elderly people entering ACFs may feel abandoned or ostracised, and their
family members may belleve they have failed to fulfil their abllgations (Brafthwaite,
1950). The admission of an elderly person into an ACF may contribute to great

distress within the family unit.

The distress that may be brought about by ACF placements Is well documented.
Although residents’ family rmembers are relieved of the necessity of performing
caregiving tasks, they may experience feelings such as guilt and sadness or grief
(Kellett, 1996; Matthiesen, 198%), anger {Rosenthal & Dawson, 1991), and uncertainty
or confusion {Dellasega & Mastrian, 1995; Johnson, Morton, & Krox, 1992). At the
same time, residents need to undergo an adjustment process so profound that it has
been called a “status passage” (Chenitz, 1986, p. 215), a process that may not be

finlte {Brooke, 1985}

Soclal support theory indicates mechanisms by which the distress suffered by ACF
residents and their family members may be alteviated. This theory proposes that the
adverse effects of stress may be relleved by social support, the support people have
from others {Cohen & Wills, 1985), It follows, therefore, that residents’ family
members wha are supported may suffer fewer adverse effects from an ACF placement
than those who lack support, Additionally, when family members are less distressed
and, consequently, more able to support their loved ones In the ACFs, residents, too,

should find the placement less traumatic,

Within the ACF, the main opportunities for supportive exchanges occur in interactions
among staff, residents, and residents’ family membets. However, supportive

Interactions outside the ACF are also relevant, malnly to residents’ family members,




‘The study reported here Involved the development and testing of a model of fFamily-
resldent support that was anchored In some of the tenets of social support theory.
These tenets are detailed in the next chapter of tha thesis, and relevant definitions are
to be found in Appendix A. The model proposed relationships ameng {a) the percelved
formal suppert of residents’ family members {from ACF staff); (b) their perceived
informal suppart (from family and friends); (c) contextual variables relating to the
placement, as identified from the literature; (d) family members’ psychological well-
being; and (&) the suppert these family members report providing to their
institutionalised relatives. This model suggesterd that the perceived support of family
members might influence family members’ well-being, and, via well-being, predict
family members’ support of their relatives in the ACFs. Well-being was viewad as likely
to be related to the ability to offer support because it is a concept that embraces
energy levels and perceptions of health (Dupuy, cited in McDowell & Newell, 1996}.
Contextual varfables were seen as influencing family members’ support of their
inshtutionalised relatives directly and/or via family members’ well-belng, The model is

fllustrated and described in more detail at the conclusion of the literature review.

To test the model, the researchar developed and refined an instrument to measure
famlly members’ perceived support from the staff. The psychemetric properties of this
scale were also tested. The researcher measured perceived support from the staff as a
separate entity, not as part of one incorporating Informal support, so that a specific
knowledge base for those working in ACFs might become accessible. A new
instrument was developed because an extensive review of the literature discovered no
existing Instrument specific to this construct, Data used to develop the instrument

were collected in a qualitative Investigation of family members’ perceptions of their



support from ACF staff, Family members' input continued during refinement and

testing procedures.

The researcher selected an existing instrument to measure family members’
perceptions of the support they provided to residents. It would have been preferable
to measure ACF residents‘perceptions of the support received from their family
members because perceptions of received support have most often been assoclated
with decreases in the adverse effects of stress (Cohen, 1992; Turner, 1992}. However,
a high degree of cognitive and communicative disabllity is often seen in the population

of ACF residents so the selected instrument was used as a proxy.

In summary, there exists a widespread problem of an aging population needing care
from an increasingly smaller proportion of younger, fitter people. This problem
requires socially acceptable and economically viable solutions. Residential care for the
disabled elderly, sometimes the only economically viable solution, may be more or less
socially acceptable depending upcn the effectiveness of the potentially supportive
relationships that exist. Socfal support theory suggests that the perceived support of
residents' family members will be a predictor of their well-being. In turn, family
members’ well-being may be related to family members' support for their relatives in
the ACFs. These possible refationships were examined in the study using a mode)
testing approach. Given the lack of appropriate assessment tools, the researcher
developed an instrurment to measure Family members’ perceptions of their support

from the staff prior to this Investigation.




[

Purposes of the Study

This study was conducted for two main purposes:

1. The methcdological purpose was to develop and test an instrument to measure
the percelved soclal support of family members of residents in Aged Care Facilities

from the staff.

2. The dlinical and theoretical purpose was to test a model of family-resident support.
This medel purperted to predict Aged Care Facility residents’ family members’ self-
reported resident support from family members’ perceived support, and from
contextual variables. These predictive relationships were postulated to be mainly
indirect, accerring via famlly member well-being. However, direct predictive
relationships, not mediated by family members’ well-being, between some
variables and family members’ support for residents, were also suggested by the
model.

ignificance

The study was conducted against a backdrop of widespread concern about the future

of elderly people In countries with aging populations, Study findings have significance

for government and ACF policies, for nursing practice and research, and for the

practice and research of members of other disciplines,

Governments miay be responsible for health care funding, and/or for the guidelines
under which ACFs operate. To be aware of possible gutcomes of exercising these
responsibllities in particular ways, they require information about the degree to which

ACF staff can Iniluance the well-being of family members and the degree to which




these family members support resldents. For example, government provislon of
funding and/or guidelines to encourage staff support of resldents’ relatives might
ensure a diminished demand for health care from relatives and improved support for
residents. Findings of this study give prellminary indications about the extent to which

this is true,

In the ACFs, decisions need to be made about the foci of staff educatlon and practice
within the funding constraints that exist. The findings of this study provide information
about staff behaviours that are perceived as supportive by famlly members and any
benefits that might flow from these. Results also effer information about how staff
support should be channelled to particular groups of family members who may require

more or less support.

Findings of this study are also highly significant to nursing practice and research.
Nurses working in ACFs have frequent contact with visiting family members and have
many opportunities to help them. Nurses also supervise other staff with similar
opportunities, They are committed to providing high quality care to residents, and
caring for the family unit has long been in keeping with the philosephical stance of the
nursing profession (Gillis, 1989). Although nurses might sympathise with family
members and attempt to help them, there was no way of measuring whether or not
thefr initiatives were percelved as supportive prior to this study. Findings from the
study provide empirical information about nurses’ family member support practices,
Addltionally, the study has proeduced an Instrument with respectable psychometric
propertles that may be useful In subsequent research, Recommendations for future

nursing research are afso provided.




Finally, members of other disciplines working In ACFs may also benefit from this study.
For example, social workers, psychologlsts, and medlcal practitioners working in the
area may choose to use the new instrument to assess changes, brought about by their

initiatives, in perceived support in family members,




CHAPTER 11
Review of the Literature and Conceptual Framework

Introduction
This chapter examines literature related te the need for support of ACF residents and
their family members, and to some of the salient supportive relationships that exist,
Six major themes emerged from this [lterature: (a) the impact of 3 residential care
arrangement on the psychological well-being of residents and their family members,
(b) social suppart theory as it relates to that impact, (c) the support directed towards
residents’ family members by ACF staff, (d) the support directed towards residents’
family members by their famllfes and friends, {e) the support directed towards ACF
residents by their family members, and (f) contextual factors surrounding the
placement that have been found to influence the well-being or support status of
residents or thelr family members. This literature provides thecretical and empirical
rationale for the model underpinning the study, The chapter concludes with a

discussion of the model,

i r the Ef the P jcal -Beln
idepts r Family Members
Because the term "psychological well-belng” is used in diverse ways in an immense
body of literature, the reviewer initially conducted an examination of examples of this
literature to decide upon a definition of the term for this study. Following this,
documented studies were examined that assessed the impact on residents’
psychelogical well-belng of life in an ACF, and the impact on family members’

psychological well-being of having a relative living in an ACF,




The Definition of Psychological Well-Being
In the literature conceming psychalogical well-belng, the reviewer discovered no

consistent definition of the construct, Disagreement amongst authors primarlly related

to the breadth of definltion.

Langford, Bowsher, Maloney, and Lillis (1997} discussed an exceptionally broad view of
psychological well-being. These authars, reviewing 85 articles to analyse the concept
of sodial support, found well-being to be one of the positive health states defined as a
consequence of social support. However, they went on to note an hypethesis,
developed b_y'Langford and Bowsher (as cited In Langford et al.), stating that social
support increases psychological well-being by increasing control. According to Langford
and associates, if the hypothesis s supported by future research, psycholegical well-
being may be shown to be the overall outcome of social suppart. The many previously
identified outcomes, including depression, anxiety, self-esteem, positive affect,
persanal competence, health mainterance behaviours, and a sense of stability, would

all then be viewed as compenents of well-being.

Many researchers, however, take a much narrower view of psychological well-being.
This view suggests that the construct relates only to the degree of negative symptoms
or feelings experienced, or only to the degree of positive symptoms or feelings
experienced, llustrating the former peint, Cox, Thirlaway, Gotts, and Cox (1983)
tentatively interpreted a model of well-being as including two {negative) facters. One
was based on symptoms of fatigue, emotional fragility, and confusien; the other was
based on symptoms of tension, agitation, and anxiety. Findings of a study describing
the canstruction of the Menta! Health Inventory llustrate the latter point. These

findings Indicated psychological well-being included only general positive affect and




emotional ties, Mental health was described as the broader, “umbrella” construct that
Incarporated a negative component, psychological distress, and a positive component,

psychological well-being {Veit & Ware, 1983).

Finally, some researchers conceptualise psychological well-being 2s a balance between
positive and negative symptoms or feelings {McDowell & Newell, 1996), aithough not
defining it as the overall outcome of soclal support. Symptoms/feelings include, for
example, vitality, energy, anxiety, and depression. This Is the conceptuallsation
adhered to in this thesis. The investigator considered it essential to include both
positive and negative dimensions of the construct to allow for adequate exploration of
relationships between variables, However, the broader conceptualisation, suggested by

Langford and associates (1997}, was speculative, and ¥ may prove difficult to measure

in a single study without overburdening participants.

Three quaktative studies have helped define the experience of entering and adjusting
to life In an ACF. Brooke {1989} conducted out a longitudinal participant/obsarver
study with 42 subjects, Chenitz (1986) used the grounded theory methed with a
sample of 30 participants, and Porter and Clinton {1592} asked open-ended questions

of 243 people.

Findings of these three studles complement each other. Brocke (1989) identified four
phases In post-ACF-admission adjustment: disorganisation, reorganisatlon, relationship
building, and stakilisation. She found 39 people in her sample progressed through
these phases within 8 months, although others remained in “disorganisation”, The

latter graup of residents reported feellng displaced, vulnerable, and abandoned,




Chenitz's (1986) findings help to explain why some people fall to adjust. She selected
ner sample from people admitted between 6 and 9 months before the study. This
author discovered that, although all new residents experienced stress, acceptance of
the placement was dependent upon the admission process and residents’ coping

abilities.

Finally, Porter and Clinton {1992} identified ways in which residents of at least &
months were adjusting, These authors discovered that keeping quiet, obeying, and
confronting change were adjustment approaches. Those confronting change were
found to experience emotions ranging from depression to happiness, and to endure
fear and feeling trapped. Porter and Clinton also identified two adjustment influences.
These influences were clrcumstances assoclated with the transfer and the degree to
which admission was seen as the only optian. This finding tends to confirm Chenitz's
(1986) findings that the admission process influences adjustment. Porter and Clinton

also identified residents’ life histories and social resourcas as relevant to adjusiment,

A re Facility P [ Residents’ Famil
Members
Salient literature referming to the impact on the well-being of residents’ family members
of having a relative in an ACF was categorised into two types: studies that used a
{mainly) qualitative methodology (see Table 1), and those that used a (mainly)

quantitative methodology (see Table 2}, These studies are reviewed in that order.




Author Date Methodology Relevant Findings Limitations

Matthlesan 1989  Grounded theory. A lack of knowledge about the sftuation, s Only daughters.
Interviews with 32 daughters, Unresolved guilt and grief.
USA.

Johnson 1950  Case study. USA. The decision 1o institutionallse out of respondents’ control. Facing = Only daughters.

Interviews with 16 daughters. dliemmas, such as trying to keep all the family happy.
Seven nursing homes. Each
daughter interviewed 3 times

during 60-70 days after
admission.
Wiener & 1550 Grounded thecry, observational, Family member grievances: poor nursing care, poor food and « Data reportad only
Kayser-Jones and survey. inadequate feeding arrangements, property losses, depressing from two private
Part of a 3-year study in 3 envirenment, poor communication with staff, a lack of knowledge nursing homes,
nursing homes, about how the system operated, financial suffering, a lack of
At lzast 100 interviews with alternatives.
family members, USA.
Kaplan & 1991 Case study. Changes experienced since admission: expressions of love and physical »  Only wives,
Ade-Ridder Three women with hushands in  affection, support systems, activities, needs, expectations. Feelings: « A single setting.
ohe aursing home, USA. sadness, loneliness, frustration, relief, comfort, depression, burden, the

spouse ne longer a husband.

£l




Author

Methodology

Relevant Findings

Limitations

Rosenthal, &
Dawson

Johnson et al,

Wells

Bartlett

Fleming

1991

1892

1993

1994

1994

Five Interviews with each of 69
wives of patlents In an extended
care department. During 18
months after admission,

Article reports on early findings,
Canada.

Twenty-two family members of
10 residents In four nursing
homes interviewed three Hmes
over & post-admisslon months.
Content analysis, USA.

Grounded theory. Canada.
Interviews with 10 spouses of
residents in one ACF,

Semi-structured questicrnaire
administered to 24 residents’
wives at interview, Depression
seale too. Four facilities. USA.

Grounded theory.
Etght carers. Preliminary
findings, Australia.

In the first few weeks after admlssfon: poor health, low morale, and
high levels of depression. Relief, guilt, anger, sadness, resentment, and
loneliness.

Two categories of parceptions:

Uncertainties, as {o resldent progress, the health care system, and the
resident’s current status.

Conflicts, between family values and the existing situation, the goals of
the institution and those of the family, the needs of other farmiiy
members and of the resident,

A need to divide thoughts, energies, and presences between life in the
ACF and life outside it

Role ambigulty, finality, sense of freedom, relfef of burden, financial
concerns, loss of reciprocity in marriage, loss of other relaticnships,
coping with new responsibllities, depression.

Effective copers developed interests outside the facility.

Poor copers visited daily, over 50% had health problems.

Religlon practiced by 16 wives - a coping strategy.

All maintained significant contact. Experiencing sadnass, lacking
support fram health professionals, attributing special meaning to
caregiving activities. Role changes.

=« Only wives.

«  Asingle sefting.

* Resuits only
from early
months after
admission.

Nonre noted.

s  QOnly snouses,
s A single setting.

= Wives only.

«  Only preliminary
findings.




Author Date Methodology Relevant Findings Uimitations
Tilse 1954  Interviews with 18 pecple with  Placement brought about loneliness, sadness, and financial worry, + Partners only.
partners in 6 ACFs, Interviews Placement changed percepticns of identity and security, and made
with 72 stafi, direct partners feel they had failed in obligatians.
abservations, and examination Visits met some needs.
of information given to families.
Australia.
Dellasega & 1995 Interviews with 7 relatives, Relief, emotional turmeil, ambivalence, uncertainty about the s Contextual factors
Mastrian Placements in two ACFs upto 6 placemant, a wish to redefine roles. not investigated
weeks before. USA. {Weinert, 1595).
Bonnel 1996 Case study. USa, Sadness, guilt, frustration. Lack of positive affirmation from staff. A * Single setting.
A 79 year old man with a wife In  wish to talk about issues such as the death that was to oecur, but « Husband only.
a nursing home interviewed nathing to contribute i case conferences.
three times, A need to withdraw, but a wish for permission to do this.
Kellet: 1996 Phenomenological. Gullt, sadness, loss, self-doubt, anxiety. =«  Single setting,
Elght family caregivers of Experiencing role loss, being out of control, not being heard,
residents in Australian ACF A need to adjust, use expertise in loved ones’ care, maintain
interviewed and observed. relationships with residents.
Nay 1996 Phenomenaloglcal, Interviews Guilt, anger, sadness, frustration and confusion. Nene nated.
and with 19 relatives. "Feeling central to care, and, feeling marginalised” (p. 25).
1997  Australia. Coping tactics: developing outside interests, staying away.

Sl



Qualitative studies, Many researchers have used a (mainly) qualitative methodology
to investigate how family memiers react to the institutionalisation of a loved one.
Studies have most often been conducted in North America. In keeping with the fact
that the generalisabllity of findings is not usually an aim of qualitative research
{Patton, 1990), researchers have tended to use small samples fram one, two, or three
settings, including particular types of famlly members {e.q. adult children or spouses).
Howaver, the reviewer found a tendency in these published studies for only lImited
details te be provided about the sample, setting, andfor methodology, making
judgements about the applicability of findings outside of the study setting problematic.
Nevertheless, the cumulative and consistent findings of the studies warrant attention.
Findings common to a varlety of family members are noted in the following
paragraphs. Feelings/experfences only reported by particular typas of family members
(e.g. spouses) are discussed In the section of the review that concerns contextual

factors.

Farnily members of ACF residents included in qualitative studies have reported two
main, positive impacts on thelr well-belng following the placements. These impacts
include the feelings of rellef and/or freedom reported by wives particlpating in two
studies (Bartlett, 1994; Kaplan & Ade-Ridder, 1991) and by a variety of family
members participating In a third study (Dellasega & Mastrian, 1995). They also include
a balief that family members remain central to care, as reported by members of a
sample of diverse family members (Nay, 1956, 1997). However, evidence of negative

impacts is overwhelming and far outwelghs the published benefits.

Firstly, there Is a great deal of evidence that guilt and sadness or grief are experienced

by ACF residents’ famlly members. This evidence has been found in samples of diverse



family members (Kellett, 1996; Nay, 1996, 1997), wives (Rosenthal & Dawsan, 1991),
daughters (Matthiesen, 1989), and a single husband {Bonnel, 1996), Additionally,
resldents’ partners (Tilse, 1994), wives {Kaplan & Ade-Ridder, 1991), and carers

(Fleming, 1994) have reported feelings of sadness, but not of guilt.

The list of negative impacts on famity members’ well-being of the ACF placement of a
loved one is further augmented by reports of feelings of frustration In spouses {Bonnel,
1956; Kaplan & Ade-Ridder, 1991) and in a more diverse sample of family members
(Nay, 1995, 1997). Additionally, feelings of conflict engenderad by discrepancies
between placement situations and family membars' expectations have been reported
by a variety of family members {Johnson et al., 1992), including daughters {Johnson,
1990). Furthermore, in at least one study, particlpants reported that there were no

alternatives to the unsatisfactory situation (Wiener & Kayser-Jones, 1950).

Finally, family members of ACF residents may also experience uncertainty and
confusion {Dellasega & Masirian, 1995; Johnson et al., 1992; Nay, 1996, 1997},
Feelings such as these may arise from a lack of knowledge about the system. This lack
was reported by daughters in Matthlesen's {1989) study and confirmed in a large,
longitudinal study of family membars {Wiener & Kayser-Jones, 1950). Fealings of
uncertainty and confusion may also be related to problems associated with rofe
change, strain, and ambigulty reported In numerpus studles {Bartlett, 1594; Deliasega
& Mastrian; ‘Flemlng, 1994; Kaplan & Ade-Ridder, 1991; Kellett, 1995; Nay; Tilse,

1994; Wells, 1993).



Author Date Methodology Instrumentation Relevant Findings Limitations
‘Fownsend 1990  Twa longitudinal panel Details of instrumentation  Relatives reported distress, guilt, relief, Physicalf « Defails of
sUrveys. not included. temporal well-being maintained or impraved. instrumentation
Over 5 years, 538 families Perceptions of quality of care related to undocumented.
followed, each including an satisfaction with the care arrangement and to
elderly person. guilt.
Impact on the family of the Spouses reported greater emotional upset, less
81 admissions into ACFs positive affect, poorer mental health, more
reparted. USA. deprassion.
Dimensions of stressors in adult children:
resident’s mental state and adjustment;
respondent’s adjustment, other obligations, and
perceptions of the institution; facility’s proximity;
family strain; family visiting patterns,
Harper & 1992  Sample: 482 caregivers of Life satisfaction scale - Nursing horme group: high guilt scores, « 5ons too small a
Lund dementia sufferers. LSI-Z (Woeod et al,, 1969),  Much time visiting. group to examine,
Three groups: Estzblished properties. Predictors of burden - wives: 25% explained by « Small sub-groups
Nursing home group - 91. Burden Index (Zarit et al.,,  social support. Degree/type of dementia and life overall,
Examination of 18 variables  1980). Established satisfaction alse implicated.

using muttiple regression.
USA.

properties.

Informal suppert: number
of peaple; ease, frequency
of contact; perceived
satisfaction with support.

Husbands: hours spent caring, degreeftype of
dementia - 68%.

Daughters: sacial suppart, degreeftype of
dementia, length of time caregiving - 51%.
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Author Data Methodology Instrumentation Relevant Findings Limitations
Zarit & 1992  Longitudinal survey of Measures; (Pearlin etal,  About 50% of those placing a relative had high Sample: those who
Whitlatch and caregtvers of demented 1980). Previously tested levels of menta! health problems. Factors the had pre-placement

1993 relatives. for caregiver use {alpha same in both groups: loss of indmate exchange; involvemnent with
also 0.73 - 0.86). financial, family, and work strain; feelings of demented relatives.
At Time 1: 555 peopla. 1. Primary caregiving competency, personal gains, and loss of self; Too few sans induded
Aneshensel Comparisons made over time effects: averload, self-gfficacy; and depression. for their data to be
etal. 1995  and between those who tenslon, feeling Role gverload, rale captivity, anxiety, and anger meaningfully
placed their relatives and trapped. less In these who had institutionalised the care analysed.
those who did not. Post- 2. Role evaluation: loss recipient, but guilt increased.
placement interviews with of self, caregiving
185 people, USA, competence, personal
gain.
3. Well-being: affect,
depression, anxiety,
anger.
Grau et al, 1993 Survey of 422 family Demoralisaticn: adaptation Spouses the most demoralised, then daughters, Some srnall sub-
caregivers of resldents in of a scale examining lastly, sons. Similar pattern of guilt, worry, groups.
bwo nursing homes, USA, anxiety, self-esteem, caregiver burden, Spouses had poorest health. Sample 49% Jewish,

hopelesshess/
helplessness, sadness
{Link & Dohrenwend,
1980). Parceptions of
caregiving burden: tems
af Burden Interview {Zarit
et al,, 1980).

Il health, guilt, worry, burden and lack of soda)
support were significant pradictors of
dempralisation.

6l
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Quantitative studies, There are large numbers of quantitative studies in which the
impact on a family member's well-being of the ACF placement of a relative has been

assessed. Many of these studies were also conducted in North America (see Table 2}.
Generalisabllity of findings varies widely across the studies; therefore, this review has

concentrated on studies using targe samples.

Findings of the study documented by Townsend (1990} are generalisable to the wider
populaticn of ACF residents' family members. The researcher used a Iongitudinal
deslgn over 5 years, invalving panel surveys with a sample of 538 families. Family
members of the 81 elderly people institutionalised during that time reported distress,
gullt, and/or relief; although their physical and temporal well-being remained the same
or increased. Family members' perceptions of the guality of care were related to their
satisfaction with care, and, inversely, to guilt. Datails of instrumentation were not

reported.

Grau, Teresl, and Chandler {1993) selected 422 family caregivers of residents of two
nursing homes to discover predictors of demoralisation In residents’ family members
after the placement. Ill health, guilt, warry, and burden were all found to play a part.
These authors utilised a cross sectional methodology. Almost half the sample reperted
their rellglous affiliation to be Jewish, a factor that lessened the generalisability of

findings. However, the use of a large sample and validated instruments produced

useful data.

Authors of quantitative studies in ACFs that include only family members whose
relatives have AD tend to use comparative designs. Comparisans are made between

pre and post-placement status in a single sample, or between community and
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institutional careglver status in two sub-samples. The study examined here
{Aneshensel, Pearlin, Mullan, Zarit, & Whitlatch, 1995; Zarit & Whitlatch, 1992, 1993)
included both types of comparisons. Using previously tested instruments with
acceptable reported reflabllity estimates, the researchers followed an initial sample of
555 community caregivers over 3 years, During the study, 243 people each
institutionalised a relative. The researchers identified similarities In experiences
between community and institutional caregivers. These similarities were in the areas of
the loss of intimate exchange; financial, family, and work strain; feelings of
competency, personal gain, and loss of self; and levels of self-efficacy and depression.
However, those who institutionalised the care recipfent reported lower levels of role
overioad, role captivity, anxiety, and anger than the community caregivers, and higher
levels of guilt, Approximately 50% of those whose relatives had been placed in ACFs
reported high levels of mental health problems. Within the year following placement, a
posftive impact an emotional well-being was found to be more frequent as time went
by. A positive impact on emotional well-being was also found to be more likely in those
whose feelings of role captivity and role overload were reduced by the placement, and
less likely in those who reported Increased mastery after the placement. After the first
year of residentia! care, those at risk of poor adjustment included Family members who
were providing high levels of physlcal care to their loved ones and those wha were

experiencing a loss of their sense of identity.

Finally, Harper and Lund {1990) examined data collected from 34 wives, 32 daughters,
and 25 husbands of nursing home resldents. Although the study was limited by smali
sub-group sizes, reputable Instruments were used, Harper and Lund found participants

Tn &ll sub-groups te experience high levels of guilt and spend a great deal of time
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visiting. A predictor of burden In caregivers common to each of the three sub-groups

was the degree of disability produced by the dementing process.

Section Summary (Well-Being in Residents and Family Members}
In summaty, literature related to the construct of well-being reveals disparate views of

the construct. In this study, psychological well-being is viewed as a balance between

positive feelings/symptoms and negative feelingsfsymptoms.

Researchers have found that new ACF residents tend to go through a period of
readjustment after the stressful time of relocation, but, for some, negative well-being
is long term. Residents' coping abilities, life histories, circumstances surrounding the
placement, and social resources have all been related to their readjustment. Since
residents’ social resources are likely to include their family members, family members’

support Is likely to influence residents’ adjustment to life in an ACF.

In the case of residents’ family members, feefings of relief, freedom, and being central
to care have all been reported in qualitative studies, However, negative impacts on
family members' well-being have been found to include experiencing guilt, sadness,
grief, confiict, frustration, uncertainty, cenfusion, a lack of knowledge about the
system, and a lack of known alternatives. Role changes, strain, and ambiguity are also

documented as oceurring in these family members,

Findings of quantitative studies tend to confirm that family members of those in ACFs
experience a number of negative feellngs as well as some that are positive. In the case
of those with Institutionalised relatives with AD, negative effects of caregiving appear

to be altered by an ACF placement, but not necessarily diminished. Over the first year
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after the placement, a positive impact has been shown to become more likely, but the

degree of dementia-related disability is also known to be relevant.

Although sodial reseurces andfor sodial support have not been specifically {dentified as
helping family members In the studies reviewed here, some formal support needs have

been identified by omission, for example, a need for information about the system.

i the N ive Eff: f
Psychological stress, as defined by Lazarus and Folkman (1984}, is a "relationship
between the person and the environment that is appraised by the person as taxing or
exceeding his or her resources and endangering his or her [positive] well-being”
{(p. 21). When elderly people have to live in an ACF, thelr positive well-being, and that
of their family members, is known to be at risk (see the previous sectfon}. Residents

and thelr loved ones commaonly experience psychological stress.

Many authors have examined relationships between psychological stress and secial
support. Stewart (1993) defines social support as “interactions with family members,
friends, peers, and health ¢are providers that communicate infarmation, esteem, aid,
and rellable alliance” (p. 7}, In this section of the thesls, the revlewer examines the
most relevant (iterature concerning possible banefits of social support for thase

experiencing psychological stress, especially those in ACFs.

More than a decade ago, Cohen and Wills (1985) summarised the benefits of social
support to health (citing authors such as Caplan, 1574; Cobb, 1976; Gottlich, 1981),
They reviewed studies of informal suppart {that received from relatives, friends, and

peers) to determine whether these benefits occurred because soclal suppert protects
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(buffers) people fram the negative effects of stress, or because soclal support is
beneficiat In all circumstances {the main effect). When the social support available was
specific to needs felt because of stressfu! events, the authors found there was
evidence of a buffering effect. When social support was measured as Integration into
society, they found there was evidence of a main effect. Additionally, when Kesster
and McLeod (1985) reviewed 23 surveys consldering support in relation to stressful

experiences, they found strong evidence of a buffering effect.

Barrera (1986) further explicated relationships between soctal support and stress. He
identified the key dimensions of {a) social embeddedness, the connections that people
have to their significant others; (b) perceived social support, the “cognitive appraisal of
being reliably connected to others” {p. 416); and {c) enacted support, the actions
performed to help another person. He also established that enacted support was
positively linked to stressful events, and to distress, and that perceived support was

negatively correlated with stress and distress.

The buffering effect of soctal support on the negative effects of stress is a tenet of
sacial support theory. Discussion centinues about whether this buffering effect oceurs
because soclal support affects stress appraisal (Cohen, 1992), or because it forms part
of the coping process (Folkman et al,, 1591). However, there is now consensus that
perceived social support, not soctal embeddedness or the receipt of enacted support, is
the support vatlable of interest in the buffering effect. This is because perceived

support takes into consideration the costs of social support (Turner, 1992).

Costs of social support occur either because support is expected to be reciprocated, or

because stress results from the context of the relationship within which support is
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provided or the way in which the exchange takes place (Tilden & Galyen, 1987).
Tilden’s {1985) progposition, that the reciprocity associated with formal {professicnal}
support is likely to be different ta the reciprocity associated with informal suppart, is
highly relevant to the current study. Money or professional status is seen as likely to
be the main recompense for formal suppert. Infermat support may be reciprocated In a

variety of ways.

In a recent ypdate, Langford and associates (1997) reviewed 85 articles and
sumimarised existing empirical knowledge about social support and stress. They
compiled a list of known antecedents of soclal support: social networlk, social
embeddedness, and social climate. They also noted the continued relevance of faur
long-standing, atiributes of sacial support: informational, emotionat, instrumental, and
appraisal support (clting Barrera, 1986; House, 1981; Tilden & Weinert, 1987).
Informationaj suppert is defined as information provided by another person during a
stressful period, Emotional support is hypothesised fo be related to caring, valuing,
and trusting, Instrumental support is tangible ald, and appraisal support is support

providing the information needed for self-appraisal.

Social support is relevant to nursing practice {Stewart, 1993). Reviewing existing
evidence, Stewart calls for improved measures of social support and conceptual clarity.
She urges nurses to explicate refationships among stress, coping, support, and health;
to clarify the negative features of relationships and interactions; and to conduct cost-

benefit analyses when interventions are evaluated.

Stewart (1993) also [aments the lack of social support instruments nurses have

developed that have demonstrated satisfactory reliability and validity estimates. She
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.cites only three adequate scales: the Interpersonal Relationship Inventory {IRI)
(Titden, Nelson, & May, 1990), the Personal Resources Questionnaire (PRQ) (Brandt &
Weiner, 1981), and the Norbeck Social Suppert Questionnatre (NSSQ) (Norbeck,
Uindsey, & Carrerl, 1981). Langford and associates {1997) also review these scales,
describing them as all measuring emaotional, instrumental, and appraisal support.

However, the reviewers note, anly the IRI indexes informational suppart.

As yet, few authors have examined stress/socia! support relationships, per se, in the
population of family members of those in ACFs, or in community caregivers of the
aged. Two North American studies are particularly relevant, In the first, Neary (1993)
utilised a sample of 168 family members of nursing home residents. This researcher
discovered that perceived satisfaction with social support had & mafn effect on
depression, as did having children aged younger than 17 years. In the second, Bass,
Tauslg, and Noelker (1988) tested an interactive buffering hypothess in 87 community
caregivers of the elderly. These authors found that greater instrumental support
(tangible help) interacted with cognitive Impairment in care recipients to buffer the

negative effects of caregiving in family members.

ion rt and the ativ §
Many authors have examined the complexity of relationships between stress and social
support. Evidence exists that percelved social support is a potentia buffer of the
negative effects of stress. This may be because social support alds coping in stressful
situatlons or because it Influences stress appraisal. Evidence also exists that social
integration into society can be beneficlal at all imes. Nurses have been urged to add
to tha body of knowledge in this area, but have been cautioned to exercise conceptual

clarity and to use valld and refiable instrumentation. There has been litde investigation
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of relationships between soclal support and the negative effects of psychological stress
within ACFs, but it seems likely social support could buffer the nagative effects of an

ACF placement in both the residents and the family members.

o] Facility Res| ! ily Me Is
Literature reviewed first in this section addresses the theoretical and empirical
rationale for ACF staff support for the family members of residents. Reference is then
made tc studies that have identified needs for specific kinds of family member support
from staff. Finally, the revlewer examines studies formally evaluating staff support

strategies aimed at family members,

The Ratignale for Staff Support for Resjdents’ Famjly Members

There Is a growing body of literature in the area of family nursing that documents the
importance of considering the care of an individual from a family perspective (e.g.
Friedman, 1992; Leavitt, 1982). The rationale for family nursing is based in both

theary and research, as discussed below,

Family nursing has its origins in family systems theory, the history of which was
examined by Broderick (1993). This author explained that open, living systems were
first differentiated from closed, mechanical systems by Bertalanffy; that social systems
were then differentiated from biological systems by Buckley; and that other theorists,
including Kantor and Leht, went on to examine the unique gualities of the family
system. This literature provides theoretical support for the notion that a change in ane
family member sends reverberalions throughout the family unit. More recently,
Robinson (1995} has noted four ways In which family systems theory may be

interpreted when used in nursing: in the first, the cllent is the individua!, viewed as a
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member of a family; in the second, cllents are two or more people within the context
of the family;: In the third, the whaole family unit is the focus of care; and, in the fourth,

the individual is considered simultaneously with the family.

Authors have also documented examples of family nursing. In one such example,
Kupferschmid, Briones, Dawson, and Drongowski {1991) provided a case study
analysis of staff support for family members of a patient in a critical care setting. Staff
wera mobilised to support family members by observing how the critical iliness of the
patient affected those other members. They supported the patient’s wife while she
stayed by the bedside and participated in care until the death of het spouse, The
implication exists that she would not nave been able to provide this care without staff
support. Similarly, the admlssion of a person into an ACF is likely to affect his or her
family members, and staff support of these members is likely, ultimately, to affect the

resident.

s ific Kinds of Staff S t Family Me s
Few authors have investigated family members’ needs for specific kinds of support in
an ACF setting. Findings of five studies are considered to be relevant to this issue.

With the exception of Kellett’s {1996) Australian study, all are North American,

Authors of four studies discovered that ACF residents’ family members had a need for
some kind of affimation. Firsty, Bannel (1996} condircted a single case study analysis
illuminating a husband’s exparience. This family member needed to withdraw, but with
staff permisslon. He also wantad positive affirmation from the staff of the role he had
played. Kellett's (1996} sample of eight family members also wanted affirmation, but of

a continufng role in which they could use thelr caregiving expertisa. Simitarly, Campbell
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and Ling {1996), obtaining answers to questionnaires from 102 residents’ relatives,
found that family members wanted to be taught skills they could use to comfort and
suppart thelr loved ones in the ACF, and to receive positive reinforcement for their
input from the staff. Finally, Morgan and Zimmerman (1950}, who targeted 10 AD
sufferers’ wives, discovered a need in them for an autherity figure to affirm their
decislans to institutionallse their foved ones. In the latter two studies, the researchers
also discovered a need in respondents for emotional support. Additionally, control over
the situation was a helpful factor for the wives included in Morgan and Zimmerman's

study.

Johnson and assodiates (1992) conducted the fifth study. These researchers found
information needs to be Identified implicitly in their sample of 22 residents’ family
members. This was because farnily members spoke of uncertainties about residents’
progress, the health care system, and the resident’s current status. {For the studies of

Bonne!, 1996; Johnson et al.; and Kellett, 1596, see Table 1).

Evidence that Staff Support has Helped Resldents’ Family Members

In this section, the reviewer examines four rigorously evaluated programs invalving the

provision of staff support for family members of ACF residents.

The first two pregrams were examined by social workers, Meonohan's (1995} evaluation
touk place in a 45-bed dementia unit that was part of an ACF. This researcher found
that family members’ burden levels were negatively predicted by thelr participation in
support groups, but positively predicted by thelr participation in workshops. The cross-
sectional design leaves the interpretation of these findings open to some doubt, but

the researchet suggests they show benefits for support group members, and may
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indicate that those experiencing high levels of burden are the most fikely to attend
warkshops. In the second study, Dzieglelewski (1991) used a pre-test, post-test,
control group design to examine effects on family members' attitudes to residents with
AD of three interventions. Ten people received educatlon, 10 support, 10 a
combination of support and education, white the final 10 people continued as before,
Significant improvements in attitude were found in 2ll three experimental groups when
campared to the controt group. No single intervention was found to be more or less

beneficial than the others.

A research team examined the effect on family members’ satisfaction with the care
arrangement of including family members in ¢are, using a quasl-experimental deslgn in
an ACF {Buckwalter, Cusack, Kruckeberg, & Shoemnaker, 1991; Buckwalter, Cusack,
Sidles, Wadle, & Beaver, 1989}, This team included family members of 23 brain-
damaged residents, none having AD, in a speech pathology intervention with
ré;;ldents. Experimental group members became significantly more satisfied with the
care arrangement, felt they wera more involved in the care process, and perceived
nursing staff to be more concerned about the residents than those in the control

group,

Findings of a nursing study by Toye, Percival, and Blackmore (1996} were far less
conclusive than those described in the previous paragraph, although the study design
was similar, In a pre-test-post-test control graup design, 15 experimental group
members, family members of ACF residents, were offered extra invelvement in thelr
loved anes’ care and assigned a contact person. However, only four people chose to
increase their caregiving involvement. The 16 control group members continued as

before for the 6 weeks of the study, Participants were relatives of residents with
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various disabilities in a single setting. The Intervention was not found to have a

significant effect on satisfaction with the care arrangement.

The sample sizes in the two latter studies (Buckwalter et al,, 1588, 1991; Toye et al.,
1696) were smaill, and their sampling frames were not the same. However, the
conflicting findings suggest a need to discover ways in which participants in Buckwalter
and associate’s study had been helped. The offer of inclusion in care, showing that
family members' input was valued, may not have been the variable that led to
increased satisfaction. Instead, perhaps staff provided other forms of suppaort for
family members during the intervention, such as information or emotional support.
Alternatively, perhaps finding a useful role prompted family members to view the

placement more favourably.

i m Di t Family Members
In summary, there Is sound thecretical rationale for the use of nursing interventions to
address the suppart of ACF residents' family members. Thera is also some evidence
that family members of ACF residents may need appraisal support in the form of
affirmation; emotional support; control over the situation; and informational support.
Study findings suggests that support groups andfor educational sessicns for family
mernbers of ACF residents with AD are beneficial to participants, and may positively
affect their attitudes to thelr Ioved ones in the ACFs. The evidence concerning benefits
to family members of their inclusion in care (s less clear, Studies show, therefore, that
some kinds of staff support have the potential to improve the well-being of ACF

residents’ family members,
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Informal support of family members of ACF residents has rarely been designated as a
sole topic of research projects. However, indications that informal support Is relevant
to the well-being of these family members are embedded in the findings of a number

of studies, four of which are examined here.

Findings of the first two studies have limited generalisability as they utilised small
samples of specific groups of family members, Firstly, McCarty (1996) used a
grounded theory methodalogy when interviewing 17 caregiving daughters and
daughters-in-law, seven of whom were caring for parents in ACFs. All the parents had
AD. This researcher found that a sense of a lack of suppart from significant others
worsened the stress reactions of respondents. Specifically, support from siblings and
spouses was found to aid in caping, whilst needing to make caregiving decisions

unilaterally was seen to be a source of stress,

Using a quantitative approach, some confirmatlon of the importance of informal social
support was obtained In the findings of a study conducted by Almberg, Grafstrom, and
Winblad (1997). These authors examined burden and burnout experiences in 52

family commurity and ACF caregivers of those with AD. Socfal life limitation was found

to be one of the most Important variables explalning burnout in this sample.

The two relevant studies using samples of family members related to ACF residents
with a variety of disablities have been described previously, Neary's (1993) study
examined stress buffering, Tie findlng that having children aged younger than 17

years had a buffering effect on depression in a sample of 168 family members of ACF
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residents is pertinent, This effect may have occurred because children supported their
parents, but it may have other explanations instead. For example, guilt may have been
alleviated because children provided a justification for thelr parents not providing home
care for elderly relatives, However, Grau and assotlates {1993) {see Table 2} found
that a lack of social support was a significant predictor of demeralisation in ACF

residents’ family members,

Finally, 5 cautionary note is found In the writings of Phillips (1990}, discussing the
complexity of elder/family caregiver refationships in the community with reference to
previous research and theoretical knowledge. Philllps indicated that family members
tend to “elect” a caregiver and designate different responsibllities to others in the
familv {p. 802). Howev.r, the result of this efection Is not always considered
satistuctory by ihos- affected, and can lead to conflict. As Is indicated by Tilden and

Galyen (1985), there are costs as well as benefits associated with social support,

Thiere are indications in the (iterature that Informal support sometimes does help the
family members of ACF residents. However, there are also Indlcations that the
dynamics and effects of informal support are extretnely complex and not always
beneficial for the well-being of family membars, This tends to confirm that researchers
should concentrate on an examination of support perceptions in this population to gain

maximum Insight into any relationship between support and well-being.
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The tople of famlly members’ support for ACF residents began to be a focus of
empirical work approximately 20 years ago. In addition, many authors have discussed
the topic, and more have described related initiatives, sometimes including informal
evaluatiens of their effects, Empirical work only is inciuded in this review, with the
exception of two salient papers (i.e. Brody, 1985; Tilse, 1597) that will be discussed at

the appropriate junctures.

Studies investigating aspects of family members’ support for ACF residents have baen
categorised into those examining (a) perceptions of family members and/or staff {see
Table 3}, (b) residents’ or cbservers’ perceptions {see Table 4), and (¢) cutcomes (see

Table 5).

Particular care is needed when interpreting the findings of some of these studies
because they Included samples of residents. The fact that these residents possessed
cognitive andfor communicative abilities sufficient to answer study guestions means
they are probably not representative of the general population of ACF residents, and
study findings must be read with thls in mind. However, investigating support from a
provider's (family member’s) perspective is not ideal either, because family members

may not be accurate proxies for residents.



Author

Methiodology

Findings

Limitations

Shutdesworth et
al,

Rubin &
Shuteswerth

Bowers

Schwartz & Vogel

1982

1983

1988

1550

Rated 100 tasks in a survey of 166
administrators and family members in 33
homes, acoording to who was believed to
be respansible for canying them out. USA.

Inventory administered to 64 staff and 137
family members of residents in two ACFs.
Tasks marked as either being primarily a
fomily, staff, or joint responsibllity. USA,

Grounded dimenslonal analysis: 28
relatives of residents of one ACF. USA.

Inventory of 100 care tasks rated by 142
staff and 144 residents’ family members in
11 nursing homes as the responsibility of
staff, of famiy members, or both, USA.

Agreament between groups in the case of 51 tasks.
Both groups saw most tasks as the nursing home's
responsibility. Family members claimed more
responsibility for non-technical tasks than administrators
belfeved was the case.

Little disagreement in the case of 60 items: 54 were
gither allocated to staff or regarded as a joint
responsibility, 6 were seen to be famlly responsibilities.
Most of the disagreement from overiapping daims.

Relatives felt staff were responsible for most carg, but
monitored and evaluated that care, teaching staff and
helping preserve the residents’ identities.

Stafffrelative agreement for 69 tasks: 36 designated to
staff, 7 to relatives, 26 to both. Disagreement mainly in
personal carefactivities, staff rating their responsibility
as more than that indicated by farmily.

-

Convenlence
sampling.

Only two
settings, both
promoting
family
members’
involvement.

Single
setting.

Non-random
sample,

St



Author Year Methedology Findings Limitations
Dempsey 8 1993  [Interviews with 424 ACF residents’ sons Predictors of adult children carrying out non-technical «  Adult children
Pruchno and daughters. USA, tasks: more frequent visits, being & daughter, more only.

{linesses in the parent,

Predictors of adult children carrying out technical tasks:

more frequent visits, more iflnesses in the parent, an

clder parent, more technical care given by the staff.

Duncan & Morgan 1994  Investigated relationships between family  Family members monitored staff behaviour towards «  Family
caregivers and staff in dementia-care. residents, trying to teach staff to treat their Joved ones members of
Sample: 77 community caregivers of those  as people, and to use thelr relationships with staff to thase with
with AD and 102 family members of AD raise the standard of care. Care was judged against AD.
sufferers in long term care. home care, Confiict was reported betweean
Data obtzined from focus group organisaticnal geals and those of family members.
diseussions and individual interviews. USA.

Flering 1998  Investigated meaning, in 14 ACF residents’ Family members felt they provided a “lifeline of special  «  Family
family members, of their involvement in care” (p.141). Purpases of care were preservative and mambers
care. Residents all had dementia. A protectve, but the provision of care was also meaningful of those with
grounded theory methodology. Australia, to, and rewarding for, the caregiver. AD onty.

9t



Methodology

Findings

High & Rowles
Rowles & High

Pattersoi

Tickle & Huli

1995
1396

1955

Tested a thecry suggesting fermal and
informat suppost would complement each
other. Questionnaires completed during
interviews with 399 ACF residents, USA.

Anthropolegical study of family fnvolvement in
ACF declsion making, over 3 years.
Participant observation, interviews, and event
analysis, Four diverse homes included, and
relatives of 61 residents. Typolegy of ways in
which family involvement individualises care
developed. USA.

Twelve ACF residents in a single setting
interviewed about what they perceived as
sisppartive/non-supportive. Participant-
chservation also. Half of the sample newly
admitted relatives, the other haif residents of
<a year. Data vatidated using feedback. USA.

A 3-month study using participant-
observation in a 300-bed long-term care
facility to discover family members’ roles and
reasons for them. USA.

Theory genetally confirmed.

Highest invelvement i financial and
crisis decisions, lowest in social
environment and transfer. High level
for 4 years. Typology: personalising,
mediating, comforting residents,
sustaining links with former lives,
educating staff, controlling.

Family members most often linked with
financialfmaterial help, socialisation.
Supportive behaviours: emotional
support, practical help, material aid,
sodalisation. Advice desired.

Three themes: frequency of visits,
degree of regularity, commitment.
Functions: feeding, assisting with
ambulation, and assisting
with/menitoring elimination.

Limitations

»  Staff nominated
residents.

« Informa! supports
excluded spouses,

= None noted.

o Single setting.

« Single setting.

JAS



Author Year Methodology Instruments Findings Limitations

Haref & 1982 Investigated effects of factors  Measured socfal resources, help Number of preferred visitors * Non-

Noelker on well-being of (USA) given/recelved, visitors, someone to  predicted life satisfaction, representative
residents. talk to, dase gutsiders and insiders, Number of preferred visiters and sample.

One factor was sodal frequency of participation. Life having dose person outside ACF
integration. satisfaction and satisfaction with predicted morale, Preferred visitors,
From 14 ACFs, 125 residents treatment seif-rated, Morale: close outsider, and number of visitors
interviewed. Philadelphia Gerfatric Center’s Morale  accounted for 13% varance in
Stepwise regression. Scale (Lawtan, 1972). satisfaction with treatment.

Nelson 1982 Comelational. Investigated Norbeck Social Support Significant negative correlatlons *  Very small,
relationships among social Questionnaira (Norbeck, Lindsay, & between functional properties of the non-
support, seff esteem, and Carrier, 1981). Geriatric Dapression  sodial network and depression, representative
depressign in 26 residents. Scale (Brink et al., 1982). Rosenberg  bebween the strength of the network sample,

USA, Self-Esteam Scale (Hunter, Linn, & and depression, and between self «  Two settings
Harris, 1981). esteern and depression. only.

Porter & 1992 Data from interviews with 243 NfA Adijustment approaches; mastly s Non-

Clinton {USA} residents. Question: reframing. Influences on adjustment: representative
“"How did you handie the transfer circumstances, life history, sample.
change when you first came to persen-environment mash, and belief o  Small data sets.
this nursing home?” (p. 466). in tha only option.

Shaw 1992  Path analysis of model of * Importance, Locus, and = Scales not ideal

coping effectiveness. Cluster
sample; 100 {USA} residents,
10 ACFs. Respondents assisted
in completing guestionnaires.

range of Activities Checklist
* Jaloweic Coping Scale
* Self-anchoring ladders
(coping effectiveness).

Two variables had positive influences
oh oo ping effectiveness in residents:
perceived health and secondary
conbrol, Latter induded getting help
from family.

for

population.
Sample non-
representative,

:12
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Perceptions of Staff and Family Members

In six helpful North American studies, researchers have investigated perceptions of
family members’ support responsibiliies for ACF residents. A seventh study, from
Australia, has sought to explicate the meaning to family members of involvement in
care. The first four studles reviewed emphasised a division between technical and non-
technical care. Three of these projects examined perceptions of staff and family
members using a similar, quantitative methodology (Rubin & Shuttesworth, 1983;
Schwartz & Vogel, 1990; Shuttlesworth, Rubin, & Duffy, 1982). In the other,
researchers collected data from residents’ sons and daughters te discover predictors of
the kinds of caregiving tasks with which they became involved (Dempsey & Pruchno,
1993). The final three studies reviewed were quite different, These examined the
perspectives of family members using qualitative methodologles (Bowers, 1988;

Duncan & Morgan, 1994; Fleming, 1998).

The three, guantitative studies examining perceptions of staff and a variety of family
members all used large samples. Rubin and Shuttlesworth (1983) collected data at two
sites, Schwartz and Vogel (1990) at 11, and Shuttlesworth and associates (1982) at
33. In all studies, an invantory of 100 nursing home care tasks was given to
particdpants so that they could indicate whether staff or famlly members should carry
them out. In the two later studies, an alternative of Joint responsibility was also
offered. Agreement between staff and family members ranged from 60% to 70%. In
all three studics, overlapping claims produced most of the disagreement, and there
was only general agreement that family members were solely responsible in the case
af a few tasks. Staff believed that family member responsibilities were more fimited

than the family members belleved them to be. Non-technical care was the source of
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most overlapping claims In the first study, and personal care and activities in the most

recent, with areas of overlap being scattered in the second.

Dempsey and Pruchno (1993) Interviewed 424 adult children of ACF residents.
Respondents were again asked to classify care tasks, Tweanty-eight tasks were
classified as to who was carrying them out and who should be doing this (staff or
family members)}, ‘There was a high level of congruence between expectations and
experiences. Using logistic regression analyses, predictions were made as to the
characteristics of family members carrying out technical tasks and non-technical tasks.
Significant predictors of non-technical tasks being carried out by respondents included
mare frequent visits, the respondent being farnale, and more ilinesses baing suffered
by the parent. Significent predictors of technical tasks being done by respondents
included mere frequent visits, more parent ilinesses, an olkder parent, and mare

technical care given by staff.

Bowers' (1988) study does not refer to a division between technical and non-technical
tasks, In this study, 28 family members interviewed in one nursing home Indicated
they felt thelr respansibilities were to monitor/evaluate care, teach staff how to care,
and help te preserve the identity of the resident {i.e. to provide preservative care).
Duncan and Morgan's (1994) findings extended those of Bowers. Participants in their
study described the duties they undertook in order to fulfit thelr self-perceived support
responsibilities, Interview and discussion group data were obtained from 102
institutionalised AD sufferers’ family members. Family members reportad using
relationshlps with staff to raise standards of care. They also spoke of monitoring staff
behaviours, trying to teach staff to treat residents as people, and helping to ensure

that technical care incorporated sensitivity to personhood.
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Finally, Flaming (1998) discussed his findings in terms of a “lifeline of special care”
{p.141). He found that 14 family members providing care to dementla sufferers fn
ACFs saw themselves as providing special care that addressed the quality of life of
their loved ones, and that showed love. Staff were viewed as providing maintenance
care, Residents’ family members, far from finding their input into care to be a burden,
discovered meaning for thelr own lives in providing protective and/or preservative care

to their loved ones.

erceptions esitden d/or Ohseyve
Studias reviewed in this section include four studies using samples of residents andfor
observational methods. All were conducted in the United States. Two of the qualitative
studies uged methodological triangulation (High & Rowles, 1995; Patterson, 1995;
Rowies & High, 1998), providing evidence of the trustworthiness of results, One
quantitative study was conducted at randomly selected settings, increasing the

generalisability of findings (Litwak, 1985).

Patterson (1995) used participant observation in a single ACF and interviewed 12
residents, This researcher identified the suppart needs of residents to be for
soclalisation, emoticnal support, financial/material help, practical assistance, and
advice/guidance. The latter need was found to be unmet; but staff, residents, family
members, and friends were alt seen to be meeting the other needs. Family members
were most often linked with socialisation and financialfmateria! help. Residents who

had been recently admitted referred to their familles most during interviews.
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To an extent, Litwak's {1985) study findings support those of Patterson's (1995) work.
Litwak interviewed 359 ACF residents, Findings suggest that formal and informal
support In ACFs are complementary. The format suppart of residents met needs where
standardised and funded actions were required, such as needs for assistance with
hygiene and mobility. Residents’ informal support met their remaining needs {or they
remained unmet). However, Tickle and Hull {1995) conducted a three month long
participant-observation study in a single setting 10 years later, and reported findings
that conflict with those of Litwak. These researchers observed family members feeding
residents; helping them with ambulation; assisting them with, or monitoring, their
elimination processes; and sharing thelr activities. Most needs met by these family

members could have been classified as standardised/funded actions.

One type of family members’ support for ACF residents is their involvement in decision
making. High and Rowles (1995) and Rowles and High (1996) used participant
observation, interviews with 61 relatives, and event analysis, in a three year long
anthropological study in four ACFs to examine this topic. Family members’ involvement
in decision making was found to remain at a high level for the four years after
admiisslan, and it included mainly financial and crisis decislon making. There was little

input into decislons about transfers or the social envirenment.,

Tilse (1997) discussed a similar area, that of family members’ advocacy, with reference
to the findings of an Australian study (Tilse, 1994, see Table 1). Tilse noted that family
members had litte power because they lacked knowledge of the system and a
collective identity. She also Identified spouses as belng inhibited in their

advocacy initiath. :s. This was because they felt such inftiatives might be detrimental to

thelr relationshlps with staff, and because they were aware of heavy staff workloads.




Brody (1985) also discussed family members’ involvement in decision making and
advocacy, seeing these as areas rife with ambiguity and possible famfly member/staff
conflict. Citing Harel and Noelker (1978), and Kleban, Brody, and Lawton (1971),
Brody stated that family members are known to provide food, clothes, money, flowers,
birthday visits, outings, financial management, laundry and domestic assistance, in
addition to emotional and socialisation suppert. Alternatively, she noted that residents
sometimes emotionally support their family membars. This author advocated research
into farmily members’ roles within the ACF. She reasoned that family membars who
know their loved ones are well cared for, and whose well-being is enhanced because
they have roles to play within the ACFs, are more likely, in turn, to enbance the weli-
being of their institutionalised relatives, This rationale underpinned the development, of

the mode! tested In the current study.

utcom Family Members’ S rt for Reside
Studies obtaining information about outcomes of family members’ support for ACF
residents include those of Harel and Noelker (1982}, Nelson {1989), Porter and Clinton
(1892), and Shaw (1992}, These researchers all used samples of ACF residents in the

UsA.

Harel and Noelker (1982} interviewed 125 respondents in 14 ACFs, The researchers
used 10 measures of soclal Integration and found some of these to be related to
aspects of residents’ well-being. Having preferred visitors was a significant predictor of
self-rated life satlsfaction and marale (measured by a validated instrument). Having a

close person outside the ACF also predicted higher morale. Having preferred
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visitors, a greater number of visitors, and a close person outside the facllity accounted

for 13% of the variance in self-rated satisfaction with freatment in the facility.

Nelson ($989) employed vafidated instruments with a sample of 26 residents at a
single site. This researcher found a negative correlation between functional praperties
of the social network (the amount of affect, affirmatlon, and aid it provided) and
depression, and between strength of the soclal network {the number, duration, and
frequency of contacts) and depression. However, given the very small sample, these

findings should be viewed with caufion.

Porter and Clinton (1992) investigated adjustment approaches in a large sample of 243
ACF residents, The study, described as phenomenological, produced short answers
(under six sentences in length) to the question “"How did you handle the change when
you came to this nursing home?” (p. 466), Approximately one third of participants
mentioned influences on thelr adjustment that fell into four categeries {described
earlier in this revlew). One categary was that of persen-environment mesh, social
embeddedness, and included informal support, Infermal support was found to aid the

adjustment process In these people.

Finally, Shaw (1992) tested a model of coping effectiveness with a sample of 100 ACF
residents. The cluster sampling method used in 10 ACFs increased the generalisability
of the findings. Addifonally, Instruments used were mainly tried and tested. Shaw

found that secondary control, including famify help, influenced coping effectiveness.
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Section Summary (Famlly Members’ Suppor for Residents)

In summary, study findings suggest that staff see famlly members as having fimited
responsibilittes for resident support. However, the suppartive role that family members
do provide Is described as wide-ranging and rewarding, and it may include monitoring
arkifor correcting the care practices of staff. Residents have been found to be in need
of social integration, emotional support, financ’al/material help, practical assistance,
and advice/guidance. Family members have been found to assist with all of these
needs except the Jast. They are also involved with staff in financlal and crisis decision
making, but it is apparent that they are not well prepared to become residents’
advacates. The evidence suggests that residents with family members' support tend to
adjust more easily to Institutional life, to have higher morale and satisfaction ratings,
and to be less likely to become depressed. Clarifying roles of family members within
ACFs has been suggested as a strategy that could promote their positive well-being
and that of the residents. This suggestion is consistent with the hypothesis that
providing more formal suppert for famlly members will indirectly lead to the provision

of more family members’ support for residents.

e f e re Faci
As a final step in the literature review process, the reviewer examined empirical work
for evidence of the infience of the context of ACF placements on the well-being of
resldents’ family members, on the support of family members for residents, and/or on
the well-being of residents. In this thesls, "context" is defined as that which precedes
and follows an occurrence and lluminates its meaning (Pocket Oxford Dictionary,

1969}, References to four relevant contextual factors wera found in the literature:




I Familial relationships betwean residents and thelr family members.

1L The cognitive health status of residents (i.e, whether or not residents were

suffering from dementia).

III.  Pressures on family members,

IV,  The quality of relationships between residents and thelr family mernbers.

Literature related to these four contextual factors was reviewed, However, many of the
studies mentioned here have also been referred to in earlier sections of the review and
will not be re-examined in detail again. Those that are mentioned here for the first

time will be discussed more thoroughly.

) & F. tionships B Residents elatives

There fs considerable evidence in the literature that people experience the impact of a
relative’s ACF placement differently according to thelr familial refatlonship with that
relative. This evidence is examined first, Additionally, indicaticns exist that support
directed towards residents varies according te the familtal relationship between the

resident and the support provider, These indications are examined next.

Experiencing the ACE place) tive hter, h r
wife, Adult children of ACF residents have been the population of interest in a number

of relevant investigatlons, In Townsend's (1990} study (see Table 2), stressors of adult
children were found to include fack of adjustment In residents and negative family

members' perceptions of the Institution. In Bredy, Dempsey, and Pruchno’s {1390)
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study, predictors of negative emotional effects from the placement in 331 sons and
daughters included negative perceptlons of staff, greater youth, and upsetting visits.
Instruments used in this study had established psychometric properties {Cronbach’s

alpha coefficients ranging from 0.85 to 0.91}.

Brody and associates (1990) also discovered that daughters were more likely to
experience negative effects than sons. Grau and associates {1993} (see Table 2}
confirmed these findings. They found residents’ daughters more likely to be
demorallsed, feel guilty, worry, and experience caregiver burden than sons,
Additionaliy, in two qualitative studies where daughters were specifically selected
{Johnsan, 1990; Matthlesan, 1989) (see Table 1), Matthiesen found that daughters’
emotional effects were unremitting, and Johnsan's respondents spoke of facing

dilemmas, such as trying to keep the family happy.

A more diverse sample was chosen by Harper and Lund (1992} (see Table 2). These
authors made comparisons amongst husbands, daughters, and wives visiting dementia
sufferers In ACFs. Greater soclal support was found to predict lower levels of burden In
wives and daughters. Life satisfaction had a similar effect in wives, as did the pre-
existing length of ime spent caregiving in daughters, Finally, more current houts spent

caregiving significantiy predicted greater burden in husbands.

Townsend (1990, Graw and assoclates (1993), and Bldewell, Ledwidge, Blanch, and
Johnson (1999) examined the effect on residents’ spouses of the ACF placement. The
first two of these studles made comparisons with effects in other family members.
Townsend found spouses to be the most upset; the most likely to be sick, to feel

guilty, and to worry; and the most likely to experience burden, Grau and associates
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found this group to be the most demorallsed by the placement, and at the greatest
risk of poor mental health. Bidewell and associates, howeaver, reported little evidence
that ACF placements lead to negative effects in spouses, These authors conducted
interviews with 22 wives and 18 husbands of residents in Australian ACFs.
Respondents were asked to make pre/post-placement comparisons in physical
functioning, time management, interperscnal relatlonships, affective well-belng, and
financial issues. Almost no changes were slgnificant. The authors explained this fact by

stating that reported changes were rarely in a unifarm direction.

Experiences of spouses have been further Investigated in several qualitative studies,
and findings confirm that ACF placements are likely to be traumatic for residents’
spouses. Tilse (1994) found that spouses/partners of those in ACFs endured the
change as the end of an epoch, They experienced leneliness, feelings of failure, and of
financial and ematicnal insecurity, However, they still recognised bends with their
partners, and a need to remain loyal, Wives, in particutar, reported changes in their
expressions of intimacy and overall communication with thelr husbands. One of Kaplan
and Ade-Ridder's (1991) respondents believed this phase of her life would prove
harder to bear than widowhaood, Additionally, wives in Rosenthal and Dawson's

(1991) study reported experiencing resentment and poor health. {For the last three

studies see Table 1).

Support for ACF residents from sons, daughters, or wives. Only a few studles

have examined famlly members’ support practices with reference to familial
relationships. Four relevant findings have been found. These refer to support provided

by sons, daughters, and wives.
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Kammer {1994) surveyed 100 family members of residents of two ACFs in the USA.
This researcher found that daughters were the most frequent visitors to ACFs and that
the younger adult chlldren were the most likely to withdraw. Dempsey and Pruchno
{1992) (see Table 3} found that daughters were more likely than sons to carry out
non-technical care tasks in ACFs, but Brody anc asseciates (1990) (see Table 2) found

that adult children tended to be helped by providing physical care.

Finally, an interesting parspective on the support roles of wives was addressed by
Bartlett {1994) {see Table 1}. This author found that wives believed thelr roles
provided “the extra emotional and tactile stimulation through meaningfu! touch, which

could not be expected from the nursing home staff” (p. 97).

Sub-summary. The literatilre demonstrates, therefore, that sons and daughters of
ACF residents are influenced negatively by a lack of adjustment in residents, negative
perceptions of staff andfor the institution, greater youth, and upsetting visits.
Moreover, daughters are more Fkely to suffer negative effects than sons, but may be
helped by having spent time caregiving before the admission and by social support,
which also tends to help residents’ wives, Despite some conflicting findings, spouses
seem to suffer the mast from the institutionalisation of a loved one. There are also
indications that the suppart family members provide for residents varies atcording to

the familial relatlonship, but thls area has not yet been explored in any depth,

siden
In this section, relevant studies again concern the well-being and support practices of
ACF residents’ family members. Two authors {Neary, 1993; Townsend, 1950)

compared the well-belng of family members of ACF residents with dementia with that
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of family members of cognitively intact residents. Other authors (Aneshensel et al.,
1995; Fleming, 1994; McCarty, 1996) restricted thelr samples to family members of
residents suffering from dementla and examined thelr support practices. The reviewer
has not found the post-admission suppert of family members for cognitively intact

restdents to be well documented in the literatura.

Exparien h F itively i r cognitivel
intact relative, The two studles Investigating well-being in family members of ACF

residents with and without dementia have produced findings that are not entirely
compatlble. In one, Neary {1593} made comparisons between 95 caregivers of
cognitively Intact relatives and 18 caregivers of relatives with cognitive impairments,
within 6 months of the placement, Neary used instruments with established acceptable
psychometric properties to examine burden and depression in participants, who also
reported details of their physical health. No significant differences were detected
between the groups, However, Townsend (1990) (see Table 2), using a larger sample,
and Investigating many aspects of ACF placements, found that poor mental health in

the instituticnalised aged was a stressor for their adult children.

nitiv i side m thei ily members
‘There is more concordance across three studies of suppont practfces of family
members of Instituionalised dementia sufferers, Angshensel et al. {1995) (see Table 2)
found that the sample of 185 caregivers generally remained invelved in care, and
fewer than 10% falled to at lzast visit regularly, Fleming's (1994) findings (see Table
1) tend to confitm that family members offer strong support as the 8 ACF based
participants malntained regular contact after the admission. However, a specific aspect

of the dementing process may make a difference to daughters’ commitment to
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caregiving, as reparted by McCarty (1996). In this study, using a grounded theory
methodology, McCarty interviewed 17 caregiving daughters and daughters-in-law of
commuriity dwelling or institutionalised people with AD. A key finding was that the
perception that a parent was firally unable to recognise his/her daughter signalled the

withdrawal of that daughter.

Sub-summary, It is unclear, from the literature, whether or not the cognitive status
of the ACF rasident influences the well-being of his/her family members. Itis also
unclear whether or not this cognitive status Influences the support that family
members provide for residents, However, family members’ support fer residents with

dementia has been shown to be of a generally high level.

1. Press Family Members

Researchers have Identified several factors that may exert pressure on family membears
of those in ACFs and affect their well-being. Some of these factors have also been
related to the support family members provide for ACF residents. Additionally,
Schneewind {1990} and Phillips (1990) have produced significant discussion papers

based en empirical work that are relevant to this section of the review.

Pressures affecting the well-hein idents’ fam#t : Firstly,
poor physkeal health has been associated with the well-being of family members of ACF

residents. In one study, researchers found that poor health predicted adverse
emotional effects of the placement and depression in adult children (Brody et al.,
1590). In ancther, researchers found that poor health predicted demoralisation in a

heterogeneous sample of family caregivers (Grau et al,, 1993). In the Iatter study,
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demorallsation was defined as including anxiety, negative self-asteem,

hopelessness/helplessness, and sadness.

Secondly, Townsend {1990} found responsibilities away from the ACF and a lack of
proximity to the Institulion to be stressors in a heterogenecus sample of residents’
family members. Brody and associates (1990) also found that conflicting
responsibllities were predictors of negative emotional effects in sons and daughters,

and of depression in daughters.

Thirdly, Waltrowicz, Ames, McKenzie, and Flicker (1996), In an Australian study,
examined burden in 41 informal carers of those in ACFs with dementia. They found
burden to be significantly greater in those carers from a non-English speaking
background. Although the authors recommend further studies to clarify the reason for
this finding, they also state that many of these participants were members of cultural

groups wherein home care of the disabled elderly might be considered to be the norm.

Schneewind’s (1990} discussion paper is of particular relevance to Waltrowicz and
associates’ (1996) findings, as this author argues that secletal/cultural/familiat
expectations are, indeed, pressures with the potentfal to impact upon the well-being of
family mambers of ACF residents. Schneewlind suggests that the placement decision
may be vlewed as an admisslon of failure when sotletal expectations are that familles
will nurture their fraller members. She also points out that, although spouses may
generally be expected to show more commitment to care than sons or daughters,
Individuat familles develop their own rdes. Family members who break these rules or
flout the expectatlons of society generally experience feelings of gullt, even though the

actions perceived as transgressions may have been unavoldable,
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Firstly, respensibilities away from the ACF have also been related to the support family
members provide for ACF resldents. Kammer (1934} found that daughters visited most
often when they had fewer children living at home. Additionally, In community studies
the proximity of the family member to the resident has been identified as relevant to
family member support (Given & Given, 1991). This may apply in the case of ACFs as

well,

Secondly, Phillips (1990) discusses obligations that may act as pressures on the family
members of elderly people with reference to the guality of community care that
ensues. Sha points out that family members’ provision of care is refated to their
perceptions of carrect role behavicurs, feelings of filial obligation, and debts of
obligations to the care reciplents. Extrapolations may be made to the population of
family members of ACF residents. For example, ACF residents’ family members may
visit frequently when they believe it is their duty to do this or when they feel they owe

this to their loved anes.

Sub-summary. Poor health, additional responstbilities, a lack of proximity to the ACF,
a non-English speaking background, and soctetal/cultural/family expectations have all
been found to be pressures Influencing the well-being of family members of ACF
residents, Moreover, pressures including additional responsibilities, a lack of proximity
to the institution, and percelved obligations have been found to influrnce the support

family members provide for their loved ones In the ACFs.
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Very little literature is avallable concerning the influence of the quality of pre-existing

family relationships on the well-being of ACF residents and thelr family members. Two
studies are relevant, McCarty's (1996) study of family members’ well-being, and
Dunkle, Haug, Coulton, and Formosa's (1995) research related to residents’ well-being,
MeCarty's study and Phillip's {1590) work are both relevant to the impact of the quality

of family member/resident refationships on famity members’ support far residents.

The influence on family members’ well-heing of the quality of the
resident/family member rela¥ionship, McCarty (1996) used a sample of

daughters and daughters-in-law of those with AD in the community and in ACFs,
Respondents who percelved conflict in their previous relationships with care recipients
and/or who were more ambivalent about these parents were the most vulnerable

caregivers.

e influen idents’ well- f the ity of the resident/famil
member rejationship, Dunkle and assodiates (1996) examined family and
environmental influences on adjustment to life in an ACF, Gna hundred and eleven
people were included who had been admitted into rehabllitation hospitals or nursing
komes. Using path analysis, the authars found involvement of the resident in the
placement decision impacted upon that resident’s post-placement well-being. They also
found that elders who perceived thelr famlly members ta be more supportive of
thelr independence, and/or less controlling, were most likely to experience that

involvement,
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the resident/familv memher relationship. McCarty's (1996) study findings are

also relevant to family members’ support for residents. Daughters’ perceptions of thelr

previcus selationships with thelr parents, and thelr pre-caregiving percepticns of those
parents, affected their caregiving. These findings are congruent with Phillips’ (1990)
work documenting that family membars have stores of experiences and memeries of
each other built up over many years. These stores influence ongoing interactions and,
specifically, caregiving behaviours, Additionally, caregivers’ feelings of attachment to
the care reciplent, and how well the current images they hold of the care recipient

malkch those retained from the past, are also seen as relevant to careglving.

Sub-summary. The literature suggests that daughters whose relationships with ACF
residents are based in conflict or ambivalence may be at particular risk of negative
well-being. It also suggests that residents who have been in a relationship where they
are allowed little Independence in decislon making may be at particular risk of negative
effects from an ACF placement. The pre-existing quality of the family member/resident
relationship is additionally seen to be relevant to the support provided to the ACF

resident by the Family member.

( m ntextual Fact

Researchers have found contextual factors associated with the placement to be
relevant to the well-being of ACF residents’ family members, to that of the residents
themselves, and/or to the support directed by family members towards their loved

ones in the ACFs. The following findings have been documented in the literature,
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Firstly, sons and daughters suffer more adverse effects refated to the placement if they
have negative perceptions of the facility andfor the staff, they are young, they have
upsetting visits, the resident fails to adjust to the placement, and/or the resident has
dementia. They are also likely to be helped by participation in care, but to withdraw f

they are younaq.

Secondly, in daughters, previous conflict in the parent/child relationship, or feeling
ambivalent about the parent, may lead to decreased well-being after the placement of
an AD sufferer. Moreover, daughters, whilst being the most frequent visitors to ACFs,
and racre likely than sons to participate in non-technical care, are also more at risk of
adverse effects than sons, and find themselves facing dilemmas. Their distress may be
unremitting, or even increase over time. However, they are likely to be helped by

social support,

Thirdly, greater social support and life satisfaction in residents’ wives have been shown
to predict lower levels of burden. Wives like to intorporate touch in their care for thelr
loved anes, However, spouses are also known to be at the greatest risk of adverse .
emotional effects from the placement, and, in husbands, burden may be exacerbated

by ACF caregiving for a wife with dementia.

Fourthly, pressures on ACF residents’ famlly members may include their poor health,
an Inability to speak the language of the country, responsibilities outside the ACF, a
lack of proximity to the ACF, and sccietal/familial expectations/obligations. These tend
to negatively Impact upan their well-baing, The three latter-menticned factors are also

refevant to the extent to which family members support residents.
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Fifthly, the quality of relationships between family caregivers and care recipients, past
and present, is important to the support practices of family members in the
community, which may indicate that it is important in ACFs too, Certainly, in the
ACFs It has been shown that these relationships are relevant to residents’ adjustment,

via input into plfacement decision making.

Finally, it Is not known if the cognitive status of ACF residents Is relevant to the
support their family members provide, but it is known that dementia sufferers
generally receive good support from thefr family members in the ACFs. However,
findings of one study suggest that daughters may withdraw when the parent no longer

recognises them,

Overall Summary
Psychological well-being has been defined in widely varying ways in the literature, but

in this study, it is viewed as a psychological health state that is a balance between
positive and negative feelings/symptoms. ACF residents and their family members
have been found to experience many negative impacts on their well-being because of

the placement, as well as some that are positive,

Research has demanstrated that perceived social support generally buffers the adverse
effects of stress on well-being, although studies investigating this
phenomenon within ACFs are rare. Soctal support may be from formal (professional)

sources or from informal sources (family or friends).

The rationale for ACF staff supporting residents’ family members is clear in the

iterature, There Is also a little evidence that residents’ family members would like
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particular kinds of staff support, and that some staff support initiatives have helped
family members. Additionally, researchers have found indications that informal support

helps residents’ family members, although evidence |s scant.

Researchers have also found that family members’ support for residents is helpful to
those residents, and that family members tend to be willing to provide support in a
variety of ways, Although it is not known whether or not particular kinds of family
members (e.g. wives or daughters) provide more support to residents than others, it is
known that daughters are the most frequent visitors to ACFs, and that they are more
likely than sons to be involved in tasks. However, desplte the fact that some
researchers have concentrated on identifying care tasks undertaken by family
members, findings of other studies demonstrate that these family members see
residents’ happiness as the overall goal and participation in care tasks as one way to

work towards that goal,

Because the happiness ¢f restdents is an overall goal for family members, it is likely
that the degree to which residents are happy in the ACF will influence the well-being of
their family members. Researchers hava also shown that family members' well-being Is
influeniced by thelr famijial relationships with the residents and by any pressures they
experience. These pressures include poor health, additional responsibilities, an inability
to speak the language of the country, a lack of proximity to the ACF, and
societal/famllial obligations/expectations. The latter two pressures have also been
found to infience the extent to which family members support their refatives in the

ACFs.
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Study findings also show that AD sufferers in ACFs tend to be well supported by their
family members, but that the well-being of aduit children Is affected by their parents’
mental health. However, there is evidence that family members of those with AD are
increasingly likely to experience a positive Impact from the placement over time, at

least during the year following the admission.

Findings of community studies suggest that another factor relevant to ACF resident
support may be the quality of the relatfonship between the family member and the
resident, Although few studies within ACFs have examined this possibility, it has been
shown that the well-being of residents’ daughters is influenced by conflict/ambivalence
within the parent/child relationship, and that residents are probably helped most by a
relationship with family members that Is not controlling, at least at the time of

admission,

In brief, the literature indicates that ACF residents and their family members
experience threats to their well-being related to the placement and that social support
may buffer adverse effects of the placement, The role of staff in the support of
residents is already clear, but the [iterature shows that family members” support of
residents is afso helpful to those restdents, and that staff support can help improve the
well-being of family members. Additionally, contextual factors have been identified that
influence mainly the well-belng of residents’ family members and the suppart of family
members for residents, Although it has been speculated that family members who are
supported by staff may be better able to support thelr relatives in the ACFs, this has

not yet been reported emplrically,
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Methodoloaical Review

The literature review revealed three major areas of methodologleal concern andfor
Interest, These wera issues refated to {a) the generalisabllity/applicability of findings,

(b} the interpretability of findings, and (c) the selectlon of topics for investigation.

The generalisability of findings of many of the quantitative studies is compromised
because of the use of rastricted sampling frames and/or because of the sampling
methodology. Firstly, although useful, the overwhelming majority of studies were
conducted in the USA, making extrapolations from these findings to non-American
populations uncertain given the differences in culture and health care systems.
International studies are expensive and difficult to co-ordinate. However, further
research, conducted in other countries and producing comparable findings would help
to redrass this concern. Secondly, the use of randomly selected settings within
individual countries is uncommon and would ensure that findings were more
generallsable withln those countries. Thirdly, the use of small, non-random samples

has also reduced the generalisability of some findings.

The author recognises that the use of a qualitative methodology (s not intended to
lead ta the generalisablity of findings, However, Guba and Lincoln (cited in
Sandelowski, 1986) indicate that one of the criteria for the evaluation of qualitative
work is that of fittingness, which Is achieved when findings are applicable and
meaningful outside of the study situation and are congruent with the data. Detailed
descriptlons of study samples, settings, and methodologies are essential to judge
fittingness, and the omlssion of details In published accounts of qualitative studies
tends to make its evaluation problematic. This Is especially the case where the

research has been conducted and published overseas, with an assumption that the
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reader possesses underlying knowledge about settings. When only sparse detzils are
provided, assessment of the applicability of findings outslde of study settings tends to
rely upon the cumulation of consistent findings, which may take many years to

achleve.

Interpretation of many of the findings Is limited by the use of cross-sectional designs.
Longitudinal studies in ACFs, using samples of residents andfor thelr family members,
require larger inltial samples than those conducted in many other settings because of
the relatively high mortality rate of the frail aged poputation. Additionally, the
monetary costs of longitudinal studies are often high. Yet, such studles can be of great
valua. However, the inclusion of length of stay as a variable in cross-sectional studies
is a strategy that some researchers have successfully adopted as an ald to

interpretation of findings.

A taplc that has already been widely investigated has been ACF residents’ family
members’ well-being, 1t is probably appropriate that future studies should not
concentrate an this issue, but on understanding how the identified problems may be
alleviated, Relationships between perceived social support (formal and informal) and
well-being have been found to be complex and are likely to be situation specific. There
has been little investigatlon of the relationshlps ameng these variables in the context
of the experiences of famlly members of ACF residents. Consequently, studies
concentrating on this area are required. The influence of contextual variables affecting
placement should be Included in these Investigations, Stewart's {1993) cail for
conceptual clarity and the use of instruments with acceptable psychometric properties

should be heeded if maximum benefit Is to be gained from these investigations.
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Furthermore, tomponents of the perceived support of family members of ACF
residents from staff have not been substantially identified In the literature. This
variable needs to be defined and measured as a separate entity from informal support
if understanding of support/well-being relationships in Jhis skuation Is to be thorough.
The reviewer has been unable to discover an existing instrument that allows for
saparate measurement of formal support in such a situation. The “qualitative to
guantitative” methedology of instrument development s an appropriate action to
address this concern (Imle & Atwocd, 1988). This methodology involves the collection
of data from multiple sources, including the literature and those experiencing the
phenomeneon. These data are then used to define the dimensions of the domain under
investigation and to form the bases for the items (Fleury, 1993}, Qualitative validity is
retained In the instrument during its developrment and testing by continuing to include

those experlancing the phenomenon at each stage of the process.

The final problem Js one related to the investigation of family members’ support for
ACF residents, To date, studies in this area have been conceptually narrow and have
not examined ways in which family members may be infiuenced by variables such as
thelr well-being and perceived support. The lack of investigation in this area may, in
part, be due to the fact that measurement of residents’ support is prablematic, Only
unrepresentative samples of residents are able to supply data, yet the reports of
others are of their own perceptions, not of those of the residents. Use of observational
methodologies has been a strategy used to rectify this problem; however, samples

used in observational studies tend to be small, lmiting generalisability of findings.

In conclusion, studies investigating relationships between ACF resldants” family

members’ perceived support from formal and Informa! sources and family members*
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well-belng are needed, For these studles, samples should be farge and randemly
selected sa that findings may be generalisable, and instruments used should possess
adequate psychometric properties. Longltudinal studfes or those including time as a
vartable are the most likely to provide findlngs that may be interpretable. It wou'd also
be useful ta examine how family members’ support for residents is influenced by their
perceived support, their well-being, and other contextual variables. Twe problems
emerging when considering this need for additional studies are the lack of an existing
instrument that specifically measures formal suppoert, and the fact that family
members’ support for ACF residents in studies with large samples is probably only

measurzhle as the perceptions of either staff or family members.

This study addressed the need for further research outlined in the previous paragraph.
It tested a model, based on the fiterature, that posited relationships among the
percelved formal and informal suppart of family members of ACF residents, their well-
being, their self-reported enacted support for thelr institutionalised loved ones, and
contextual variables Identified from the literature. Length of stay was included as a
variable. An instrument to measure the perceived formal support of ACF residents’
family members from the staff was developed, utiiising a “qualitative te quantitative”
methedology, for use in this study. This instrument underwent testing to establish its
psychometric properties prior to its use, and further infarmation about its properties
was gained during the study, Existing instruments used In the study had documented
adequate psychometric propertles. Family members’ support for residents was
measured In terms of the perceptions of those family members, as the study sample

was 50 large that the use of observational strategles was considered to be untenable.
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The Model

This model of family-resident support is anchored in the body of knowledge about
social support that demenstrates a buffering effect of socfal support on the negative
effects of stress. [t shows ACF residents’ family members’ well-baing as being
negatively affected by stress related factars associated with the ACF placement but
positively affected by perceived informal and formal support. Well-being is
conceptualised as a balance between positive feelings/symptoms and negative
feelings/symptoms. The model also shows that a mare positive state of well-being in
the family member will lead to that family member providing more support for the
resident. This is because positive well-being is seen to encompass the vitality and

energy required to provide such support.

Five ¢constructs provide the over-arching formulation for the model tested in this study.
These constructs have been operationalised by defining 10 specific concepts {see
Figure 1). The basis for the selectlon of constructs and concepts for inclusion, and for
the postulated relaticnships ameng the constructs, exists in the literature reviewed
earlier in the chapter. The model Is explained in the following paragraphs.

Table 6 shows details of the aperationalisation of constructs, Including measures.

Explication of measures and modifications made are detalled in the fallowing chapters.

Construct Five, the support an ACF resident’s familly member directs towards the
resident, 15 represented by the concept of the family member’s self-reported enacted
support for the resident. This {s the main outcome (dependent) varizble, Alternative
concepts, not considered feasible for inclusion in this study, would include observations
of the family member’s support for the resident and the resident’s perceptions of

support from the family member,
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Figure 1: Postulated refationships in the Aged Care Facility resident’s family member among incentives to support the resident, stress related

factors, pe ceived social support, well-being, and support directed towards the resident.
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Construct Four, the family member's psychological health, is represented by the
concept of psychological well-being. This concept Is seen as positively influencing the
dependent variable. This is because aspects of the concept, such as energy {evels and
positivity/negativity, affect the ability of family members to function. Negative well-
being, therefore, Is seen as inhibiting the abllity of a family member to support the

resident.

Construct Three, the percelved support of the resident’s family member, I3 represented
by the concepts of perceived formal support and perceived informal support. These are
postulated to buffer the negative effects on well-being of stress related factors via
their action ont well-being. In this way, they are also seen as indirectly influencing the
main outcome variable, For the purposes of this study, a family member's perceived

formal support Is assumed to be that which emanates from ACF staff.

Construct Two, stress related factors in the resident’s family member, is seen to
include three concepts, all Influencing that Famlly member’s well-being, and the main
dependent variable via well-being. The first concept is the type of familial relationship
between the family member and the resident. ‘the literature suggests that being a
resident’s spouse will be associated to the greatest cegrer with negative well-being,
and that belng a daughter will be associated more strongly with negative well-belng
than being a son. A relationship between the type of familial relationship and the
support provided by the family member to the resident Is not clearly indicated in the

literature 5o It is omitted from the model.

The secend concept in Censtruct Two is the length of time since the resident's

admisslon, postulated as having a positive relationship with the weil-being of the
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famlly member. The third concept is the pressures on the famlly member, postulated
as having a negative relationship with the well-being of the family member. Pressures
are also shown as having a direct and negative relationship with enacted support,
Indicators of pressures, for the purpose of this study, were designated to be (a) a
journey index, Including perceived difficulty of the journey, time taken travelling, and
the inconvenience assoclated with the type of transport utilised; (b) percelved (ill)

health; and {c) conflicting responsibilities (see Table 6).

Construct One, incentives for family members to direct support towards the resident, is
shown as including three concepts. All are seen as directly and indirectly influencing
the main dependent variable, and directly and positively influencing well-being. The
first concept is the family member’s perception of the resident’s adjustment to living in
the ACF. This was to be measured in terms of happiness of the resident, as reported
by the family member (see Table 6). The direction of the relationship of this concept
with the main dependent variable is seen to be negative. The second concept Is that of
feelings of attachment to the resident experienced by the famlly member, seen as
positively influencing the main dependent variable. Indicators of this concept were te
be the family member's perception of the closeness of the relationship and the
frequency of pre and post-admission family member's ¢ontact with the resident (again
see Table 6). The third concept is that of the cognitive status of the resident, also as
reported by the family member (the use of test reports being untenable in this study).
A resldent with a reported maln diagnosis of dementla was to be viewed as having a
negative cognitlve status and a resident without a reported main diagriosis of dementia
was to be viewed as having a posliive cognitive status. It was anticipated that asking
for a report of a maln diagnosis of dementia would ensure that ACF residents with only

a mild degree of confusion were niot designated as having a negative cagnitive status.




Constructs Concepts Indicators Intended Measures

I. Incentives in the + Famlly member’s perceptions of e  Perceptions of resident's + Single item: "How do you think the resident
resident’s family resident’s adjustment happiness feels abaut living in the faclity?"

member to direct support

towards the resident + Family member's feelings of + Perceptions of closenass of + "How close do you feel....?"

1X. Stress related factors in
the resident’s family member

attachrment to resldent

Cognitive status of resident

Familial relationship: Family
member/resident

Time since admission

relationship
¢ Frequency of pre and post -
admission contact

+ Family member’s report re:
dementia

NfA

N/A

+ Pre-admissicn contact
+ Cumment contact

+ Single item: "... state resident’s main
disability/disease”

+ Single item

+ Single itemn

Table continues.
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Concepts

Indi

icators

Intended Measures

IXX, Perceived support of
the: resident’s family member

IV, Psychelogical health of
the resident’s family member

V. Suppart family member
directs towards the resident

+ Pressures on family member

Perceived informal support

Perceived formal support

Family member's psychologleal
well-being

Family member's self-reported
enacted support for resident

-

N/A,

N/A

N/A

NfA

Journey: perceived difficulty,
length of joumney time,
Inconvenience of transport

Perceived (ill) health

Conflicting responsibilities

+

+*

*

"How difficult ...>"
'How fong ....?"
"How do you fravel ...?"

Single item: "How is your health?

Two items from the “Time Pressures on the Family
Member Scate* (Brody, Dempsey, & Pruchno, 1990)

The Multidimensfonal Scale of Perceived Sodal
suppert (Zimet, Dahlemn, & Farjey, 1988)

The Relatives' of Aged Care Residents Assessment
of Slaff Support Toal {(developed for this study)

The General Weil-Being Scheduie {Dupuy, dited in
McDowell & Neweli, 1998)

The Family Help Sub-Scale of the Primary Group
Helping Behaviour Scale {Rice, 1988)
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Hypotheses

Most of the hypothesised relatienships emanating fram the model are between

centinuous variables, However, two variables “familial relationship between the family

member and the resident” and “cognitive status of the resident” (i.e. having dementia

or not having dementia) are categorical variables. Accordingly, the thirteen hypotheses

tested in this study are as follows:

1.

4,

The extent ta which a family member perceives that hisfher relative has adjusted
to living In an ACF inversely predicts the amount of enacted support the family

member reports providing to that relative.

The extent to which a family member perceives that his/ber relative has adjusted
to living in an ACF positively predicts the degree of psychological well-being in the

family member.

‘The extent to which an ACF resident’s family member feels attached to the resident
positively pradicts the amount of enacted support the family member reports

providing to that resident.

The extent to which an ACF resident’s family member feels attached to the resident

positively predicts the degree of psycholcyical well-being in that family member.

. Belng the family member of an ACF resfdent whe is cognitively intact predicts more

positive levels of psychological wel-being in that family member than does befng

the family member of a resident who is cogpitively impafred (has dementia).
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6. Being the family member of a resident in an ACF who is cognitively intact predicts
lower levels of self-reported enacted support for that resident in the family member
than does being the family member of a resident who is cognitively impaired (has

dementia).

7. The extent to which an ACF resident’s family member experiences pressures
related to the placement inversely predicts the degree of psychological well-being

In that family member.

8. The extent to which an ACF resident’s family member experiences pressures
related to the placement inversely predicts the amount of enacted support the

family member reports providing to that resident.

9, The length of time that has passed since a family member has experienced the
admission of a relative into an ACF positively predicts the degree of psychological

well-being in that family member.

10. The familtal relationship between a family member of an ACF resident and that

resident predicts the degree of psychological well-belng in the famlly member,

11. The perceived informal support of a family member of an ACF resident positively

predicts the degree of psychological well-belng in that family member.

12, The perceived formal support of & family member of an ACF resident positively

predicts the degree of psychological well-being in that family member.




13. The degree of psychological well-being in a family member of an ACF resident

positively predicts the amount of enacted support the family member reports

providing to that relative.
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CHAPTER III

Methedology

Introduction
The methodology far this study is recounted in two parts. Firstly, the initial phase of
instrument development and refinement is documented. For this phase, all the details
of findings are In appendices to allow easy reference to them before an examination of
the next stage of the methodology. Secondly, the way in which the main study was
carried out Is described, Ethical considerations are addressed at the end of the

chapter,

Instrument Development and Refinement

ntroducti
The researcher needed to develap, test, and refine a tool to measure the perceived
support of ACF resldents’ relatives from the staff. The processes involved, producing
an instrument called the Relatives’ of Aged Care Resldents Assessment of Staff Support
Tool {RACRASST), were carried out in the following stages: Stage One, development of
the first draft; Stage Two, panel review and subsequent revislon; Stage Three,
revisions based on responses from a small sample; Stage Four, factor analysas with

subsequent revisions; and Stage Five, test-retest rellability analysis.

At the commencement of the study, ACFs were either nursing homes, providing a high
level of care, or hostels, providing a low leve! of care, The RACRASST was intended for
use In nursing homes, However, an Australian Government initiative occurring between
Stage One and Stage Two of the instrumant development phase of the study required

nursing homes and hoste!s to merge (AIHW & CDHFS, 1957). As a result, residents

provided with high levels of care were sometimes cared for in the same settings as
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residents receiving low levels of care. To ensure the relevance of the RACRASST to the
newly defined Australian ACFs, the sampling frame was extended at that time to

indude family members of residents receiving low levels of care.

5 ne; Deve! nt of the First Drait of the

Design. Development of the first draft of the RACRASST invalved the darification of a
concept: ACF residen*s’ family members’ percelved support from the staff. The
researcher discovered essential attributes of the concept by obtaining data from (a) a
review of the relevant qualitative literature (Appendix B}, (b} interviews with those
working In the area (Appendix C), and {c) Interviews conducted with a representative
sample of family members of nursing home residents (described 'n this section).
Quantitative items were generated from analysed qualitative data, whilst seeking to
preserve the meaning of the data by involving family member respandents i the item

development process. The methodelogy was based on that described by Fleury {1993).

Population, sample, and setting. The population targeted at this time was of

family members of elderly (aged 65 or ofder) nursing home residents. Initially,
Directors of Nursing (DONs) or Managers of 12 Western Australian nursing homes
were contacted. In an attempt to include a broad range of residents’ family members
in the sample, the researcher approached DONs/Managers of the following:
metropolitan and rural facilities, ethnically specific and ethinically diverse facilities, and
large (>100 beds) and small {<100 beds) facilities. After an explanation of the study,
the researcher asked PONs/Managers to either provide the current researcher with
contact numbers/addresses of residents’ famlly members, or to mail out letters from
the researcher to potential respandents (Appendix D). Positive respanses were

obtalned from six nursing homes. In three cases, DONs/Managers provided contact
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numbers and/or addresses. In the other three cases, they mailed out letters for the
researcher, The researcher sent a total of 210 letters to a variety of family membars,

Sample characteristics are shown in Appendix E,

Procedures, The researcher offered all respondents, except any outside the
metropolitan area, a cholce of settings in which to be interviewed.

Twenty-one respandents requested that the researcher visit them at home, eight
people chose to be interviewed In @ private part of the nursing home in which they
were visiting, and the single, rural respondent was telephoned at home at a pre-
arranged time. Interviews lasted for 30 to 60 minutes and were generally conducted
individually at the request of respondents. However, in two cases, two family members
were interviewed together, at their request. In the first of these cases, two nursing
home placements were Involved because each member of a married couple reflected
upon visits to a parent. In the second case, one placement was Involved as a resident’s

spouse and his “adult child” reflected upon their visits.

The researcher made appointments for interviews by telephone and, when they were
to take place in nursing homes, organised the availabllity of private rooms. Pror to
each interview, the researcher explained the study verbally, and answered any
questions about it that were asked. Consent forms were completed (Appendix F). The
researcher tape-recorded and transcribed all interviews, except for that conducted by

telephone during which the rasearcher took notes.

Puring semi-structured interviews, the researcher requested that participants describe
the staff actions/behaviours that they had found helpful, or would find helpful.

Participants were also asked to identify unhelpful actions/behaviours so those that




M

would have been helpful in the same situation could be Identified, The researcher
informed particlpants that the term “staff” was being used to refer to any employees at

the nursing homes.

The first five interviews were regarded as pilot interviews, and were reviewed carefully
to see if the interviewing technigue should be muodified. In particular, it was ensured
that the researcher was not "leading” participants, but listening in a non-judgemental
manner, seeking clarification where necessary. Although a decision was made to
include data from the pilot interviews in the analysis because no major faults In
interviewing technique were detected, one significant change was mace ta the
procedure for the remaining interviews. The change added a statement at the
beginning of the Interview asking pecple to reflect upon the more difficult times they
had experienced, This was because earlier respandents tendec to concentrate on
residents’ care, rather than family members’ care. In this way, the focus of the

interview was shifted, somewhat, onto the help given to family members.

“Prompts”, used to help participants consider an area they had not, yet covered, were
initially only taken from the review of findings of published research and the data
provided by staff. However, as the process progressed, more were added from the
findings of previous family members' interviews. The researcher worded these prompts
tentatively, stating, for example, that some famlly members had found a certain kind
of staff behaviour helpful. The researcher then asked how the respondent felt about
that staff behaviour. The researcher ended interviews by asking participants if they
would Jike to add anything, and thanking them for their input. Participants were aiso

asked If the researcher might contact them later, to clarify interview matetial or ask
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their views on identified themes. The researcher made notes after Interviews to act as

reminders of context, as suggested by Burmard (1991).

Data analysis plap, An initial check revealed that all the data obtained from the
literature review or from staff had been confirmed as relevant by at least che family
member, Data ta be analysec, therefore, -were exclusively contained In family

members’ interview transcripts.

The analysis of data from interviews with AFC residents’ family members was based

upon the method described by Burmard {1591):
1. The researcher bacame immersed in the data in order to understand the frame of
reference of each participant, Transcripts were read and re-read, notes being made

about the overali impression given by the interview,

2, Where the meaning of any part of a transcript was unclear, the participant was

contacted and asked te clarify this.

3. Unusable material, that which was unrelated to the interview topic, was bracketed.

4, Headings were written that categorised all data that were not bracketed.

5. Categories that were similar were subsumed into broader categories with sub-

headings.
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6. Two colleagues generated categories independently from the researcher, each
using transeripts from three different interviews chosen at random, The researcher
reviewed the categories already developed based on this collegial input, with a

view to eliminating researcher bias.

7. The researcher re-read the transcripts, together with the category and sub-heading

lists, and made any necessary adjustments.

8. Four interviewees who had expressed willingness to be involved in the analysis
process were contacted and asked to check whether or not their interview
statements belonged in the categories nominated by the researcher. They were
also asked ta examine all the category headings/sub-headings and to comment on

these. Any necessary adjustments were made, based on this feedback.

Items were developed from data according to the method described by Fieury (1993):

1. The researcher, once more, reviewed the transcripts and categories.

2. Scale items were generated from each data bit within each category, retaining the

language and expression used by participants, and trying to use only language that

would be easily understood by any future participants. Categaries, defined as

dimensions of the concept, became sub-scales,

3. The researcher compared items, combining those that were redundant.
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4. The researcher reviewed items, rewording some to increase their clarity andfor

bravity.

5. This collection of ems formed Draft One of the RACRASST {Appendix G).
Definltions of the concept domains covered by each sub-scale were included in this

draft.

At the conclusion of this stage, the researcher presented to the DON/Manager of each
participating home a summary of the kinds of things family members in the sample
had said they found helpful from staff. This Information was net identifiable and was

provided in the form of a hooklet that could be utilised by staff.

Stage Two: Panel Review and Subsequent RACRASST Revision
Design. A panel of experts pilot tested Draft One of the RACRASST. These axperts

examined the clarity of items, and the apparent infernal consistency and content

validity of the sub-scales, as prescribed by Imle and Atwood (1988).

Population definition, The population of interest was now that of family members of

Australian ACF residents recelving high or low levels of care.

Pane) selection, Experts for the panel were required to be family members of
residents n ACFs. Howevaer, it was considered preferable that these family members
should also have some famlliarity with research terminology. For this reason, panel
members were initfally recrt.;lted via an advertisement in a newsletter sent to post-

graduate students and staff. Only four people were recruited in this way, The
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researcher recruited the fifth person by word of mouth. This persan was a final year

undergraduate student with a relative in an ACF.

Procedures, The researcher made up packages (Appendix H), each contalning an
explanatory letter, a consent form, directions, a copy of the draft questionnalre with
space beside items for panel members’ comments, and a stamped envelope addressed
to the researcher, Each sub-scale of the questionnaire was printed on paper of a
particular colour, to avold confusion. In each case, the researcher offered to deliver
packages to panel members to explain requirements and answer questions about
them. This offer was accepted in three cases. In the other two cases, packages were

mailed out and correspondence by electronic mail provided clarificatior.

Panel members were asked to comment on the clarity of each item, on possible
redundancles, on whether each item fitted tha definition of the sub-scale, and on
whether items of each sub-scale appeared to be consistent (apparent interna
consistency). Columns beside the draft items allowed space for these comments, and

dlrection sheete described the suggested format of these comments.

Each panel member completed the review independently, and, in all except one case,
the forms were left with participants and returned by mail, The remaining panel
member requested that the researcher remaln present while the questionnalre was
being completed. This request was comnplied with, but the participant completed the

axercise without assistance.

Data analysls plan, In the data analysis plan, following the criteria set by Imle and

Atwood (1988), the researcher required that four out of five panel members should



agree that ltems were clear, not redundant, and congruent with the definition of the
appropriate sub-scale for them to be retained in their current form. A simitar level of
agreement was required when the corments on the apparent internal consistency of
the sub-scales were examined. The researcher reviewed iterns/sub-scales for which
this level of agreement was not reached. Redundant items were deleted, unclear items
were clarified or delated according to reviewers’ recommendations, and items not
fitting sub-scale definitions were deeted or moved according to reviewers'
suggestions. Findings of these anzalyses are to be found in Appendix I, The researcher
developed Draft Two of the RACRASST (Appendix J) based on these findings. At this
stage, a four point Likert scale (Strongly Agree-Strongly Disagree) was added, together
with a " Not Applicable” column as recommended by reviewers, Sub-scale definitions
were replaced, on the pages of the questionnalre, with directions. Gridiines were
retained to aid clarity, as shown in the appendix, and a large font was tised when

coples were printed for distributlon during the next section of the study.

S Three: RA evisigns f B Sample Respons

Design, Draft Two of the RACRASST remained so lengthy that it might be
burdensome for some participants to complete. Therefore, it was decided to include a
phase of the study that pre-tested the scale as suggest:d by Waltz, Strickland, and
Lenz (1991}, The findings of reliability/validity analyses could then be used to select
itams to include in the scale, as discussed by Nunnally (1978). Preliminary

psychometric properties of the instrument were also established at this stage.

Populatiop. sample. and setting, The researcher selected the sample from the

population with which the Instrument was to be used to preserve the qualitative

validity of the scale. Family members of ACF residents were recruited by advertising in
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a lacal church magazine and a newspaper, tapping personal contacts, and appealing to
DONs/Managers of local ACFs to advertise on the researcher’s behalf, This process
yielded insufficient numbers, so the researcher asked several DONs/Managers of
Western Australlan ACFs to forward packages to family members (Appendix K). The
researcher ensured that family members of those in small and large ACFs were

represented. Sample characteristics are shown: in Appendix L.

procedures, When advertisements/appeals were successful, prospective participants
telephoned the researcher, who explained the study and offered to send out or deliver
packages. Each of these included a letter, consent form, personal details form,
directions, a copy of Draft Two of the RACRASST, and a stamped, addressed, retum
envelope, Each sub-scale of the draft instrument was printed on paper of a different
colour. The terms “nursing home” and “hostel” were stilf used in this documentation as
these were considered to be the most easlly understood by family members, Packages
to be given out by DONs/ Managers contained a letter requesting help, rather than one

thanking reciplents far their interest.

Family members were asked to complete the draft RACRASST at their convenience,
and return It using the envelope provided. A telephone number for inguiries was

included in the package.

Data Analysis Plan, The analysis plan included the following steps:

1. The researcher recorded the following statistics for each sub-scale prior to any item
dalefions; Cronbach's and standardised item alpha co-efficients, and the means

and ranges of inter-ltem Correlations and item-to-total correlations.
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2, The researcher identified and deleted items lacking utility because 5 or more of the
30 responses to them were “Not Applicable”, then repeating the statistical

assessments detalled in the first step,

3. The researcher used additional correlational analyses te identify items that did not
aid in discriminating among the domains of the concept measured by the sub-
scales of the instrument. These items would threaten the discriminant validity of
the instrument (Jackson, 1870). Identification was achieved by correlating scores
for each item with total scores for each sub-scale, and making comparisons. Items
that were more highly comrelated with total scores of sub-scales in which they were
niot located than with total scores of those in which they were located were

deleted. Following these deletions, the analyses for Step One were again repeated.

4. Percentages of participants choosing each of the possible responses were
examined. If items attracted a single response from 80% or more of participants
they were to be deleted because they would not be useful In discriminating among

particlpants.

5, A list was made of items that might lack utility because they had attracted four

"Not Applicable” respanses.

6. The researcher calculated mean scores of items, and the standard deviations of
these scores. Items attracting scores with very high or very low means, or very
small standard deviations, might lack utility. These items were listed for possible

defetion.
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7. The researcher identified (a) items that might not fit well intc the sub-scales and
(b) items that might be unnecessary to the sub-scales from an examination of sub-
scale inter-item correlations and item~to-total comrelatiens. Items that might not fit
were those with scores correlating poorly with scores of other items and/or with
total sub-scale scores. Items that might be unnecessary were those with scores
correlating very highly with the scores of the total sub-scale (Carmines & Zeller,
1979, Nunnatly, 1978). All these Ifems were listed for possible deletion, Criteria set
demanded that at least 50% of retained item scores comrelated with total sub-scale
scores in the range 0.40 to 0.70, and that scores of retained items correlated with

50% or more of other item scores in the range 0.30 - 0.70.

8. Listed items were deleted where it was considered that, on balance, their loss
would improve the instrument. The likelihood of their lass diminishing the
qualitative valtdity of the instrumert was weighed against the threat ta the utility of
the instrument, and against the burden an particlpants of using additicnal items.
The Cronbach's alpha co-efficient for each sub-scale was referred to during the
process as an indicator of the Internal consistency of that sub-scale. Finally, the

statistical analyses used in Step One were again repeated.

Findings of analyses are shown in Appendix M. Draft Three of the RACRASST is shown

in Appendix N,
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Stage Fouyr; Factor Analysis of the RACRASST

The researcher conducted a factor analysis of the RACRASST to assess the construct
validity of the scale. The researchei had hypothesised that items clustered into
proposed sub-scales measured distinct dimensions of perceived staff support in family
members and the factor analysis provided a means to test that hypothesis. Having
established the structure of the scale in this way, it was then possible to examine its
Internat consistency reliability by assessing Cronbach’s alpha and theta coefficients,
and inter-item and item-te-total correlations. These analyses could also be used as a

basis for reddcing the number of items in the scale.

Design. The researcher conducted a mall-out of Draft Three of the RACRASST. For
the mail-out, items were not armanged In the sub-scales shown in Draft Three in case
this influenced the responses of participants. Instead, the researcher presented items

in a random arrangement.

Papulation, sample, and setting. The sample size for a factor analysis needs to be

fairly large because the correlations upon which this is based cannot be reliably
interpreted in small samples. According to Tabachnick and Fidell (1996), it is
“eomforting” to have at least 5 cases for every variable {p. 603}. The researcher
obtained a large samnple of 297 family members of ACF residents by asking
DONs/Managers of ACFs in six Australian states to forward questicnnaires to relatives
of residents, However, because of "not applicable” and missing responses only 195
data sets could be included in the factor analysis. Letters were the initial means of
contacting DONs/Managers, with slips to be retumed in reply-paid envelopes indicating
a willingness or unwillingness to asslst, The researcher also placed an advertisement in

a professional journal that asked DONs/Managers to participate in the study if they
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were contacted. Follow-up telephone calls were made to many DONs/Managers who

did not return their slips,

The researcher selected DONs/Managers of facilities that had not, previously, been
involved in the study, using the Hospitals and Health Services Yearbook {1997) and
working through the alphabetically arranged listings for each state. Roughly equivalent
numbers of ACFs were included from the five larger states. Smaller numbers were
included from Tasmania, where the population base is lower. This was so that
responses from previously untapped Tasmanian sources could be sought in the next
stage of the study. The Northern and Australian Capltal Territories were not included in

this stage of the study as very few ACFs exist in these areas.

Procedures, The researcher asked DONs/Managers who were prepared to assist how
many packages they anticipated distributing, and whether they wished them to be
supplied In envelopes or folded to go in with the accounts being maifed out from the
facilities, These packages were sent as requasted, each including a letter of
explanation; a copy of Draft Three of the RACRASST with directions and two “personal
details” questions {asking about the refationship with the resident and the length of
stay); and a stamped, addressed, return envelope (Appendix 0). All written material to

potential participants was presented In a large font, for easier reading.

Dats Analysis Plan, The analysis plan used at this stage is summarised in Table 7.
Principal Components Analysis was vsed as the goal of the analysis was te obtain a
practical rather than a purely theoretical solution, “an empirical summary of the data

set” as described by Tabachnick and Fidell {1896, p. 625).
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Table 7
5 D
Step no. Action

1. Deletion of items with 20 {6.7%} or more “Not Applicable” or missing
responses.

2. Principal Components Analysls computed, entering six factors and
viewlng results of both varimax and oblique rotations.

3. Principal Components Analysis computed, entering “factors with
Eigenvalues greater than one” and viewing results of both varimax
and oblique rotations.

4,  Selection of the most parsimontous and interpretable solution,

5. Examination of properties of each newly designated
sub-scale: inter-item and item-to-total correlations and Cronbach's
Alpha.

6.  Computation of Cronbach’s alpha and Theta co-efficient for the tota!

scale and comparison of findings.

Documentation of Draft Four of the RACRASST.
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Inltially, a six factor solutlon was requested, as six sub-scales had been deskgnated by
the researcher based on theoretical and practlcal knowledge. The next approach made
in the analysis was to discover a possible alternate sub-scale construction. Finally, an
analysls was carried out to discover whether or not the instrument should be viewed,

Instead, as a single scale, without sub-scales,

In addition to these analyses, two lists were made. One was of retained items that had
attracted 10 or more “Not Applicable” responses. These ftems were examined for
clarity once more and re.,orded, if possible, to avold possible future
misunderstanding(s). The second list was of comments made on the questionnaire by
raspondents. These were examined with regard to making changes that might improve

the questionnaire.

Sample characteristics and findings of analyses are shown in Appendix P. Items

retained In Draft Four of the RACRASST are shown in Appendix Q.

Staqge Five: Test Re-Test Reljability Analysis of the RACRASST

Design. Te determine the stability of the RACRASST over time, two responses to the
instrument were sought from each member of small sample. A time interval of 2-3
days was to elapse between Initial and repeat responses. This time frame Is
substantially shorter than the two weeks suggested by Nunnally (1978). However, ACF
resldents’ conditlons were considered likely to fluctuate, possibly affecting the support
of family members by staff. The use of a shorter time frame meant that that

Instrument stability could be assessed rather than effects of changes in support.
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Population. sample. and setting, The convenience semple was selected from the

population of family members of ACF residents. Seven DONs/Managers of ACFs not
previously included In the study, and in a variety of states, were asked to hand out
packages to family members when they visited. The purpose of the project was

explained to these DONs/Managers. Twenty-nine participants were recruited in this

way, but one of these falied to return the second guestionnaire.

Procedures. Ear’y package included a letter of explanation (Appendix R); two reply-
paid envelopes addressed to the researcher; and two copies of the questionnaire, each
contained in a separate envelope. Participants were asked to return each questionnaire

as soon as [t had bean completed.

Data analysis plan, Scores of individual items at Time One were correlated with
scores at Time Two. Finally, total scores at Time One wera correlated with the total
scores at Time Two. A brief summary of findings is included in Appendix R, However,
summary statistics for the RACRASST, at this stage of its development, are also

presented in the syummary of the instrument development section of the thesis.

I (- me
The Relatives’ of Aged Care Residents Assessment of Staff Support Tool was developed
and tested using five steps. Data for item development were gathered from ACF
residents’ family members, the literature, and ACF staff. A panel of experts then
evaluated Items and sub-scales, and this evaluation led to changes in the draft
instrument, Findings from administeation of the instrument to a small sample of family
members led to further changes, including considerable abbreviation of the instrument.

Data from 195 famlly members were used in a factor analysis of the instrument, a
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sample size that ensured more than the requlsite 5 cases per variable, and further
refinement of the instrument occurred at this stage, Test-retest reliabiflty analyses

were conducted on responses to the Instrument from another small sample.

Table 8 shows summary statistics for the instrument. These summary statistics were
caleulated using data collected for the test-retest rellability analyses, by which stage it
was known that the RACRASST was a single scale with underlying dimensions but no
sub-scales. Crenbach's alpha coefficient for the total instrument was 0.97 at Time 1
(T1) and 0,98 at Time 2 {T2). These high coefficients, and the fact that some of the
item-to-total and inter-item correfations were also quite high when assessed after the
factor analysis, suggest slight redundancy within the scale. However, In view of the
immaturity of the RACRASST, all the 29 items included at the end of the factor analysis
were retalned, Total scores for the 29-item instrument during the test-retest reliability
analysis ranged from 60 to 114 at T1 (M = 89.15, SD = 16.19) and from 60 to 116 at

T2 (M = 88.83, SD = 17.35).

The RACRASST, therefore, whilst requiring further testing and refinement, has
established clarity, apparent Internal conslstency, and content validity. The scale has
been found to be unidimensional during assessment of its construct validity, and to
demonstrate stability over time. Despite indications of some slight redundancy within
the scale, these findings, in addition to those determined during assessment of the
Internal conslstency reliability of the RACRASST, suggest that the instrument possesses
satisfactory psychometric preperties for an Immature instrument. Al additional details

of findngs related to the development of the RACRASST are in the appendices.
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1) Greet me when I visit 327 3.36 0.73 0.68 0.93 28
2) Keep me informed about my ralative's condition 302 3.04 0.92 0.50 0,90 27
3) Attend to residents’ needs promptly 2.95 304 0.84 0.84 0.B9 28
4) Ensure there is somewhere family members may b .ve private time with residents 312 3.20 0.73 0.71 0.96 25
5) Keep me informed about my refative’s care 2.84 3.04 0.93 0.85 0.87 27
6} Can be found easily, when I want to talk to them 277 2.80 1.00 0.91 0.82 28
7} Seem to be working in an crganised manner 3.23 314 0.71 0.52 0.78 28
8) Ensure the home Is safe for residents® 3.36 3.40 0.56 .50 0.81 28
9} Invite me to come to social events at the home 3.18 333 0.78 0.68 0.83 27
10) Say that my input into care helps® 2.83 3.00 1.03 0.77 0.86 28
11) Hold any private discussions with me in a private place 2.89 3.04 0.78 0.79 0.82 29
12) Provide “warm care” to residents® 3.50 332 0.64 0.67 0.74 28
13) Do not allow bad smells to linger 343 332 0.70 0.77 0.84 28
14) Spare the time to talk to mea 3.25 3.14 0.75 0.71 0.84 28
15} Include family members in social conversations 3.18 3.22 0.73 0.67 0.96 22
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16} Accept responsibility for the care of my relative 3.25 3.29 0.59 0.60 0.84 28
17) Ask family members about residents’ backgrounds 293 3.00 0.86 0.82 0.85 28
18) Allow residents o bring in their cwn pictures, etc. 3.68 343 0.48 0.50 0.60 28
19) Keep me informed about how family members may help with resident care in this heme”  3.00 296 0.87 0.96 0.85 24
20) Keap me informed about how any changes in government palicy will affect the home 3.22 311 0.64 0.79 0.83 27
21} Are regular {i.e. not agency) 3.00 3.00 0.83 0.89 0.87 26
22) Make it cfear that resident care comes first 336 3.36 0.52 0.62 0.50 28

23) Only refocate residents from their current rooms Into different reoms or areas of the

home when it is in the best interests of those residents 3.21 3.22 0.83 0.74 .85 22
24) Set aside an area where visitors and residents may mix 341 3.70 0.69 0.65 0.80 26
25) Sometimes use touch to show support for residents’ family members who are in distress®  3.30 343 0.64 0.59 0.53 22
26) Treat my relative as an adult 346 346 0.58 0.58 1.00 28
27} Are careful with my relative’s possessions 2.50 2.85 0.88 0.86 093 27
28) Keep my relative comfortabla 3.43 3.39 0.57 0.57 0.83 28
29} Who are in management positions ("Top 5taff) are friendly to me 34 3.56 0.75 0.78 0.97 27

HNote; Stem for all items is "staff™. *Numbers shown are those from corrdational analyses, varying due to missing/not applicable data. “Cotnplete item includes examples.

6
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Main Study

Introduction
In this section of the study, the researcher used the newly developed RACRASST

alongside existing Instruments to test the model illustrated earlier In this thesis and
develop an improved modal, The study design, sampling frame and selection
pracedures, instrumentation, and data analysis plan are described in the following

paragraphs.

Design

The main study was conducted using a cross-sectional, descriptive/predictive
correlational, ex post facto design to test a mode! developed by the researcher and to
construct an empirical model. This approach allowed the researcher to examine the
strength and direction of relationships among a number of key variables ralevant to
ACF farnily-resident support.
Population e i

The researcher describes the sampling frame and selection of participants here,

Charatteristics of participants are documented alongside findings of the study.

The sample was selected from the population of family members of Australian ACF
resfdents aged 65 or older. One hundred and seventy DONs/Managers of ACFs in all
states and tersitories of Australia were contacted and asked to pass on packages to
potential participants. These DONs/Managers were only contacted if their facllities had
not been involved in the study before. The names and addresses of facilities were
accessed from the Hospitals and Health Services Yearbook {1997), and they were

utilised in alphabetical order. Fifty-four DONs/Managers agreed to assist, taking a total



of 890 packages. Some indicated they would put these into account envelopes, and
the remainder said they would give them out to visitors, Two hundred and thirteen
data sets were obtalned from this “mall-out”. This indicates a response rate of 24%,

assuming that all packages were distributed as agreed.

Instrumentation
Here, the researcher describes the piloting of Instruments tc be used in the study,

changes made as a result of piloting, properties of the instruments, and the final

presentation of questionnalres.

The researcher utilised the following questionnaires in the main study: the

a4

Multidimensional Scale of Perceived Soclal Support (MSPSS) {Zimet, Dahlem, Zimet, &

Farley, 1988), the "Family Help” sub-scale of the Primary Group Helping Behaviour
Scale (PGHBS) (Rice, 1888), the General Well-Being Schedule (GWB) {Dupuy, 1977,
cited in McDowell & Newell, 1998), the Time Pressures on the Family Member Scale
(Brody et al., 1990}, a modified version of a demographic questionnaire previously

designed by Toye and assotiates (1996), and the newly developed RACRASST. The

researcher decided to retain the "not applicable” response option in the RACRASST for

the main study, despite the resulting potential for toss of data, so that another

opportunity would be available to review items in this immature instrument that were

not well-understood or were inapplicable te many participants.

Pitoting, With the exception of the RACRASST and the demographlc questicnnalre,

which the researcher had used with similar samples before, all questionnalres were

pllot tested.
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The researcher obtalned a convenience sample of 20 family members of ACF residents.
This sample was accessed via acquaintanceships with a number of DONs of ACFs.
Packages distributed by these DONs included a letter of explanation; the
questionnaires printed In a large font, with directions and space for comments about

each item; and a stamped envelope addressed to the researcher,

Findings generally resulted in minor changes being made: the researcher simplified
directions given for the PGHBS (Rice, 1988) and changed the way responses were to
be marked for the last few questions of the GWB {Dupuy, cited in McDowell & Newell,
1998), replacing bars to be circled with boxes to tick. However, responses to the eight
items included in the Time Pressures on the Family Member Scale (Brody et al., 1990},
designed for use in North American nursing homes, were either very strongly negative
or omitted, suggesting they might be offensive to respondents, In view of this, six
items, listed in Table 9, were not included in the final package sent to participants.
Instead, the researcher added Items 4 and 8 to the demographic guestionnalre, as
Ttems 18 and 19, after an introductory sentence. As shown with square brackets in the
table, the word "parent" was replaced with "relative” throughout this questicnnaire,

prior to pllot testing.

All the questionnaires, as used in the maln study, are documented in Appendix S, as is

permission from the author of the PGHBS to use her scale.
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Table 9

{Brody et a)., 1990}

1. Because of my involvement with my parent [relative], I don't have time for myself

2. I feel that the present situation with my parent [relative] doesn't allow me as much

privacy as I'd ke

3. I feel that my social life is suffering because of my involvement with my parent

[relative]

5. I canfitin most of the things I need to do in spite of the time taken up by my

parent [relative]

6. It's hard to plan things ahead when my parent’s [relative’s] needs are so

unpredictable

7. My parent’s [relative's] condition is Interfering with my going on vacation or

weekend trips

dimensi Scale of P ived Social Su Zimet I, 1988).
Informal support Is defined, for the purpose of this study, as being the sodial support
provided by family members, friends, and peers. Social support, including formal and

Informal support, is defined as communlcating information, esteem, aid, and reliable
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alliance (Stewart, 1993). Informatlon, however, Is viewed as a part of formal rather

than informal support.

The MSPSS (Zimet et al., 1988) Is 2 12-jtem instrument that measures perceptions of
informal social support. The items refer to all three of the dimensions of informal social
support include in the definition used in this study: esteem, aid, and reliable alliance.
The MSPSS utilises a 7-point, Likert-type scale, strongly disagree to strongly agree,
and no items need reverse coding, The instrument consists of three sub-scales:
“Family”, "Friends”, and “Significant Others", In testing, Cronbach’s alpha for the sub-
scales has varied from 0.81 to 0.98, and for the total scale it has ranged fram 0.84 to
0.92 {Zimet, Powel), Farley, Werkman, & Berkoff, 1990). Predictive validity has been
established with the use of the Depression and Anxiety sub-scales of the Hopkins
Symptom Checklist, and factorial validity has also been established (Derogatis, Lipman,
Rickels, Uhle~*+ith, & Covi, 1974, dited in Zimet et al., 1988), The MSPSS was found to
be the least burdensome measure of informal support that had adequate established

psychometric properties and fitted the definition of Informal support used in this study.

The Primary Group Helping Behaviour Scale (Rice, 1988). The definition of

infermal support Is also relevant to the selection of the “Family Help” sub-scale of the
PGHBS. This sub-scale was selected to measure the informal support family members
reparted providing to thelr relatives in the ACFs so it needed to measure the esteem,
ald, and reliable afliance, but it also needed to be context specific. The PGHBS was
designed as a 60-ftem measure of the help given to nursing home residents. It has
established face and content validity, and preliminary construct validity, Thirty-six
Itetns form the “Family Help” sub-scale, as confirmed by factor analysis, Thesa items

measure esteem, ald, and relfable alllance In the context of an aged care setting,
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Cronbach's alpha for this sub-scale is reported as being 0.94. Items have a 5-point,

Likert type response scale ranglng from never {1} to always (%), No items need to be
reverse coded. This instrument was the only cne found that measured the necessary
dimensfons of family members’ support for ACF restdents, bad undergone testing for

construct validity, and had established acceptable internal cansistency reliability.

The Gene 11-B ch 4] i Dowell & Newell
1996). The psychological well-being of participants In this study was defined as the
balance between participants’ positive and negative symptoms or feelings, as described
by McDowell and Newell {1996}, The 18-item version of the GWB was chosen to
measure psychological well-being because it measures this balance, is not unduly
burdensome to respondents, and possesses acceptabie established psychometric
properties. The {tems of this instrument alse appear less intrusive than some of those
included In similar instruments examined by the researcher. In this version of the
GWB, the first fourteen ltems use six-point response scales, and the final four items
use ten-point response scales, Low scores refiect low well-being and high scores reflect
high well-bging. Therefore, responses are reverse-coded for Items 1, 3, 6, 7, 9, 11, 13,
15, and 16, Fourteen is deducted from final scores to assess well-baing in categories

listed by the author (McDowell & Newell, 1995).

McDowell and Newell {1596) describe the GWB as having produced “outstanding
refiability and validity results” (p.213). This tool has six sub-scales, confirmed by factor
analysis. Sub-scales are fabelled “Anxlety” (Items 2, 5, 8, and 16), “Depression” (Items
4, 12, and 18), "Positive Well-Being” (Items 1, 6, and 11), "Self Cantrol” (Ttems 3, 7,
and 13), "Vitality” {Items 9, 14, and 17), and "General Health” (lters 18 and 15).

Intemal consistency co-efficients for the sub-scales have ranged from 0,72 to 0.88. For
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the total scale, reports of internal consistency co-efficients range from 0.88 to 0.95.
{Edwards et al., 1978; Fazio, 1977; Himmeifarb & Murre!l, 1983; Ware et al, 1975, all

cited in McDowell & Newell},

Demographic Questionnaive. The Demegraphic Questionnaite was used to

document demographic characteristics of family members {Items 2, 3, and 4), those of
their relatives in ACFs (items 5 and 6), and the type of care received by residents
("hoste! type”, low care; or “nursing home type”, high care) (Item 9). It was also

designed to document the following (as reported by family members):

1. The familial relationship existing between the family member and the resident

(Item 1) The coding of this variable was as indicated on the questionnaire,

2. The main disabllity of the resident as an indicator of a moderate or high degree of
dementia existing or nat existing in the resident (Item 7). The coding of this
variable was dichotomous, Cnly when dementia was listed as being the main
disabllity, or, as did occur, one of several main disabilities, was the resident
designated as “cognitively impaired”, The researcher recognises that measuring
this variable in this manner meant that residents who suffered from dementia but
who had other mere major problems were designated as "cognltively intact”,
However, given that it was necessary to obtain this information from family
members, not health professionals, this seemed a reasonable strategy to ensure
that only residents with moderate ar severe dementia were described as cognitively

impaired, not those who merely had a tendency to be forgetful and disorientated.
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3. The happiness of the resident with regard to living in an ACF, as an indicator of the

6

resldent’s adjtistment to life in an ACF (Item 8). This item was scored using a five-

point scale with an additional eptlon, “unable to tell”, Scoring Is shown in Table 10,

The length of ime since the admission, in months (Item 10).

The degree of pre-admission contact between the family member and the resident
{Item 11), the degree of current contact between them (Item 12), and the
¢loseness of the relationship between the members of this dyad (Item 17). All
these items were viewed as indicatars of the family member’s feelings of
attachment to the resident. Although the items of this “attachment index” that
refer to contact, rather than to feelings, appear incongruous in this context, they
were Included in an attempt to balance the tendency that might occur to produce a
soclally desirable response indicating feelings of closeness. These three items were
scored as Is shown in Table 10 and a summated score was to be used as a
measure of feelings of attachment. Hewever, this measure was reviewed and

revised when data were prepared for the initlal regression analyses (see p. 116).

The pressures on the family member. From the literature, these pressures are
known to Include poor health, an inabillty to speak the language of the country,
responsibilittes outside the ACF, a lack of proximity to the ACF, and socletal/familfal
expectations/obligations. Pecple from nen-English speaking backgrounds would, by
definltion, be unable to participate in this study, and measuring societal/familial
expectationsfobligations was beyond the scope of the study. A pressure index was
therefore constructed to measure the remaining known pressures, Items 13, 14,

and 15 measured problems encountered when travelling to visit the ACF and,




101

tharefore, all associated with a lack of proximity to the ACF. Item 13 referred to
the use of varlous modes of transport, and was scored according to the degree of
inconvenience usually associated with them. Item 14 referred to the time taken on
the journey, and Item 15 measured the degree of difficulty of the journey. Jtem 16
measured the perceived health of the family member. Items 18 and 19 {from Brody
et al., 1990} measured the degree of conflict in the family member between other
commitments and commitrment to the resident (see Table 10 for scoring details for
each item). Had the other items from Brody and assocfates’ Time Pressures on the
Family Member Scale been included, the time pressures already reflected in the
items conceming confiict between commitments would have been measured in
additional dimensfons. A summated score of items 13, 14, 15, 16, 18, and 19 was
to be calculated as a measure of pressures in the famlly member. However, upon
raview of the data prior to the first regression analyses, this index was also

reviewed and refined {see again p. 116).

Presentation, Before the questionnaires were mailed out for the maln study, the
researcher added an example at the beginning of the RACRASST, inserted notes to
assist usars {e.g. ™ the naxt question is over the page”), expressed thanks to
perticipants, and allocated a section for particlpants’ comments. Questicnnaires wera
presented to respondents In packages. Each package included a large font copy of a
letter of explanation (Appendix T), and of a booklet comprised of the five

questiennalres, plus a reply-paid envelope addressed to the researcher.




No. Item Scoring
1 2 3 4 5 0
8 Happiness of resident very unhappy  quite unhappy nelther happy nar unhappy  quite happy very happy unabte to tell
11  Pre-admission contact < monthly monthly fortmightly weekly daily
12 Current contact < monthly monthly fortmightly weekly daily
13  Transport inconvenience  own car walking lifts public transport  taxi
14 Length of joumney time 1-15 minutes  15-3C minutes 3045 minutes 45-60 minutes > 60 minutes
15 Journey difficulties very easy quite easy not too difficult quite difficult very difficult
16  Health very good goad fair poor very poor
17  Closeness of relationshlp  not at all close  not very dose  unsure close very dose
18  Resident/homne pressures not at alf >very much so
19  Resident/work pressures  not at all >very much so

zol
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Data Apalvsls Plan
The data analysis plan for main study findings included provision for the following:

() a descriptive analysls of the characteristics of participants; (b) exploration of all
other data; {c) deallng with missing data; (d) checking that data met statistical
assumpticns for the use of multiple regression analyses: (e) the use of hierarchica!
regresslon for the testing of hypotheses illustrated in the model, and for the testing of
implicit hypotheses nominating alternative refationships among variables included in
the model; and () the use of stepwise regression anzlyses to explore relationships
existing among any variables included in the study, including demographic
characteristics, to construct an improved model. The multiple regression analyses wera
conducted according to the protocal decumented by Tabachnick and Fidell (1996) and
were to include at least five cases for every variable entered as proscribed by these

authors.

Summary (Maln Study)

Two hundred and thireen family members of Australlan ACF resfdents provided cross-
sectional survey data for testing hypotheses about the relationships among variables,
All respondents were contacted via DONs/Managers of the ACFs, After changes were
made because of responses In the pilot tests, five questionnaires were included in the
mall-out. However, the Demographic Questionnalre was modified to include two
questions from a sixth questionnaire that had also been pilot tested, The data apalysis

plan was for descriptive and multiple regression analyses.
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Ethlcal Considerations
The ethical Issues requiring consideration in this research are the same for the two
sections of the methedology: instrument development and the main study. These
Include: (a) general issues concerning the use of human subjects, (b) Issues arlsing
when selecting a sample from a vulnerable population, and (c) Issues arising when

subjects are selected via a third party.

The Use of Humap Subjects

Burns and Grove (1987) state that those carrying out research using human subjects
must do the following to ensure their research is ethically sound: (a) balance the
potentia! risks and benefits of the proposed research, (b) submit research propaosals for
institutionzl review, () obtain informed consent from participants, and (d) protect the

rights of these participants.

For this study, risks to the wider community were non-existent, and #isks to
participants were restricted to the possibllity of interviewees in the Instrument
development phase bacoming upset when reflecting upon distressing experiences, A
plan was put in place, prior to interviews, to minimise distress in participants. This plan
was that the interviewer {the researcher) was to offer to terminate the interview if a
respondent became upset, and to inform the interviewee of avallable counselling
services. Additionally, should the researcher need to contact any interviewee again,
she was to check that the family member’s relative in the ACF had not dled, prior to
maklng that contact. This was to be done withaut revealing the participant's identity.
Qne participant did become upset at interview, but requested to carry on, This

participant stated it helped her ta speak about her experlence. She accepted
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information about counselling services, DONs supplied general Information about

recent deaths to the researcher when repeated contact needed to be made.

Permission to carry out the proposed research was given by the Committee for the
Conduct of Ethical Research of Edith Cowan University {Appendix U), The committee
examined the proposal and negotiated one change with the researcher, ensuring that
participants would be accessed via DONs rather than via the Aged Care Assessment
Teams involved in the admission process. This was to encourage a <ollegial rather than

an adversarial relationship with the DONs.

The researcher obtained written, Informed consent to participation from participants,
except in two cases, Firstly, the return of survey data elicited using an explanatory
letter was deemed to indicate informed consent had been given. Secondly, saveral
staff volunteered information for the study about the staff actions/behaviours they
believedt helped family members. Verbal, informed consent was obtained from these

staff to allow the researcher to use the information they had given.

Al participants in the study were made aware that they had the right te confidentiality,
to refuse or cease participation at any time, and to have thelr questions answered,
They were all also given contact numbers where inguiries about their participation
would be answered. Where data needed to be identified for follow up purposes, code
numbers were allocated, and only the researcher had access to a master list. The
researcher kept this fist locked away, separately from any data, The identity of

participants was not revealed to others.
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Sampling from a Vulnerable Population

As discussed by Sachs, Rhymes, and Cassel (1993}, famlly members may fear the
release to ACF staff of any information they provide. This might ba because they
believe reprisals will be directed towards thelr loved ones in the ACFs, For this reason,
the researcher made it clear, in written and verbal communlcation with participants,
that the identity of respondents would never be revealed by her. The researcher also
pointed out to interviewees thal thelr choice to be interviewed in the ACF would
probably mean that staff would be aware of their participation. Alternative venues

were offered to avold this situation.

n of j viaa
Selection of subjects via a third party, in this case the DONs/Managers of ACFs, has
obvious implications for sampling bias that are discussed efsewhere, However, it also
has ethical implications. Participants in this research may have been concerned that
DONs/Managers knew they took part. This was not an issue where all residents’
relatives recelved packages with monthly statements. However, it could not be avaided
where staff distributed packages directly, All that could be done to remedy this
situation was to ensure that the confidentiality of individual responses was made
known to all participants. This Issue was consfdered so important that coding to allow
follow up was dispensed with after the very early stages of instrument development.
In this way, participants were assured that not even the researcher knew their dentity,
Additionally, all responses were mailed directly to the researcher, even in the local area
where boxes for questionnalres placed In the ACFs could have been emptied by the
researcher, This avolded any concerns participants might have had about others

having access to thelr completed questionnairas.
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Summayy (Ethical Considerations)

In this study, the usual steps were taken to ensure that the rights of human subjects
were protected. Additionally, steps were taken to ensure participants knew their
identity would not be revealed to others, even when thls meant incurring additional
postal expenses or being unable to contact respondents for follow-up. These more
exceptional measures were taken because the sample was from a vulnerable

population obtained via third parties.

Querall Summary
The methodology of this study took part in two phases. The first phase, Instrument
Development, ensured that an instrument with documented psychometric propertes,
the RACRASST, was available to measure ACF residents' relatives’ perceived support
from the staff. In the second phase, the Main Study, the researcher collected cross
sectional survey data for the testing of a hypothesised model and the development of
an empirical model. The RACRASST was used in the maln study, alongside several
other questionnalres. Ethical issues related to the use of human subjects from a

vulnerable population selected via third parties.
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CHAPTER 1V
Findings of the Main Study
Introduction
In this section of the thesls, the researcher documents participants’ characteristics,
findings of exploratory analyses, and details of the preparation of data for multiple

regression analyses. Finally, findings of the following main analyses are presented:

Step L. Hierarchical regression analyses testing relationships among variables as

hypothesised in the mode! (Figure 1).

Step 11 Hierarchical regression analyses testing possible altemative relationships

among variables illustrated in the model.

StepIII,  Stepwise regresslon analyses exploring possible relationships among any
variables for which data were collected in this study, including

demographic characteristics,

At 2ll times, knowledge of the literature was used to guide the analytical process, The
researcher used the Statistical Package for the Social Scences (SPSS for Windows) for

all analyses, with alpha set at <0,05 unless otherwise stated.

Sample Characteristics
The researcher summarises responses to the Demographlc Questionnalre in this
section, but does not include responses to Ttems 18 and 19 {from Brody et al., 1990).

Detalls of responses to these iterns are included with findings of exploratery analyses.



109

The sample of 213 family members of ACF residents comprised particlpants from all
Australian states and the Australian Capital Territory (ACT). No questicnnaires were
Identifiable as having been returned from the Northern Territory, but 5 participants did
not supply their postcodes. Numbers of data sets returned fram each state/territory
and from metropolitan/rural areas are documented in Table 11, Reference to 1996
census data (Australian Bureau of Statistics, 1996a, 1996b) showed that participants

came from areas varying widely in soclo-economie profiles.

Tabie 11

Qriginating Areas of Responses

State/Territory Metropolitan Rural Area Total
Area

ACT 12 5 17

New South Wales 14 12 26

Queensland ] 12 18

South Australia 59 7 66

Tasmania 0 18 18

Victeria i2 1 13

Western Australia 48 2 50

Most participants were middle-aged or eklery {see Table 12). Only 5 were aged 40
years or younger, and 32% were aged between 51 and 60 years. Approximately 50%

of participants were aged over 60 years, and 18 of these were older than 80 years,
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Most participants {562} indicated that thelr health was good (85 cases) or very good
(56 cases). However, 8 participants {4%) stated that their health was poor or very

poor. Sixty participants (28%) reported a "fair" level of health, and 4 falled to respond.

Table 12

Participants’ Ages

Age Group Number of Participants
18-40 5

41-50 34

51-60 67

61-70 50

71-80 37

80+ 18

Missing responses 2

Resldents' ages, as reported by their relatives, ranged from 65 to 102 years with
approximately 75% belng older than 80 years. Residents were predominantly female
(151, 71%). Their main diagnoses were varied and often multiple. Seventy-four
residents {35%) were reported to have Alzhelmer's Disease (AD), but another 10 (5%)
were reported to have dementia as a main diagnosis. The length of residents' ACF
occupancy varied from 2 weeks to 19 years (M = 28 months, SD = 34.33 months).
Participants indicated residents recelved nursing home-type care in 170 cases (80%)
and hostel-type care in 37 cases {17%). Two participants stated they did not know the
level of care received and 4 falled to answer this item. Family members reported that
residents were very happy to be living In the ACF in 23 cases {11%), quite happy In 67

cases (32%), nelther happy nor unhappy in 67 cases (32%), quite unhappy in 24
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cases {11%), and very unhappy in 13 cases (6%). Fifteen family members stated they
were unable to tell if their relative was happy or unhappy. Four responses werg

missing.

Twenty-slx participants (12%) indicated they had recelved either no formal education
or anly primary level educatfon. In contrast, there were 9 participants {4%) with post-
graduate gualifications, and 37 (17%) held degrees. Ninety-nine pecple (47%) had
finished their education at secondary school, and 4G {19%) held trade qualifications.

Two responses wera missing,

One person falled to Indicate the familial relationship held with the resident, however,
this person was identifiable as a reletive from comments made at the end of the
questionnaire so data from this source were included for analyses that did not require
an entry for “famflial relationship”. Other refationships were as shown in Table 13.
Daughters comprised almost 50% of the sample, wives 15%, sons 11%, and husbands
10%. Seven people indicated they were children of residents but did not state whether

they were sons or daughters,

Participants indicated they visited thelr relatives in the ACFs weekly in 89 cases {429%),
and daily in 110 cases {52%). Three famlly members (1%) made contact less
frequently than monthly, and 6 (3%} either fortnightly or monthly, A variety of modes
of transpart were used for visiting. One hundrad and seventy participants (80%) used
thelr own cars, 20 (5%) walked, 12 (6%} used public transport, 4 (2%} relfed upon
lifts, and 3 (1%} used taxis. Reported journay lengths varied from 1 minute to 8 hours
{M = 21.74 minutes, SD = 36.69). The majority of participants (168, 69%) reported

finding thelr journey to the ACF easy (68 cases) or very easy {100 cases). Six people
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{3%) stated it was very difficult or qulte difficult to travel to the ACF, and 34 (16%}

indicated it was "not too difficult”. Five responses were missing.

Table 13

Familial Relationships of Particibants with Residents
Relationship Number of Participants
Husband 22

Wife 32

Daughter or stepdaughter 102

Son 24

Daughter-in-law or sister-in-taw 13

Sister 5

Niece or nephew 5

Grandchitd 2

Aduit child {unspedified) 7

Most participants {124, 58%) reported feeling very close to their relative in the ACF. A
further 65 people (31%) reported feeling close, 11 (5%) were unsure, and 8 (4%)
stated they did nat feel very close to the resident. No one reported feeling "not at all

close”, and 5 tesponses were missing.

Pre-admission contact between family members and ACF residents, including telephone
contact, was reported as having been daily In 139 cases (65%), weekly in 61 cases
(29%), fortnightly In 5 cases (2%), and monthly or less often in 4 cases (2%). Four

responses were missing.
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In summary, particlpants in the study came fram a wide variety of locations,
educational backgrounds, and socio-econamic backgrounds. Daughters comprised
approximately 50% of the sample but many spouses also particlpated. Poor health was
unusuzl in these participants, and most reported visiting the ACF at least weekly,
Additionally, most particlpants reported pre-admission contact that wais at legst
weekly, and feeling close or very close te their relatives in the ACFs. The majarity of
participants reported using their own cars for visits, and finding the journey easy or
quite easy, while the mean journey time was 21.74 minutes, Most residents were
female, aged over 80 years, recelving nursing home-type care, and their length of stay
in the ACFs varfed widely, Forty percent of the residents reportedly had a main
dfagnosis of dementfa. Afso according to famiiy members' reports, residents varied

widely in the degree to which they felt happy to be living in the ACFs.

Data Pre tion Ex i
Before the rmain analyses, the researcher assessed the psychometric properties of the
instruments as used In this study; dealt with missing and "not applicable" responses,
re-coded dichotomous responses; explored data; and screened data to ensure the
necessary assumptions for the analyses were met, taking action when this was

requlred/desirable, This process Is detailed in the following paragraphs.

The researcher first evaluated the psychometric properties of the following

instruments, as used In this study: (a) the Relatives of Aged Care Residents
Assessment of Staff Support Toal (RACRASST), (b} the Multldimensional Scale of
Perceived Social Support {MSPSS) (Zimet et al,, 1988), (c) the “Family Help” sub-scale
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of the Primary Group Helping Behaviour Scate (PGHBS) (Rice, 1988}, (d) the General
Well-Belng Schedule (GWB) (Dupuy, 1977, cited In McDowel! & Newell, 1996), and
(e) the two items from the Time Pressures on the Famlly Member Scale (Brody et al,,
1990) (shown as Items 18 and 19 of the Demographic Questionnaira). Next, the
researcher examined the properties of the indicator scales, devised Ffor use in this

study.

As the first step towards assessing properties of the main instruments, the researcher
checked proportions of missing/“not applicable” responses for each item. Cnly two
itemns had a greater than 5% Incidence of these responses: Items 21 and 23 of the
RACRASST, These items were deleted from the analyses. Remaining "not applicable”

responses for the RACRASST were treated as missing data for reliabllity estimates.

Findings of reliability estimates indlcated that the Standardised Item Alpha (SIA) for
the 27-item RACRASST was 0.96, a figure that could not be Improved upen by the
deletion of further items. Additionally, it was noted that more than 50% of RACRASST
jtern scores correlated with the total score in the range 0.40 to 0.70, and more than
50% of inter-item correlations fell between 0.30 and 0,70, This confirmed that the
rernalning items were neither superfiuous nor Iirelevant. SIAs for the MSPSS {Zimet et
al., 1988), the PGHBS sub-scale (Rice, 1988), and the GWB (Dupuy, 1977, cited In
McDowell & Newell, 1996) ranged from 0.94 to 0.95 and, agafn, deletion of further
ftems would not have Improved these reliability estimates, Inter-item and item-to-total
correlations for the established Instruments did not always fali within the guidelines
noted above, However, deletion of any of these items may have threatened the validity

of the scales, so all were retained. The SIA for the two Items of the Time Pressures on
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the Family Member Scale {Brody et al,, 1990} was 0.82 (see Table 14 for a summary of

the psychometric properties of Instruments used In this study).

Tabla 14

Stalistic RACRASST MSPSS FGHBS GWB Time

pressures

Inter-item correfations:

Mean 0.50 0.56 0.30 0.54 NfA
Range 0.28-0.83 0.38-0.90 -0.06-0.87  0.31-0.0.80 0.70-0.70
Item-to-total

correlations:

Mean 0.67 0.72 0.53 0.75 N/A
Range 0.58-0.78 0.61-0.7% 0,31-0.72 0.55-0,83 NiA
Cronbach’s alpha 0.96 0.94 0.93 0.94 0.82
Standardised item alpha 0,9 0.94 0.94 0.95 0.82
Number of items 27 12 36 18 2

The two ftems from the Time Pressures on the Family Member Scale (Brody et al.,
12690} were re-examined [ater In the context of the pressure index. This examination is

described in the following paragraph.

Indicator scales devised by the researcher for use in this study were to measure (a)
the family member’s feelings of attachment for the resident {Items 11, 12, and 17 of
the Demographlc Questionnaire), and (b} the family member's pressures (Items 13,
14, 15, 18, and 19 of the Demographic Questionnaire), Items 18 and 19 were the two

items from the Time Pressures on the Family Member Scale (Brody et al., 1950). The
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following findings and actions resulted from an examination of the properties of these

indicator scales:

1. The SIA far the attachment scale {3 items), was found to be low, 0.40.
Additionally, upon further examination, only Jtem 17 appeared to successfully
measure the family member's feelings of attachment for the resident. This item
asked “How close do you feel to your refative in the facility (hostel or nursing
home)?”. Consequently, Items 11 and 12, measuring pre-admission and current

contact between the family member and the resident, were omitted.

2. The SIA for the original scale of pressure indicaters in the family member (Items
13, 14, 15, 16, 18, and 19) was also found to be low, 0.60. Therefare, the same
statistic was calculated when various items were omitted. The optimum solution
was when only two items were included, These were Items 18 and 19, the items
from the Time Pressures on the Family Member Scale (Brody et al., 1990) (SIA =
0.82, see Table 14). The other items, measuring respondents’ perceptions of their

health and journey related factors, were omitted.

The actions described above meant that feellngs of attachment of the family member
were now measured by a single itemn, and préssures in the family member were
measured by a pressure index of two items. Finally, a journey Index was constructed
using refevant items that had been omitted from the pressure index, The journey index
included Items 14 and 15 (jourmey length multiplied by degree of difficulty). Item 13,
referring to modes of transport, had been coded accerding to the degree of difficulty
assoclated with modes of transpart. This depended upon the subjective view of the

researcher so, after conslderation, it was omitted.
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FEindings of Initial Daty Exploration
The researcher next examined descriptive statistics obtained using the RACRASST, the

MSPSS (Zimet et al., 1988), the PGHBS sub-scale (Rice, 1988), the GWB (Dupuy, 1977,
cited in McDowell & Newell, 1996}, and the two indices that measured pressures and
journey time/difficulty. Findings are summarised in Table 15 and are based on total
scores for each instrument. For these exploratary analyses, “not applicable” responses

from the RACRASST were coded as missing data.

According to McDowell and Newell {1996}, Dupuy advocates the categorisation of GWB
scores Using total scores less 14, Categories are listed as "savere distress” for scores
ranging from 9 to 60, “moderate distress” for scores from 61 to 72, and “positive well-
being” for scores from 73 to 110, When 14 was deducted fror the mean GWB score,
shown in Table 15, it became 75.31. This fact, combined with the fact that the
standard deviation of GWB scores was found to be 20 In an apparently normal
distribution of scores, Indicates that approximately one third of paricipants had scores
between 55.31 and 75.31. Many family members included in this study, therefare,

were experiencing *moderate distress”.

Findings of data exploration also showed that participants generally reported their
levels of formal and informal support to be quite high, and indicated they provided
high levels of support to their Family members in the ACFs. Additionally, levels of

pressures (feeling tom between the resident and other ~ommitments) r«ported by

particlpants tended to be moderate, and journey difficuities/times varied wicely.
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Table 15

Scaleer  Minimum Maximum  Possible M sn N
Index maximum

RACRASST  56.00 108,00 108.00 90.32 1231 177
MSPSS 19.00 84.00 84.00 67.20 15.24 209
FGHBS 44.00 180.00 180.00 142,83 25.13 193

GWB 32.00 122.00 124,00 89.31 20.00 200
Pressures 2.00 10,00 10.00 478 248 210
Journey 5.00 960,00 - 80.04 8B.4 206
Note.

N varies according to the amount of missing data for each scalefindex.

j nd " licable” R Ses
Missing responses were noted for all Instruments, however, "not applicable” responses
were only possible for the RACRASST, These were considered particularly carefully, as
they ware useful for Instrument revision, but had the potential to lead to the loss of

data for analyses.

In the case of the MSP55 {Zimet et al,, 1988), the PGHBS sub-scale (Rice, 1588), and
the GWE (Dupuy, 1977, cited in McDowell & Newell, 1996), the researcher replaced
missing data with series means prior to regression analyses, In the case of the
RACRASST, serles means were also used to replace missing data, but these means
were calculated without Including “Not Applicable” responses (coded as ‘0" during data
entry}, Missing data for the Demegraphic Questionnaire were not automatically

replaced with series means, Instead, SPSS default sattings for deafing with missing
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data during individual analyses were used. However, “unable to tell” responses in ftem

8 were re-coded as missing, as were “unsure” responses In Item 9,

In order to ensure that data use was maximised, the researcher used mean totals for
scales included in the regression analyses, This practice allowed the researcher to omit

RACRASST "not applicable” respanses without excluding additional RACRASST data,

h 5 les
Two categorical items from the Demographic Questionnaire needed to be entered as
dummy variables to allow regression analyses to be conducted for model testing. As
recommended by Burns and Grove {1987), Item 1 (familial relationship) was re-coded
in this way, becoming a series of dichotomous variables {spouse/non-spouse, efc.).
Additionally, the researcher re-coded Item 7 to show whether or not dementia, as the
main problem, was present in the resident, and entered a dummy variable for this
item, Finally, the researcher constructed a dichotomous variable indicating the gender
of the Family member. This varfable was for use in the analyses developing an
empirical model. It was constructed to allow an examination of the possible underlying
influence of gender on any relationship found between “familial relationship” and

dependent variables, Gender of the resldent was already coded dichotomausly.

Data Screening

Data screening to check that variables met the nacessary assumptions for multiple
regression analysls resulted in a variety of actions being taken, as recommended by

Tabachnick and Fidell {(1996). The plan for thls procedure is illustrated in Table 16.




Table 16

Assumption Check Corrective action

+ Dependent variables needtobe ¢ Keolmogorov-Smimov test + Transformations, if any, that alter the
normally distributed and other distribution of the variables so they
cantinuous variables are + BExaminatian of skewness and kurtosis become more normally distributed

preferably normally distributed.

+ Chaase the most effective transformation

¢ Linear relationships should exist  + Bivariate scatterplots between independentand ¢  Not available

between independent and dependent variables (see also examination of

dependent variables residuals) + Need to review variables used in analyses

Table continues.

jird|



Assumption

Check

Corrective action

+ Nommality and independence of

residuals Is required

+ There should be no outliers that

will impact upon findings

4 There should be no

multicollinearity or singularity

+ Scatterplots/histograms of residuals

+ 10 90:10 splits in dichotomous variables

+ no univariate outliers scores
outside x SDs from the mean
according to p = 0.001 criterion

and no multivariate outliers

+ Correlation matrix

L

ot available so need to review variables

used in analyses

Check data entry is correct

Delete if not part of the population

‘Transform variable er consider changing

scores if case is in the population

Avoid using highly/perfectly correlated

variables in an analysis

[zt
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Firstly, all continu:ous varfables were checked to see whether or not they were normally
distributed. Normal distribution of the dependent variables included in muitiple
regression analyses is considered to be essential. However, according to Tabachnick
and Fidell (1996, p. 71) sclutions are “usually quite a bit better” when all the variables
in multivariate analyses are narmally distributed, Accordingly, independent variables as
well dependent variables were checked. Transformations of variables used in the final

analyses are shown in Table 17.

Five variables included in the model were non-normally distributed according to
findings of the Komogorov-Smirnov test for normality of distribution. Item 8 of the
Pemiographic Questionnaire, measuring the family member's perceptions of the
resident’s adjustrment, and the pressure index both produced data distributions that
were marginally negatively skewed (-0.41 and -0.49) with negative kurtoses {-0.24 and
-0.81). However, transformations failed to improve upon the distributions of these
variables, so they were used in thelr original form. Tha remaining three of these
variables were transformed using the guidelines presented by Tabachnick and Ficell

{1996):

1. The distribution of "time since admission”, hereafter refered to as "length of stay”
was positively skewed and exhibited a positive kurtosis. This variable was

transformed, and the logarithm used instead.

2. The distribution of “attachment” was negatively skewed and also exhibited a
posltive kurtosis. This was reflected and transformed, the square root being used

instead, It was noted that the polarity of responses was reversed by this action.




123

3. The distribution of MSPSS scores was negatively skewed {0,90), with a marglhal
positive kurtosls (0.28). A transformation was effected using the logarithm of the

reflection. This also resulted in a reversal in the polarity of responses,

As stated Tn Tabachnick and Fidell {1996}, the polarity of raspanses is reversed in
‘sarigbles that are reflected because this procedure is one that converts a variable with
negative skewness to ane with positive skewness prior to the appropriate
transformation, The distributions of the three new variables were closer to normal than

the distributions of the variables they replaced,

Variables not included in the model were alse examined to see whether or not data
were normally distributed. As a resut, three more transformations were effected.
Initially, the journey index was replaced by its logarithm. Next, measures of previous
and present contact between the family member and the resident, ltems 11 and 12 of

the Demographic Questionnaire, were reflected and inverted.

Yahle 17

T rrati Vari r i nal

Variable Distribution Characteristic = Transformation
Length of stay Posltive skew, positive kurtosis  Logarithm

Attachment Negative skew, positive kurtosis  Square root of reflection
Informal support Positive skew, negative kurtosis  Logarithm of reflection
Joumney index Positive skew, positive kurtasis ~ Logarithm

Previous contact Negative skew, riegative kurtosls  Inverted reflection

Present contact Negative skew, negative kurtosls  Inverted reflection
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The second part of the plan for screening data involved the checking of bivariate
scatterplots between all dependent and independent variables. These tended to
confirm the presence of the linear relationships necessary for the use of multiple

regression analyses.

Thirdly, preparatory regression analyses were conducted so that scatterplots and
histograms of residuals could be examined. Where scatterplots of residuals present no
pattern and histograms show residuals are normally distributed, this provides
additional evidence that data are normally distributed, and that independent varfables
have linear relationships with dependent variables. Additionally, it shows that
homoscedasticity exists between predicted scores of the dependent variables and

errors of prediction (Tabachnick & Fiddell, 1996}).

When regression analyses were trialed, scatterplots of residuals generally appeared to
have no pattem, although those where variables were measured by single items had a
distinctive appearance. Histograms of residuals generally demonstrated normal or near
normal distributions, However, a marginal negative skew was evident in the
distribution of residuals where FGHBS scores were used as the dependent variable.
These scores measured family members' self-reported enacted support for residents.

No remedial action was initiated because of this skew as it was only marginal,

Executing the fourth part of the plan, cutliers were identified. No univariate outifers
threatened the validity of analyses, but one case was seen to be a significant
multivarfate outller at the 0.001 level for model testing, using the computation of
Mahalanobis estimates. This single cutiler had the potential to unduly infiuence the

findings of the regression analyses, and was an outlier because of an unusual




125

combination of scores, The case was deleted. Five more cases were Identified as
mullivariate outllers at the 0,001 level, but only when using FGHBS scares as the
dependent varlable in the exploratory work to follow model testing. These were found
to be cases where unusual combinations of data were entered, but not because of any
data entry error. For example, a wife whose contact with her husband prior to his
admission to the ACF was infrequent produced 2 data set identified as an outier. The
lack of frequent pre-admlssion contact may have been due to previous
institutionalisation of the husband or to a marital separation. Another case was of a
family member who reported increased contact after the ACF admission. Because these
cases were from the farget population group, but may have unduly influenced findings

of one, identified analysis, they were filtered out during that ane analysis.

Finally, checks for multi-collinearity or singularity of variables were made. High
carrelations among Independent variables can threaten the accuracy of multinle
regressian analyses (Kristjanson, 1991). When dummy varables were omitted, there
was no evidence of very high or total correlation in the matrices, The highest
correlation was 0.61, between health and well-being. Some dummy variables were
noted to be confounding variables. For example, "wife" was bound to confound
"spouse” and "reslident’s gender”. To preserve the canceptual integrity of findings,

variables such as these :vere deemed unsuitable for entry into the same analyses.

Findings of the Main Analyses

Immediately prior to Steps One, Twe, and Three of the analyses, correlations between
independent variables (IVs) and dependent variables {DVs) wete again scrutinised,
According to Tabachnick and Fidell {1996, p. 128), a “good goal” of regresslon is to
“select the fewest IVs necessary to provide a good prediction of the DV where each IV
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predl¢ts a substantial and Independent segment of the varlability in the DV”. Sa that a
substantial segment of the dependent variable might be more likely to be predicted by
each independent variable entered, those falling to significantly correlate with the
dependent variable under scrutiny were omitted from the analyses, Throughout
regressign analyses, the transformations shown in Table 17 were used as replacements

for the varlables included in that table,

Step One

In Step One, the researcher used two hierarchical regression analyses to test the
relationships among varlables that were hypothesised in the model (Figure 1),
According to Tabachnick and Fideli {1996), dedding upon the order of entry of
variables into a hierarchical regression analysis should be thearetically based. These
authors suggest that it might, for example, be appropriate to enter first any variables
that might be presumed to be causally pricr. In the model to be tested, the researcher
deemed that incentives to support the resident would naturally precede any
stressfsupport factors that might determine the extent to which these incentives ware
acted upon, For this reason, the researcher entered the variables into the equation
beginning with those incentives, which formed Construct I, and continuing through the

sequence of constructs as ordered In the model.

In the first analysis, summarised in Table 18, the researcher entered the family
member’s well-belng (GWB) score as the dependent variable. Independent variables

were entered as follows:
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Firstly, as discussed, variables hypothesised as being incentives for the family member
to support the resident were entered together, These varlables were the family
member’s perception of the resident’s adjustment to life in residential care and the
feelings of attachment of the family member towards the resident. Only adjustment

was found to be a significant predictor of well-being at this stage (adjusted R? = 0.08).

Secondly, stress related variables were added: lenigth of stay,” wife/non-wife” of the
resident, and the pressure index. The researcher entered wife/non-wife in preference
to "spouse/non-spouse” as It was more strongly correlated with the dependent
varfable, although both correlations were significant. All the entered variables except
for attachment and length of stay were found to significently contribute to the variance

of the dependent variable (adjusted R* = 0.25).

The last set of varlables added far this analysis were support factors: informal support
in the family member and formal suppart in the family member, The final sojuticn
showed that variables from the model significantly explaining variance in the well-
being of the family member were; {a) pressures (negative, p = <0.001), (b) belng a
wife {negative, p = <0.01), {c) perceptions of the degree of adjustment to the ACF of
the resident {positive, p = 0.01), and (d) length of stay (positive, p = <0.05) {adjusted

R? = 0.25}.

Dummy vardables showing whether or not the resident suffered from dementia and
indicating sonfdaughter/husband relationships were not significantly correlated with

the dependent variable and so were not entered into the analyss.
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Group Added Independent B Beta I Adj, R  Adj. R?
Variable {change)} (total)
Incentives Adjustment 029 028  4,01%»*
Attachment® -0.40 -0.09 -1.36
0.08
Stressors
Adjustment 021 020 3.16%*
Attachment? -0.32 -0.08 -1.19
Wife -0.63  -D,49  -3.08%*
length of stay’ 028 012 1.87
Pressures -0.3F  -0.35 5374+
0.17 0.25
Suppart Adjustment 0,19 019 2.72%*
Attachment® -0.21 -0.05 -0.78
Wife -0.66 -0.21 -3,22%%*
lengthof stay® 031 0.3 2.065%
Pressures 029 -0.32 4850«
Informal support™ 0,59 -0.12  -1.64
Farmal support 000 000 002
0.01 0.26

Note, *p = <0.05, **p = <0.01, ***p = <0001,

* square root of refflection. ® Logarithm, © Logarithm of reflection
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In the second hlerarchical regresslon analysis, the researcher entered the family
member's enacted support for the resident (FGHBS) score as the dependent variable.
The only independant variable due to be entered at this stage, and afso found to
slgnificantly correlate with the dependent variable, was feelings of attachment. This
variable was shown to significantly contribute to the varfance In enacted support, The
contributicn was positive after accounting for the use of a reflection of the variable (p

= <0,001, B = -0.71, Beta = -0.29, adjusted R* = 0.08).

In summary, the following hypotheses emanating from the model were confirmed by

the above analyses:

2. The extent to which a family mernber perceives that his/her relative has adjusted
to living in an ACF positively predicts the degree of psychological well-belng in the

family member.

3. The extent to which an ACF resident’s family member feels attached o the resident
positively predicts the amaunt of enacted support the family member reports

providing to that resident,

7. The extent to which an ACF resldent’s family member experlences pressures
refated to the placement inversdy predicts the degree of psychological well-being

In that family member.

9. The length of time that has passed since a family member has experienced the
admission of a relative Into an ACF positively predicts the degree of psychological

well-being In that famlily member,
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10, The familial relationshlp between a famlly member of an ACF resident and that

resident predicts the degree of psychologlcal well-being in the famlly member.

Hypotheses 1, 4, 5, 6, 8, 11, 12, and 13 were rejected.

Step Two

The second step of the main analyses involved hierarchica! regresslon analyses testing
possible alternative relaticnships ameng variables illustrated in the medel. At the end
of Step Two, confirmed relationships among variables included in the original model
were as shown in Figure 2. Dependant variables remained well-bzing and enacted
support for this step of the analysis. No further relationships between well-being and
other variables fn the model remained to be tested, as enacted suppert, the only
variable not previously examined in this context, did not significantly correlate with
well-being (r = 0.01, p = 0.83), However, sfgnificant correlatlons were present
between enacted support and (a) length of stay (r = -0.18, p = <0.01) (b) (reflected)
informal support (1= -0.34, p = <0.01), and {c) formal support {r = 0.21, p = <0.01).
Possible predictive relationships between these independent variables and the

dependent variable had not been tested for before,

The researcher entered variables for this regression analysls according to the plan
described in Step One. Firstly, an Incentive for the family member to support the
resident was entered, feelings of attachment (as befare); then the stress refated
factor, length of stay; then the two support facters, informal and formal support.

These findlngs are shown in Table 19,
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Length of stay increased the amount of explained varlanc - of the dependent variable

when it was entered (negative, adjusted R? = 0.11). In the final analysfs, however,

feelings of attachment and informal support (both positive after accounting for

reflection), and length of si:y {negative) all contributed significantly to the explalned

variance {adjusted R? = 0.19). Formal support was not shown to be a significant

contributer {p = 0.09).

Table 49
Eindings of the Hierarchical Regression Analysis for Testing Alternative
Relationships Amoa Viariables im the Model: Enacted Support as the
Dbependent Vayinuin
"Growp  Inderandent B Beta T Adj.RI  Adj. R?
Added Variables {change) (total)
Inzentive  Attachment? -0.71  -0.29  -4.20%*# 0.08
Stressor  Attachment -0.74 -0.30 -4.54%%*
Length of stay®  -0.20 -0.20 -3.00%*
0.03 011
Support  Attachment® -0.58 -0.24 -3.59%**
Length of stay"  -0.26 -D.18  -2.84**
Informal support® -0.68 -0.22  -3.11%*
Forimal support 018 012 171
0.08 0.19

Note, *p = <0.05, **p = <0.01, **¥g = <0.001.
* square roct of reflection. ® Logarithm. © Logarithm of reflection




I. Incentives in the IT. Stress related II1. Percelved IV. Psychological health of the V., Support the

resident’s family factors in - suppost of the resident’s family member resident’s family
member to direct support the resident’s resident’s family member directs
towards the resident famlly member member towards the resident
[Familfal relationship
between the family +0.24
member and the resident 20.22 (wife)
L 4
The family member‘s The family member's
Con |T|me since admission psychological well-being self-reported enacted
cepts Adj. R2= 0.26 support for the resident
Family member's feelings +0.13
of attachment to resident -0.32 Ad). R? = 0.19
-0.18 +0
Pressures
on the
resident’s
family
member
Figpre 2; Confirmed refationships In the Aged Care Fadility resident’s family member among incentives to support the resident, stress related

factors, perceived social support, well-being, and support directed towards the resident. (Beta weights adjusted to account for reflections).

ZEl
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Step Three

For the final step of the analysls, the researcher used stepwise multiple regrassion
analyses to explore possible relationships among any variables for which data were
collected, including demographic characterlstics. Knowledge of the literature and
reference to correlations between independent and dependent variables guided this
process. For all these analyses, the variables shown in Table 17 were entered with
transformations as shown in that table, and the twe main outcome variables remained
enacted support and well being. However, to construct a multi-stage model, some

variables were also regressed onto "health of the family member" and pressures.

Details of these analyses are as follows:

1. With enacted support as the dependent variable, the following independent
variables were entered: Informal and formal support, frequency of current and
previous contact, gender of the family member, length of stay, and feelings of
attachment. All.of these variables were found to be significant predictors of
enacted support except for feelings of attachment, a significant predicior of the
same dependent variable in the previous analysis, and formal support, Table 20

shows details of significant findings.




Table 20

Step Independent B Bea T Adi.R*  Adj.R?
Variables (change} (total)
One Current contact” 080 032 4.71%*=
0.10
Two Current contact® 072 0209 437+
Informal support® -0.81  -0.28 -4.25%%*
0.07 0.17

Three Current contact? 057 023 320+
Informal support®  -0.78  -0.27  -4.16%%*
Previous contac? 049 018 2.63%*

003 0.20
Four Current contact® 0,62  0.25  3.62%**
Informal support® -0.72  -0.25  -3.82*++
Previous contact®  0.48 0,18 2.59*
Femnale family
member 023 015 231*
.01 0.21
Five Current contact’ 0.57 0.23  3.30%*
Informal suppart®  -0.68  -0.24 -3.73%%*
Previous contact® 0,50 0.18  2.73%¢
Female family
member 023 015  2.26*
Length of stay*  -0.18 -0.13 -2.08*
0,02 0.23

Hote,
*n = <0,05, **p = <0.01, ***p = <0.001.
* nverted reflection. ® Logarithm of reflection. © Logarithm.
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2. With well-belng as the dependent variable, Informal and formal support, family
members' perceptions of thelr health, pressures, length of stay, adjustment. of the
resident, attachment, and wife/non-wife were entered. Only health, pressures, and
adjustment were found to signlficantly predict well-belng. Details of significant

findings are shown in Table 21.

3. With health as the dependent variable, pressures, length of stay, adjustment,
attachment, and spouse/non-spouse were entered. Only length of stay and
adjustment fafled to significantly predict the dependent variable. Details of

significant findings are shown in Table 22.

4, Finally, with pressures as the dependent variable, joumney index, formal and
informal support, adjustment, attachment, and daughter/non-daughter were
entered, Joumey index approached significance {p = 0.06) as a predictor of
pressutes, however only Informal support and daughter/non-daughter were
significant predictors at the required lavel of <0.05, Table 23 shows details of the

significant findings.

The perceived formal support of the family member was not found to be a significant
predictor of any of the dependant variables. However, it was found to correfate with
the famlly member's perception of the resident's adjustment (r = 0.32) and with the

perceived informal support of the famlly member {r = 0.42).

Figure 3 shows the empirical model constructad from the findings of the stepwise

regression analyses.




Table 21
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Step Independent B Beta 1T Adj.R?  Adj. R?
Variables {change) (total)
One Health 0.82 0.62  10.67%*
0.38
Two Health 074 056  10.02*%%¥
Pressures -0.25 -D.05 -4.93%**
.07 0.45
Three Health 071 054 0,76+
Pressures -0.23  -0.26 ~4.69%+*
Adjustment 618 017 3,13+
0.02 0.47

Hote, *p = <0.05, g = <0.01, ***g = <0.001.
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Step Independent B Beta T Adj.R?  Adj. R?
Variables {change) (total)
One Spouse -0.52  -0.27 -3.83%%*
0.07
Two Spouse .56 0,29 -4.23%**
Pressures -0.16  -0.24  -3.47F%F
0.05 0.12
Three Spouse -0.60 -031 -4.50%%*
Pressures -0,15 -0.22  -3.25%*
Attachment’ -048 -0.15 -2,22%
0.02 0.14

Mote, *p = <0.05, **p = «0.01, ***p = <0.001,

* square root of reflection,
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Tabte 23

Step Independent B Beta T Adj. R®  Adf.R®
Variables {change} (total)
One Daughter 064 -0.26 -3.62%**
0.06
Two Daughter 0.62 025  3.67%%*

Informal support® 1.30 0.24 346+
0.05 Q.11

Note, *p = <0.05, **p = <0.01, ***p = <0.001.
? logarithm of reflaction.



Family member's
perceptions of the
resident’s adjustment

=032

Perceived formal
support of the
family member

Health of the
family member +0.54

Adjusted
R*=10.14 |

-0.26

The family
member’s
psychological well-
being

Adjusted

R = 0.47

. Pre-gdmissian family '
r = 0.42 Efarlégs?éz:l X metmber/resident
+025 contact
~
- Pressures on the fr=038
Perceived informal -0.24 resident’s family member i
support of the Padjusted R? = 0.11
family member Current
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Figure 3: Empirical model constructed from findings of exploratory multiple regression analyses using the whole sample. (Beta

weights adjusted to account for reflections).

ot



140

Summary

When testing the original model, significant predictive relationships were confirmed
between the following independent variables and the resident's family member's well-
being: (a) belng torn between the resident and other responsibilities (pressures), {(b)
belng a wife/non-wife of a resident, () perceptions of the resident’s adjustment ta life
in an ACF, and (d) the length of stay. Only ihe feelings of attachment between the
family member and the resident, as perceived by the family member, were confirmed
as significantly predicting the self-reported enacted support of the resident by the

family member,

When including only variables from the original model but examining alternative
relationships between these variables, no additional information was obtained about
passible predictors of well-belng in the family member. However, informal support of
the family member and length of stay were both found to be significant predictors of
the self-reported enacted support of the resident by the family member in addition to

feelings of attachment,

An empirical model, constructed using all the available data, indicated that the family
member's health, perceptions of the resident's adjustment, and pressures were all
significant predictors of the family member's well-being. Additionally, feelings of
attachment, being a spouse/non-spouse or daughter/non-daughter of a resident, and
the perceived infarmal support of the family member were all seen to indirectly predict
the family member's well-being, The family member's self-reported enacted support for

the resident was found to be significantly predicted by pre and post-admission




contact between the family member and the resident, the gender of the family
member, the length of time since the admission, and the percaived Informal support of

the family member,

Qverall Summary

Although not randomly sefected, the sample of 213 family members of Australian ACF
resldents was found to be diverse in its nature in most demographic respects. Findings
suggested thal the majority of participants tended to be in good physical health, but
that many were experiencing moderately poor psychological health. Findings also
showed that family members reported having high levels of perceived formal and

informal support and offering high levels of support to their relatives in the ACFs.

After preparation of the data, findings of regression analyses ¢onfirmed some of the
relationships among vatiables hypothesised in the original model. However, they
refuted others, Hypothesised alternative relationships among these variables led to the
development of an improved model. Finally, an empirical model was developed using
all available data, This model accounted for 47% of the varlance in family members’
well-being and 23% of the variance in the family members' self reported enacted

support for residents.
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CHAPTER V
Dliscusslon
Introduction
in this chapter, the researcher discusses methodological issues and the findings of
the main study. The researcher then summarises the overall strengths and

limitations of the research.

Mgethodolggical Issues
The methodological issues to be discussed fall into three categories: sampling

issUes, measurement Issues, and design Issues,

Sampling Issues
Sampling issues pertain to the validity of the RACRASST, and to the generalisability

of findings of the main study.

Validity of the RACRASST. The researcher developed the RACRASST with the

intention that it should be useful for the assessment of resfdents' family members’
perceptions of staff support in ACFs throughout Australia, recognising that later
adaptations might render it useful in similar settings overseas. For the instrument to
be valid, therefore, it was necessary to construct and test it using data from

representative groups of Australian ACF residents' family members.

As well as ensuring that large and small, metropolitan and rural ACFs were included
In this part of the profect, and that hushands, wives, sons, daughters, and other
family members were Included In the samples, the researcher addressed three

specific sampling challenges to ensure validity of the RACRASST, These challenges
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were related to the cultural diversity of the targeted population, changes in
Cornmonwealth Government aged care policles durlng the study, and the
accessibllity of the targeted poputation. Possible interstate variations among settings
were also considered. However, these were found to be minimal due to the
commenwealth legislative framework within which the Australian aged care sector
functions (ATHW & CDHFS, 1997). Because variations were minimal, data could be
collected in Western Austrafla alone at some stages, without this action affecting the

wider applicabllity of the Instrument.

The first sampling challenge to be met was the extent to which cultural diversity in
the populatien of ACF residents' family members could and should be reflected in
the samples. Two pertinent issues emerged when this issue was considered. The
first issue was whether or not the researcher should endeavour to include Australian
Aborlginal peopfe in the sample. The second issue was whether or not the
researcher should ensure that samples included pecple whose elderly refatives in

ACFs came from nen-English speaking backgraunds (NESB),

Statistics demonstrated the following facts relevant to the first issue: that Aboriginal
peaple form only 1% of the population of ACF residents, and that a high proportion
of these Indigenous residents are not aged 65 years or older. Additionally, many
Aboriginal people live in remote areas, away from the population centres in which
ACFs are situated and with limited access to transport and communication (AIHW &
CDHFS, 1997). When these people have relatives living in ACFs, their opportunlities
for contact with staff are minfmal. After consideraticn of these facts, the researcher
decided not to seek participants for the instrument development phase of the study

via DONs/Managers of ACFs where resldents were mainly Aboriginal people from
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remote areas. Therefore, no claims are made about the appropriateness of this

instrument for use with this populaticn.

Statistics also demonstrated Facts relevant to the second issue, In 1991, for
example, 29% of Australians aged 65 years or older were born overseas and
approximately 56% of these people came from countries where English is not the
principal language, However, many of these ethnic groups are under-represented
within Australtan ACFs {ATHW 8 CDHFS, 1597), These considerations suggested that
family members of those from NESB, many of whom might be expected to retain
unique cultural perspectives, should be induded in samples used to develop and test
the RACRASST, but as a minority group. This inclusion was achieved by not
excluding ethnically specific ACFs when seeking the large sample selected for the
factor analysis, and by seeking out a few participants from ethnically specific ACFs
when small samples were sought. Additionally, some residents from NESB living In

ACFs that were not ethnlcally specific ware likely to be includad by chance.

The second sampling challenge to be met related to changes in Australfan
Government aged care policy immediately after Stage One of the development of
the RACRASST. This policy had previousty recognised hostels, providing low levels of
care, and nursing homes, providing high levels of care, as separate entities. After
1997, all hostels and nursing homes were deemed to be ACFs. Some residents
receiving high levels of care would be housed in accommadation shared by residents

recelving low levels of care, and would be cared for by the seme staff.

During Stage One of the development of the RACRASST, the Intention of the

researcher was that the Instrument would be for use in nursing homes, The sample,
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therefore, was of family members of nursing home residents. After the change in
policy, the RACRASST needed to be relevant to family members of residents
receiving high or low levels of care so those with relatives In ACFs who were
receiving hostel-type care were included In samples. This action reduced the threat
to the validity of the RACRASST, but it meant that the Instrument became fess of a
nursing inngvaticn as some facilities offering only low levels of care do not employ

Registered Nurses.

The third sampling challenge to be met was that of access to the targeted
population. This challenge was a potential threat to the size of the large sample
needed for the factor analysis of the RACRASST, as well as to the

representativeness of all the samples used during instrument development.

There were three possible ways of contacting family members of Australian ACF
residents. One option was to advertise, another was to approach the Aged Care
Assessment Team (ACAT) members who assess all residents for whom residential
aged care is requested, and the final one was to approach DONs/Managers of ACFs,

All these sampling strategies were considered.

Widespread advertising for participants appeared to be the strategy assoclated to
the feast degree with the likelihood of cbtaining a blased sample, because it did not
involve a third party, but It was also likely to be very expensive, The researcher
utilised advertisements in newsletters to help select small samples, but this strategy
was not an option that could be consldered for contacting large numbers of

potential participants.
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Prefiminary approaches were made to members of Western Australlan ACATS as part
of a feasibility study to determine whether or not sufficient numbers of participants
could be recruited with their assistance. It became clear that obtaining any large
samples in this way would be problematic, Additlonally, it was evident that any
sample selected In this way could only be representative of family members of newly
admitted residents, not of the general population of family members of ACF
residents. So that an instrument with wider applicability could be developed, the
researcher chose to agcess samples via the DONs/Managers of ACFs. This cholce
alse meant that DONs'/Managers' involvement in the study was ltkely to promote
understanding and acceptance of findings, However, as would have been the case
had samples been selected with the assistance of ACAT members, samples had the

potential to be biased because they were selected via a third party.

To reduce the extent to which ¢riterfa set by individual DONs/Managers might
impact upen the representativeness of samples, the researcher attempted to
address some of thelr potential concerns, Firstly, the researcher included examples
of questionnaites and letters to particlpants with requests for assistance sent to
DONs/Managers. This was to demonstrate that the burden on participants was not
onerous, and that participation was entirely optional. Secondly, the researcher
reassured DONs/Managers that findings would not be attributable to particular ACFs.

This was so they would not anticipate comparisons between named ACFs.

Dutng the development of the RACRASST, few detalls about participants were
colfected 5o assessment of any sample bias Is problematic. However, 68% of
DONs/iManagers recelving requests for assistance during the fartor analysis stage of

RACRASST development agreed to help, Based on this figure, it seems unlikely that
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many DONS/Managers refused to partlcipate because they anticipated unfavourable

comparisons with other ACFs in the area of famlly-centred practices.

However, only 34% of the factor analysis questlonnaires sent out for distribution to
family members were returned. DONs may have agreed to help but then falted to
distribute the questfonnaires, Altematively, few of the peaple recelving
questionnaires may have wished to participate. Family members who had fewer
other commitments or better health, for example, may have been the most Fkely to
respond. If this Is the case, the RACRASST may be most suitable for use with this

section of the population.

Additionally, the fact that the sample size for the factor analysis (N = 207) was
smaller than anticipated was more of a concern than might otherwise have been the
case because missing or "not applicable” responses reduced the number of useable
data sets to 195. This lack of data meant that the researcher could not meaningfully
use methodolegles such as linear structural equation modelling ta examine the
structure of the RACRASST. The methodology that was used may have resulted in a

less comprehensive examination of the instrument.

The generalisability of main study findinas, Ideally, a large, random sample of

family rmembers of Australlan ACF residents would have been selected for the main
study so that findings would have the best possible level of generalisability within
the Austrafian context. However, although the sample was fairly large (N = 213),
rendom selection was not an option due to the access problems noted in the
previous section. Settings were selected in a random fashion within the states, using

a list of ACFs in alphabetical order. However, the sample was selected via the
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DONs/Managers of ACFs, as was the case durlng the development of the RACRASST
and for the same reasons. There was, therefore, the potential for a gatekeeper

effect, an effect created by the selection of particlpants by a third party.

The researcher attempted to minimise any gatekeeper effect by ensuring that
DONs/Managers knew the data collected for the study would be anonymous. There
should have been no reason for them to fall to pass on questionnaires because of
anticipated negative findings. However, DONs/Managers were also provided with
sample questionnaires and these contained many more items than those used
during the factor analysis stage of Instrument development. The respense rate for
DONs/Managers in the main study was just 32%, more than 509 lower than that
occurring during the factor analysis stage. It appears that the anticipated burden on

participants may have influenced questionnaire distribution during the main study.

Some evidence that either a gatekeaper effect or participants' self-selection biased
the sample for the main study exists in the documentation of sample characteristics.
Firstly, many more participants were related to those receiving high levels of care
than to those receiving low levels of care. This bias may have occurred because of
the lack of nurses In ACFs providing only low levels of care. Care staff who are not
nurses may have little interest in, and understanding of nursing research. They may
also have less understanding than nurses of the need for family centred practices.
Secondly, the majority of participants reported being in geod health. Given that 50%
of particlpants were aged over 60 years, and that poor health In home caregivers s
known to be a risk factor for institutionalisation of the care recipient (George &
Maddox, 1989), poor health might have been expected to occur more frequently.

Either self-selection or a gatekeeper effect may have accounted for this anomaly.
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A sample blas in favour of fit family members may have excluded same of the least
supported famlly members, as secial support has been shown to protect against
Hiness (Pearlin, Aneshensel, Mullan, & Whitlach, 1996). This is suggested by the
relatively high levels of infermal and formal support documented as occurring in
main study particlpants. Studies with which to compare support related findings in
this populatlon are lacking. However, in a recent Australian study in which 976
community caregivers were interviewed {Schofield, Herrman, Bloch, Howe, & Singh,
1967} 84% of respondents reported being helped by family members and friends. If
this support continues after an ACF placement, high levels of informal support may
be the norm rather than the exception. There is no way of knowing whether or not
high levels of staff support are typical in the targeted population as published
studies measuring this phencmenaon are facking, However, it may be speculated
that, although DONs/Managers had no reasen to opt out of the study because they
anticipated that the practices of their staff would be found lacking, only those with a
commitment to the support of family members may have agreed to assist the

researcher.

In other ways, however, the sample characteristics were as expected. For example,
most participants were women, and, according to work carded out in Australia by
Minichiello (1989) most visitors to nursing homes are wamen, Additionally, many
participants reported quite low levels of psychological well-being. The literature
suggests that family members of ACF residents tend to experience guilt, grief, and
uncertainty {Dellasega & Mastrian, 1995; Matthlesen, 1989), so poer psychological
well-belng Is likely to be refatively common in this population, However, the latter

finding Is a little surprising In a sample of partidpants reparting such high levels of
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health and suppart. Perhaps any negative effects on the health of participants of
current poor psychological well-being will fallow in years to come. It may also be
speculated that psychological well-being in participants would have been at an even

lower fevel without the high levels of formal and informal support reported,

Measurement Issues

In this section, the researcher discusses the use of two of the instruments, the
RACRASST and the FGHBS (Rice, 1988) with reference to thelr immaturity and to
the depth of information elicited by them. Reference Is also made to the use of
iterns included in the Demographic Questionnalre to obtaln data concerning one of

the key variables.

The RACRASST, The RACRASST remalns an immature instrument. A major issue of
concern during the instrument's development was that many items had to be
discarded to ensure that the questionnaire would not be unduiy burdensome for
particlpants. A theoretical basis was used for the selection of items for deletion; the
longer questionnaire was pre-tested and responses to items were examined before
deletions were effected {(Nunnally, 1978; Waltz et al.,1991), This was an alternative
to the Q-sort procedure discussed by Waltz and associates, also based on small
sample theory. The Q-sort was likely to be a cumbersome procedure given the age
of many of the population of interest and the fact that 150 items were to be
reviewed. The process used resulted in the avaitability of a comparatively brief
Instrument with satisfactory psychometric properties for use in the main study, and
minimised the loss of items with utility, The factor structure suggested by the
analysis of these findings was net entirely confirmed by the factor analysis camied

out later, but there was some congruence between the two identified structures,
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An additional issue of concern related to development of the RACRASST was the fact
that the concept was found, at interview, to Include considerable reference to
resident care. This occurred even when Interviewees were asked to reflect primarily
upen thelr own experiences. Consideration was given to the fact that the Instrument
might measure two concepts as a result of this: "perceptions of resident care" and
"perceptions of staff support”. However, reflecting back to statements made during
the interviews, it seemed that family members’ perceptions of staff care of the
residents was a dimension of the support these family members' perceived
themselves as receiving from staff. This assertion was supported by the findings of
the facter analysis, which indicated that the RACRASST measured a single concept,

with underlying sub-dimensions that included perceptions of care.

The fina! issue of concern relating to the use of the RACRASST was the inclusion of
a "not applicable™ response optioh. This use led to prablems during the analyses of
data. In the factor analysis section of the study it meant that many responses could
not be utilised for analyses. However, because the questionnaire was in its formative
stages, the researcher belleves that the use of this response format was invaluable
in deciding which items should be discarded or reworded either because they were

inapplicable to many participants, or because they were not well-understood.

The PGHBS (Rice. 1988), As previously acknowiedged in this thesfs, the PGHBS

was not an ldezl measure for use in this study. It would have been preferable to
obtain residents' perceptions of the support they received from their family members
or to use an observational methodolegy to measure residents' responses to family

members' support strategles, Unfortunately, large numbers of Australian ACF
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residents have cognitive/communicative disabllities that render them unable to
reliably respond to questionnaites, as evidenced by the fact that approximately 40%
of the sample in the main study documented here indicated that their relatives in
the ACFs had a significant degree of dementia. Additionally, an observationat
strategy would only have been possible in a study using a small sample. The PGHBS
was an immature instrument, but the sub-scale used had been shown to possess
acceptable psychometric properties, and it more adequately measured enacted

support than any cther instrument found by the researcher.

_The Demoqraphic Questipnnaire. The Demographic Questionnaire was used to
obtain a great deal of information from participants In addition to that which

referred to the demaographlc characteristics of partlcipants. For example, it contained
items referring to the quality of relationships between family members and
residents. These items, therefare, referred to a cormplex concept, one shown to be
highly relevant to the community caregiving relationship in the work of Phillips
(1990). However, in the research described here, relevant items asked only about
the frequency of past and present contact, and the closeness of the current
relationship. This approach was somewhat superficial, and may have resulted In an
oppartunity missed to make comparisons between community and institutional
scenarios. This was because the researcher was conscious of the possibility that
family members might percelve a more detailed investigation of pre-existing
relationships as Inquisitorial and irrelevant to the study, Such an approach would

probably have led to a decreased response rate and was, therefore, avoided.
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Desiagn Issues

The use of a cross-sectional survey design for the main study allowed the researcher
to collect data from a large sample on a large number of variables. Initially, a
longltudinal study was consldered, Such a study would have followed family
members over the months following admission, collecting data at intervals. Findings
of a longitudinal study may have been more interpretable. However, this option was
not utilised because sample attrition, always a cancern in longitudinal studies, was
likely to be greater than usual since the retention of participants would be linked to
the survival of disabled, elderly people. The rasearcher doubted the likelthood of
being able to access a iarge enough sample of Australian ACF residents’ familly
members to ensure that the resultant data would be sufficient to allow meaningful
analyses, having already obtained repeated samples to ald in the development and
testing of the RACRASST. Additionally, such a study would have been very costly,
Instead, the researcher opted for a cross-sectional study where the resident's langth
of stay was treated as a varfable, The use of a survey methodology was cost-
effective and generally appropriate to obtain the level of knowledge required,

afthough opportunities for in-depth explaration of any of the variables were lacking.

Section Summary

In summiary, methodological issues ralsed during this study included those related to
sampling, measurement, and study design. Several sampling challenges needed to
be met while the RACRASST was being developed and tested so that the validity of
the instrument wauld not be compromised. Praparatory work resulted in decisions to
avold seeking participants via ACFs primarily serving Aboriginal people in remote
areas, but to actively seek out participants related to ACF residents with NESB when

the use of small samples made ¥ unlikely that these participants would be included
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by chance, Changes to government policy during the development of the instrument
meant that the sampling frame noeded redefinition, and the need to access samples
via a third party meant that the researcher needed to minimise a possible

gatekeeper effect.

Despite the researcher's efforts to minimise a gatekeeper effect during the main
study, as well a5 during instrument development, findings from the main study in
particular suggest that this sample may have been biased at least in two respects.
Indications are that participating family members were physically fitter than might
have been expected, and family members related to residents receiving high levels
of care were over-represented in the sample, Family members also reported high
levels of suppoit and fairly low levels of psychological well-being. It seems likely that
a gatekeeper effect may have been responsible for at least some of the bias that
appears to exist in this sample. Indications of bias in the sample throw some doubt
on the generalisability of findings to the overall population of family members of

Australtan ACF residents,

‘Two of the instruments used in the nain study, the RACRASST and the FGHBS
{Rlce, 1988), were Immature, albeit with demonstrated acceptable psychometric
properties. The researcher needed to dramatically reduce the number of items
included in the RACRASST during the development phase, which caused concerns
that all dimenstons of the concept might naot be addressed in the final instrument.
However, the methodology used to achieve iter reduction was rigorous, making it

less lkely that the integrity of the instrument would be compromised, Perceptions of
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resident care remained a dimenslon of perceived support measured by the
Instrurment, A "not applicable” response option was used throughout the
development of the RACRASST and in the presentation of this instrument in the
main study aithough it meant that some of the data collected for the factor analysis
could not be used for this analysis, Howaver, the inclusion of this option allowed for
continual re-assessment of the relevance and clarity of items. Use of the PGHBS
appeared to be the best available option for measuring residents’ support from
family members, although it was not an fdeal solution. Exploration of the quality of
the relationship between the resident and the family member is acknowledged to

have been at a superficial level in the main study.

Finally, although it is believed that a longitudinzl study would probably have
conbributed more Interpretable findings, an anticipated high level of sample attrition
meant that a cross-sectional survey was used instead. Residents' length of stay was
treated as a variable to aid in the interpretation of findings and the survey

methodology provided useful data that could be included in model testing,

The researcher discusses the findings of the main study with reference to the
empirical mode) developed using all available data from the whole sample (see
Figure 3), and incorporating reflection upon the findings of initial hypothesis testing,
The empirical model accounted for 47% off the veriance in family members’ well-
befng and 23% of the varfance in famity members’ self reported enacted support for
residents, The remainder of the variance may be accounted for by measurement
error and/or incomplete theoretical specificity (Woods & Cantazaro, 1988). Further

testing of the model Is warranted to examine these issues.




156

The health of residents’ family members and tensians in family members between
commitments within the ACF and cutside it (their pressures) were variables found to
influence famlly members’ psychologlcal well-being. The relatlonship between
pressures and well-belng was hypothesised in the ariginal model {Figure 1), and this
finding was to be expected, mainly because hoth health and pressures formed part
of the concept of well-being as operationalised in this study. Another confirmed
hypaothesis from the original model stated that the family member's perceptions of
the adjustment of the resident to the placement would predict the psychological
well-being of that famlly member. However, as shown in the empirical model, this
influence was not 2 strong one, variability in perceived adjustment accounting for
2% of the variance in well-being, although it can easily be explained, The guilt often
reported by family members as occurring because they have Institutionalised a loved
one {e.g. Kellett, 1996; Nay, 1995, 1997; Matthiesen, 1989} is likely to be lessened
if that foved one is happy In the new environment. Also, a family member's

happiness s likely to be increased when a loved one is known to be content,

The frequency of existing contact between family members and residents was found
to be the strongest influence on the degree of enacted support directed towards
residents by their family members, accounting for 10% of the variance. This is
explained by the support opportunities provided during that contact, although the
length of time spent visiting was not measured, The fact that pre-admission contact
was also found to be positively related to enacted support, and that it correlated
positively with current contact (¢ = 0.38) tends to refute suggestions that residents
are abandoned by their family members when admitted into an ACF. This concurs

with findings of other researchers in the area {(Fleming, 1994; Harper & Lund, 1950).
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However, the findings of the study reported here also suggest that Family members
tend to offer less support over time. This finding does not necessarily suggest
abandonment, as family members may be responding to the decreasing needs for
support of residents as they adjust to the placement over time (Brooke, 1989),
Additionally, it may be that family members need to withdraw in order to cope, as

suggested by Nay's findings (1996, 1997).

The fact that the percelved informal support of family members was found to have a
positive assoclation with the support directed towards residents by their family
members can be explained in two ways. Firstly, it could be that visiting family
members reclprocate the support received frem residents, Secondly, it may be usual
to offer a greater degree of support to each other in some familles than it s in
others, The demonstrated positive assoclation between being female and directing
more support towards the resldent might be also be associated with famlly cultures,
In that women might often be expected to be the nurturers of the family. Both of
these cultural aspects may parallel the association between perceptions of correct
role behaviours in family members and their provision of care to cormmunity dwelling
elderly relatives discussed by Phillips {1990). Family members of ACF residents may

be influenced simllarly by perceptions of correct behaviours.

The negative link between pressures and health, demonstrated in this study, is yet
further confimation that stress brings about ill health (Avison & Gotilb, 1994).
Additlonally, spouses, as the most elderly members of the sample, might be
expected to have the greatest degree of ilf health, as shown in the model. However,
It Is less easy to find an obvious explanation for the small positive association found

hetween feeling close to a relative In an ACF and good health. Only spaculation is
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possible. One suggestion Is that family members who felt close to thelr loved ones
were those who had reconciled their past and present images of the care reciplents,
as described by Phillips (1990). These famlly members would feel fess conflict
between any support cbllgations and their inclinations to offer support than those
who felt they no longer knew their relatives. The degree of inner conflict
experienced might impact upen the health of the family member. However, such an
Impact on health might be expected to occur via psychological well-belng. Feelings
of attachment to the resident were not found to signrificantly predict well-being in
the family member, this hypothesls being one of those rejected during the testing of
the initial mode! {Figure 1}, Perhaps, therefore, a long-term caregiving relationship
between a family member and a resident sometimes brings about il health in the
family member that is blamed on the resident. Apportioning of tlame seems fikely to

lead to 2 distancing of the relationship.

It is also difficult to explain why the closeness of the relationship between the family
member and the resident was not shown to be a significant predictor of the suppert
of the famlly member for the resident in the empirical model (Figure 3), when this
relationship was confirmed In the testing of the orlginal model (see Figure 2). Tt
seems likely, however, that the variable "current contact” entered the stepwise
regression equation in preference to "feelings of attachiment" because it explained

more of the variance in the dependent variable.

There are at least two possible explanations of the negative assoclation between the
percelved Informal support of residents' family members and the degree of
pressures reported by those family members, Firstly, instrumental support may have

refleved family members of potential pressures, as would occur should a neighbour
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collect children from school while their mother Is at the ACF. Secondly, pressures
might seem less overwhelming when viewed by a persen who is emotionally
supported. The originally hypothesised direct link between informal support and
well-belng was not confirmed when the originat model (Figure 1) was tested, nor
was It present in the empirical model (Figure 3), However, an indirect fink betwean
these two variables is shown in the empirical model, mediated by pressures. This
model, therefare, supports the assertion of Cohen (1992), that social support buffers

the negative effects of stress via its impact on stress appraisal.

The fact that daughters in this study were found to experience greater pressures
than other family members of ACF residents supports the findings of Johnson
{1590). This author found that daughters faced the dilemma of trying to keep all the
family happy. Many daughters of residents are likely to have childran to care for
andfor employment responsfblities. The same, however, Is true of many sons. The
difference in the ways these two kinds of family members experience these
commitments probably results from family members' perceptlons of their obligations,
discussed by Phillips (1990}, In 1993, two thirds of all home caregivers to the elderly
in Australia were wornen, Additionally, female caregivers outnumbered male
caregivers to the greatest degree In the 35-54 year old age groups {AIHW & CDHFS,
1897), Perhaps daughters feel a greater obligation than sons to care for elderly

relatives.

Fnally, the correlation between family members' perceptions of their formal support
and thelr informal support was somewhat unexpected. This may be explained by the
hypathesls that those needing more support will access it fram whatever source, or

by the hypothesis that some people are more likely to access both formaf and
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informal support, whatever their need. The former hypothesis seems unlikely to be
upheld, as it is known that there are people in need of support who fail to access it
(Sarason, Plerce, & Sarason, 1994). However, it is apparent that some people are
easler to support than others. These are likely to be people with good
socfal/communication skills. The concern arises, therefore, that family members
without these skills may fail to access both formal and informal support when they

need it.

Equally concerning Is the fact that family members' perceptions of their formal
support are correlated with thelr parceptions of the resident's adjustment, It seems
family members view staff as being more supportive to them when the resident is
happler, probably because staff care is perceived as better when it leads to 2
resident's happiness. Although there is a rational basis for this, as good care
prehably increases the likelihood of residents being happy, there are clearly many
variables aver which staff have no contral. If family members associate the
unhapplness of residents with poor care, they may miss the true cause of this
unhappiness and regard the staff with distrust when this is not justified, If this is the
case, opportunities to work together with staff to assist residents may alse be

missed.

The majority of the linkages Ilfustrated in the modal based on the findings of this
study, therefore, are explicated by refening to the {iterature. There are two areas of
special interest: findings that could be explained in two or more different ways, and
findings that suppost existing theory in an area that has not been well-explored
befare. An example of the former is where perceived informal support in family

members Is seen to influence their support of resldents. An example of the latter Is
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where informal support is shown to buffer against the adverse effects of stress by

influencing stress appralsal in residents' family mambers,

Strenathg of the Study

This research has developed a clinically promising instrument that has acceptable
preliminary psychometric properties, the RACRASST. This instrument may now be
tested further and eventually used in Australian ACFs to measure family members'
perceptions of staff support. The RACRASST may also have particutar value in the
current health care climate. ACFs in Australia all need to be accredited by 2001. To
do this, staff practice needs to reflect an ongoing commitment to continuing
improvement (Burns & Carey, 1999). The RACRASST is an instrument that could be
used to assess existing levels of perceived staff support for residents' family

members and changes in those levels. Additionally, the too! may be useful in similar

settings overseas,

The researcher has also developed a resident/family member support model to be
used as a basls for future research and practice, Although it requires testing with
additional samples of ACF residents’ family members, this model is supported by the
Iiterature, and adds to the knowledge base about the buffering effect of social
support on the adverse effects of stress in family members of ACF residents. Study
findings are likely to be well-accepted by Australian aged care providers because of
the Inclusion of DONs/Managers from the outset, and the methodology used was
one leading to the greatest degree of generalisability of findings possible under the

given constraints,
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Limitations of the Study
Limitations of the main study relate to the generalisabillty of findings and the
interpretability of findings. Firstly, because there are some Indications that the
sample selected was biased findings may lack generalisablity to the whole
population of Australlan family members of ACF residents. Instead, the model
developed from the findings may be most applicable to members of the targeted
population that are in good health, related to residents receiving high levels of care,

and receiving high levels of formal support,

The interpretability of the findings of this study was made more problematic
because of the cross-sectional design of the shudy. Additionally, the sample size did
not allow comparisons among sub-groups to be made with any confidence,
comparisons that may also have aided In the interpretability of findings. Finally,
because the formal support, of family members of ACF residents was not found to be
a significant predictor of any of the dependent varlables, the study has done less
than was anticipated to explicate the outcomes of staff supporting family members

within the ACF.

The RACRASST also has its limitations, Firstly, it has not been developed in a way
that makes it suitable for use in care facllities where residents are predominantly
Aboriginal people, Secondly, many items needed to be deleted during its
development and, although this was done using a palnstaking process based on a
theoretical rationale, it is possible that references to some dimensions of the
concept were lost during that process. Thirdly, a smaller than desirable quantity of
useable data sets for the Factor analysls meant that this analysis was not conducted

using the methodelogy likely to explore the structure of the Instrument most
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comprehensively, Finally, the fact that the instrument was shown to have no sub-
scales means that the usefulness of the instrument may not be as great as originally
anticipated; it cannot be used to measure Individual dimensions of staff support for

ACF residents’ family members, only the concept as a whole.
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CHAPTER VI
Conclusions and Recommendations
The flrst maln conclusion drawn from study findings is that an instrument with
acceptable psychometric properties has now been made available to measure ACF
residents’ family members' perceived stpport from the staff, albeit cne that needs
further testing. The second conclusion is that an ACF resldent/family member
support medel has been made avallable to tentatively guide research and practice in

the area, although It, too, needs to be tested with other samples,

The stronger relationships shown in the empirical mode! that are also supported by
the literature are those most likely te be confirmed by further testing. Such
relationships Include those among the extent to which family members feel "torn
between" commitments within the ACF and outside of the ACF (their pressures),
thelr informal support, and thelr health and well-being. The relationships suggest
that pressures have a negative Impact on the psychological and physical health of
residents' family members, and that family members may experience pressures to a
lesser degree Jf they have higher rather than lower levels of Informal support. They
also stiggest that daughters ara the family members at greatest, risk of experiencing
high levels of pressures, although spouses are at the greatest risk of experiencing il}
health. Additionally, it seems itkely that at least some family members find thefr

relationships with residents supportive.

Recommendations for future research, changes in practice, and further development
of the RACRASST are based upon these cancluslans and upon the strengths and

limitations of the study documented In the previous chapter.
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Recommendations
Further Research

As previously indicated, the empirical model developed in this study is presented as
a model that requires testing with further samples of ACF residents* family
members. In particular, the more obscure relatlonships shown need further
explicatlon, These relatlonships include those between (a) the perceived informal
support of residents' family members and their enacted support for the resident, (b)
the degrea to which the family member feels close to the resident and that family
member's health, (c) the perceived formal and informal support of residents’ family
members, and {d) family members' perceptions of residents’ adjustment and their

perceptions of the support they receive from the staff.

Longitudinal studies would probably produce findings that would be mare easily
Interpreted. Larger sample sizes would ensure greater generalisability of findings,
especially I samples could be randomly selected, and would allow fer the

examination of sub-groups.

Studies In which Interactions among Australlan ACF residents and their family
members were observad and documented would increase understanding of the
suppart directed towards residents by their Family members, and might alse
iluminate reciprocity in this support process, Such studies would probably need to
include In depth Interviews with family members to interpret their actions and

reactions.

Finally, further studies are needed to examine the concept of a "close" relationship

between the famlly member and the ACF resident. These studies should be
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conducted with particutar reference to those family members whose health has
deteriorated because of caregiving input, and to the congruence between past and

present images of the care recipient In the family member.

Changes in Practice

Because informal support seems highly likely to be relevant to the health and well-
being of ACF residents’ family members, especially to those with competing
commitments, the facilitation of informal support among residents' family members
is recommended. Staff may achieve this by ensuring that areas of the ACF are
available to family members, should they wish to sodalise; by holding social
gatherings to which family members are invited; and by encouraging the formation
of groups of family members, such as residents’ advocacy groups, However,
because invitations to attend these kinds of gatherings may be Interpreted as
introducing additional commitments, staff should make it clear to family members
that attendance is in no way obligatory. Additionally, by allowing open visiting,
opportunitfes for family members and resfdents to exchange suppoert at times that
suit family members will be maximised. Finally, staff may sometimes need to make it
clear to family members that it is acceptable for them to visit less frequently, sa that

the health of busy famlly members, often daughters, does not deteriorate.

Based upon findings of the study that are more difficult to interprat, two more
tentative recommendations are made, Firstly, because family members who are
peor communicators and/or appear to have few friends may be those whe find it
difficult to access support when they need it, staff may need to check that these
people are not distressed by the placement of their refative. If they find that they

are, they may be able to instigate appropriate supportive initlatives. Sacondly, it
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seems that family members may associate residents' unhappiness with poor staff
care, perhaps missing other reasons for this unhappiness. It may help if staff {a)
keep fFamily members aware of the care their [oved ones are receiving, (b) discuss
possible causes of residents' unhappiness with family members, and (c) develop
plans for staff and family members ta deal with that unhappiness. Although these
recommendations are tentative because they not based upon firm conclusions
drawn from the study, they are for practices that relate to good communication
between staff and family members and are likely to be seen as desirable by family

members even without any evidence to suggest that they are beneficial.

u r Development of the SST
The RACRASST Js an immature instrument, requiring further testing with samples of
ACF residents’ family members. In particular, it would be helpful to trial
modifications of the instrument, re-introducing one or two of the previously
discarded Jtems to Increase the breadth of the instrument with reference to the
underlying factor structure that has now been identified. [deally, these items would
also increase the likelihood that the instrument would discriminate between those
who are well supported and those who are poorly supparted, During the ongoing
testing that is required to confirm the psychemetric properties of the RACRASST, the
use of @ "not applicable " response option should be reconsidered because of the
likelihood that it may be impossible to use some data sets in analyses when this
response is selected. It js anticipated that the RACRASST will eventually prove to be
a most useful instrument, for research into staff relatlonships with ACF residents’

famlly members.
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APPENDIX A

Definition of Terms

Social Support

The term “soctal support” is used In this thesis in accordance with the definition provided
by Stewart {1993). This definition states that social suppart is "the interactions with family
members, friends, peers, and health care providers that communicate informatior,

esteem, aid, and reliable aliance” {p.7).

Inforimgl Support

Informal support is regarded, in this thests, as being the social support provided by family

membeys, friends, and pears.

Forma| Support
In this thesis, the term *formal support” is used fo describe the social support that

emanates from health care providers,
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APPENDIX B
Instrument Development and Refinement
8 i Develg the First D f
eview evant litative Literat
The literature reviewed to obtain data used to develop the RACRASST was also reviewed
in the Literature Review in this thesls, under two headings "Needs for Specific Kinds of
Staff Support far Family Members" and "Evidence that Staff Support has Helped Residents’

Family Members”.

Relevant data cbtained from the review were as follows:

1) Wives of newly admitted residents have been found to need emoticnal support and

some contro! over the situation (Morgan & Zimmerman, 1990),

2) Family members have been found to wish to share their feelings with others, to need
positive reinforcement from staff, and to want to be taught skills that might comfort

and support their loved ones In the ACF {Campbell & Linc, 1998).

3) One family member was found to need to withdraw with staff permission, and to need

positive affirmation from staff (Bonnel, 1996, Table 1).

4} Family members have been found to need infermation about residents' pregress, the

health care system, and the current status of residents {Jchnson et al, 1992, see

Table 1).
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5) Former caregivers have been found to need to maintain relationships with care
reciplents and to continue to use thelr caregiving expertise (Kellett, 1996, see

Table 1).

6) Participation in support groups has been found to be a negative predictor of burden
and those experiencing high ievels of burden may be the most likely to attend

workshaps designed to help family members (Menohan, 1995),

7) Educational initiatives {e.g. about the course of AD) have been found to be helpful to

family members (Dzieglelewski, 1991),

8) Including, or offering to indude, family members in care fitiatives has been found to
increase the satisfaction of some of these family members with the care arrangernent

{Buckwaiter et al., 1589, 1991).
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APPENDIX C
Instrument Development and Refinement
i Pevel [<] f the RACRA
Interviews wi rking in Residential Aqge e Facilities
Interviews were conducted with two Registered Nurses (Division One and Division Twa),
and four nursing assistants, alf working in one of two ACFs. Factors these staff membpers
reported finding helpful te family members were as follows: (&) a belief in family membars
that staff are trustworthy; (b} family members being able to get to know the staff; {c)
cheerful staff; (d) formalised refationships between staff and family members that aliow
family members to work with staff for the benefit of residents; {e) staff provision of
tnformation to famliy members about residents’ disease processes and prognoses; and ()

staff recognition and affirmation of the input of family members.
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APPENDIX D
Instrument Development and Refinement
1 Deve irst D
amily Members: Reque r Int

(Researcher’s name and address supplied and letter printed in large font)

Dear Family Member

This letter concerns the research 1 am carrying out as a PhD (Nursing) Candidate at Edith
Cowan University, which is intended to lead to benefits for family members of nursing
home residents, [ currently have no fink with ... Nursing Home, but have worked
as a Reglstered Nurse in a variety of nursing homes for many years. During thls time I
have had considerable contact with family members of residents, and have often

wondered if there was more that could be done to meet thelr needs.

This invitation is for you to take part In the first stage of my research project, which will
attempt to ldentify what it is that farmnily members of nursing home residents find
supportive from nursing home staff. If you decide to take part I will interview you on this
topic, If you agree, the Interview will be tape recorded so that I have an accurate record

of what has been sald without the distraction of taking notes.

You will not be named during the Interview, and anly code numbers will be used when the

materal is typed. I will be the only person who has access to a master {ist (necessary for
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follow vp purpeses}. The list will be kept in a secure place, away from any written or

taped material, at all times.

Same interviews may be conducted in small groups at the nursing home, if enough people
would I’ke this, and if a suitable time and place can be arranged. These will probably take
an hour of your time, Otherwise, [ can arrange to meet you alene, at a time and place of

your choosing (perhaps at your home), for about half an hour. There will be no financial

cost to you.

It is anticipated that findings of the study will be made avallabie to the wider community
through journal articles and conference presentations, and to nursing homes in the form
of general written: feedback. However, at no time will &iy individuals or nursing homes be

identifiable.

This research has been approved by the Committee for the Conduct of Ethical Research of
Edith Cowan University and is being supervised by Dr Palricia Percival and Associate
Professor Ed Helmes. You may call them on the following numbers .......cccovvececoreeeniuas 1

can be contacted oN .....eeeeevniererenes

There Is, of course, no obligatfon for you to agree to take part. Also, if you do take part
you inay withdraw at any time, I shall not reveal to any other person whether or not you

are included in the study, although It may be ebvious if you choose to be interviewed at
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the nursing home. Could you please let me know whether or not you would Jtke to help in
this way either by completing the slip and mallfing it In the stamped envelope provided, or
by telephoning me? I very much appreciate your giving thls matter your consideration,

and lock forward to hearing from you.

Yours sinceraly

Christine Toye RN, BN {Haons).

Expression of Interest

Please cross throtigh the sentence that does not apply and include your narme and

telephone number (if applicable} in the spaces provided,

I, , telephone number , am happy for you to contact me

50 that I may be included in your interviews.

I, , do not wish te be included in your interviews but
enclase some written comments, Iam happy for you to use those comments in your

study, provided that my identity Is not revealed to athers.

I, , o not wish to take part in your study.

Thank you for taking the time to consider this request,
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APPENDIX E
Instrument Development and Refinement
e One: Dev -} b f
le ist
The 30 interviewees were all family members of pursing home residents. They included 15
family members from two, large, metropolitan nursing homes; 1 from a small rural home;
3 from a small, metropalitan, ethnically specific home; and 10 from two cther small,
metropelitan homes. They also Included a respondent already known to the researcher.
This person's relative had died In a nursing home approximately one year before the
study. In total, there were 13 daughters of residents, 1 step-dsughter, 4 sons, 1 son-in-
law, 7 wives, and 4 husbands. Cne of the husbands additionally reflected upan the time
he had spent visiting his sisters in nursing homes. Respondents’ relatives sufferad from a
wide variety of disorders/disabilities, and their length of stay in residential care varied

from a few months to approximately 5 years.



APPENDIX F
Instrument Development and Refinement
e : Development of irst D f the RACRASST

Consent Forms (All printed in alarge font and duplicates provided to respondents)
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], r OF i, [telephone number ........................, agree to take
part in the study concerning the suppert of family members of nursing home resldents
being conducted by Christine Toye, a Doctoral Candidate at Edith Cowan University. 1
have read the information provided by Chrlistine, and understand what I will need to do to
participate in the study. I have been given opportunities to ask questions, any that I have
already asked have been answered to my satisfaction, and 1 know whom to contact
should I wish to ask more in the future. I know that I may withdraw from the study at any
time. I agree that the information gathered for this study may be published provided that
I am not identified.

Signed (Participant)......... Date...covr e, “

Signed {Researcher).......emvnniee e verenens Date........ooorevres

Metrapolitan area {tape recording).

1, ,of , consent to Christine Toye, from Edith Cowan

Unlversity, tape recording my Interview with her. I understand that this Interview is a part
of her study conceming the support of family members of nursing heme resldents. I
understand that the taped interview and its typed transcript will remain the property of
Christine, and that I will not be Identified on tape, or on any written materia), except by a
code number, 1 am aware that I need not answer any questions if I do not wish to do so,
and agree that the information obtalned In this taped interview may be published provided
that I am not identified.

Signed (Participant} Date

Signed (Researcher) Date.....,
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) PR i OF e e , telephone number ...........c...... , agree to
take part in the study concerning the support of family members of nursing home
residents, belng conducted by Christine Toye, a Doctoral Candidate at Edith Cowan
University, I have read the information provided by Christine and understand what I will
need to do. I have been given opportunities to ask questions, any that I have already
asked have been answered to my satisfaction, and I know whom to contact should I wish
to ask any more. I know that 1 may withdraw from the study at any time. 1 agree that the

Information gathered for this study may be published provided that I am not identified.

Signed {Participant)........wsrscmernssirssnnnnns Date.......coonneee .

Signed (Researcher) Date...

1 nominate the following day/time preferences for you to call me:
1)
2)
3
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APPENDIX G
Instrument Development and Refinemeant
Stage One: Development of ".ae First Draft of the RACRASST
Draft One: Relatives’ of Aged Care Reslidents Assessment of Staff Support Teol
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Secticn One; Knowjpd the System.
Definltion; Staff help family members to tearn of the usual practices and arrangements in

place at the nursing home.

Staff:

1. Tell me about the “hierarchy” of the nursing home (who does what).
2. Keep me infermed about any changes In this “hlerarchy”.

3. Tell me when it Is best for me to discuss any worries with them, so that I do

not disturb the care of the residents.

4, Tell me how to contact the perscn who has overall responsibllity for the day to
day care of my relative (often the Director of Nursing in a small home, but, in

a large one, it may be a nurse who manages part of the home}.
5. Explain the laundry system to me.

6. Tell me how to contact the person with overall responsibifity for the residents’

laundry.

7. Tell me about how family members may help with resldent care in this home
{e.g. by planning care with the staff, by carrying out some care, by bringing
things in).




Staff;

8,

9.

10.

11.

12,

13.

14,

Tell me about any help I can get when I want to know how to assist my

relative (when I don’t know what to do or I den't know how to do it).

Tell me about any ways in which I may “"have a say” In the running of the

nursing home (e.g. If there is a relatives’ committee or a suggestion box).

Let me know who deals with complaints from residents’ family members,

Let me know where and when children are welcome to visit.

Tell me how I may belp a group of residents if I wish (e.9, by playing the

plano or bringing in cakes).

Let me know about any people in the home who may be able to help me (e.g,
social workers, psychologlsts, chaplains, or nursing staff whe are able to

counsel me).

Tell me how to contact each of the people who may be able to help me.
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Section Twoi Knowing the Staff,

Definiticn: Staff help family members to identify them and become famlliar with them.

Staff:

1. Are regular (not agency or casual).

2. Introduce themselves to me when they are around and I do nat know

them.

3. Are easy to identify,

4, Greet me when I visit.

5. Include me in their chatter.

6. Are approachable,

7. Are friendly.

B. Are informal In their manner,

9, Make a point of introducing themselves to me, even if they are not

around when I vislt, if their jobs include helping restdents families

{possibly social workers, psychologists, chaplains, etc.).
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Section Three: Trusting the Staff,

Definition; Staff provide evidence of their trustworthiness.

Staff:

1. Keep me informed about my relative’s condition,

2. Tum up {in person) for any meetings that are arranged with me.

3. Discuss with me what they will do about any worries I have {e.g. tharige my

relative’s care, amrange for me to talk to a social worker).

4, ¥eep me informed about my relative’s day to day care (e.g. help given with

meals, skin care, etc.).

5. Explain, when my relative’s care has not been “as usual” {e.g. why he or she

is in bed instead of up).

6. Keep me informed without being asked.

7. Keep me informed when I visit.

8. Telephone me If there is a major change in my refative’s condition (unless I

ask not to be called),




Staff:

10

11.

12,

W

14,

15.

16.

17.

18.

. Keep me infarmed about my relative’s emotional state.

Treat sericusly any complaints that I might have.

Keep me informed about my relative’s therapy (includes things like

physiotherapy, massage, activity sessicns).

Hold any private discussions with me in a private place.

Keep their promises to me.

Accept rasponsibility for the care of my relative.

Are easy for me to get along with.

Pass on any messages (e.g. from me to other staff and from other staff to

me).

Are honest with me,

Keep me Informed about any medicine ordered for my relative.
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Staff:

19. Invite me to meetings where my relative’s care is to be discussed.

20. Explatn any injurles received by my relative,

And:

21 The "Head Person” {oftan the Director of Mursing) seems to know what Is

gaing on all through the nursing home,
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Section Four: Staff Care Activities.

Definition: Staff provide evidence that the family member’s relative is recelving, or is likely

to be receiving, “good” care.

1.

8.

9

10.

Residents are shown arcund at the tme of admission.

Resfdents’ call bells are answered quickly.

Staff say they are too busy to help my relative®,

Staff seem to be working in an arganised manner,

Staff provide skilful care to residents.

A Registered Nurse is available to my relative at all times.

Staff provide “warm care” to residents (smiling, being loving, willing, caring,

kind, and compassionate, not using harsh words or being abrupt).

staff address my relative by hisfher preferred name (first or last).

Staff ask family members about residents’ backgrounds.

Knowledge of my relative’s background is used by staff when they provide care.
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11,

12.

13.

14.

15.

16.

17

18.

19,

20.

Staff ask family members about residents’ usua! behaviour,

Staff check to see if there is 2 problem when my relative is not acting as usual,

Residents are Included in staff conversations.

Staff treat my relative as some one special.

Staff respect my relative’s dignity (e.q. hefshe is decently covered when golng

to the bathroom).

Family members are asked about their relative's preferences.

Staif act upen residents’ preferences (e.g. in meal provisicn or cholce of room

mate), .

Staff support and/or distracl residents when family members leave (whichever

helps).

Staff from other areas address residents by name when visiting (e.g. staff from

the office).

Staff are thoughtful {e.g. letting my relative rest before an outing).
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21,

22

23.

24,

25.

26.

27

28,

290.

30.

Soclal opportunities are provided for residents (e.qg. residents who ¢an chat are

seated with others who can).

Staff keep my relative comfortable.

Staff ensure my relative is well-grocmed (hair tidy, nails timmed, etc.).

Staff ensure my relative is dressed appropriately.

Staff help my relative to stay clean,

Stimulating activities are provided for resldents within the nursing home.

Staff offer to hefp my relative to get out of the nursing home on occasions (e.g.

to armange a bus trip or wheel a bed onto a verandah).

Staff encourage restdents to take part in actjvities/outings,

The televisfons and radios of those residents who use them are not allowed to

disturb others,

Opportunities are provided for residents to see, hear, andfor touch pets (e.g.

visiting dogs, caged birds, etc.).
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31.

32,

33.

34.

35.

36.

37.

38.

34.

40,

41,

staff notice when resldents need help even when they do not ask.

There are staff who talk to my relative in his or her own language.

Staff use touch to show support for residents {e.g, putting a hand on an arm to

re-assure).

Spiritual help is available to my relative (e.q. from a religfous minister).

Female residents may choose to recelve persenal care only from female staff.

Staff separate “loud” residents frem those who wish for qulet.

Residents are encouraged to be Independent,

Staff make positive remarks to residents (e.qg. “you look nice today™).

Staff seem to think that speed is all important when caring for the residents®,

Staff separate alert residents from those who are dying and require specia) care.

Staff treat my relative as an adult,
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42.

43.

45,

46.

47,

48.

49,

50.

51.

Staff do not speak to me about my relative in front of him/her.

Staff treat mentally alert residents as if they are confused®,

When residents ask to use the teilet, they are helped quickly.

Resldents are only taken to watch television when they have an interest in the

program.

Staff have given my relative pills or medicine that could make him/her mare

fikely to fall.

The doctor assesses my relative thoroughly.

There are enough staff to care for residents when they become acutely ill.

My relative is cared for by steff that he/she knows.

Each resident has his or her “own nurse” (a staff member who usually locks

after him or her).

My relative seems to like the staff.
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52. Staff caring for my relative have been taught about the needs of elderly people.

53. Staff welcome any Input I wish to have into the care of my refative.

54. Staff are careful with my relative’s possessions.

55. The privacy of residents Is respected (e.g. staff knock before entering rooms).

56. Resident care comes first,

57. Staff maintain a “ight hearted” atmosphere (e.g9. they use humour sometimes).

58. Resldents are only transferred from one area to another within the nursing

home when it is in their own best interests.

Note: *ltemn to be reverse scored.
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Section Five: Staff and the Building.
Definitlon: Staff show that they do what they can to malntain a physical anvironment that

will be pleasant for residents and visitors.

Staff:

1. Ensure the home is kept clean.

2. Do not allow bad smelis to linger.

3. Ensure the home is safe for residents {e.g. taking away things that may

cause falls, closing security doors where residents might wander).

4, Add homelike touches (e.g. vases of flowers).

5. Allow residents to have their own telephones.

6. Allow residents to bring in their own pictures, etc.

7. Provide safe places for children to go when they visit (e.g. keeping

dangerous items locked away, setting up a “toy comer”).

8. Ensure there Is somewhere Family members can go to have private time

with residents.




Staff:

10,

11,

12,

13.

14,

15,

Ensure that residents are nursed in private rooms when visitors wish to stay

with them during a crisis (where private rooms exist),

Arrange for residents to have some private space, even if rooms are shared

(e.g. by using fumiture as "walls”, and asking before entering).

Use the light that is avallable to help give an impression of lightness and

brightness. {e.g. open blinds wide).

Set asfde an area where visiters and residents may mix.

Use music to give a pleasant atmosphere (e.4. restful music in a lounge

room).

Ensure there are signs to show me where things are (e.g. kiosks, items and

places I might need when helping my relative).

Ensure there are places where male and female resldents may meet from

time to time.
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Sectlon Six; Emotional Support for the Family.
Definition: Staff provide emotional suppert for family members,

1.

6.

8.

staff listen to my worries.

Staff spare the time to talkk to me,

I can find the staff I want to talk to with ease.

Staff show that they notice my suppart for my relative (e.g. saying “he/she

is tucky to have some one like you™).

“Top staff” (those in management positions} are friendly to me.

Staff help residents to make or buy Christmas and/or birthday gifts for their

family members.

Staff help family members to hold celebrations within the nursing home.

The things staff say show that they realise I know the resident better than

they do,

Staff Invite my fnput Into care,
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10. Staff say that my input helps.

11. Iam allowed to set my own limits when helping to care for my relative

{because [ am best able to judge how much I ¢an cope with).

12. I can tell that staff know it may make me sad to think back (e.g. when they

ask about my relative’s background).
13. Staff tell me when my visits help my relative,

14. 5taff ky to stop me worrying when I go {e.g. saying "we'll take care of

him/her"),
15. ‘Staff show they know that residents’ family members may be grieving.
16, Staff notice when I am upset.
17. Staff tell me that It's “all ight” to be upset.
18. Staff know what to expect when people are grieving.

19. When I tell stafi about the things I am doing and feeling, staff are able to

tell me whether or not this is normal,




20,

21.

22

23

24,

25,

26

27.

Staff ask me IF I can suggest ways in which they can help resldents’ family

members.

Staff ask me how I feel.

When I am geing through a really bad patch, and do net feel able to visit,

staff phone me to see how I am.

Staff are understanding if I do not wish to speak to family members of

other residents.

Staff accept that I may not wish to take part in any/soma kinds of resident

Care.

If I express my anger to the staff, they do net react in a hostile way,

Staff show they know that I could not look after my relative at home.

Staff tefl me to look after my own health.

Staff realise that I may need to visit less often in order to build up my

health.
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29.

30,

31.

32,

33

34,

35

36.

37,

38.

The Registered Nurses I speak to when I visit are able to counsel me.

There Is a support group for family members at the nursing home.

There are religious services, held at the nursing home, that I may attend.

Staff invite me to come to social events held for residents at the nursing

home.

Staff invite me to come to social events held for famlly members at the

nursing home.

If I do not wish to come to social events, this wish is respected by the staff.

When meetings of staff, relatives, and/or residents are arranged, I am

asked when it would be easiest for me to come,

Staff help my relative to dress smartly for pre-arranged visits/outings.

I am Invited to share meals and/or drinks with my refative sometimes.

Staff seem to dwelf on any bad points when they talk to me ahout my

refative (e.g how hefshe can no loenger do certain things)®.
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39,

40.

41.

42,

43.

45.

46.

47.

When I see a resident behaving badly, staff explain that this Is probably

because of his/her illness or disabllity.

Statf tell me any bad news with compassion,

Staff show that they are sad too, If a resident’s condition worsens.

I am not automatically expected to come in to $ee my relative when [ am

told there is a crisis.

When I show that I know the future will hold no cure for my relative, staff

are thankful that I do not cling to false hopes.

Formal counselling is available to me, in the nursing home.

Future changes at the nursing home are used as an excuse for poor

resident care (because it Is seen as temporary)®.

I can get spiritual help at the nursing home {e.g. from a religious minister).

Staff run information sessfons at the nursing home {2.g. to explain the

course of Alzhelmer's Disease),
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28,

49,

50,

51.

52.

53.

55.

Staff complain about the future of the nursing home where I can overhear

them (e.g. 1 don't know if we'll still be here next year”)®,

Staff keep me informed about government changes that affect the nursing

home.,

Staff willingly attend to my relative’s needs when L am present,

Staff support each other if I comptain®.,

Residents are only moved from one area of the nursing home to another

after agreement with family members.

Counselling s available for family members who have to decide about such

a mave.

Family members are not rushed by staff when having to make a decislon

about such a move,

If residents are moved, extra help is given te famlly members who have to

get to know new staff and surreundings.
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56. Staff sometimes use touch to show support for famlly members (e.q.

putting an arm round a shoulder).

57. Staff help me to "make the most” of my visits (2.9 suggesting I come at

times when my relative is least sleepy).

Note: *ltem to be reverse scored.
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APPENDIX H

Instrument Development and Refinement

Letter to participants. (Researcher’s name and address supplied)

Dear

‘Thank you so much for agreeing to assist me in the development of my questionnaire.
The instrument is intended to measure the perceived support of family members of
nursing home residents from nursing home staff, and has been developed from interviews
with family members. I shall be using it during the final phase of my doctoral study, but
not until more waork has been done on establishing its reliakility and validity, and its size
has been reduced considerably. I regret having to ask you to read such a large number of
itams, but requesting your comments was seen as a necessary first step towards reducing

this number, as well as towards refining the instrument In other ways.

The final items will be scored on a 4-point Likert Scale (strongly agree — strongly
disagree). A decision has not yet been made about including a column tabelled “not
applicable™, 1 would appreciate your comments on this issue if you can find the time to
make a note of them, otherwise all my requests for your input are listed on the enclosed
sheet. It Is estimated that complylng with these requests will take you about one hour of

your ime.
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Please feel free to ring me with any queries on ........... My Principal Supervisor is
Professor Linda Kristjanson of Edith Cowan Unlversity, telephone number ................. She
will also be happy to talk to you, Finally, 1 can only thank you once more for being so

generous with your time and expertise.

Yours sincerely

Consent form.

I, , of , kelephone number ... , dgree to take part

in the study concerning the support of family members of nursing home residents being
conducted by Christine Toye, a Doctoral Candidate at Edith Cowan University. I have read
information provided by Christine, and understand what I will need to do to participate in
the study. I have been given the apportunity to ask questions, and any that  have asked
have been answered to my satisfaction. I know whom to contact should I wish to ask
more in the future, and I am aware that may withdraw from the study at any time, I
agree that the Information gathered for this study may be published provided that I am
not identified,

Signed (Participant) Date

Slgned (Researcher) Date




1. Clarity.

Please read each statement and Indicate In Column A whether the statement is Clear (C) or Unclear (U). I it is unclear, please nate the suggested changes
below the statement.

2. Content Validity.
Please re-read each statement and indicate in Column B whether or not the statement “fits” the definition of the sub-scale (shown beside its titfe} by

writing ™Y or *N". In Column C please write “Y" or “N” to indicate whether or not the item is redundant. If *Y* is written, please write the number of the

commesponding item beside that letter.

3. Apparent Internal Cansistency.
Please review the items of the sub-scale in general, and indicate, in Column D, whether or not the statements appear to mgasure the same thing, by
writing "Y” or "N”, Flease also comment ©s you see fit.

Thank you very much for donating your time and using your experience to assist me in this way

ti



Section Two: Knowing the Staff

Definition: Staff help family members to identify them and become familiar with them.

Directions that will be given: Think about how you get to know the staff. How much do you agree or disagree with these statements?

Staff:

A

8 C
REDUNDANCY. NO.

1. Are regular {not agency or casual).
2. Inroduce themselves to me when they are around and I do not know them. i E
3. [ Are easy to identfy. '
!
i
4, Greet me when I visit, I
5. | Include me in their chatter. h - " o

e
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APPENDIX I
Instrument Development and Refinement
Stage Two: Panel Review and Subsequent RACRASST Revision

FEindings of Panel Review

Findings of the panel review identified problems with 2 number of items/sub-scales. As a
result these items were reviewed, 22 belng deleted, 20 being reworded, and 15 being
relocated (see Table I1). The sub-scale “Staff and the Building” was unchanged by the
review. The first sub-scale was re-named “Information from the Staff” and its question
stem was changed. The word "nursing” was dropped from “nursing hame” because of

changes in government policy.




Table I1
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Scale name Item Identified problem

Action takei:

Knowing the Al items  Stem, “staff”, not

System inclusive enough.
Cumbersome. Should
refer to staff providing
information.

1, 2 New stem allows
combination of these
two jtemns.

11 As worded Is really
two items.

Knowing the 1 Unclear.
Staff

7 Redundant with 6.

8 Redundant with 8.

Stem change to "Staff keep
me informed about”,
Sub-scale renamed
“Infarmation from the Staff”.
New definitfon: “Staff keep
family members informed
about the usual practices and
arrangements in place In the
home",

Items combined: one deleted,

one reworded.

Reworded.

Reworded.

Deleted.

Deleted,
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Scalaname Item Identified problem Action taken
Trusting the 1 Refers to » Moved to new “Information
Staff “information”. from the Staff” scale.
3 Uncleer, + Reworded.
4 Refers to v Moved to new “Informaticn
“information”. from the Staff” scale,
S Redundant with 4. « Deleted,
6 Redundant with 7. « Deleted.
7 Unclear/redundant. ¢ Deleted.
8 Redundant with 1. » Deleted.
9 Refersto » Moved to new “Information
“information®. from the Staff” scaie.
10 Unclear. s Deleted.
11 Refers to s Moved to new “Information
“information”. from the Staff” scale.
15 Does not fit definition. » Deleted.
18 Redundant with 11, + Deleted.
20 Refersto + Moved to new " Information

“Information”,

from the Staff” scale.
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Scale name  Item Identified problem Actlon taken
Staff Care 2 Too specific. » Reworded.
Activitles
13 Unclear. *  Reworded.
36 Unclear. « Reworded,
40 Possibly upsettingto  « Deleted.

42

44
46
50
51
52

53

54

56

some respondents.

Refers to staff
trustworthiness,

Redundant with 2.

Too specific.

Redundant with 49,

Does not fit definition.

Redundant with 5.

Redundant with Scale
6, Item 9.

Daes nat fit definition.

Unclear.

« Moved to "Trusting the Staff”.

» Deleted.

s Deleted.

* Deleted.

» Deleted.

¢ Delated.

e Deleted.

» Moved to "Trusting the Staff”,

» Reworded.
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Scale name Item Identified problem  Action taken
Emotional 3 Unclear and refersto  » Reworded.
Suppart for knowing the staff, » Moved to "Knowing the Staff”,
the Famlly
5 Refars to knowing the = Moved to "Knowing the Staff”,

10

11

12

14

18

22

27

28

29

staff.

Does nat fit definition.

Unclear.

Unclear.

Unclear,

Unclear,

Unclear,

Redundant with 15.

Unclear.

Unclear,

Unclear.

Redundant with 44,

Deleted.

Reworded.

Reworded.

Reworded.

Rewarded.

Reworded.

Reworded.

Reworded.

Reworded.

Reworded

Deleted.
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Scalename Item Identified problem Actlon taken
36 Redundant with Scale « Deleted.
4, Item 24.
43  Unclear, s Reworded.
45 This refers to staff « Moved to "Staff Care Activitias”,

46

47

49

51

52

53

34

35

care of residents

COverlap with 31.

Unclear,

This refers to
inforimation

This refers to staff
trustworthiness,

This refers to staff
trustworthiness.

Redundant with 44.

This refers to staff
trustworthiness.

Refers to knowing the
staff.

+ Deleted.

s+ Rewocrded.

» Maved to "Infonmation from the

Staff".

» Moved to "Trusting the Staff™,

= Moved to “Trusting the Staff”.

« Deleted.

« Moved to "Trusting the Staff”.

= Moved ta "Knowing the Staff”,
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APPENDIX )

Instrument Development and Refinement

e Two: Panel Revi - Revis
Draft Two of the Relatives' of Aged Care Residents Assessment of Staff

Support Tool



SECTION ONE
Information from the Staff

Please think about the information staff glve to you: informaticn about the ways things are done in this home, about your relative who
lives in the home, and about any help that is there for you,

How much do you agree or disagree with these statements?

Staff keep mie informed about: Strongly Agree Disagree | Strongly ' Not
Agree i Disagree : Apglicable
1. | My relative’s condition. SA A D i SD I NA
: | ;
2. | My relative’s emotional state. SA A T o ' sp | NA

3. | My relative’s day to day care {e.q. help given with meals, skin care, i i

etc.). SA A D i sD : NA |
' ' |
S S i |
4, | My relative’s therapy {induding medications, occupational therapy, ! i :
physiotherapy, massage, activity sessfons, etc.). SA A : (] sD NA

07T



Staff keep me informed about: Strongly Agree Disagree | Strongly Not
Agree Disagree | Applicable
5. | Any injuries received by my relative. SA A D 5D NA
6. | The “hierarchy” of the home {who does what). SA A D sD ' NA
H ;
A4 |
7. | The laundry system. SA A i D i SD ; NA
! ’ I
8. | When it is best to discuss any worries with them so that I do not - i ‘
disturb the care of the residents. sa | A § » o | NA
| j | |
| [ : -
9. | How to contact the person with overall responsibility for the day to | i ; i
day care of my relative (often the Director of Nursing in a smal) ‘ l ' '
home, but, in a large ong, it may be a nurse who manages part of [
the home). SA A | D SO | NA
10, | How to contact the person with overall responsibility for the : ' s_ i 1
residents’ laundry. SA A b i s | m
: i |
| | !

[ez



Staff keep me informed about: Strongly |  Agree Disagree | Strongly | Not
Agree | Disagree i Applicable
11. [ How famlly members may help with resident care in this home ) T !
(e.g. by planning care with the staff, by carrying out some care, by '!
bringing things in). SA A D ; sD NA
: ! E
12."[ Who deals with complaints from residents’ family members. sA | A "D 8D NA :
R S i
13, ! How to get help, when I want to know how to assist my relative f . !
(when I don't know what to do or I don't know how to do it). I s~ ¢ A . D SD NA
14, | How to "have a say” in the running of the home o _ T oTmmw
{e.g. by joining a relatives’ committez or using a suggestion box}. : SA A D sSD NA
15. | Any rules that apply to children’s visits. T SA A D sD | mA
16. | How I may help groups of residents if I wish i
{e.g. by playing the piano or bringing in cakes). SA A D sD NA
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Staff keep me informed about: | Strongly | Agree
Agree
17. | People in the home who may be able to help me {e.g. soclal o
workers, psychologisis, chaplains, or nurses able to counsel me). SA A
18, | How 1o contact each of the pecale who may be able to help me, SA A
19. [ How any changes in government policy will affect the home. S sA A

| Disagree | Strongly

D

i Not
|
; Disagree ! Applicable
" _f
5D NA i
5 B Y
: _f
SD i NA
|

£ZL



SECTION TWOQ

Knowing the Staff
Please think about how you get to know the staff,

How much do you agree or disagree with these statements?

Staft: Strongly [ Agree | Disagree | Strongly | Not
Agree |  Disagree  Applicable |
1. | Are regular (2.g. not agency). . Sh IF TR T D A

2. [ Introduce themselves to me when they are around and I do not : .
sa | oA 0 O . NA

knaw them.
3. | Are easy to identify. T S [ NA
i .
4. | Greet me when 1 visit, T T e T A b s TN T
5. {Include me in their chatter. o SA A D SD NA

[4#4



Strongly Agree Disagree | Strongly Not ‘
Agree | Disagree | Applicable |
6. | Are approachable, SA A D I sD | NA lr
i
7. | Can be found easlly, when I want to talk to them. SA, A D f SD i NA f
i |
8. | Who are in management positions ("Tap Staff*) are friendly to me. SA A [b] i SO I NA l
@ i !
9, | Make a point of introducing themselves o me, even if they are not B I : '
around when 1 visit, if their jobs include helping residents’ families -'

(e.q. social workers, psychologists, chaplains, etc.). : SA A D 5D NA

10, | Make a special effort to get to know me, when my relative has | e
been moved into their area from a different part of the home. SA A D 5D NA
!

[y



SECTION THREE

Trusting the Staff
Please think about the way staff act towards you.

How much do you agree or disagree with these statements?

Flaff: Strongly Agree \ Disagree ngly | Nt
Agree ‘ ipisag,ee E Applicable
1. | Turn up (in person) for any meetings that are arranged with me. SA A ‘ D SD i NA
[ | ;
2. Fallow up an any discussions I have with them about my worries ll ‘l |
(e.g. change my relative’s care, or arrange for me to talk to a i i |
social worker). SA A i D ' sD ; NA
! | | ?
3. | Hold any private discussions with me in a private place. sA - A . D s NA
4. [ Keep thelr promises to me. AT A YT EO) NA
5. | Accept responsibility far the care of my relative. SA - A D sD NA

9L



[Staff:

Strongly Agree Disagree Strongly Not
Agree iDisagree Applicable
6. | Pass on any messages (e.g. from me to other staff and from !.
other staff to me). SA a D ! SD NA
7. | Are honest with me. SA A D sD NA
8. | Invite me to meetings where my relative’s care is to be
discussed. SA A D sD NA
i !
9. | Do not speak to me about my relative in front of him/her. SA TA D SD NA
i ;
10. | Are careful with my relative’s possessions. SA i A D i Sb NA
;;
11, | Support each other if I complain®, SA ry D | " 'sD NA
| | |
12, | Only move residents from one area of the hame to anather after Z ‘ ;
agreement with family members. SA A ¢ D sD NA
|
i

a4



\ SD

rSta s Strongly Agree | Disagree Strongly | Not i
Agree [ Disagree Ii Applicable ,
13. | Do not rush family members when they have to declde about L i ! 1
such a move, SA A i a] : SD | NA ‘.
The “Head Person” {often the Director of Nursing) i | | |

14. {Seems to know what is going on all through the home. SA A D NA

Note; *Item to be reverse scored.
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SECTION FOUR
Staff Care agtiy
Please think about how the staff care for resident. in general, and your relative in particular.

How much do you agree or disagree wixh: these statements?

Strongly Agree | Disagree  Tirongly | Not
Agree !- ' Disagree !_ Applicable
Residents are shown around at the time of admission. sa AT D s | NA
Residents’ needs are attended to quickly. A S . SD : NA
Staff say they are too busy to help my relative®. SA R D SD : NA 1I
i |
Staff seem to be working in an organised manner. SA VTR T T D . SD : NA
Stait provide sKilful care to residents. SA AT TR T T T s T WA
A Registered Nurse is available to my relative at all times. sA T S - B ) : NA
! ;

GEZL



Strongly Agree | Disagree |Strongly | Not
Agree Disagree | Applicable
7. | Staff provide "warm care” to residents {smiling, being loving,
willing, caring, kind, and compassicnate, not using harsh words i
or being abrupt). SA A D " 8D li NA
8. | Staff address my relative by hisfher preferred name (first or [ast). SA A D SD NA
9. | Staff ask family members about residents’ backgrounds. SA A | D i sD ! [Ty
N B |
10. | Knowledge of my relative’s background is used by staff when they 1 ;’
provide care. SA A ! D . sD NA
: |
11. | Staff ask family members about residents’ usual behaviour. sa I sD NA
'! E
..... b . e e —
12. | Staff chedk to see i there is a problem when my ralative is not ; |
acling as usual. SA | A ' D ' SD NA

LrA



Strongty Agree | Disagree | Strongly Not
Agree | i Disagree | Applicable

13. | Residents are indiuded In SEiT conversatians (when this 15 — T __
appropriate). SA A ='; D :! SD '| NA ;‘5

14. | Staff treat my relative as someone spedial. SA A i D SD ! WA
| : '. ‘
15, | Staff respect my relative’s dignity (e.g. hefshe is decenitly covered ST [ :' E
when going to the bathreem). SA A i D i sD |. NA }
| | =
16. | Family members are asked about their relative’s preferences. SA ; A i D i sD i NA }
! | | |
17. | Seaff act upon residents’ preferences (e.g. in mea} provision or T T [
cheice of room-mate), SA ¢ A D SD NA

18. | Staff support and/or distact residents when family members S o :
leave {whichever helps). SA | A D i sD NA

Iz



Strongly Agree Disagree | Strongly Not
Agree i Disagree Applicable
19. | ST from other areas address residents by name when visiting
{e.g. staff from the office). SA A D SD NA
20. | S@&aff are thoughtful {(e.g. letting my relative rest before an
outing). SA A D ; SD NA
21, | Social opportunities are provided for residents (e.g. residents who I T i T !
tan chat are seated with others who can). ! SA : A : D SD NA
| |
22. | Staff keep my ralative comfortable. SA [ S sD NA
| :
23. | Staff ensure my relative is well groomed (hair tidy, nails trimmed, ‘ T || o ‘ :
etc.). SA | A ! D i sD NA
| | |
24. | Swff ensure my refative is dressed appropriately. R N sD NA
| | .
25. | Staff help my relative to stay clean. sa AT D Tsp NA

J
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Strongly Agree Disagree | Strongly Not
Agree Disagree | Applicable
26. | Stimulating activities are provided for residents within the home. SA A D SD NA
| |
27. | Staff offer to help my relative to get out of the home on ) 7
occasions (e.g. to arrange a bus trip or wheel a bed onto. a | E
verandzh). SA A D J 5D : NA
!
28, | Staff encourage residents to take part in activitiesfoutings. SA A D i SD | NA
i |
29, | The televisions and radics of those residents who use them are T -
not allowed to disturb others. [ SA A i D SD ' NA :
30, | Opportunities are provided for residents to see, hear, and/or o o : —‘
touch pets (e.g. visiting dogs, caged birds, etc.). : SA -,. A D sD NA '!
31. | Staff notice when residents need help even when they do not ask. SA 1 A b T s ~ NA

[
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Strongly Agree | Disagree | Strongly : Not
Agree | | Disagree | Applicable

32. | There are staff who talk to my relative In his or her own o ! :
language. SA A D © 8D . NA

| |

33. | Staff use touch to show suppart for residents {e.q. putting a hand . - ' ' |
oh an arm to re-assure). SA A b Sh ! NA

e ;

34. | Spiritual help is available to my relative {e.q. fram a religious ' : !
minister). sA A1 D s

35. | Female residents may choose to receive personal care only from T :
female staff. SA A1 B - s NA

36. | Staff separate “loud” residents from those who wish for quiet, I i :
when this is possible. ! sA A ! o - so | nNa
37. | Residents are encouraged to be independent. TsA A " b s T NA

|
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Strongly Agree | Disagree ! Strongly Not
Agree i { Disagree | Applicable
38. | Staff make positive remarks to residents (e.g. “you look nice i I
today”). SA | sD NA
.E
39. | Staff seem to think that speed is all important when caring for the i
|
residents®, SA i SD NA
40, | ST treat my relative as an adult, SA SD NA
41, | Staff treat mentally alert residents as if they are confused®. SA SD NA
42, | Residents are only taken to watch television when they have an
interest in the program. SA sD NA
43, | The doctor assesses my relative thoroughly. SA i SD NA
44. | There are enough staff to care for residents when they become
acutely ill. SA 5D NA
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Strongly Agree | Disagree | Strongly Not
Agree '[ . Disagree | Applicable
45. | My relative is cared for by staff that hefshe knows, SA A | o T sD ;_ NA
; |
46. | The privacy of residents is respected (e.g, staff knock befare o . :
entering rooms). SA ! A i D 5D | NA
47. | Staff attitudes show that resident care comes first, '"JL"T'" A D T sD NA
| | !
48. | Staff maintain a “kght hearted” atmosphere (e.g. they use ) T
humour sometimes). SA ' A D SD NA
49, | Residents are only transferred from one area to ancther within |7 i T T
the home when it is in their own best interests. SA . A D S0 NA
| ! ;
50. | Future changes at the home are used as an excuse for poor ) ll_ . |
resident care (because it is seen as temporary)®. SA | A D : SD NA

Note: FItem to be reverse scored.
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SECTION FIVE
Staff and the Buildi
Please think about the building in which your relative lives, and how the staff can make it more pleasant.

How much do you agrea or disagree with these statements?

Staff: | Strongly | Agree ; Disagree Strongly Not
Agree i - Disagree . Applicable
1. } Ensure the home is kept clean. o _h".] T sA A A 5D : NA
_____..,.,.."I. e S,
2. | Do not allow bad smeils tg linger. ] SA ! A i D sp NA,
| ;
3. | Ensure the home is safe for residents (e.g. taking away things that | o T )
may cause falls, dosing security doors where residents might wander). | SA ' A | D sD NA
4, } Add homelike touches (e.g. vases of flawers). ST "-5_ TsA A ) D © Tsp T TNA
; | .
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Strongly | Agree | Disagree | Strongly Not
Agree | |  Disagree : Applicable
5. | Allow residents to have their own telephones. SA A * B B A NA
' i

6. | Allow residents to bring in thelr own pictures, etc.. SA A D | SD NA

| | |

7. | Provide safe places for chikiren to go when they visit (€.g. keeping ) | o ,
dangerous items locked away, setting up a “toy comer™). SA A ' ', SD : NA

, i

8. | Ensure there Is somewhera family members can go to have private ! e T :
time with residents. S\ | A I D  sD NA

9. | Ensure that residents are nursed in private rooms when visitors wish T o
to stay with them during a crisis (where private rooms exist). | SA i A D S0 NA
;
10. | Arrange for residents to have some private space, even If rooms are ! ’ N )

shared (e.g. by using furniture as “walls”, and asking before entering). | SA A SD NA

RET




Staff: Strongly | Agree
Agree f
! -
11, } Use the light that 1s avallable to help give an impression of lightness ‘
and brightness. (e.g. open blinds wide). SA | A
f
12. | Set aside an area where visitors and residents may mix. T sA ! T A
13. | Use music to give a pleasant atmosphere (e.g. restful music in a T
lounge room). | SA | A
14. | Ensure there are signs to show me where things are (e.9. kiosks, T T i
items and places I might need when helping my relative). ] SA i! A
[
15. | Ensure there are places where male and female residents may meet - |_ -
from time to time. SA ; A

| Disagree . Strongly Not

D SD NA
D > R T

D sD NA

D SD NA

D S NA
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SECTION STX
Staff and Emgtional § ¢ for the Famil

Please think about the bad times that you and other family members may have, and the ways in which staff can make a difference.

How much do you agree or disagree with these statements?

Staff: | strongly | Agree Disagree | Strongly ' Not |
Agree : | Disagree . Applicable ‘
1. ] Listen to my worries. I SA i A D D NA )
2. | Spare the time to talk to me, sa T AT T b S ST
." , g
3. | Show that they notice my support for my relative {e.g. saying “hefshe is *_ N R J
lucky to have some one like you®). - A . D ) NA
l i
4. | Help family members to hold celebrations within the home, T A ! D "sd T NA
5. | Say things that show they realies I know the resident better than they do. | 5A A D D NA T
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Staff:

Strongly Agree Disagree [ Strongly Not
Agree | Disagree | Applicable

6. | Tnvite my (nput Into care. SA A D 'l o W

7. | Say that my input into care helps. SA A | D SD ' NA
~ 8. | Allow me to set my own limits when helping to care for my relative _:__ T

{because I am the best judge of how much I can cope with). SA A M 5D f NA j
9, | Show they know that it may make me sad to think about the past {e.g. i T o =
when they ask about my ralative’s background). SA A . D sh NA |
| 3 |
10 | Tell me when my visits help my relative. SA . A 7 p s NA
: = ! i,
I T ]
11, | Try to stop me wonrying when I leave (e.g. saving “wel zke care of | ! '

him/her™). i SA A : D sD NA

12. | Show they know that residents' family members may be grieving, 7T s A D S0 NA
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Staff:

| Strongly | Agree | Disagree | Strongly | Not |
Agree ' | Disagree | Applicable
13. T Notice when L am upset. sA | A | s A
|
| | |
14, | Tell me that it's “all right” to be upset. SA A | I sb NA
T
15, | Are able to teli me whether or not the things I am doing and feeling are ‘ |
normal, when I speak of them, SA A | i SsD NA
: !
16. | Ask me if I can suggest ways in which they can help residents’ family i : k
members. SA A [ s NA |
3. |
17. | Ask me how I feel. ST Tmh T S T
| | |
18 | Telephone me to see how I am, when I am unable to visit, ) sh- A T ) NA ?
19. | Are understanding if I do not wish to speak to family members of other ' T
residents, | sA A SD NA
i
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Staff:

Strengly Agree Disagree |I Strongly :. Not '|
Agree | Disagree | Applicable
20, | Accept that T may not wish to take part in any/some kinds of resident cara. SA i A ' D :. sSp : NA ;
| | : |
21. | Do not react in a hostile way, if I express my anger to them. sa | A N 5: sD NA !I
| |
22, | Show they know that I could not lock after my relative at home. SA A D ! sD NA il
23. | Encourage me to look after my own needs, R S 5D NA
'
24. | Realise that I may need to visit less often at certain times. s [ A7 b T sb NA
A R : ;
25. | Invite me to come to sodal events at the home, SA ! A | D ‘ sD NA i
| | | i-
26, | Respect my wishes, if I choose not to come to social events. SA | A “I D } S NA ;
L i_

27. | Ask me when it would be easiest for me to come, when meetings of staff, I ! |
relatives, and/or residents are arranged. SA : A ' D ‘ S0 NA, .;
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Staff: Strongly | Agree | Disagree | Strongly | Not |
Agree | | | Disagree ! Applicable

28. | Invite me to share meals and/or drinks with my relative sametimes, “sA ! A D | sD ! NA
| I
29. | Seem to dwell on any bad points when they talk to me about my relative 1 i , i

(e.g. how he/she can no longer do certain things)h. SA A D sD | NA

! ' ;
30. | Explain, when T see a resident behaving badly, that this s probably because | 1 T T T i
of the resident’ iliness or disability. sSA | A . D | SO : NA |
| |
31. | Tell me any bad news with compassion. ‘ SA . A ! n} sD NA ;
32, | Show that they are sad too, if a resident’s condition worsens, E AT KT o 5D NA
? !
323. | Do not automa:/cally expect me to come in to see my relative when I am T - T
told there is a crisis. SA A D SD NA
34. | Understand that I do not cling to false hopes, when 1show that T know the | Tyt ’
future will hold no cure for my relative, sA A IE D 5D NA
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Staff: Strongly i Agree | Disagree | Strongly | Not
Agree i i Disagree } Applicable
35. [ Make available farmal counselfling to me, in the home. SA | A |' D s NA 3
36, | Complain about the future of the home where I can overhear them (e.g. "I - ) o i
don't know if we'll still be here next year)?, SA A D s | NA
|
| |
37. | willingly attend to my relative’s needs when I am present, sa 1A D SD i NA i
o I ' |
38. | Sometimes use touch to show support for family members (e.0. putting an : |
arm round a shoulder), SA : A I D 5D NA
I S B -
39. | Help me to "make the most” of my visits {e.g suggesting I come at times ' i ;
when my relative is least sleepy). SA A D sD ; NA

4.4



The home offers: Strongly Agree ! Disagree : Strongly .' Mot ‘:
Agree i ' Disagree : Applicable ]

40. | Religtous services that I may attend. SA A D i 0 | Nl
41. | Educational sessians for family members (e.g. to explain the course of ! ) i e i i
Alzheimer’s disease). i SA A ' D , s  NA |

| . |

42. | 'A suppart group for family members. i SA A '5_ D .S NA |
1 l i ' i

Note: %Ttetn to be reverse scored.

GyT
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(for packages forwarded by DONs/Managers) {printed in large font)

Researcher’s name and address supplied,

Dear Family Member

This letter concerns the research 1 am carrying out as a PhD (Nursing) Candidate at
Edith Cowan University, research that is Intended to lead to benefits for family
members of nursing home/hoste! residents. I have worked as a Registered Nurse in a
variety of nursing homes for many years, and have had considerable contact with
family members of resldents, Now I am trying to find out how staff can best meet their

needs.

Last year, I interviewed family members to discover the things staff could do to help
them, and I have now developed a draft questionnalre from the information I was
given, This draft is too long to be “user friendly”, and, to shorten # without leaving out
anything that (s really Important, I need to have It answered by about 30 family
member volunteers. Until It Is shortened and improved 1 ¢annot use it to assess the
help that is given to family members now — so that we may see where changes might

be helpful.
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If you would be prepared to help me by answering the enclosed 150 questlons, and
noting the very few detalls about yourself that I need to know, this would probably
take you 30 — 40 minutes, A stamped envelope s included for the return of completed

forms.

Consent forms are needed, but will be separated from completed questicnnaires as
soon as [ recelve them, and locked away. I shall not reveal to any other person

whether or not you have taken part in the study.

It is anticipated that findings of the research using the shortened questionnaire will be
made avallable t¢ the community through jourmal articles and/or conference
presentations, Written and spoken accounts of how the guestionnaire has been
developed may also be made available, but individuals, nursing homes, andfor hostels

will not be identiffable.

This research has been approved by the Committee for the Conduct of Ethical
Research of Edith Cowan Univarsity and is being supervised by Professor Linda
Kristjanson and Assoclate Professor Ed Helmes. You may call them if you wish, on

seessennasensss OF CONEACE me aE the University on ....ovovvccnns with any queries,

1 do hope you can help. Thanking you in anticipation.

Yours sincerely Christine Toye RN, BN (Hons.)
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Letter to respondents expressing interest In the study,
(for packages malled directly to potentlal participants) (printed in large font)

Researcher’s name and address supplied.

Thank you for saying you may take part in this stage of my research praject. I really
appreciate your interest. If you do agree, could you please answer the enclosed
questionnaire, developed last year from information given by family members of
Westemn Australian nursing home residents? This will allow me te decide which
questions need to be kept when I shorten the guestionnaire for later use, and will
probably take you 30 — 40 minutes. A few additional details are alsa requested. A

stamped envelope Is included for retum of the forms.

A consent form is needed, but will be separated from the completed guestionnaire as
so0n a5 it is received, and locked away. I shall not reveal to any other person whether

ar not you have taken part in the study.

1t is anticipated that findings of the research using the shortened questionnalre will be
made available to the community through journal articles and/er conference
presentations. Written and spoken accounts of how the questionnalre has been

developed may also be made avaflable, but individuals, nursing homes, and/or hostels

will not be identifiable.




This research has been approved by the Committee for the Conduct of Ethlcal
Research of Edith Cowan University and is belng supervised by Professor Linda
Krisjanson and Assoctate Professor Ed Helmes. You may call them if you wish, on
crerrrnersniarernenrensneny OF COMTACE me ak the University, on ... ouennn, With any

queries.

Thanking you so much.

Yaours sincerely
Christine Toye RN, BN (Hons.)
Consent form,
Please complete and return one copy of this form, keeping the other copy for your
records.
I fOF s . telephone number ... .

agree to take part in the study concerning the support of Family members of nursing
homethostel residents, being conducted by Christine Toye, Doctoral Candidate at Edith
Cowan University. I have read the letter written by Christine, and understand what I
will nead to do. I know that I may ask questions, whom to cantact should T wish to do
50, and any that I have already asked have been answered {o my satisfaction. I know
that I may withdraw from the study at any time. I agree that information gathered for

thls study may be published provided that I am not identified.

Slgned (Participant) Date Signed (Researcher) ........... Date......
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Personal details form,

1. Does your relative receive
(a) hostel type care?
OR

{b) nursing home type care?
2. Please indicate the refationship you have with your relative in the nursing
home/hostel (e.g. if you are & son or daughter, husband or wife, sister or brother of

the resident),

3. How long has your relative been in this nursing

home/hostel?... .. e

Thank you so much for your help



Directions for DraftTwa of the RACRASST,

{also included was a full copy of the questionnaire and an example of how to respond. Size 16 font was used throughout, and sub-scales were

printed on paper of differing colours)

You are asked to complete these forms using your experience as a family member of a person living in a Residential Aged Care Facility (a hostel or

nutsing home).

Think about the things staff do that help you.

Thirk about all the staff, including those who serve the tea or work in the office,

Piease read the statements in this booklet, and see how much you agree or disagree with each of them.

To show how much you agree or disagree please circle the appropriate letter(s).

For each statement you may choose either "SA” (STRONGLY AGREE); "A" (AGREE); "D"” {DISAGREE); or"SD" (STRONGLY DISAGREE).
You may choose "NA” (NOT APPLICABLE) instead, but please only do this after careful thought.

Please only circle one choice for each statement, and answer all questions.

THANK YOU.

€52
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APPENDIX L

Instrument Development and Refinement

Sample characteristics are shown in Table L1. Thifty data sets were obtained from 32

family members as two wife/daughter couples completed forms.

Tablell

ample racteristics (Rev f Draft T f the RACRA

Family members of “hostel type” residents 3
Family members of "nursing home type” residents 29
Daughters of residents 19
Wives of residents 6
Sons of residents 2
Husbands of residents 3
Daughters-in-law of residents 1
Slsters of residents 1

Questionnaires completed by family members of residents of less than 3

months 4
Questionnaires completed by family members of residents of 3-6 months 6
Questionnalres completed by family members of residents of 6-12 months B
Questionnaires completed by family members of residents of moere than i2

months 12
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APPENDIX M

Instrument Development and Refinement

Following the data analysis plan, statistics were recorded for each sub-scale at Step 1,
prior to any item deletions. Ttems were deleted at Steps 2, 3, and 8 of the data
analysis and statistics were also recorded after each of these sets of deletions.
Stalistics recorded included Cronbach's and standardised item alphas, means and
ranges of inter-ltem correlations, and item-to total correlations (Tables M1 - M&). No
items were deleted at Step 4, because none attracted a single type of response from
80% or more of participants. Items retained for Draft 3 of the RACRASST are
documented In Table M10, This table also shows means and standard deviations of the

scores of each of the retained items in each sub-scale.
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Table M1

Statistic AtStepl  AtStep2  AtStep3  AtStep 8
(19 ftems) (181tems} (12items) (5 items)

Inter-ltem-correlations:
Mean 0.41 0.44 0.63 0.51
Range -0.24-092 -010-092 033-0.92 0.33-0.65

Item-to-total correlations:

Mean 061 0.64 0.77 0.64
Range 0.24-082 0.20-0.83 0.58-0.89 0.54 - 0,76
Cronbach’s alpha 0.91 0.91 0.95 0.83
Standardised item alpha 0.93 093 0.55 0.84
Table M2
- 2 Two; s 5 One, Tw Eigh
Statistic At Step 1 At Step 2 At Step 3 AtStep 8
(1Citems} (9 ltems) (6 ltems) (5 items)

Inter-item-correlations:

Mean 0.49 0.56 0.53 0.52
Range 001-079 029-079 044-079 0,37 -0.70
Item-tu-total correlations:

Mean 0.55 071 0.7% .64
Ranga 0.28-083 045-0.83 0.63-0.83 0.55-0.73
Cronbach's alpha 0.97 0.51 0.90 0.82

Standardised item ajpha 0,50 0.91 0.91 0.84




Table M3
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Statistic At Step 1 At Step 2 At Step 3 At Step 8
{14 Items) (10items) (8 items) {4 items)

Inter-jtem-correlations:

Mean 0.38 .54 0.59 0,50

Range -0.10 - 0.93 0.28 - 0.89 0.28 - 0.89 0.28 - 0.68

Item-to-total correlations:

Mean 0.58 0.70 .70 0.61

Range 0.29-0.82 0.58 - 0.B7 0.56 - (.69 0.51-0.73

Cronbach’s alpha 0.87 0.91 0.50 0.78

Standardised iter alpha .90 0.92 0.91 0.80

Table M4

- H istics at e, Tw ree Ei

Statistic AtStep 1 AtStep 2 At Step 3 AtStep 8
(50items) (46items) (3litems)} (8 items)

Inter-item-correlations:

Mean 0,39 0.42 0.43 047

Range -0.27 - L.00  -0.27-100 -0.05-1.00 0,26 -0.73

Itam-to-total comrelations:

Maan 0.54 0.59 0.69 0.63

Range 0.09-0.87 0.12 - .88 0.22- 0587 0.47 - 0.69

Cronhach's alpha 0.96 0.56 0.96 0.85

Standardised itern alpha 0.97 0.97 0.97 0.88




Table M5

Sub-Scale Five: Statlstics at Steps One. Two, Three, and Ejght

Statistic AtStep 1 At Step 2 At Step 3 AtStep 8
{15items} (1ilitems) (Bitems) (5 items)

Inter-item-correlations:

Mean 0.33 0.46 0.59 0.53
Range -0.27-1.00 -0.12-0.86 0.29-087 0.29-0867
Item-to-total correlations:

Mean 0.50 0.62 0.73 0.53
Range 006-071 01i3-086 063-083 0.25-0.67
Cronbach’s alpha 0.79 0.85 0.91 0.84
Standardised item alpha 0.88 0.90 0.02 0.85
‘Table M6

-Seale Six; isti [ Eigh
Statistic At Step 1 At Step 2 At Step 3 AtStep B
(42 items) (23 items) (16items) (5 items)

Inter-item-correlations: .

Mean 0.36 G.46 D.55 0,59
Range -0.27 - 0.9% 0.13-091 0.00-091 043-0.78
Item-to-total correlations:

Mean 0.58 0.66 0.72 0.70
Range 0.15 - 0.87 0.23-087 030-~0.92 0.54-0.85
Cranbach’s alpha 0.85 0,95 0.95 0.86
Standardised item alpha 0.95 0.95 .95 0.88
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Nineteen items were deleted from Sub-Scale 6 at Step 2 of the review (see Table M7).
A number of these items, which attracted more than five “not applicable” responses,

assumed famfly members would be distressed.

Table M7
b : D T
Sub-Scale Items deleted
(=5 "Not Applicable” responises)
One: Information from the Staff 15
Two: Knowing the Staff 10
Three: Trusting the Staff 8,11, 12,13
Four: Staff Care Activities 32, 35,42, 50
Five: Staff and the Building 57,915
Six; Staff and Emoticnal Support for the Family 4, 14-16, 18, 19, 21, 24, 27, 30-36, 40-42

Items that did not meet the criteria for discriminant validity attracted higher
carrelations with other sub-scale totals than with the total of the sub-scale in which
they were situated, Sub-scale 4 lost the most jtems as a result of this analysls {Table

M8).
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Tabla M8

"Home" item Correlation with sub-scale totals
sub-scale number One Two Three Four Flve  Six
One 2 .BO 71 63 .68 .35 B4
5 .43 31 a7 42 51* 67*
7 A 33 A2 59* 08 38
10 .49 40 44 B0* .30 52
14 .24 29* 29% .02 10 19
16 .20 22+ 20 .26* .01 .26%
Two 3 A2 70 .63 e o 37 49
b 45 69 53 Bo* 48 59
g .23 A5 60* 25 49 B1*
Threa 7 6% 76* 69 Ba* .49 83+
14 a6 B1* S0 47 27 .34
Faur 3 36 G4* 34 64 17 49
& .62 B5 .78* 58 57 72*
8 .33 69¥ 42 54 .28 A6
11 .30 55* Al 51 67+ S7E
12 74 F7* 60 .75 29 .B0*
16 .50 65* 39 .60 40 FB*
27 38 50 A7 .55 ST .53
[ C 35 S0 A3 .33 42
37 M .07 20 a2 a2 64*
39 .28 3B A5 A9 5 50*
41 13 26 02 31 .23 6%
43 .38 A7 H2* 51 07 .23
49  .63* A49* 56* 33 .19 21
45 .38 58% B0 ] 31 27
6 .13 47* 30* .25 .16 A5
Five 4 .38 66 A8 71* 45 A5
10 33* .18 .38 A7 .30 12
14 -,30 42 .09 03 .13 A6
Slx 3 .38 J3E .58 &1* .57 60
8 .66¥% b6* 78* b69* 39 57
9 .38 A4 A9 .b2* .16 52
23 .38 AB* 35 A0 .29 44
28 .23 57% 36 F3* Bo* 56
37 36 55* B1* a94* 53* .51
39 = 47 37 o 21 .53

Mote: Correlations of items with “home” sub-scales shown in bold type. Correlations that are

greater with other sub-scalas than with the home sub-scale are each shown with an asterisk,

These correlations do not 2lways appear higher because figtres are expressed to two decimal
places,
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Sub-Scale 4 also had the most items deleted at Step 8 (Table M3), In Sub-Scale 6,
Items 2 and 7 were left in the sub-scale despite the fact that that they achieved an
inter-item correlation of 0.78, These items were retained because they seemed
essential to preserve the content validity of the sub-scale, and because, given the

immaturity of the sub-scale at this point, exclusion of one or the other seemed

premature.

Table M9

Draft Tw 2 RA H S h

Scale Items deleted
{from those listed at Steps §-11)

Information from the Staff 4,8, 9, 12,13, 17, 18

Knowing the Staff 2

Trusting the Staff 1,2,69

Staff Care Activities 1,5, 10, 13-15, 17-21, 23-26, 28-31, 33, 36,
34, 48

Staff and the Building 1,11, 13

Staff and Emotional Support for the Family 1,5, 6,10-13, 20, 22, 26, 29

Mean scares tended to be highest in Sub-Scales 4 and S (Table M10). Items that were
retained despite high mean scores and low standard deviations were kept to retaln the

qualitative validity of the sub-scales.
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Sub- Stem No. Item Mean sp
Scala
1 staff keep me
informed about: 1 My relative’s candition. 113 0.94
3 My relative's care. 2.86 0.74
6 The “higrarchy” of the home (who
does what). 2.69 0.97
11 How family members may help with
resident care in this home {e.g. by
planning care with the staff, by
carrying out some care, by bringing
things in}. 2.97 0.72
19 How any changes in government
policy wil! affect the home. 2.90 0.66
2 Staff: 1 Are regular {e.g. not agency). 3.17 0.79
4 Greet me when I visit. 3.30 0.54
5 Include me in their chatter. 293 1.07
7 Can be found easily, when I want to
talk to them. 2.83 0.87
& Wwho are in management positions
{"Top Staff”) are friendly to me. 3,37 0.85
J Sif: 3 Hold any private discussions with me
in a private place. 2.90 1.06
4 Keep their promises to me, 2,97 1.03
5 Accept respensibility for the care of
my refative, 3.17 0.70
10 Are careful with my relative's
possessions. 2.93 1.05
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Sub- Stem No. Item Mean sb
Scale
4 Staff: 2 Attend to resldents’ needs promptly, 2.77 0.86
4 Seem to be working In an organised
manner. 3.10 0.61
7 Provide “warm care” to residents
{smiling, being loving, willing, caring,
kind, and compassionate, not using
harsh words or being abrupt). 3.53 0.57
9 Ask family members about residents’
backgrounds. 3.30 0.70
22 Keep my relative comfortable. 3.30 0.54
40 Treat my relative as an adult. 3,23 0.50
47 Make It clear that resident care
comes first. 103 0.57
49 Only transfer residents from one
area to another within the home
when it is In the best Interests of
those residents. 2.97 1.08
S Staff: 2 Do not allow bad smells to linger. 3.27 0.69
3 Ensure the home Is safe for residents
(e.0. taking away things that may
cause falls, closing security doors
where residents might wander). 347 0.51
6 Allow residents to bring in their own
plctures, atc. 50 0.51
8 Ensure there Is somewhere family
mernbers can go to have private
time with residents. 3.13 0.86
12 Set aside an area where visitors and
residents may mix. 3.30 0.54
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Sub- Stem No. Item Mean sD
Scale
6 Staff: 2 Spare the time to talk to me. 330 0.65
7 Say that my Input into care helps. .00 0.74
17 Ask me how I feal, 2.80 1.06
25 [nvite me te come to soclal events ot
the home. kW k| 0.90

38 Sometimes use touch to show
suppart for family members f{e.qg.
putting an arm round a shoulder). 3.03 0.67

The wording of Sub-Scale 1, Item 3, referring to informatfon about resident care, was
altered so that it was less specific and would subsume Item 4, referring to information

about resident therapy (see Table M10).

The werding of items in Sub-Scale 4 was adjusted because the stem "staff” was
introduced, Also in Sub-Scale 4, the word “quickly” was changed to "promptly”
because “quickly” might have inferred that the care given was rushed. Otherwise the

waording of retained items was unchanged,

The Cronbach’s alpha ca-efficients for the sub-scales ranged from 0.79 to 0.96 befora
revision of the 150-item instrument. After the revision process, the total instrument
consisted of 32 items In the same six sub-scales, and the Cronbach’s alpha co-
efficlents for the sub-scales ranged from 0.78 to 0.86. All the criteria set in the analysis
plan were met although the item-to-total correlations for Sub-Scale 6 were touching
the upper limlt. However, because of missing data, the final analyses of Sub-Scale 1
used 28 cases, and those of Sub-Seales 2 and 4 used 20 cases. All 30 cases were used

in the final analyses for the remaining sub-scales,
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APPENDIX N
Instrument Davelopment and Refinement
e Three: B I ment Revisions from Small Sample Respon:
D ree of the Relatives' of A re dents Assessment of Staff

Support Too]



SECTION ONE

Information from the Staff

Please think about the information staff give to you: Information about the ways things are done in this home, about your relative

who lives in the home, and about any help that is there for you.

How much do you agree or disagree with these statements?

Staff keep me informed about: Strongly Agree Disagree Strongly Not
Agree Disagree Applicable
1. My relative’s condition. SA A D sD NA
2. My relative’s care. SA A D sD NA
3. The “hierarchy” of the home (who does what). SA A D sD NA
4. How family members may help with resident care in this home
{e.g. by planning care with the staff, by carrying out some care,
by bringing things in). SA A D sD NA
5. How any changes in government policy will affect the home. SA A ] SD NA

99T




SECTION TWO
Knowing the Staff

Please think about how you get to know the staff.

How much do you agree or disagree with these statements?

Staff: Strongly Agree Disagree Strongly Not
Agree Disagree  Applicable

1. Are regular {e.g. not agency). SA A D SD NA

2, Greet me when [ visit. 5A A o sD NA

3. Include me in their chatter. SA A D 5D NA

4. Can be found easily, when T want to talk to them. SA, A D so NA

5. Who are in management positions ("Top Staff™) are friendly to
me. SA A D sD NA

L9T



SECTION THREE
Trusting the Staff
Please think about the way staff act towards you.

How much do you agree or disagree with these statements?

- Staff: Strongly Agree Disagree Strongly Not
) Agree Disagree Applicable

1. Hold any private discussions with me in a private place. SA A D sD NA

2. Keep their promises to me, SA A D sD NA

3. Accept responsibility for the care of my refative. SA A D sD NA

4. Are careful with my relative’s possessions. SA A o sD NA

R9Z



SECTION FOUR,
Staff Care Activities
Please think about how the staff care for residents in general, and your relative in particular.

How much do you agree or disagree with these statements?

Strongly Agree Disagree Strongly Not
Agree Disagree Applicable

1. Attend to residents’ nzeds promptly. SA A D sh NA
2. Provide "warm care” to residents {smiling, being loving, willing,

caning, kind, and compassionate, not using harsh words or being

abrupt}. SA A D s NA
3. Seem to be working in an organised manney., SA A D sD NA
4, Treat my relative as an adult. SA A D sD NA
5. Make it clear that resident care comes first, SA A D sDh NA
6. Ask family members about residents’ backgrounds. SA A D 5D NA
7. Keep my relative comfortable, SA A D SD NA
8. Only transfer residents from onte area to another within the home

when it is In the best interests of those residents. 5A A D SD NA

69E



SECTION FIVE
Staff apd the Building
Please think about the building In which your relative lives, and how the staff can make it more pleasant.

How much do you agree or disagree with these statements?

Strongly Agree Disagree  Strongly Not
Agree Disagree Applicable
1. Do not allow bad smells to linger. SA A D SD NA
2. Ensure the home is safe for residents (e.q. taking away things that
may cause falls, closing security doors where residents might
wander). . SA A D sD NA
3. Allow residents to bring in their own pictures, etc.. SA A D sD NA
4., Ensure there is somewhere family members can go to have private
time with residents. SA A D SD NA

5. Set aside an arez where visitors and residents may mix. SA A D SD NA

OLT



n ti I the Fami

Please think about the bad times that you and other family members may have, and the ways in which staff can make a difference.

How much do you agree or disagree with these statements?

Strongly Agree Disagree  Strongly Not
Agree Disagree  Applicable

1. Spare the time to talk to me, SA A D sb NA

2. Say that my input into care helps. ' SA A D sD NA

3. Ask me how I feel, SA A D S0 Na

4. Invite me to come to sodal evenis at the hame, SA A D L8] NA
5. Sometimes use touch to show support for family members {e.g. putiing

an arm round a shaulder). SA A D sSDh NA

1£Z
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APPENDIX O

Instrument Development and Refinement

Stage Four: Factgr Analysis
F r Analysis e far Family Me

(Printed in a large font)
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(name and address supplied)

Dear Family Member

As a Registered Nurse studying at Edith Cowan University and working In an Aged Care
Facility (a nursing home), I am writing to ask if you would help In 5 research project by
answering the enclosed questionnaire, The profect Is intended to nd out how nursing
home/hostel staff help residents’ famlly members so that our practice can be
improved. The questionnaire you are asked to complete was developed from
interviews with family members. However, it needs to be refined before it can be used
in the project. Your answers will be used judge the usefulness of the questions, and to

decide if any changes should be made.

If you agree to take part, could you please fill in the questionnaire? This will take
about ten minutes of your time, and the forms should then be returned in the reply-
paid envelope. Completed questionnaires wiil be locked away safely, and your

answers, of course, will not be identifiable.

The research has been approved by the Committee for the Conduct of Ethical Research
of Edith Cowan University and is being supervised by Professor Linda Kristjanson
(telephone number supplled) and Asseciate Professer Ed Helmes (telephong number
supplied), You may call them if you wish, or ¢contact me at the University, on .........., ;

with any queries.

1 do hope you will be kind enough to help.

Most sincerely

Christine Toye RN, BN {Hons.)




=_Y0u are asked to complete these forms using your experience as a family member of a persen living in a Residential Aged Care Facility

.: (a hostel or nursing home).
Please think about af the staff, including those who serve the tea or wark in the office.

Read through the statements and show how much you agree or disagree by circling the appropriate letter(s).

For each statement you may choose either“SA” (STRONGLY AGREE); “A” (AGREE); “D” (DISAGREE); or"SD" (STRONGLY DISAGREE).

You may choose *NA” (NOT APPLICABLE) instead, but please only do this after careful thought.

Please only circle ore choice for each statement, and answer gvery question an foih sides of each page.

[ 2¥4



*. Your answer sheet should look something like this when it is completed:

Strongly Agree Disagree  Strongly Not
Agree Disagree  Applicable

SA & D SD NA

SA A D NA

SA A G sD NA

A D $D NA

Before you start: Please indicate here your relationship with the resident {e.g. son of resident} ... veierreiriicernes

Please state how long your relative has been in this facility
THE FIRST STATEMENT IS ON THE OTHER SIDE OF THIS SHEET

THANK YOU FOR HELPING

5Lt



Strongly Agree Disagree Strongly Not

Agree Disagree Applicable
Greet me when T visit, SA A D sD NA
2. Kesp me informed about my relative’s condition. SA A D <D WA
3. Altend to residents’ needs promptiy, SA A 2] sD NA
4. Ensure there is somewhere family members can go to han e private Gme with
residents SA A D 50 NA
5.  Ask me how I feei SA A [») 5D NA
6. Keep me informed zhout my relative’s care SA A B 5D NA
7. Can be found easily, when I want to talk to them SA A D sD NA
8. Seem to be working In an organised manner. SA A o] sD NA
3
[



Staff;

Strongly Agree Disagree Strongly Not
Agree Disagree Applicable
9. Ensure the home is safe For residents (e.g. taking away things that may cause

falls, dosing security doors where restdents might Wander)........cvreseeresennens SA A [y sD NA
10. Invite me to come to social events at the hame SA A D SD NA
11. Say that my input into care helps SA A 0 sD NA
12, Hold any private discussions with me in a private place SA A D s MNA

13. Pprovide "warm care” to residents {smiling, being laving, willing, caring, kind,
and compassicnate, not using harsh words or being abrupt) SA A D sD NA
14. Da not allow bad smelis to linger. SA A D s NA
15. Spare the time to t&lk to me. SA A D 5D NA
16, Keep me informed about the “hierarchy™ of the home {who does what)............. S5A A D sD NA
17. Include me in thelr chatter SA A o SD A

[A%4



TStaffs

Strongly Agrea Disagree Strongly Not
Agree Disagree Applicable
18. Accept responsibility for the care of my relative SA A D sD NA
19.  Ask family members about residents’ backgrounds SA A D sD NA
20. Aflow residents to bring in thelr own pictures, etc. SA A D s MNA
21. Keep me informed about how family members may help with resident care in
this home {e.g. by planning care with the staff, by carrying out some care, by
BringING thiRGS IN).c...oceecsirre it srs s sssssss s st s ass srasessssasr s st sa s semeas s srases " SA A [ sb NA
22, Keep me informed about how any changes in government policy will affect the
home. SA A ] sD NA
23, Are regular {e.g. not agency)}. SA A B sD NA
29. Keep thelr promises to me SA A D sD NA
25. Make it clear that resident care comes first. SA A D sD NA

8LT



staff: Strongly Agree Disagree Strongly Not
Agree Disagree Applicable
26. Only transfer residents from one area to another within the home when it is in
the best interests of these residents SA A B so NA
27. Set aslde an area where visitors and residents may mix SA A D sSD NA
28. Sometimes use touch to show support for family members {e.g. putting a2n arm
argund a shoulder) SA A D sD NA
29. Treat my relative as an adult SA A D so NA
30. Are careful with my relative’s possessions SA A D s$D NA
31. Keep my relative comfortable SA A D sD NA
32. Who are in management positions (*Top Staif} are friendly to me...oeai, SA A n] S NA

THANK YOU FOR SPARING THE TIME TO ANSWER THESE QUESTIONS

A PRE-PAID ENVELQPE IS ENCLOSED FOR THE RETURN OF THE FORMS - PLEASE TELEPHONE {number provided) IF A REPLACEMENT IS NEEDED

Hil



APPENDIX P
Instrument Development and Refinement
Fouy: F nalysis

Sample Characteristics and Findings

Responses to Draft 3 of the RACRASST were obtained from a large sample of family
members of ACF residents, Findinc~ and sample characteristics are documented in this
section. This stage of the study also resulted in changes being made to the RACRASST
that did not directly result from factor analyses. These changes are also decumented

here,

Sample characteristics, The researcher contacted 75 DONs/Managers, 51 of whom
agread to assist, The response rate was, therefore, 68.00%. These DCONs/Managers
took a total of 873 questionnaires. Quantities of questionnaires taken by individual
DONs/Managers varied from 4 to 100. Most indicated they would hand these out to
visitors, hut some stated they would include them In account envelopes. The response
rate from the questionnaire mall cut appeared to be 34.02%, as 297 participants were
cbtained, however, It is not known if all questionnaires sent out by the researcher

reached family members.

Participants’ refatives’ length of stay in the ACFs was for a mean of 31.76 months (SD
32.56 months, range 1 manth — 180 months). Refationships of participants with

residents were as shown in Teble P1. Daughters, daughters-in-law, or step-daughters
made up 41.00% of the sample; sons 15.82%; wives 10,10%; and husbands 9.09%.

Approximately 11% of particlpants did not Indicate their relationship with the restdent.
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Prior to factar analyses being conducted, the researcher deleted three items
{5, 16, and 24) because they had attracted 20 or more missing or "Not Applicable”

responses (6.70% of possible responses).

Table P1
r f Dr: RASST: cteristics

Relationship with resident N
Daughters, daughters-in-faw, or step-daughters 122
Wives 30
Sons 47
Husbands 27
Sisters or sisters-in-law 10
Brothers or brothers-in-law 6
Partners (unspecified) 5
Nieces 7
Other specified relationships 9
Unspecified relationships 34

Eactor analysis, Factor analyses were conducted according to the analysis plan. Oniy
195 of the 297 cases could be used for Principal Component Analyses {PCAs). This was
as a result of missing and “Not Applicable” responses remaining after deletion of the

three items with the highest rates of such responses.

for the first PCA, the researcher entered six factors and viewed the results of varimax
and obligue rotations. However, the sub-scale structure shown In Draft 3 of the

RACRASST was not confirmed, and the structure shown was uninterpretable. When the
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researcher repeated the PCA without entering a pre-determined number of factors the
obique rotation produced the most interpretable solution (see Table P2). Examination
of the factors with elgenvalues greater than one suggested a possible four factor
solution, these eigenvalues being 1.07, 1.38, 1.60 and 14.16. As shown by these
figures and viewed on the scree plot, there was a sharp drop betweean the first and
second eigenvalues, the decrease bacoming gradual thereafter. The four factors
accounted for 62.80% of the variance. Three items double-loaded. These items, 10,
18, and 28, were not separated by margins of at least 0.15. Cther items loaded ciearly

on one of the factors.

The researcher attempted to interpret the factors using theoretica! and practical
knowledge. Factor 1 was suggestive of a staff/family member communication factor,
Factor 2 of a care activity factor, Factor 3 of an environmental use factor, and Factor 4
of a staff/family member reliable allfance factor. There was some concordance
between the suggested factors and the previously named sub-scales (see ‘Table P2},
For example, the care activity factor and proposed “care” sub-scale had many items in

commen, 2s did the environmental factor and the proposed “building” sub-scale.

However, upon re-examination, the suggested sub-scales proved redundant. This was
because findings showed that the RACRASST measured a single phenomenon
according to criteria sat by Carmines and Zeller {1979); (a) the first extracted
component accounted for much of the varfance; (b} the following components
accounted for small, gradually decreasing amounts of this variance; and {c) the highest
loadings for most items were on Factor 1 in the unrotated factor matrix, these loadings
baing of 0.30 or mare, Theta, Cronbach’s alpha, and standardised item alpha for the

scale were the same, (.96, also suggesting that the scale was unidimensional,



Tabla P2

i D r RA t PCA Its
Factor  Proposed Item® Factor Loading® Eigen-value 9% of Variance
Sub-Scale
QOne "knowing” Greet me when I visit D.65 14,16 48.80
"information” Keep me informed about my relative’s condition 063
“information” Keep me Informed about my relative’s care 0.66
"emgtional support”  Say that my input into care helps 0.74
"trust” Hold any private discussicns with me in a private place 0.62
“emotional suppert”  Spare the time to talk to me 0.42
"knowing” Include me in their chatter 0.75
"rust” Accept respansibility for the care of my relative 0.47
"care” Ask family members about residents’ backgrounds 0.71
“infarmation” Keep me informed about how family members may help with resident
care in this heme 0.65
“fnformation” Keep me informed about how any changes (n government policy will
affect the home 0.53
“emotional support”  Sometimes use touch to show support for family members 0.47
“knowing” Who are in management positions ("Top Saff*) are friendly to me 0.45

£87



Factor Proposed Item* Factor Loading®  Eigen-value % of Variance

Sub-Scale
Two "care” Attend o residents’ needs promptly -0.53 1.60 5.50
"busilding” Ensure tha home is safe for residents -0.56
“care” Provide “wanm care” to residents -0.55
*building® Do not allow bad smells to linger -0.54
“care” Make it clear that resident care comes first -0.67
“care” Only transfer residents from one area to another within the home when it
is in the best interests of those residents -0.59
"care” Treat my relative as an adult -0.63
“trust” Are careful with my relative’s possessions -0.73
“care” Keep my relative comfortable -0.77
Three "building” Ensure there is somewhere family members can go to have private time 138 4.80
with residents 0.55
“emotlonal support”  Invite me to come to social events at the home 0.42
“building” Allow residents to Bring In their own pictures, etc 0.64
"building” Set aside an area where visitors and resldents may mix 0.65
Four "knowing” Can be found easily, when I want to talk to them 0.72 1.07 3.70
"trust” Seem to be working In an crganised manner 0.65
"knowing®” Are reqular (e.g. not agency} 0.59

Note, *Stem [s “St@ff” PFactor loadings are trom pattern matrix

(214
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Internal consistency co-efficients, itam-to-total correlations, and inter-item correlations
for the sub-scales suggested by the superseded four factor solution are shown In Table
P3. Although the sub-scales identifled by the PCA had been rendered redundant,
figures shown in Tables P2 and P3 provide Information about items measuring

underlying named sub-dlmensfons of famliy members’ perceived support from staff.

Table P3
bBraft Four of the RACRASST: Reliability Co-Efficients. and Inter-Item and
em-to-Total Correlatigns ~-Scales Initiall ester! by PCA Results

Sub-Scales  Inter-Item Correlations Item-to-Totaf Correlations  Cronbach's

Alpha
M Range M Range
One 0.52 0.2G- 0.85 0.69 0.52 - 0.51 0.93
Two 0.52 0.34~-0.71 0.68 0.53-0.79 0.51
Three 0.46 0.35 - 0.62 0.5 0.50 - 0.67 0.77
Four 0.50 0.42 - 0.62 0.58 0.49 - 0.64 0.74

When treated as a single scale, without sub-scales, item-to-total correlations exceeded
0,70 in the case of nine items (M 0,67, range 0.52 - 0.78). This fact, and the fact that
high correlations were seen between some iterns In the initially designated Sub-Scales
1 and 2, and between some items and totals in the same sub-scales, suggests slight
redunidancy within the scale. However, given the fact that the scale is a newly
developed one, warranting further testing, it was judged Important to retain all 29
Items, rather than deleting those correlating highly with others or with total(s), Some
of these iterns underwent minor changes to enhance comprehansibility based on
participants’ comments and an examination of items with at least 10 "Not Applicable”

responses. The fourth draft of the RACRASST Is shown In Appendix Q,
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APPENDIX Q

Instrument Development and Refinement

Stage Four: Factor Analysis

Items Retained in Braft Four of the RACRASST

Staff:
1. Greet me when I visit
2. Keep me informed about my relative’s condition
3. Attend to residents’ needs promptly
4. Ensure there is somewhere family members may have private
time with residents
5. Keep me informed about my relative’s care
6. Can be found easily, when I want to tak to them
7. Seem to be working in an organised manner
8. Ensure the home Is safe for residents {e.g. removing things that
may cause falis, closing security doors where residents may
wander) .
9. Invite me to come to social events at the home
10. Say that my input into care helps {e.g. my telling staff about my
relative's llkes/dIsfikes; my helplng my relative with care, meals,
or activities)
11. Hold any private discusslons with me in a private place
12. Provide "warm care” to residents {smlling, belng loving, willing,
caring, kind, and compasslonate, not using harsh words or being
abrupt)
13. Do not allow bad smells to linger




Staff:

14.
15.
16.
17,
18.

19.

20.

21,

22,

23,

24,

25.

26.

27.

29.

Spare the time to talk to me

Include famlly members in social conversations

Accept responsibility for the care of my relative

Ask family members about residents’ backgrounds

Affow residents to bring it thelr own pictures, etc.

Keep me informed about how family members may help with
resident care in this home {e.g. by planning care with staff, by
giving some care, by bringing things in)

Keep me informed about how any ¢hanges in government policy
will affect the home

Are regular (i.e, not agency}

Make it clear that resident care comes first

Only relocate residents from thefr current raoms into different
rooms or areas of the home when it is in the best interests of
those residents

Set aside an area where visltors and residents may mix
Sometimes use tu tch to show support for residents’ family
members wha are in distress (e.g. putting an arm around a
shoulder}

Treat my relative as an adult

Are careful with my relative’s possesslons

Keep my relative comfortable

Who are in management positions ("Top Staff"} are friendly to me

287
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APPENDIX R
Instrument Development and Reflnement
Stage Flve: Test-Retest Reliability
Letter of Explanation for Pasticipants and Findings
Letter, Name and address supplled and letter printed in a large font.

Dear Family Member

As a Registered Nurse carrying out doctoral studies at Edith Cowan University, I am
inviting you to take part in a research project. This project Is intended to lead to
benefits for family members of residents in Aged Care Facilities (hostels and nursing

homes).

For the project, I have deslgned a questionnaire to measure the si-3port residents’
family members believe they receive from the staff. I now have to see if the
questionnaire will give stable results over time. About 30 family members of hoste! or
nursing home residents are needed to complete two forms each. The second form

should be filled in about two days after the first has been completed and retumed.

Of course, there Is absolutely no obligation for you to take part. If yvou do decide to
help there will ba no financlal cost to you, but it will probably take about 20 minutes of

your time, Reply-pald envelopes are provided for the return of the farms.

MNames of family members helping in this section of the research are not required, so 1
will not know who has taken part. However, I do need to put code numbers on the

questionnaires to match the twa sent by each person, Afso, later, the findings of the
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research may be published. No people or facilities that have taken part will ba

Identified in any published work.

This research has been approved by the Committee for the Conduct of Ethical
Research of Edith Cowan University. My supervisors are Professor Linda Kristjanson of
the Schoel of Nursing and Public Health (telephone number supplied) and Associate
Professor Ed Helmes of the Schoal of Psychology (telephone number supplied). You
are welcome to contact them with any gueries, or to call me on .............. A note will

reach me, at no cost to you, if addressed to the following reply pald address:

PRI LYY

1 do hope you would like to help in this project. If so, please open "Envelope Cne”
when you are ready to start. This contains the first form, directions, and a return
envelape. Please open "Envelope Twa", containing the second ferm, about two days
after you have completed and mailed the first form,

Thank you so much for considering this request.

Most sincerely

Christine Toye RN, BN (Hons.)
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Findings, Twenty-eight famlly members each retumed two coples of the RACRASST.
Scrutiny of the correlations between individual item scores at Time One and Time Two
revealed that these varied from 0.60 to 1.00, The correlation between total scores at
Time One and Time Two was 0.99. More details are shown in the maln text (see

Table 8).
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Please think about affthe staff, including those who serve the tea or work in the office.

Read through the statements and show how much you agree or disagree by circling the letter(s).

For each statemeant you may choose eitfier SA” (STRONGLY AGREE), “A” {AGREE), “D" (DISAGREE), or"SD” (STRONGLY DISAGREE).
You may choose “"NA” (NOT APPLICABLE) instead, but please anly do this after careful thought.

Please anly circle gne choice for each statement, and answer every guestion.

ZHT



Staff:

Strongly Agree Diszgree Strongly Not
Agree Disagree  Applicable

1.  Greet me when I visit. SA A D sD NA

2. Keep me informed about my relative’s condition..............ew.m.oe oo, SA A D 5D NA

3. Attend to residents’ needs promptiy SA A D SD NA
4. Ensure there is somewhere family members may have private time with

residents SA A D SD NA

5. Keep me Informed about my relative’s care.................. SA A D sD NA
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Staff: Strongly Agree Disagree Strongly Not
Agree Disagree  Applicabla
6.  Can be found easily, when I want o talk to them.. SA A D SD NA
7. Seem to be working in an organised manner........ SA A D s NA
8.  Ensure the home is safe for residents (e.g. removing things that may
cause falls, closing security doors where residents may wander)............ SA A D sD NA
9, Invite me to come to social events at the home SA A D sD NA
10. Saythat my inputinto care helps (e.g. my telling staff about my
relative’s lEkes/dislikes, or my helping my ralative with care, meals, or
ACHVILIES Juvrrrrasesersressrstnersrrsronsnss brrssrnrranrantsssssubtersseranmnsssssssssierapesssanes SA A D s NA

6t



Strongly  Agree Disagree Strongly Not
Agree Disagree  Applicable

11. Hold any private discussions with me in a private place e SA A D sD NA
12. Provide “warm care” to residents (smifing, being laving, willing, caring,

kind, and compasslonate, not using harsh words or being abrupt).......... SA A D sD NA

13. Do not allow bad smells to linger. SA A D SP NA

14, Spare the time o 2k to me SA A D sSD NA

15. Indude family members in social conversations SA A D sp NA

16. Accept responsibility for the care of my relative SA A D D NA

$67



Strongly Agree Disagree Strongly Not
Agree Disagree  Applicable

17. Ask family members about residents’ backgrounds......e..... R rrernas SA A D SD NA
18. Allow residents to bring In their own pictures, etc SA A [} sD NA
19. Keep me informed about how family members may help with resident

care in this home (e.g. by planning care with staff, by giving some care,

by bringing things in) tremeeesiartres SA A D SD NA
20, Keep me infoirned about how any changes in government policy will

affect the home SA A D L) NA
21.  Are regular {i.e. not agency) SA A D sD NA
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Strongly Agree Disagree Strongly Not

Agree Disagree  Applicable

22, Make It dear that resfdent care comes first SA A D SD NA
23, Only relocate residents fram their current rooms into different rooms or

areas of the home when it is in the best interests of those residents...... SA A D 5D NA
24. Setaside an area where visitors and residents may MiX..........cocsesvneeans SA A D sD NA
25. Sometimes use touch to show support for residents’ family members

who are in distress {e.g. putting an arm arourd a shoulder).........c.couee SA A [} sD NA
26. Treat my relative as an adult.. SA A D sD NA

L6Z



st@aff: Strongly Agree Disagree Strongly Not
Agree Disagree  Applicalile

27. Are careful with my relative’s possesslons SA A D SD NA

28. Keep my relative comiortable SA A D sD NA

29, Who are in management positions (“Top Staff”) are friendly to me......... SA A o sD NA

86T



You_are asked to show how much you agree or disagree with the following statements.

Please drcle the number for each statement that best desaibes how much you agree or disagree.

Highest Disagreement = 1 Highest Agreement = 7

Strongly Strongly

Disagree Agree
1. There is a special person who Is around when I am in need .1 2 3 4 5 6 7
2. There is & special person with whom I can share my joys and sormows. +1 2 3 4 5 6 7
3. My family really tries to help me . 1 2 3 4 5 & 7
4. I get the emotional help and suppoert I need from my family 1 2 3 4 5 6 7
5. 1 have a special person who is a real source of comfort t me. 1 2 3 4 5 6 7
6. My friands really try to Belp Me... . arssaas .1 2 3 4 5 6 7

174



Strongly Strongly

. Disagree Agree
-1 can count on my friends when things go wrong 1 2 3 4 & 6 7

8. I can talk about my problems with my family. 1 2 3 4 5 6 7
9. I have friends with whom I can share my joys and sarrows i 2 3 4 5 & 7
10. There is a special person in my life who cares about my feelings. 1 2 3 4 5 & 7
11. My family is willing to help me make dedsions .1 2 3 4 5 & 7
12. I can talk about my problems with my friends .1 2 3 4 5 & 7

ot



- Here, each item is a type of help given to residents in Aged Care Facilities.
" Beslde each statement is a scale ranging from “almost always” (5) to “never” (1).
* For'each item, please drcle the number that shows how often you give that type of help.
* The more often you give that type of help, the higher the number you will circle.
* The less often you give that type of help, the lower the number you wil drde,
* Please circle only ane number for each item.
* Please answer all the items carefully, but do not spend much time on any one item.

1t is important to answer according to what you actually do and not according to what you would like to do if you had more time or better health.

tog



Never Seldom  Some- Often Always
times

1)  Keep resident in touch with relatives and friends by helping write letters or calling

other relatives an the telephone 1 2 3 4 s
2)  Help resident feel Joved by telling or showing with higging or kissing........eereeeeeeeene 1 2 3 4 3
3)  Listen to resident’s personal concems. 1 2 3 4 g
4}  Contribute to resident’s financial support. 1 2 3 4 5
5}  Store resident’s seasonal clothing 1 2 3 4 5
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Never Seldom  Some- Often  Always
times

6) Try to calm resident’s fears and anxieties 1 2 3 4 5
7)  Help resident remember old times 1 2 3 4 5
8) Manage resident's finances 1 2 3 4 5
9)  Launder or dry clean resident’s clothing 1 2 3 4 5
10} Amange celebrations for resident’s birthday and holidays. 1 2 3 4 5
11) Arrange for resident’s legal needs such as wills, disposat of real estate, quardianship,

etc 1 2 3 4 3

for



Never Seldom Some- Often Always
times
12) Be a companion and confidant 1 2 3 4 5
13) Take resident on outings to home, shopping, restaurants, etc 1 2 3 4 5
14) Make resident’s room attractive by bringing plants and other decorations..........eeeeeees 1 2 3 4 5
15) Supply resident with reading materials, television, radio, craft materals, etc.........o... 1 2 3 4 5
16) Participate in family activities at nursing heame/hostel with resident....... verrernnnaas e 1 2 3 4 5
17) Try to help resident feel ke a competent, warthwhile person....... ... 1 2 3 4 5

#ag



Never  Seldom Some- Often  Always
times

18} Supply resident with favourite cosmetcs, shaving needs, or hygiene items like

toothpaste. 1 2 3 4 5
19) Help resident remember things. 1 2 3 4 5
20) Arrange for hair styling and cuts " 1 2 3 4 5
21) Inform resident of imporiant family, cammunity, or world happenings..........cevens 1 2 3 4 5
22) Arrange for transportation to doctors, dentists, ar other health care professionals...... 1 2 3 4 5
23) Accompany resident to doctors’, dentists’, or gther health care professianals’ offices.. 1 2 3 4 5
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Never  Seldom Some- Often Always

times
24) Try to help resident communicate effectively. 1 2 3 4 5
25) Supply resident with ciothing, skippers, shoes, nightwear, etc 1 2 3 4 5
26) Telephone between visits 1 2 3 4 S
27} Take resident out for fresh air and change of scenery........... 1 2 3 4 5
28} Help resident feel as if .shejhe is still an important part of the family........cocucncieine 1 2 3 4 5
29} Bring or encourage other family members to Visi.....cuvc s, . 1 2 3 4 5
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Never Seldom Some- Often  Always

times
30) Buy birthday or holiday cards and gifts for resident’s other family members............. 1 2 3 4 5
31) Coordinate family vacations and other out-of-town trips to ensure that one family
member is available if resident has needs . 1 2 3 4 5
32)  Visit WIth resident.. . e cimermsssnans st 1 2 3 4 5
33) Mark or mend resident’s clathing 1 2 3 4 5
34) Pay for medications 1 2 3 4 5
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Never Seldom  Some- Often  Always
times
35) Provide resident with familiar belongings like pletures and fUIMItUrE. ... ce.crverennrennns 1 2 3 4 5
36) Inform other family members of resldent’s needs or wishes 1 2 3 4 5

BOE



This section contains questions about how you feel and how things have been going with you. For each question, please tick the box Q to show

which answer best applies to you.

1.

How have you been feeling in
general? (DURING THE PAST
MONTH)

1a
20

In excellent spirits

In very good spirits

In good spirits mostiy

1 have been up and down in spirits a lot
In low spirits mosty

In very low spirits

2,

Have you been bothered by
Nervousness or your “'nerves'?

(DURING THE PAST MONTH)

BEeoBUBBBLE

Extremely so — to the point where T could not work ar take care of things
Very much so

Quite a bit

Some — enough to bother me

A little

Not at all

60



3. Have you been in firm control of 100 Yes, definitely so
your behaviour, thoughts, 22 Yes, for the mast part
3Q Generally so
?
emotions, OR feelings? 40 Not too well
(DURING THE PAST MONTH) 50 No, and I am somewhat disturbed
60 No, and I am very disturbed
4. Have you felt sad, discouraged, 10 Extremely so ~ to the point that I have just about given up
hopeless, or had so many 232 Very much so
33 Quite a bit
prablems that you wondered if 40 Some — enough to bather me
anything was worthwhile? 50 A litte bit
(DURING THE PAST MONTH) Not at ll
5. Have you been under or feltyou 10 Yes — almost more than I could bear or stand
were under any strain, stress, of 20 Yes — quite a bit of pressure
33 Yes - same — more than usual
pressure? (DURING THE PAST 40 Yes - some — but about the usual
MONTH) 52 Yes-—alitle
60 Not at ali
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R How happy, satisfied, or pleased 101 Exiremely happy - could not have been more satisfied or pleased
" have you been with your 20 Very happy
30 Falriy happy
rd

personal life? (DURING THE 40 Satisfied - pleased

PAST MONTH) 50 Somewhat dissatisfied
60 Very dissatisfied

7. Have you had any reason to 12  Notatall
wonder if you were losing your 20 Only alitde
. 30 Some - but not enough to be concemed or wortied about

mind, or fesing control over the 4 gome and T have been a littte concerned

way you adt, talk, think, feel, or 50 Some and I am quite concemed

of your memory? (DURING THE 60 Yes, very much so and I am very concerned

PAST MONTH)

8. Have you been anxious, 10 BExiremely so - to the point of being sick or almost sick

worrled, or upset? (DURING 22 Very much so
30 Quite a bit

THE PAST MONTH) 40 Some - enough to bother me
50 A litte bit
el

Not at all

ITE



. Have you been waking up fresh

10 Every day
- and rested? (DURING THE PAST 20 Most every day
30 Faitly often
MONTH) 40 Less than half the time
53 Rarely
] 60 None of the time
10. Have you been bothered by any 10 All the time
iliness, badily disorder, pains, or 23 Most of the time
30 A good bit of the time
fears about your health? 40  Some of the time
(DURING THE PAST MONTH) 50 A litte of the time
60 None of the ime
11. Has your daily life been full of 10 Al the time
things that were interesting to 29 Most of the time
30 A good bit of the time
you? (DURING THE PAST 40 Some of the time
MONTH) 5 Alittle of the ime
60 Nane of the time
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Some of the time
A litte of the time
None of the time

. 12. -Have you felt down-hearted and 10 Al of the time
blue? (DURING THE PAST 20 Most of the time
3Q A good bit of the time
MONTH) 40 Some of the time
53  Alitte of the time
60 None of the time
13. Have you been feeling 10 All of the time
emotionally stable and sure of 23 Most of the time
30 A good bit of the time
yourself? (DURING THE PAST 42 Same of the time
MONTH) 50 Alittde of the time
60 None of the time
14, Have you felt tired, worn out, 10 Al of the time
used up, or exhausted? 20  Most of the time
30 A good bit of the time
{DURING THE PAST MONTH) <0
&0
60

LIE



~ For eal:h of the four following questions, note that the words at each end of the 0 to 10 scale describe opposite fealings. Tick
the box-under any number which seems closest to how you have generally felt DURING THE PAST MONTH.

15.. How concerned or wormied about your HEALTH have you 0 1 2 3 45 6 7 8 9 10
been? (DURING THE PAST MONTH) Qoo ocoQoogfb oo
Not concernad Very
at all concernad
16. How RELAXED or TENSE have you been? ( DURING THE 01 2 3 4 5 6 7 8 5 10
PAST MONTH) QoOoQ ooaogoaog anc
Very relaxed Very tense

(243



17, How much ENERGY, PEP, VITALITY have you felt?

(DURING THE PAST MONTH)

01 2 3 4 5 6 7 8B 9 10
ooaoao o oo oo

No energy Vary
AT ALL, ENERGETIC
lisdess dynamic

18. How DEPRESSED or CHEERFUL have you been?
(DURING THE PAST MONTH)

01 2 3 45 6 7 8 9 10
00O o0QoDoDao oo a0
Very depressed Very cheerful
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Please tick the boxes andfor write on the dotted lines to answer the questions.

_ 1)  What is your relationship to the resident? husband {or de facto husband} QO wife (or de facto wife) O brather Q sisterQ
daughter O sonQ daughter-in-law 0 son-in-law @ niece @ nephew O  other O {please specify}
2) Pleaseindicate your age. 18-300Q 31-400 41500 51-600 61-700 71-8000  over 800
3)  Please state the highest level of education you have recelved.
na formal schooling Q  primary 0 secondary O fAFE or trade based O  terfiary (degree) O post-grad. Q
other 0 {please specify). e
4}  Please write your postcode here ..............
5) Please state the aye of the resident here .......
6) Is the resident male Q or female 0 ?
7)  Please state the resident’s main disability or disease
8) How do you thirk your relative feels about living in the facility (hostel or nursing home)?
very happy O quite happy Q@ neither happy nor unhappy Q guite unhappy @ very unhappy O T am unable to tell D
9)  Does your relative receive; nursing home type care@  hosteltype care 0 or are you unsure Q ?
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11)

12)
13)

14)
15}

16)

17)

f’lease state how leng the resident has been living in this facllity (hostel or nursing home) ........cen.e
Before the admission, on average, how often did you have contact with the resident (visits or phone calls)?
daily 0 weeklyQ fortnighly D  monihlyQ  [less often than monthly O

Now, on average, how often do you have contact with the resident (visits or phone calls}?

dailyQ weeklyQ fortnighly Q@ monthlyQ  less often than monthly Q

How do you usually travel to the facility (hostel or nursing home)?

public ransportQ  EftsO  walkingd owncarQ texi@  other Q (please spedfy) e

How long does your journey to/from the facility (hostel or nursing home) usually take (one way)?......
How difficult do you find your usual joumney to the facility {hostel or nursing home}?

very easyQ  quiteeasyTd  nottoo dfficultQ  quite difficult @ very difficult O

How is your health? very good @ good & falrll:l poor  very poorO)

How close do you feel to your relative in the facility (hostel or nursing home)?

verycloseQ  closeQ@  unsured  notverycoseQ  notatall cose
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It can be difficult for people to fit everything that needs to be done into their busy lives.
On a scale of 1-5 how true are the following two statements for you?

Piease cirde the number that matches your feelings most closely,

Mot at all

Very much so

18. I feel pulled between trying to give attention to my relative in the Aged Care Facility

(hostel or nursing home) and attending to other family responsibilities

19, Ifeel pulled between trying to give attention to my relative in the Aged Care Facility

(hostel or nursing home) and attending to my wark responsibilities
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Y Texss Agricultural Extension Service

The Texas A&M University System
FAMILY DEVELOPMENT AND RESEO{IRCE MANACEMENT w 303 Agticultuce Dullding m Campas Mail Stop 2251
Cellego Statfon, Texas T7A43-2251 w ply: (4047) 3453850 @ Fux: (409) B43 4

Qctober 7, 1995

Permission from the Author for the Use of the Primary Gyoup Helping

Vi I 1

Mrs, Christine Toye

Australia 6021
26.08.96

Dear Mrs. Toye:

I am pleased that you wish to use the Primary Group Helping Behavior Scale in your research. I
am sending you a number of pages from my dissertation to assist you in scoring, I am happy to
forward you these materials at no charge and wish you the best of [uck. I would appreciate an
abstract of your resulis when you finish.

3

Carol A. Rice, Ph.D,, R.N.
Health Specialist and Associate Professor

ﬁx;en_sion prbgfa_ms serve people of all ages regardless of socioeconomic level, race, color, sex, relighon, disability or nationa! crigin,
... The Texas A&M Unlversity System, LLS. Deparlment of Agriculture, and the County Commissioners Courls of Texas Cooperaling
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APPENDIXT
Main Study
Letter of Explanation to Potential Participants

{name and address supplied)

Dear Family Member

This is an invitation for you to take part in an Australia wide research project intended
ta lead to benefits far family members of residents in Aged Care Facilities (hostels and
nursing homes). 1 am undertaking this project as part of my doctoral studies in the
School of Nursing at Edith Cowan University. It is anticipated that reports of study
findings will be made available o aged care providers at conferences and/or in
professional journals. This is so they will have evidence on which to base

Improvements in their practice,

The study concemns the support residents’ family members need and receive from
others, and the support famlly members provide for residents. If you decide to take
part, you are asked to complete the enclosed forms and mail them back to me In the
envelope provided. No stamp is needed. It is estimated that filling in the forms wil!

take vou about one hour.

Of course, there is no obligation for you to take part in the study, If you do participate,
the information you provide will not be identifiable as you are not required to supply
either your name or that of the care facility. The study has been approved by the
Committee for the Conduct of Ethical Research of Edith Cowan University.
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My supervisors are Professor Linda Kristfanson of the School of Nursing and Public
Health (telephone number supplied) and Assaciate Professor Ed Helmes of the School
of Psychology (telephone number supplied). You are welcome to contact them with
any queries, of to call me on ....ocvemenicirien. A note will also reach me, at no cost

to you, if addressed to the following reply paid address:

L PP P T PP PP P T PPIVT TP

Hoping very much that you will find the time to help in this project.

Most sincerely

Christine Toye RN BN (Hons.)
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Ethical Approval for the Study
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EDITH COWAN
UNIVERSITY

FERTH WESIERN AUSTRALIA

Fearsun Sivecl, Ehunlands
Westoih Aucltala G018
Frlophone (071 183 8371
Racuirmbe (&3 W3 ALY

17 Qctober 1596 Committee for the Conduct of Ethical Research

Ms Christine Toye
Dear Ms Toye
Re:  Ethics Approval
Code: 06-96
Project Title: The Perceived Sacial Support of Family Members of New Nursing Home

Residenits and its Relationship with Their Suppon af Their Relatives

Thank you for your response in which you addressed the issues raised by the Committee in its letter
dated | October [996.

Your explanations have been accepted by the Commitiee and I am pleased to advise that the project
now complies with the provisions contained in the Universily's policy for the conduct of ethical
research, and has been cleared for implementatiun,

Period of approval is from 1 October 1996 to 31 October £997. Please advise the Commitiee if you
wish to extend this peried of approval.

With best wishes for success in your work,

Yours sincerely

ROD CROTHERS
Executive Officer

cc.  DrP Perclval, Supervisor
Mg O Shermir, Secectary, HDC
Ms A Johneen, Secretary, U.5.C.

JOONDALLP CAMPUS

L MOUNT LAWLEY CAMPUS CHURGHLANDS DAMPUS CLAREMONT CAMPLIS BUNBURY CAMPUS
Joonclalup Drive, Joondalup 2 Seadtford Streel, Mount Lawley Pearsen Streel, Chirchlings Godiswarthy Read, Claremonl Rubertsan Crive, Bunbury
Wastern Austraka BOZY Westem Australia 6050 Westarn Austrlls 6018 Yiesiarn Ausiralla 6010 Wettern Australia 6220
Twm 4085555 Talephone (09) 3D 8111 Telephone (09) 383 3303 Telephoas (09} 363 0333 Tebophons (097) 81 0222
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4 November 1996 Committee for the Conduct of Etlieal Research

Ms Christine Toie

Dear Ms Toye
)] Re:  Ethics Approval
Code: 96-96
Project Tille: The Pergeived Social Support of Fawmily Members af New Nursing Home

Residents and its Relationship with Their Support of Their Relatives

Thank you for your report and [ wish te advise thal approval has been given for an
extension of time on your project, as requested by you,

Yours sincerely

! ROD CROTHERS
Executive Officer

oz, DrP Pereival, Supervisor

Mrs G Sherrait, Seerclary, HDC
M3 A Johasen, Scoretary, D.S.C,
-_I
JOOMDALUP GAMPLS MOUNT LAWLEY CAMPUS CHURCHLANDS CAMPYS CLAREMONT CAMPUS BUNBLRY CAMFUS
Soondahup Ocket, Joondaip 2 Eradlord Streel, Mount Lawiry Penizon Sweal, Churchlandy Gokdyworlhy Road, Clremon Robartson Drive, Buntnry
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