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A bit of advice
given to a young Native American
at the time of his initiation:

"As you go the way of life,
you will see a great chasm.

Jump.
It is not as wide as you think."

Joseph Campbell, 1991
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who inspired my love of ideas and
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TITLE: Enrichment Processes in Family Caregiving to Frail Elders
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Patricia G. Archbold, Doctor of Nursing Science

This dissertation reports findings from an exploratory study of enrichment
processes used in family caregiving to frail elders. Proposed is a theory of
enrichment that explains how some families use pleasurable or meaningful
experiences in their caregiving roles, and what antecedent and consequent factors are
associated with the enrichment process.

Purposeful sampling for dyads—caregiver and care recipient--believed to be
personally knowledgeable regarding enrichment in family caregiving to frail elders
aged 65 and older guided identification of the participants. The investigator used the
grounded theory method to analyze responses to open-ended interviews conducted
with 20 caregivers and 4 care recipients. Participant observations of caregiver—care
recipient interactions supplemented the interviews. Caregivers also completed a
questionnaire measuring variables believed to be associated with the presence of
enrichment,

Interview and observational data were analyzed using the method of constant
comparative analysis. The resultant coding paradigm described antecedent and core

variables for enrichment, and consequences for members of the dyad.
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The metaphor of alchemy explains how the convergence of three core

elements transformed ordinary activities into events with special meaning: customary
routines that help provide structure to the caregiving day, and innovative routine
breakers that provide a change in daily patterns. The guality of the dyadic
relationship and the nature of the caregiving situation are antecedent factors affecting
enrichment processes. Core elements influencing the nature of enriching events
include acquiring meaning, performing activity, and fine tuning. Consequences of
enrichment are dyadic relationship sustenance, identity sustenance for both caregiver
and care recipient, comfort for the care recipient, and rewards of meaning in the

caregiving role for the caregiver.
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Introduction

This dissertation is composed of two papers for publication and a series of
appendices describing aspects of the work that are not included in the papers.

Paper 1: Enrichment Processes in Family Caregiving to Frail Elders

This paper provides an overview of the dissertation research findings. The
grounded theory method of analysis guided development of a theory of enrichment
processes used by some family caregivers to frail elders. Open-ended interviews and
participant observations were conducted with a purposeful sample of 20 caregiver-
care recipient dyads. Revealed were antecedent conditions and intervening factors
for endowing the caregiving with special meaning or pleasure for both members of
the dyad. The metaphor of alchemy explains how the convergence of three core
elements transformed ordinary activities into events with special meaning. Two
categories of enriching activities were identified: customary routines that help
provide structure to the caregiving day, and innovative routine breakers that provide
a change in daily patterns. Participants who perceived enrichment in their
caregiving situation experienced positive individual and dyadic consequences.

Paper 2: Fine Tuning: A Process Component of Enrichment
in Family Caregiving Over Time

Described in detail is one component of the enrichment process, fine tuning.
Fine tuning refers to accommodation of frailty trajectories and personal histories of
both caregiver and care recipient in an effort to enrich the caregiving situation. The

dissertation research revealed that fine tuning is necessary in order for enrichment to



occur over time and across physical, cognitive, affective, and functional changes
experienced by both care recipients and caregivers. Factors which influence the
selection of fine tuning strategies include context, knowing the other, and resources.
Identified are five strategies for fine tuning that facilitate the ongoing presence of
enriching activities across changing frailty trajectories and personal histories.
Appendix A: Review of the Research Literature
Summarizes relevant research literature related to enrichment.
Appendix B: Review of the Non-research Literature
Summarizes non-research papers related to enrichment in family caregiving.
Appendix C: Support for the Analysis in Interview Data Bits:
Enrichment in Family Caregiving to Frail Elders
This appendix describes the coding paradigm for enrichment processes that
emerged from the research. Cited are exemplar data bits illustrating the codes.
Appendix D: Support for the Analysis in Interview Data Bits: Fine Tuning
Listed are codes and exemplar illustrations from the data for fine tuning and
related factors.
Appendix E: Symbols Used in Enrichment in Family Caregiving
A table lists selected activities and objects used by the participants in
enriching events. This list is not comprehensive, but identifies activities and objects

that were commonly cited by participants.



Appendix F: Description of the Participants
Tables summarize demographic information related to the participants.
Included are descriptive statistics for participants’ scores on four caregiving scales, a
comparison of mean scores between these participants and respondents in the
Alzheimer’s Disease Center of Oregon study, and correlations among caregiving
scales and a subjective rating of enrichment. -
Appendix G: Methodological Issues Related to Field Research
in the Home with Caregiving Dyads
Interviews and observations of family caregiving dyads revealed
methodological issues which may be unique to this population. These concerns are
described along with strategies that were used for their management.
Appendix H: Changes in the Interview Guide
Grounded theory analysis relies on theoretical sampling of emerging concepts
during the course of data collection and analysis. This appendix describes changes
which occurred in the interview guide as the analysis developed. Copies of the
interview guides used throughout the research are included.
Appendix I: Trustworthiness of the Analysis
Listed are the five criteria for evaluating the credibility of a qualitative study
according to Lincoln and Guba. Included is evidence for how these criteria were

met in this study.



Appendix J: Informed Consent
Copies of the informed consent forms used for both the pilot study and the
research are included along with a discussion of how the ongoing informed consent
form was not used as had been initially anticipated.
Appendix K: References

Listed are all references cited across the papers and appendices.



Paper One

Enrichment Processes in Family Caregiving

to Frail Elders



Introduction

With an expanding aged population, health care providers have increasingly
focused their practice and research interests on the phenomenon of family caregiving
to frail elders in the community. Considerable research has focused on what
activities family caregivers perform (Stephens & Christianson, 1986; Stone, Cafferata,
& Sangl, 1987), and the burdens or strain they feel (Given, Stommel, Collins, King,
& Given, 1990; Knight, Llutzky, & Macofsky-Urban, 1993; Pearlin, Mullan, Semple,
& Skaff, 1990). Limited attention has been given to the way in which family
members provide the care, or to the positive meaning associated with providing care.
This paper reports findings from an exploratory study of enrichment processes used
by family caregivers.

Enrichment has been identified by Archbold and Stewart (1988) as a critical
dimension in the quality of family caregiving. They suggested that nurses might
assist families to develop enrichment interventions to enhance meaning and
satisfaction in caregiving. Stewart and Archbold directed Levine, Cartwright, and
Inoue (1991) in reviewing transcripts of caregiver interviews to develop a measure of
enrichment as one component of the quality of family caregiving. Enrichment was
eventually defined as the process of endowing caregiving with meaning or pleasure
for both caregiver and care recipient. In the course of developing the measure of
enrichment it became apparent that knowledge was limited regarding the processes
by which families create meaning or pleasure in the situation of caregiving to frail

elders. Therefore, the grounded theory method was used to develop a theory of



enrichment in family caregiving that explains how some families use pleasurable or
meaningful experiences in their caregiving roles, and what antecedent and
consequent factors are associated with the enrichment process.

Review of the Literature

Increasingly, researchers are recognizing family caregiving as a complex and
multi-faceted phenomenon. Some investigators have focused their attention on
management of family relationships within the caregiving situation. Identified as
central to the care provided are caregiver concerns and efforts to maintain the
dignity, self-identity, and emotional well-being of the care recipient (Abel, 1990;
Bowers, 1987; Hasselkus, 1989). Some caregivers endeavor to maintain their self-
identity, and to affirm the meaning and value of their relationship with the care
recipient (Orona, 1990; Corbin & Strauss, 1988).

Mutuality, the positive quality of the relationship, has been examined as a
critical variable in family caregiving (Archbold, Stewart, Greenlick & Harvath, 1990;
Hirschfeld, 1983). Archbold and colleagues found that mutuality was associated
with lower levels of some dimensions of caregiver role strain even after controlling
for variables that had been identified as predictive of role strain by other
investigators. They suggested that mutuality may be greatly underestimated as a
factor that may ameliorate negative outcomes of caregiving. Walker, Martin, and
Jones (1992) indicated that the quality of the relationship was one of several
situational factors contributing to perceived costs and benefits for both care recipient

mothers and caregiver daughters.
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Researchers of caregiving have explored the ideas of Frankl (1985) in finding
meaning as essential to the human spirit. Valuing positive aspects of the caregiving
experience was the most frequently cited strategy of caregivers for finding meaning
through suffering (Farran, Keane-Hagerty, Salloway, Kupferer, and Wilken, 1991).
Elders derived a sense of life meaning by engaging in activities which were perceived
to make a difference, to be helpful to another, and to be positive in nature (Trice,
1990). Thus, while studies have identified positive aspects and outcomes in family
caregiving, little is known regarding the actual processes through which enrichment
occurs in the situation of caregiving to frail elders.

Method

My goal was to propose a theory of enrichment processes that captured the
broad range of experiences reflecting enrichment while staying faithful to the
everyday reality of the people whose situations I was analyzing (Strauss & Corbin,
1990). Grounded theory methods for data collection and analysis were therefore
selected. Symbolic interactionism, the theoretical foundation for grounded theory, is
particularly appropriate for research that seeks to uncover processes and elicit
meanings in interactions (Blumer, 1969).

Procedur

Three sets of data were collected and analyzed. The pilot study was based on
interviews with six caregivers. Secondary analysis of three interviews recorded for
the Caregiver Measurement Project (Stewart & Archbold, 1991) augmented this

portion of the study. Interviews with 11 additional caregivers and 4 care recipients



were conducted later in the analysis. The interviews ranged in length from 1 hour
(care recipients) to 6 hours with most lasting 2 to 3 hours. Using an open-ended
interview guide, the interviewer encouraged participants to talk at length regarding
their situation. All interviews were tape recorded and transcribed verbatim. Field
notes supplemented the audio-tapes. Participant observations were conducted at the
convenience of the dyad—caregiver and care recipient, and tended to arise
spontaneously. Examples included participating in a birthday celebration, shared
meals, and an afternoon of singing. Informal interviewing occurred during these
periods. Detailed field notes were recorded immediately after these sessions.
Sampling

During the initial period of data collection the primary sampling goal was to
identify a representative range of caregivers who were personally knowledgeable
regarding enrichment in family caregiving. Community based nurses, case managers,
and support group leaders were asked to identify dyads who might be interested in
participating in the study. As the analysis progressed, theoretical sampling based on
emergent concepts directed the data collection. For example, later interviews
focused on the probes related to frailty trajectory and the historical quality of the
dyadic relationship.
Analysis

Constant comparative analysis across the transcripts and field notes, and use
of a coding paradigm ensured conceptual density in interpreting the data (Strauss,

1987). Emergent categories were developed to include salient properties and
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dimensions. An axial coding paradigm (Strauss & Corbin, 1990) was used to
identify the phases and interactional components of enrichment processes. Negative
case analysis, the identification of examples that do not fit the emerging analysis,
expanded the representativeness of the theory.
Participants

The caregivers ranged in age from 39 to 86 years, with a mean age of 67.
Care recipients (interviewed and not interviewed) ranged in age from 65 to 104
years, with a mean age of 84. Caregiver relationships to the care recipient included
primarily daughters (n = 7), wives (n = 5), and husbands (n = 4). Nine (43%) care
recipients had diagnoses reflecting dementia. All of the care recipients required
assistance with at least three activities of daily living (ADLs). With three exceptions,
all of the dyads lived together at the time of the interviews. Based on subjective
household observations, the caregivers appeared to belong primarily to low-middle
and middle classes. However, three seemed well off, and two appeared very
impoverished. Participants were recruited from urban and rural sites. They were
primarily of Pacific Northwest, Caucasian backgrounds, which is representative of
the geographic area.
Credibility of the Analysis

Transcripts, field notes, and documents were reviewed numerous times to
identify recurring patterns. Data bits that did not fit emergent themes were used to
expand the representativeness of enrichment as the phenomenon of interest.

Detailed field notes and interview probes that elicited thick descriptions provided a
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dense connection between the data and the analysis. Each category and property
reflects multiple quotes which are considered illustrative of the analysis. Members
of the dissertation committee and of three doctoral level seminars provided an
ongoing peer-auditing mechanism for critical examination of theoretical memos and
all data.

Efforts to transfer this analysis to other settings should be tempered by
recognition of the small number of participants and the nature of their caregiving
situations. For example, while all of the care recipients were quite dependent in
ADLs, only one was so functionally impaired as to be bedridden.

Findings: Grounded Theory of Enrichment

In considering the process of enrichment, it is helpful to recall the analogy of
alchemy. Alchemists desired to turn mundane elements into gold. They tinkered
with various substances combined in different amounts and sequences in their efforts
to change common objects into something precious. Enrichment processes operate
in a similar fashion. Mundane activities are made special for caregiver and care
recipient through the convergence of several critical elements. A caregiver’s
descriptions of shared activities illustrates this process:

CG:....but we watch Family Feud. It just depends how my day’s

goin’...I try to make sure I can sit and watch at least a half an hour

with her and that just makes her day.....We enjoy the TV shows and

then at night, after I’ve had my shower, I usually go over and watch
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Wheel of Fortune. We try to guess the puzzles. So, that’s her

enjoyment before she goes to bed.

INT: How did these two particular shows come about for you to

share?

CG: Cause they’re on at that time...they just happened to be on.

INT: Again, what cues are telling you that she’s enjoying this, when

you’re there with her for those two shows?

CG: Oh, just kind of laughing and trying to guess it and maybe I'm

wrong and she’ll laugh at me and she’s wrong, I’ll laugh at her and

just kind of giggle, you know, and sometimes you’re right and "yea"

and, you know...she enjoys it.

INT: How about you? How do you feel about doing that with her?

CG: Oh, I, I enjoy it.
In the preceding situation, the caregiver was the adult daughter of an 87-year-old
woman with diabetes and neuropathies that severely restricted her mobility. The
mother had lived in a small trailer adjacent to her daughter’s modest, rural home for
the past 4 years. The daughter, married and with multiple sclerosis and many
household related responsibilities, assisted her mother in numerous personal ADLs
and all instrumental activities. This dyad had turned the ordinary, TV game shows,
into the special: twice daily periods of laughter and mutual pleasure in each other’s

company.
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How do these 20th century alchemists work their magic? What are the
critical elements and interactions that transform the ordinary into the special?
Figure 1 depicts relationships among the antecedent factors, core elements, and
conseguences of enriching events. The following discussion provides a framework for
understanding essential components to enrichment in family caregiving.

Antecedent Factors

Both caregiver and recipient come into the care situation with unique
personal histories which have developed over time through interactions between
personality traits and life experiences. These histories intersect to create the guality
of the dyadic relationship that reflects past and current knowledge of each other,
including values, preferences and meanings. The conceptualization of biography as
the temporal component to identity (Corbin and Strauss, 1991) was helpful in my
thinking about personal histories as dimensions in family caregiving. As an
illustration, one caregiver, the sister of a woman with advanced Alzheimer’s disease,
described the role of music throughout their separate and shared lives. Both women
had been musicians, participating in numerous church and social activities that
emphasized their musical talents. This sister recalled happy times involving music
for both herself and the care recipient.

The positive quality of the dyadic relationship was commonly described in
interviews where enrichment occurred. Some participants reported a longstanding
history of closeness: "the things we liked to do together were quiet things. I guess

that you could say we like the same things and we like things to go pretty much the
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same way." Others described the emergence of shared pleasurable activities since
the advent of the caregiving situation:

When she first came, well, we made up, I feel, what I missed [in our

past mother-daughter relationship], and probably what she missed,

too. You know, we really enjoyed ourselves the first years, when she

was really mobile and got around...and we still enjoy doing things and

she’s satisfied and I am, and we just get along great.

Both members of the dyad bring to the caregiving situation their own frailty
trajectories: physical, cognitive, emotional, and functional states which change over
time. Corbin and Strauss (1988) found that care recipients may be viewed within
the context of an illness trajectory. This analysis expands the notion of trajectory
to encompass functional, affective, and cognitive domains besides illness.
Additionally, early in the data collection experience it became apparent that
caregivérs to frail elders also have frailty trajectories vis a vis their own functional
limitations and/or pathophysiology: " You know, I wear nitro patches because I
have angina attacks; I take high blood pressure medicine. So, all in all, I think that
we do quite well considering everything."

The transcripts revealed that caregiving encompasses the intertwining of two
frailty trajectories and two histories that span lifetimes. Caregivers are continually
attempting to balance these separate but entwined trajectories and histories in the
dyadic relationship and the caregiving situation. The frailty trajectories provide

overall structure for the nature of the day by identifying how much and what type
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of personal and instrumental care is needed, and medical regimens that must be
followed. The quality of the dyadic relationship creates the potential for invoking
memories and creating meanings around daily activities. Together, the caregiving
situation and the quality of the relationship provide a framework in which
enrichment may occur as an additional form of structure in the day.
Transformation of Three Core Elements

The enrichment process represents the coming together of three core
elements: acquiring symbolic meaning, performing activity, and fine tuning. These
elements combine to create an activity with special meaning for each member of the
dyad that is individually fashioned around dyadic histories and frailty trajectories.

Acquiring symbolic meaning refers to the significance, value, or intent of an
activity or object, and may change over time. The symbolic property reflects
meaning that transcends the utility of an object or event (Gusfield & Michalowicz,
1984). Historical knowledge is sometimes used to acquire symbolic meaning,
however, special meaning can also emerge from the current situation. Music,
frequently cited in the interviews, serves to illustrate the salience of acquiring
symbolic meaning. One woman described singing duets with her sister who had
advanced Alzheimer’s dementia: "It’s the only thing that we can do together
anymore...I enjoy singing. It brings back memories." In the same situation, the
care recipient’s husband perceived music as representative of his wife’s and his own

losses:
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Her singing and playing the flute...you think about this all the time, it

affects you some. So I just try to [block] it out. Why dwell on that?

It was so nice and good but I don’t want to just sit and listen and try

to remember that song or this song, like that.
The same activity held quite different meanings for the care recipient’s sister and
husband.

Performing activity refers to observable behaviors in the caregiving situation.
One caregiver described noon time dinner for her and her husband who had aphasia
and hemiplegia:

At noon, we don’t have television on. That’s the time that I talk and

he listens. It’s kind of our time to visit. We talk about what we get

in the mail and we talk about the different things that we’re going to

have to take care of during the month. I try to keep him up on what

I’'m doing about the banking...I tell him about what I've seen going on

out here in the complex, you know~just whatever happens during the

day.
The food, carefully prepared from scratch, included a hot entree and dessert.
Flowers decorated the table. Each member of the dyad had a specific role during
the meal. The acquired symbolic meaning in this situation reflected efforts by the
couple "to keep our life as much the way it was as we possibly could." The
opportunity to act out the customary roles of husband and wife was provided and

made special through the mundane symbols of dinner.
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Fine tuning' involves efforts over time to accommodate the frailty
trajectories and histories in creating enrichment (Cartwright, 1993). The following
data bit illustrates how personal histories and frailty trajectories can be
accommodated. The wife of a man with hemiplegia, limited speech and vision, and
insulin-dependent diabetes described a day visit with old friends from camping:

CG: We still went hunting and camping til, oh, five years ago.

What we did mostly was sit in camp and visit with the other people,

because they’d gone every year to the same camp. We went to the

campground and met the same families, the same four or five couples.

INT: So there was less of the hunting and fishing and more of the

social?

CG: Yes (laughs). So that was fun for us. In fact our daughter and

her husband took us to the campground last fall one day. We got to

visit some—that was fun. That kind of made up for missing it. Took

the place of it, I guess, to visit the people at the campground. We just

visited with the people in camp, asked if they’d gotten their deer. We

enjoyed that. He was very pleased with that. We were hoping we

could do it again maybe this year, because we’d enjoyed last year.

And on our anniversary card my daughter wrote something about it.

So we might go.

* I 'wish to acknowledge and thank Dr. Virginia Olesen, Professor, School of Nursing,
University of California San Francisco, for suggesting the term fine tuning.
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The above example demonstrates fine tuning through accommodation of camping,
which was important in the history of the dyad. The caregiver never learned to
drive and her husband had multiple functional limitations. The annual outing of
camping and visiting with old friends was modified into a day trip. Fine tuning
permitted accommodation of the activity while retaining the essence of the
experience-communality among friends.

In considering how the three core elements come together to form an
enriching event it is useful to return to the analogy of alchemy. Valence is a
property that alchemists considered when mixing elements. Derived from the Latin
"valentia", power or strength, valence refers to the capacity of elements to unite,
react, or interact (Merriam-Webster, 1965). In the situation of enrichment, valence
represents the degree of attraction among acquiring meaning, performing activity,
and fine tuning. This attraction influences the existence and shape of the enriching
event. When the valence of one of the three elements for the others is weak, an
enriching event may not occur, or may be discontinued. However, if valence is
strong, then previous, new, modified, or substituted enriching events may emerge in
the caregiving situation. One caregiver described how church attendance changed
over time for her and her husband with advanced Alzheimer’s disease: "We couldn’t
go to worship anymore. He would just say he couldn’t go in. We started in the
nursery. I just knew that there’s always a need for someone to hold babies! And he
was very useful.”" In this example, resources for fine tuning combined with an

activity that retained the symbolic meaning of participating as a productive member
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of the church community. Some other caregivers for whom the combining power
of acquiring symbolic meaning, performing activity, and fine tuning was weaker
reported that church participation discontinued when managerial problems

heightened.

Categories of Enrichment

Two categories of enrichment processes have emerged. Customary routines
refers to patterned and predictable parts of the day. These activities include rituals
or ceremonials whose known and anticipated patterns of familiarity breed a sense of
comfort. The events are comforting by virtue of their presence in the daily rhythm.
Their absence would create discomfort. This category emerged from participant
responses to questions such as "Are there any things in the day that you both look
forward to?" Responses included daily worship activities, bedtime rituals, and
mundane endeavors such as specific television shows. The common denominator
among these examples is the regularity with which the incident occurs and its
patterned structure. Customary routines are similar to the concept of patterned
family interactions as described by Wolin and Bennett (1984). Like patterned family
interactions, customary routines help provide structure to the day and affirm
participants’ shared identities.

Innovative routine breakers represents the second category of enrichment
processes. This refers to activities that are not routine, that add a bit of stimulation
to the day. One caregiver acknowledged the importance of not engaging in these

activities regularly.
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She can have [natural fruit candy bars], so I bring one of them and I

try not to get in the habit of getting them a lot because then it isn’t a

treat. You know, you can only do so much for her and that tickles

her, so I try to do that every once in awhile. I don’t make it an

everyday habit. I make it a treat.

Both customary routines and innovative routine breakers may emerge from
very simple and ordinary activities. The balance in use between these two categories
of enrichment varies. Some dyads relate a predilection for routine in their lives.
Others seek stimulation. A complicating factor is that the preferences of two
people, often with very different energy levels, frailty trajectories, and interests,
must be considered in creating a rhythm to the day’s events. Some caregivers
express frustration at the paucity of stimulation in their lives due to care recipient
frailty limitations or preferences for routine.

Consequences

This study identified several consequences of engaging in enrichment.
Enrichment processes provide a forum for maintaining or strengthening the dyadic
affiliation. One woman remarked that the caregiving experience was an opportunity
to develop the mother-daughter relationship that historically had been weak. This
outcome is labeled relationship sustenance to reflect its nurturing, growth enhancing
dimension.

Another potential consequence is care recipient feelings of self-esteem or of

identiry sustenance. A daughter reported:
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She has all those beautiful things. Saves for company. But who’s

coming? Why not use them? So I’ll get a glass, a nice glass. She’ll

say, 'no, just get one of those’ [everyday glasses]. And I'll say "Why?

Aren’t you special?> Yeah, you are special. You’re the lady of this

house.” Eventually she will say ’Oh yes, I am special. Right, bring

that [glass] on.” [laughs].

Comments by caregivers suggested that enriching events sometimes generated
feelings of their own enhanced identity sustenance. One adult son described an
afternoon routine of sitting in their garden and reminiscing with his elderly mother
about his childhood and their home.

We sit there and talk about some of the old days...You know, what a

character I was when I was young; how she put up with me. It brings

back a lot of memories to me when I was a kid...I enjoy it...[we]

laugh about it.

Some care recipients seemed to experience comfort from enriching activities,
particularly those that reflected customary routines. The wife of a man who was
cognitively intact but aphasic and hemiplegic described his bedtime:

There’s a little routine when I put him to bed. I just tell him that I

hope he has a good night and that he’ll sleep well and to call me if he

needs me and that I love him. That’s just about the same thing every

night. We go through the same routine. If I miss one thing, he

knows it and he sort of reminds me that I’ve missed one of those
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things...he’ll look at me and grins and shakes his head 'no’, and 1

know that I’ve missed something.

That caregivers may experience rewards of meaning in their role was
suggested by frequent expressions of ‘a job well done’ related to enrichment events.
One caregiving daughter remarked, "You know, she’s always just been special. 1
want to do everything I can to make her life special. It makes me feel good [to
create special mealtimes], cause I love my mother.”

While this research did not focus on comparing caregiver experiences
between cognitively intact versus demented care recipients,' some differences were
noted between these two groups. The caregivers to people with dementia tended to
rely heavily on their historical knowledge of the care recipient in planning enriching
events. These caregivers frequently interpreted the care recipient’s pleasure based on
historical knowledge and/or on very subtle behavioral cues. One caregiver
described his wife’s pleasure in listening to music: "We’ve always liked good music—
the old masters, the big bands, the vocalists. They seem to dig out memories with
her more than just talking about the old times. Some of the things we did are
fading now." This analysis supports Orona’s (1990) finding that memory based
activities are valuable for maintaining the identities of both caregiver and care
recipient with Alzheimer’s disease.

Discussion
The preceding discussion is not meant to romanticize family caregiving.

Rather, these findings demonstrate the process of enrichment that can occur in the
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family caregiving experience, given the availability of core elements. Enrichment
involves engaging in individually fashioned activities whose symbols reflect special
meaning or pleasure for the caregiver and care recipient. Enrichment processes are
not, in and of themselves, costly in time or money. The participants in this study
related use of symbols that were free or inexpensive, and readily available to them.,

A more complex consideration for the presence of enrichment processes
involves the necessary antecedent and concurrent factors. Data bits suggestive of
mutuality in the relationship were commonly found in interviews where enrichment
occurred. Frequently cited were feelings and activities reflecting aspects of mutuality
similar to dimensions which have been identified by other investigators of
caregiving: shared values, reciprocity in the relationship, affection, and shared
pleasurable activities (Archbold, Stewart, Greenlick, & Harvath, 1992). Feelings of
empathy, the ability to experience vicariously another’s emotions (Staub, 1978), were
suggested in the comments of some participants. Caregivers who engaged in
enriching activities frequently expressed identification with the feelings of the care
recipient, even in situations where the care recipient was no longer articulate. In
summary, for enrichment to happen, certain conditions need to be in place,
including either an existing positive relationship or the motivation to improve the
relationship.

A limitation to this study is that in most families only the caregiving member

of the dyad reported his or her perception of the situation. Also, the primary
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strategy for data collection, the interview, may not adequately capture enriching
behaviors which are performed but not spoken by the participants.

This analysis raises questions for additional research. What happens in
families where enrichment does not occur or diminishes over time? What is the
nature of enrichment in situations where care of the body is a major focus of the
caregiving? What kinds of enriching behaviors and symbols might be revealed with
greater use of participant observation for data collection? What is the role of formal
agencies in ensuring that caregivers have adequate support resources to enhance the
quality of the caregiving experience? Finally, this investigation provides the
foundation for a longitudinal study that examines the development of enrichment in
family caregiving over time.

As our body of knowledge related to family caregiving expands, attention
will be increasingly placed on the quality of the experience. Nurses, by virtue of
their intimate involvement with families across a broad range of daily living
activities, have the unique opportunity to help caregivers incorporate enrichment
into the caregiving experience. The findings described in this paper represent a
preliminary effort to understand the quality of family caregiving through knowledge

of related enrichment processes.
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Introduction

With an expanding aged population, family caregiving to older people is
increasingly common. The U. S. Senate Special Committee on Aging (1991)
reported that between 79% and 84% of long term elder care is provided by family
members, primarily wives and daughters. Analysis of the National Long Term Care
survey revealed the ongoing and intense nature of family caregiving: 80% of
caregivers provide assistance 7 days a week; the average daily time spent in
caregiving tasks is 4 hours with 25% reporting greater time commitments; and 1 in 5
caregivers has been providing care for 5 or more years (Stone, Cafferata, & Sang],
1987). Thus, the majority of elder care in this country is provided on a long term
basis by women with personal knowledge of the care recipient.

An exploratory study of enrichment processes in family caregiving revealed
that some caregivers make continuous adjustments in their caregiving to reflect the
changing frailty conditions of both care recipient and caregiver in order to endow
the situation with special meaning or pleasure (Cartwright,1993). The efforts by the
caregiver to accommodate changing frailty trajectories with personal histories has
been labeled fine tuning'. While fine tuning is necessary for the ongoing occurrence
of enrichment in family caregiving to frail elders, it may also be a critical condition

for competence in performing other care activities. This paper describes antecedents,

' T wish to acknowledge and thank Dr. Virginia Olesen, Professor, School of Nursing,
University of California San Francisco, for suggesting the term fine tuning. :
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intervening factors, and strategies for fine tuning, a core element for enrichment
processes in family caregiving.
Method

The findings reported in this paper are part of a larger study which explored
enrichment processes in famiiy caregiving using the grounded theory method
(Cartwright, 1993). This analysis is based on tape recorded interviews which were
transcribed verbatim, and participant observations where detailed field notes
documented the visits. An open-ended interview guide with probes for special
meaning or pleasure in the caregiving situation guided the interactions. Participants
were encouraged to talk at length regarding their general caregiving situation. While
this strategy resulted in lengthy interviews (2 to 6 hours), it was intended to ciecrease
the potential for investigator invoked reactivity that may arise from focusing solely
on the phenomenon of interest, enrichment. Observations tended to arise
spontaneously and included participation in a birthday celebration, shared meals
and/or coffee, and an afternoon of singing. Anonymity was protected by
eliminating personally identifying data from transcripts and field notes, and
destroying the interview tapes after they were transcribed.
Participants

Purposeful sampling of caregivers believed to enrich their situations guided
recruitment of 20 participants through community agencies that assist caregiving
families in urban and rural communities of the Pacific Northwest. The participants

were providing personal and instrumental care for relatives, mostly spouses (n = 12)
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or parents (n = 6), who were at least 65 years old (M = 84 years). Length of time
providing care ranged from 3 months to 25 years (M = 5.5 years). The caregivers
were primarily women (71%) and ranged in age from 39 to 86 years. The care
recipients lived with their caregivers in all but three cases, and reflected a variety of
medical diagnoses, cognitive abilities, and functional limitations. Subjective
household appraisals suggested that the families were primarily of low-middle and
middle class backgrounds.
Data Analysis

The conceptualization of fine tuning was developed using the constant
comparative method of analysis described by Strauss and Corbin (1990). While
reading the transcripts, I used open coding techniques to identify data bits that
reflected my understanding of enrichment. The incidents identified as enriching
were then examined for similar patterns. Repeatedly, caregivers described
adjustments required to engage in activities which they recognized as pleasurable or
meaningful for the care recipient and themselves. These adjustments occurred in the
management of frailty, in the nature of enriching activities, or in the selection of
settings where enrichment occurred. When accommodation or fine tuning was not
achieved, the activity was discontinued.

The deductive analytic strategy of Strauss and Corbin (1990) was used for
confirmatory comparison among data bits. Negative cases, instances that deviate
from the proposed explanation of factors and relationships, expanded the

representativeness of the analysis (Strauss & Corbin, 1990). For example, the
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intervening context category of physical safety was identified late in the study using
negative case analysis. One caregiver remarked on her concerns for the care
recipient’s safety while grocery shopping. This was a shared, pleasurable activity, but
the elder’s increasingly unsteady gait and slow ambulation worried the caregiver, and
ultimately influenced shopping together. Both new and existing transcripts were
subsequently reviewed for evidence supporting the presence of caregiver concern
with safety as part of the enriching experience. While identified towards the end of
the analysis, recognition of physical safety as a contextual factor influencing fine
tuning added to the explanatory power of fine tuning.

Theoretical sampling for concepts related to fine tuning was discontinued
when new transcripts revealed no additional categories, conditions, or properties. At
that point, theoretical saturation of the concept was considered to have occurred.
Credibility of the Analysis

The primary evidence for plausibility of this analysis rests on the consistency
of the themes which are detailed across the different accounts. For example,
references to social tolerance were expressed in each data bit which reflected a public
situation. I have attempted to weave a dense connection between my interpretation
and the data through heavy use of participant quotations. Each identified condition,
property, and dimension has at least two, if not multiple quotes which may be
considered illustrative of the analysis, although this report includes only brief

samples.
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Findings: "Things Change As Things Go Along"

Fine tuning is the process of aligning or accommodating the frailty
trajectories and histories of both caregiver and care recipient in an effort to create an
experience that has special meaning or pleasure for both members of the dyad.
Figure 1 illustrates critical antecedents, intervening factors, and strategies for fine
tuning that result in an enriching event. Characteristics of both members of the
caregiver-care recipient dyad and of their situation influence the type of strategy that
1s selected to accommodate enriching activities across time. When the interactions
of antecedent and intervening factors do not lead to fine tuning strategies, the
activity is deleted from the caregiving situation.

Antecedent Factors

Frailty trajectories and histories are antecedent factors reflecting care recipient
and caregiver characteristics (Cartwright, 1993). By frailty trajectory is meant the
physical, cognitive, emotional, and functional conditions which change over time for
the individual. Although frailty status is usually considered in relation to the care
recipient, this analysis revealed that caregivers also have frailty trajectories: "I went
up to see [MD] and my multiple sclerosis—everything was worse than when he
detected it in early *89. And he says, ‘What have you been doing? What’s going
on?’"

Personal history refers to a person’s current and past ways of achieving
meaning and/or pleasure. Awareness of another’s personal history provides a basis

for engaging in activities that were or still are considered meaningful or pleasurable
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to that individual. Because family caregiving generally emerges from a past or
ongoing relationship, caregivers usually have access to knowledge of the care
recipient’s history. In situations where the personal histories of the caregiver and
care recipient entvvineA in a positive fashion, the participant may report closeness
and/or shared pleasure in the guality of the relationship. The presence of an
historically positive dyadic relationship between caregiver and care recipient is
illustrated in the following description by a caregiver:

I moved up here with her and lived with her for a couple of years and

she took care of me and I kind of took care of her. And she showed

me-we went out berry picking places everywhere—she knew the time,
the date when to go and pick berries, and we would just bring them
home by the bucket loads and then sit and clean them and talk and
clean and talk and store them away.

Examining participants’ efforts to enrich the caregiving situation revealed
attempts to align or fit activities that were considered meaningful or pleasurable with
the changing physical, cognitive, emotional, or functional conditions of both
members of the dyad (Cartwright, 1993). The following data bit illustrates how
enriching activities were fine tuned or adjusted to accommodate the changing
situation:

We did quite a bit of hiking and bird watching. We’d take our

binoculars and go out and bird watch, had our bird books. That was

our main activity for the last five years before he got sick. A lot of
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times we’d drive way out by the river some place and just bird

watch...[later] while we were still in the house, we had bird feeders

out by the windows and he’d watch the birds, but here, we just don’t

have birds. Sometimes I read aloud to him, if I have an article about

birds I find, that he’s interested in.

In this example, after a stroke left the care recipient with multiple physical
and functional impairments, he became reluctant to leave their home. His wife,
realizing how much pleasure the outdoors had once brought to her husband,
developed ways to bring the world of nature to him, given the limitations of their
caregiving situation.

STRATEGIES

Five strategies for fine tuning evolved from constant comparison of enriching
events across interview transcripts. These strategies represent different ways of
incorporating meaningful or pleasurable activities into the caregiving situation over
time.

Anticipatory fine tuning occurs in contemplating potentially enriching
activities. Caregivers think through the proposed activity to gauge its logistical
feasibility. The daughter of a woman with Alzheimer’s dementia described her plan
to take the care recipient, a minister’s wife, to church:

We're having a women’s day celebration next Sunday. I'm trying to

get her, I’ve already started talking to her about it. I’'m going to get

her clothes together. Who knows? I think she would enjoy it. It’s
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going to be a special program. Two of her granddaughters are co-

chairs of the program. I think, I know, she’d be so proud.

Adding new enriching activities can happen as a result of a changing frailty
status. One caregiver began to use feeding on an intermittent basis as a way to
bring pleasure to the situation of eating for the care recipient. This activity arose
after an acute illness, where the care recipient was unable to feed himself. While the
care recipient was regaining independence in this activity of daily living, "If I have
time and he needs that little extra comfort, I'll feed him. I’ll say ‘you like that’, and
he’ll say ‘yes.”

Maintaining the activity occurs when an ongoing event is continued despite
changes in the frailty status of the care recipient or caregiver. A woman whose
parents both have Alzheimer’s dementia reported on a weekly routine of dining out:
"We take them out to dinner quite a bit too, and they enjoy that. Mostly to the
Chinese restaurant because its easy, there are no steps, and they can eat it...that was
one of their favorite cuisines when they were younger.”

Modifying the activity occurs when adjustments are made in the way the
activity is performed while retaining an essential component of pleasure or special
meaning. One caregiver described his and his wife’s past pleasure in weekend trips
to an artists’ beach community for people watching. Her dementia had curtailed
this activity.

You can see every type of person on the face of the carth if you go to

[beach community]-they’re bound to pass you on the street! [Now]), I
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can get the same results by going down on [local main street] and we

watch the people go by...her enjoyment is as good one place as

another.. [it] is very pleasant.

Substituting is used when a pleasurable or meaningful activity can no longer
occur. Something new is developed as replacement. The daughter of a woman with
severely limited mobility described sharing the progress of her home remodeling:

When I got my bedroom done, she said, ‘Oh, I’ll never get to see

your bedroom. I’d love to get to see it.” I said, ‘Mom, when we get

done I'll take pictures." And I mean that satisfies her. Course she

knows what it looked like before, you know, so that satisfies her,

too."

In this situation the house was very small with narrow doorways and several
entry steps that precluded the use of a wheelchair to give the care recipient a tour of
the bedroom. Photographs enabled the mother and daughter to share pleasure in
the remodeling.

Intervening Factors

Early in the analysis, several factors were recognized that influence the
selection of strategies for fine tuning. Three intervening factors are critical in
determining the nature of fine tuning: context, knowing other, and resources.
Context refers to environmental conditions that influence the presence of an
enriching event. Context is evaluated by considering the setting in terms of social

tolerance, physical safety, and managing transitions in frailty status. Social tolerance,
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the caregiver’s comfort with how the care recipient behaves in a public situation,
was consistently cited by participants:

Mom loves music...I take her to the symphony concerts at the college.

This year our seats are on the front row and it’s frustrating to me

because Mom is so friendly that she’s sitting there waving at all the

players that are in the orchestra and there’s two men that just about

fall off the chairs in laughter...If they can’t get me tickets back farther

I’'m not going to go again because it’s embarrassing to me.

Caregivers varied in their estimations of when social context necessitated a
change in the strategy being used to achieve an enriching experience. The wife of a
man with advanced Parkinson’s disease reported "Most of the time I say, if people
don’t like what they see, that’s their problem.” In contrast, another caregiver
mentioned her embarrassment at the movies: "We’ve been going to matinees...but,
she has to go to the bathroom so often...I’'m embarrassed because we have to disturb
the people around us to get out."

Physical safety is another factor in determining the nature of an enriching
event. The wife of a man with advanced Alzheimer’s disease described her
increasing concern for his safety while hiking with a local senior’s group:

We were climbing around on that mountain. We got stuck one

day...we got to this one point and it was a big, high boulder and no

way could I get him over that boulder. I was beginning to get upset

because I could [envision] this [rescue] helicopter coming. What I did
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in the end was I built a place to put your foot and had him turn

around so he couldn’t see the drop-off and we walked along the ledge

of this cliff, and got onto the other side of the path. We were all

relieved when that was over.

Managing transitions involves considering the amount and type of effort
required to bring about the enriching event over time and a changing frailty
condition. In a follow-up interview, the wife of a man with advanced Alzheimer’s
disease acknowledged how drives, previously identified as a pleasurable activity they
could still share, were becoming difficult:

Yesterday [sigh] I couldn’t get him in the truck. He wanted to go,

but he couldn’t figure out what he was doing wrong, and he wouldn’t

pay attention to what I was telling him to do~couldn’t do what 1 was

telling him to do-whatever. Got annoyed with me when I wanted

him to come back in the house.

Knowing other refers to use of knowledge, both historical and ongoing,
regarding what is pleasurable or meaningful, and ways in which the other has
achieved meaning or pleasure in the past. This factor recognizes the identity of the
other beyond their role in the caregiving situation. As illustration, the adult
daughter of a woman with numerous complications of diabetes and marked
limitations in her mobility remarked:

My Mom is the type, she don’t make friends real easily, and she

doesn’t play cards...she doesn’t sew, she doesn’t knit, she never did.
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She was a workaholic. She never really had what you’d say a social
life...But, uh, we watch TV and that satisfies her and then the
grandbaby comes out. That’s all she wants. She don’t care if she ever
goes anywhere. Like I say, we wheel her outside. She does like to go
outside and sit. But she seems to be real satisfied.

The care recipient mother confirmed her daughter’s observations:

I could go [shopping or drives with caregiver] cause they’d take me-

her husband is just as good to me as she is, and he’d take me any time

I’d want to go. I’d rather stay here. I’m so scared of falling and

getting hurt again, that it’s just not worth it. And I have my TV and

I watch my TV.

Ongoing knowledge derives from the caregiver’s interpretation of current
behavioral cues of the care recipient. One woman, whose mother had diminished
conversational skills, described the cues that reflect her mother’s pleasure in
enriching events: "Oh, laughing, and she likes to kiss and hug. Doing that lets me
know she’s happy...I know she feels good when that’s going on."

Historical knowledge of the other is particularly critical in situations of
dementia. Caregivers to persons with Alzheimer’s disease rely heavily on their
historical knowledge to provide pleasure or meaning, and to interpret care
recipients’ responses to the enriching activity as positive. When asked how she
knew that her husband with very advanced Alzheimer’s dementia enjoyed their

daughter’s visits, one caregiver replied: "He’s always glad to see her. He always
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wants to know what she-you can’t understand him [care recipient] anymore, but
he’s saying ‘where are you working?’ and so she [daughter] just tells him."

Resources are the third critical factor influencing fine tuning. Resources
include time and energy, opportunity structure, and assistance from significant others.
The following data bit illustrates the salience of sufficient time and energy for
enrichment to occur:

Now it just depends how my day’s going...a lot of times I’ve got stuff

I’ve gotta get done and of course my own work and I’ve always got

wash and I try to get everything I have to do done in the morning

because I-afternoons I do not function well.

As with social tolerance, caregivers report a range of time and energy levels.
One woman who reported very little enrichment in her caregiving situation
remarked "I’m tired lots of times. And its because I'm leaking energy." However,
several caregivers whose caregiving days seemed subjectively quite demanding, and
who routinely incorporated enriching activities into their care echoed the following
comment: "I have enough [time and energy]. The Lord gives me just what I need
for each day, so that’s what I depend on." Critical, minimal levels of time and
energy may be necessary for enrichment to occur, or be fine tuned, at all.

The notion of opportunity structure emerged early in the analysis when a
rural caregiver described her husband’s visits to nearby neighbors driving a
motorized golf cart. This type of activity could not occur in an urban setting. That

some caregivers utilize unique properties of their situation in creating enrichment is
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reflected by opportunity structure. One man used his wife’s poor memory as an
opportunity for enrichment:

Evenings we depend on the television to entertain ourselves. She’ll

say I haven’t seen this before.” And that’s good—-that aspect of

Alzheimer’s is good. Because she won’t be bored with it. She won’t

say 'I won’t see this, I've seen this a dozen times.” And the good

shows, I like seeing again—there’s a good story~kind of like visiting an

old friend again.

The final property of resources is significant other assistance: the participant’s
perception of help from other people in providing enriching experiences. An adult
daughter described an Easter cake her mother has enjoyed for decades:

[Friend] always make this, what they call torte, for Easter and never

fails to make an extra one too for Mom. Mom can’t eat them that

much because the nuts—that’s why she makes a special one for her,

and she calls me to come get it and bring it to her [Mom].

In another situation, the daughters of a wheelchair bound man were instrumental in
helping him and his wife enjoy an afternoon outing: "Well, those streets are terrible
in [town]. They said, ’oh, no problem.” They just each took one side of the
wheelchair and carried him along! We had quite a day."

While this analysis focused on the presence of fine tuning in enrichment
processes, its absence was also evident in the data. Some caregivers were unable to

fine tune an activity, and events which had been identified as meaningful or
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pleasurable were deleted from the caregiving situation. The following example
illustrates how the intervening factor of social tolerance precluded the ability of one
caregiver to successfully strategize a way to continue attendance at church:

We would always go to church together. But the last time, she had a

purse-she had a purse in a purse. She may have had 4 purses. One

inside the other, with zippers. Zip, zip, zip. Everybody was turning

around-what was going on. So I just got to the point that I didn’t

tell her that it was Sunday.

Discussion

Fine tuning is a complex process that provides the mechanism for
accommodating two sets of frailty trajectories with two separate and entwining
personal histories. The caregivers interviewed for this study were very aware of the
changing nature of their care recipient’s frailty condition, and that strategies for
providing meaning or pleasure had to be adjusted accordingly. The three
intervening factors of context, knowing other, and resources were used to fine tune
enriching events in order to sustain individual identities and/or the quality of the
dyadic relationship within the caregiving situation (Cartwright, 1993).

Corbin and Strauss (1988, 1991) found that chronic illness management
extends beyond disease care to include management of everyday living activities,
relationships, and biographical work. They developed an illness trajectory
framework that is useful in thinking about the dynamic nature of family care for

frail elders over time. Their notion of an illness trajectory is expanded in the



situation of elder care recipients, who often have frailty trajectories reflecting
functional changes separate from chronic illness. The findings in this study
elaborate further on the research of Corbin and Strauss by recognizing that two
individuals, caregiver and care recipient, have frailty trajectories which must be

accommodated within the context of everyday living and relationships. Finally,
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Corbin and Strauss found that couples, through management of chronic illness, can

shape the course of the illness trajectory. This research reveals that, through fine
tuning, caregivers also use their knowledge of care recipient and caregiver frailty
trajectories in strategizing ways to create or preserve enriching events.

The ideas of Lawton regarding environmental press and the elderly are
confirmed and expanded in this analysis. Lawton (1982) discussed the concept of
environmental press in relation to individual competence and adaptation by older
people. Adaptation has been described as a state of balance between the level of
external stimulation (environmental press) and personal competence. The greater
the personal competence, the more press is required to achieve stimulation.
Individuals with low levels of competence, which includes persons with physical,
cognitive, and/or affective limitations, are sensitive to small changes in
environmental press acting in a stimulating manner. In this study the attention
provided to physical safety revealed awareness of the influence of environmental
press on enrichment. Caregivers and care recipients expressed concern for
environmental factors associated with safety when strategizing ways to enrich a

situation.
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The optimization principle developed by Wohlwill (cited in Lawton, 1982)
represents the ideal or balanced zone between competence and level of press. This
study confirms Lawton’s notion that relatively small changes in press may be
sufficient to achieve a zone of optimization for frail individuals. Repeatedly,
caregivers described use of ordinary activities such as music, drives, and simple food
treats to enrich the caregiving situation. Enriching activities often encompassed
mundane aspects of everyday living that had acquired special meaning for both
caregiver and care recipient (Cartwright, 1993). Finally, environmental press may
explain the challenge of creating enrichment in dyadic relationships when members
have different competence and adaptation levels based in part on their differing
frailty conditions.

Implications of the Findings

While this study explored fine tuning in relationship to enrichment, the
concept may be critical as a basic social process related to the quality of family
caregiving in general. Enrichment as a dimension in the quality of family caregiving
is distinguished by the special meaning assigned to specific activities or objects.
Competence, the property of having the necessary knowledge, skill, and resources to
provide the required care, has also been identified as a critical dimension in the
quality of family caregiving (Archbold & Stewart, 1988; Levine, Cartwright, &
Inoue, 1991). What role does fine tuning play in care related competence,

particularly as the frailty trajectory of the care recipient changesv over time? When
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fine tuning occurs in the absence of special meaning, is this a form of caregiving task
competence?

A limitation to this investigation is that generally only the caregiving
member of the dyad was reporting their perception of the situation. Also, the
primary strategy for data collection, the interview, may not adequately capture
enriching behaviors which are performed but not spoken by the participants.
Efforts to transfer this analysis to other settings should be tempered by recognition
of the small number of participants and the nature of their caregiving situations.

This research suggests additional areas for study related to the phenomenon
of fine tuning. What happens in situations where fine tuning does not occur or
ceases? Can families be assisted in using the fine tuning process? How can nurses
facilitate families’ use of this process specifically for enrichment, and also for
competence in tasks related to caregiving? Are there antecedent or intervening
conditions that preclude the use of fine tuning?

Nurses and other health care providers are increasingly concerned with the
quality of the experience of family caregiving to frail elders. The concept, fine
tuning, suggests antecedent and concurrent conditions that may be desirable for
families to evaluate as they provide care in a situation that changes over time. By
recognizing critical antecedent and intervening factors, nurses may help families
select strategies that create or sustain enrichment across changing frailty trajectories,
and help them to use personal history knowledge or acquire necessary resources to

facilitate ongoing enrichment.
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This study proposes that fine tuning is one element that may be critical for
successful caregiving over time. While this research focused on fine tuning in
relation to enrichment, the broader implications of this concept for family caregivers

and nurses have also been identified.
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Appendix C

Support for the Analysis in Interview Data Bits;
Enrichment in Family Caregiving to Frail Elders
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Appendix D

Support for the Analysis in Interview Data Bits:

Fine Tuning
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Appendix E

Symbols Used in Enrnichment in Family Caregivin
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Appendix F

Study Participants
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Study Group pg. 127
Table F4.  Correlations Between Scores on

Caregiver Scales pg. 128
Table F-5.  Psychometric Information for the

Caregiver Scales pg. 129

' I wish to acknowledge and thank Drs. Patricia Archbold and
Barbara Stewart, Oregon Health Sciences University School of
Nursing for allowing me to use their Family Caregiving Measures in
this study.
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Appendix F
Study Participants

Caregiving dyads were recruited for the study using two strategies:
purposeful sampling through formal agencies that provide caregiver and senior
programs (n = 18), and snowball sampling of friends (n = 2).

Criteria for participation in the study included:

> Care recipient is 65 years of age or older.

> Caregiver is personally knowledgeable regarding the care recipient.

> Caregiver assists with at least one of the folldwing: bathing, meals,

transfers, transportation.

> The care is believed to be provided in ways that make the situation

special or meaningful.

Twenty caregivers were interviewed over an 18-month period. One caregiver
had been providing care for two elderly parents. Interview data related to the
recently deceased parent were not analyzed for this study. In two situations, two
caregivers were providing care for the same elder. The data summarized in the
following tables reflect information regarding 20 caregivers and 18 care recipients.

In summary, 20 caregiving dyads encompassing 20 caregivers and 18 care recipients
were examined.

Table F-1 displays demographic information regarding the caregivers and care
recipients. In terms of caregiver relationship to the care recipient, ages of the dyadic

members, and length of time providing care, the participants in this study were



118

similar to the caregivers and care recipients analyzed in the National Informal
Caregivers Survey by Stone, Cafferata, & Sangl (1987).

At the conclusion of the initial interview, participants were asked to
complete, at their convenience, a questionnaire comprised of four scales developed
for the Family Caregiver Relief Study (Archbold and Stewart, 1988). The
questionnaires were number coded to protect anonymity, and returned to me by
mail. Table F-2 lists item responses by frequency for the participants. Table F-5
summarizes psychometric information related to the scales.

The caregivers in this study were compared with caregivers from the
Alzheimer’s Disease Center of Oregon (ADCO) study on scores for the following
scales: mutuality, rewards of meaning, preparedness for caregiving, and global strain
(see Table F-3). Mutuality, rewards of meaning, and preparedness for caregiving
were believed to be required in order to have enrichment. The enrichment study
group scored significantly higher on the mutuality, rewards of meaning and
preparedness scales (p < .01), and lower on the global strain scale (p < .05). These
findings are interesting in light of the purposeful sampling plan to interview
caregivers who make special or meaningful their caregiving situation for the
enrichment study. In explaining the purposeful sampling criteria to gatekeepers, I
asked them to identify "successful” caregiving dyads—caregivers who seemed to be
doing a good job, who were making special their caregiving situations. The scores
on preparedness, mutuality, and rewards of meaning suggest that the enrichment

study informants met the purposeful sampling criteria to a greater extent than
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caregivers in the ADCO study who, while not randomly chosen, were not selected
using criteria related to enrichment.

Simple correlations were performed among the scale scores and with a
subjective rating of enrichment (see Table F4). The subjective rating of enrichment
("subj.enr") was assigned by me on the basis of reading the transcripts and field
notes prior to inspecting participants’ responses to the other scales. Participants
were assigned scores ranging from 1 to 10 based on the nature and amount of
enrichment that was subjectively appraised to exist in the caregiving situation. The
higher the score, the greater the appraised presence of enrichment. For subjective
enrichment, the mean score assigned was 6 with a standard deviation of 3.3. Scores
ranged from 1 to 10.

This analysis supported the findings of Archbold et al. (1990), Levine et al.
(1991), and Stewart et al. (1993) that mutuality and rewards of meaning are highly
and significantly correlated. In this study, mutuality and rewards of meaning
demonstrated a shared variance of 46% (r = .68; p = .001). The investigator
assigned rating of enrichment correlated significantly with mutuality
(t = .54, p = .011), rewards of meaning (r = .59, p = .005), and scores for global
strain (r = -.45, p = .035). Interestingly, global role strain, while correlating
significantly with the subjective enrichment score and preparedness for caregiving
(t = -.48, p = .025), did not correlate significantly with mutuality (r = -.37, p = .07)
or rewards of meaning (r = -.26, p = .15). However, the magnitude and direction

of these correlations are similar to other studies (Archbold et al., 1990; Stewart et al.,
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1993). The absence of statistical significance for these correlations may be due to the
small size of the sample in this study.

Archbold and Stewart (personal communication, October, 1991) and Levine,
Cartwright, and Inoue (1991) hypothesized that enrichment in family caregiving may
lead to greater levels of mutuality and rewards of meaning, and to diminished levels
of global strain in the caregiving role. While the statistical analysis reported here is
offered only to more fully describe the qualitative study participants, the significant
relationships among mutuality, rewards of meaning, global strain, and subjective

enrichment scores are promising, and consistent with hypothesized associations.
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Appendix G

Methodological Issues Related to Use of

Intensive Interviews and Participant Observations
in the Home with Caregiving Dyads
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Appendix G

Abstract Attachment
for Gatekeepers
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ENRICHMENT PROCESSES IN FAMILY CAREGIVING TO FRAIL OLDER
PEOPLE

INVESTIGATOR: Juliana Cartwright, RN, MN, doctoral student, School of Nursing,
Oregon Health Sciences University, (503) 899-8141.

SUPERVISOR: Patricia Archbold, RN, DNSc, Professor, School of Nursing, Oregon
Health Sciences University, (503) 494-3840.

PURPOSE: To identify enrichment processes used in family caregiving to frail elders.
Enrichment refers to those activities which provide meaning or pleasure in the
situation. These are generally activities that are personalized in nature, or that have
been developed to make special some aspect of the caregiving situation. The goal for
this research is to understand the processes which enhance the caregiving relationship-
processes that might be the basis for caregiving interventions by nurses and other care
providers.

METHOD: Interviews, observations, and questionnaires. If possible, interviews and
observations will be conducted with both the caregiver (CG) and care recipient (CR).
CG interviews are anticipated to last between 1 and 2 hours, although experience
reveals that caregivers frequently want to talk—therefore the interviews may last longer.
Permission to return for additional interviews may be requested.

Questionnaires will be left with the CG to complete and return via mail to the
investigator. The questionnaire takes about 15 minutes to complete.

SAMPLING STRATEGY:
1. Study criteria:
» CR over 65 years.
» CG is personally knowledgeable re. CR.
» CG assists with at least one of the following:
bathing,meals, transfers, transportation.

2. The caregiver is articulate~willing to talk to the investigator.

3. The care is believed to be provided in ways that make the situation special or
meaningful.

4. Ideally, the participants will consent to be audio-taped, and will consider being
observed during selected aspects of their CG situation (special routines, interactions,
etc.)
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5. Ideally, the CR is willing to talk and is capable of signing an informed consent; or
a responsible party is willing to let CR talk with the investigator, and is willing to sign
a consent.

PROTECTION OF PARTICIPANTS:

All interviews will be transcribed with personally identifying information deleted in the
process. The tapes will then be destroyed. Transcripts and questionnaires will be
tracked by code numbers. The participants will be invited to review the analysis of
their situation. Only the investigator and the dissertation committee will have access
to transcripts. Abstracts for any presentation will be mailed to the participants.
Approval for this study has been received from the Oregon Health Sciences Committee
on Human Subjects (7/2/92).
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Interview Guides

Table H-1  Revisions in the Interview Guides
over the Course of the Study

Caregiver Interview Guides
National Research Service Award Proposal
Pilot Study Guide, February, 1992
Revised Guide, August, 1992

Revised Guide, September, 1992

Care Recipient Interview Guides
National Research Service Award Guide
Pilot Study, February, 1992

Revised Guide, July, 1992
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ARE ER INTERVIEW GUIDE

Questions guiding initial interviews with caregiver and care receivers regarding
enrichment in the caregiving experience.'

CAREGIVER QUESTIONS:
1. Could you start by telling me a little bit about care receiver [CR] as a person, both
before s/he needed your help and now?

2. Iam interested in how your day goes in caring for CR. Could you describe to me
what a typical day (perhaps yesterday) is like in providing care to CR? Imagine that
I am coming to take care of CR and you want to make sure that I understand how to
do things your way. I’d like to hear as much as possible about the beginning of the
day, when you wake up-to the end of the day, when you fall asleep, for both CR and
you.

While a lot of research has looked at the tasks that caregivers perform, we know
very little about how families personalize these activities to make their situation
meaningful or pleasurable. I'm interested in learning about ways that the caregiving
day and activities are specialized or enjoyable for both of you.

3. I'd like to know more about how you personalize or specialize the caregiving for
both CR and your self. (Probes reflecting back to specific details of situation described
in #2. Preliminary content analysis by Cartwright et. al., 1991, suggests key situations
may be meals, morning care, outings, evening time.)

4. Are there any things you do because they are special to you or to CR?
How did you come to start doing this?
How do you feel when you do this?
How do you think CR feels?

5. Are there times of the day that you spend with CR that you or CR especially look
forward to?

Could you tell me about what happens during these times?

How did you come to be doing this activity?

How do you feel when you do this?

How do you think CR feels?
6. Are there things you do for CR just because you think that s/he likes or enjoys

"The ideas of Pat Archbold and Barbara Stewart were especially valuable in helping
me develop a preliminary interview guide for exploring enrichment in family
caregiving,

December, 1991
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it? Could you tell me about what happens during these times?
How did you come to be doing this activity?
How do you feel when you do this?
How do you think CR feels?

7. Are there any other aspects in the caregiving that you especially look forward to
or enjoy? Could you tell me about these times or events?

PROBE: These activities could be things that you do every day, or only occasionally-
maybe at special times of the week or year.

PROBE: Sometimes families may not even realize how they are personalizing the care,
but they do certain things because that’s the way they’ve always done them in their
family. For example, one person mentioned that he always gives the CR their morning
coffee in a special mug—a mug that is only used by CR, and only at breakfast time
because it has a special memory to them.

How did you come to start doing these things?

How do you feel when you do this?
How do you think CR feels?

December, 1991
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PROJECT TITLE: ENRICHMENT IN FAMILY CAREGIVING TO OLDER
PEOPLE

CAREGIVER INTERVIEW GUIDE

1. Could you start by telling me a little bit about [CR] as a person, both before s/he
needed your help and now?

2. Tam interested in how your day goes in caring for [CR]. Could you describe to me
what a typical day (perhaps yesterday) is like in providing care to [CR}? Imagine that
I am coming to take care of CR and you want to make sure that I understand how to
do things your way. I’d like to hear as much as possible about the beginning of the
day, when you wake up--to the end of the day, when you fall asleep, for both of you.

Does anybody else help out with the caregiving?

While a lot of research has looked at the tasks that caregivers perform, we know
very little about how families personalize these activities for their situation. I'm
interested in learning about ways that the caregiving day and activities are specialized
or enjoyable for both of you.

3. I’d like to know more about how you personalize or specialize the caregiving for
both [CR] and your self. (Probes reflecting back to specific details of situation
described in #2. Key situations may be meals, morning care, outings, evening time.)

4. Are there any things you do because they are special or you both enjoy them?
Could you describe this activity in detail for me?
How did you come to start doing this?
How do you feel when you do this?
How do you think CR feels?
If T were in your shoes, how would I have a sense that CR is enjoying
this activity? (actual statement by CR/behavioral indicators, etc.)

2/6/92



148

5. Are there times of the day that you spend with [CR] that you both look forward
to?
Could you tell me about what happens during these times? How is
this special for both of you?
How did you come to be doing this activity?
How do you feel when you do this?
How do you think [CR] feels?
If T were in your shoes, how would I have a sense that
[CR] is enjoying this activity? (actual
statement/behavioral indicators, etc.)
Are there any activities you and [CR] did once, but can’t do now?
How do you feel about this?

6. Are there things you do for [CR] just because you think that s/he likes or
enjoys it? Could you tell me about what happens during these times?

How did you come to be doing this activity?

How do you feel when you do this?

How do you think [CR] feels?.

7. Does [CR] ever initiate or request activities that you both enjoy? Would you tell
me a little about what happens in these situations?

8. Are there any other aspects in the caregiving that you and/or [CR] especially look
forward to or enjoy?

PROBE: These activities could be things that you do every day, or only occasionally-
maybe at special times of the week or year.

PROBE: Sometimes families may not even realize how they are personalizing the care,
but they do certain things because that’s the way they’ve always done them in their
family. For example, one person mentioned that he always give the CR their morning
coffee in a special mug-a mug that is only used by CR, and only at breakfast time
because it has a special memory to them.

Could you tell me about these times or events?
How did you come to do start doing these things?
How do you feel when you do this?

How do you think CR feels?
Innovation probe: How did you happen to think about that?

2/6/92



149

9. Over the time you have been caring for CR, has CR’s condition changed in ways
that have changed your caregiving? Could you tell me about changes in the way you
manage the situation? What about changes in the way you personalize the caregiving?

Probe by specific tasks mentioned earlier-how have you changed the way of

personalizing these activities?
Have you had to modify or stop certain activities that were once

gy P

started, over time, and now)
How do you feel about these changes?

10 Looking dow the road a piece, what do you anticipate with managing the care
situation? Do you have any ideas about what you might do if you can’t continue some
of the personalized, special activities you’ve told me about?

11. This is the last question: How much time and energy do you see yourself as
having?

[May be woven into the script at earlier questions—or asked now]

12. Is there anything you would like to ask me?

2/6/92
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PROJECT TITLE: ENRICHMENT IN FAMILY CAREGIVING
TO OLDER PEOPLE

CAREGIVER INTERVIEW GUIDE

While a lot or research has looked at the tasks that caregivers perform, we know
very little about how families personalize these activities for their situation. I'm
interested in | earning about ways that the caregiving day and activities are specialized
or enjoyable for both of you.

1. COULD YOU START BY TELLING ME A LITTLE BIT ABOUT [CR] AS A
PERSON, BOTH BEFORE S/HE NEEDED YOUR HELP AND NOW?

2. I AM INTERESTED IN HOW YOUR DAY GOES IN CARING FOR [CR].

T e e e e ey L e e e e |
Can you describe to me what a typical day
(perhaps yesterday) is like in providing
care to [CR]?

Imagine that I am coming to take care of CR and you want to make

sure that I understand how to do things your way.

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

IS THERE ANYONE THAT CR COUNTS ON AND LOOKS FORWARD TO SEEING
OR BEING WITH?

3. I'D LIKE TO KNOW MORE ABOUT HOW YOU PERSONALIZE OR
MAKE SPECIAL THE CAREGIVING FOR BOTH [CR] AND YOUR SELF.
(Probes reflecting back to specific details of situation described in #2. Key situations
may be meals, morning care, outings, evening time.)

ARE THERE ANY THINGS YOU DO BECAUSE THEY ARE SPECIAL OR
YOU BOTH ENJOY THEM?

Could you describe this activity in detail for me?

mnterview.cg
8/13/92
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- uareree——ms=am How did you come to start doing

4. CAN YOU TELL ME ABOUT SOME this? .

TIMES THAT IT MATTERS THAT IT How do you feel when you do this?
IS YQU GIVING THE CARE RATHER How do you think CR feels?
THAN ANOTHER PERSON? SOME IF I WERE IN YOUR SHOES,
THINGS THAT IT IS REALLY QHOW WOULD I HAVE A SENSE

IMPORTANT THAT YOU DO, THAT
A s : THAT CR IS ENJOYING THIS
YOU DON’T WANT ANYBODY ELSE TO  \'Srwxiros st | siseeds T

DO?
CR/bebavioral indicators, etc.)

HAVE YOU HAD TO CHANGE OR MODIFY HOW YOU DO THIS OVER
TIME?

5. ARE THERE TIMES OF THE DAY THAT YOU SPEND WITH [CR] THAT
YOU BOTH LOOK FORWARD TO?

Could you tell me about what happens during these times? How is this
special for both of you?

6. ARE THERE ANY oy pIp vOU COME TO BE DOING THIS
ACTIVITIESYOUAND ACTIVITY?

[CR] DID ONCE, BUT HOW DO YOU FEEL WHEN YOU DO THIS?
CAN’T DO NOW? HOW DO YOU THINK [CR] FEELS? IF
I WERE IN YOUR SHOES, HOW WOULD I HAVE
A SENSE THAT [CR] IS ENJOYING THIS
ACTIVITY?

How do you feel
about this?

COULD YOU TELL ME
ABOUT WHY THIS
ISN’T HAPPENING ANY MORE?

7. ARE THERE THINGS YOU DO FOR [CR] JUST BECAUSE YOU
THINK THAT S/HE LIKES OR ENJOYS IT? Could you tell me about what

happens during these times?

8. DOES [CR] EVER INITIATE OR REQUEST ACTIVITIES THAT YOU
BOTH ENJOY? WOULD YOU TELL ME A LITTLE ABOUT WHAT HAPPENS
IN THESE SITUATIONS?

interview.cg
8/13/92
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9. ARE THERE ANY OTHER ASPECTS IN THE CAREGIVING THAT YOU
AND/OR [CR] ESPECIALLY LOOK FORWARD TO OR ENJOY?

PROBE: These activities could be things that you do every day, or only occasionally-
maybe at special times of the week or year. '

PROBE: Sometimes families may not even realize how they are personalizing the care,
but they do certain things because that’s the way they’ve always done them in their
family. For example, one person mentioned that he always give the CR their morning
coffee in a special mug—a mug that is only used by CR, and only at breakfast time
because it has a special memory to them.

Could you tell me about these times or events?
e P R e e e

INNOVATION PROBE:  yow pIip YOU COME TO DO START

HOW DID YOU HAPPEN TO DOING THESE THINGS?
THINK ABOUT THAT? HOW DO YOU FEEL WHEN YOU DO
THIS?

HOW DO YOU THINK CR FEELS?

10. OVER THE TIME YOU HAVE BEEN CARING FOR CR, HAS CR’S
CONDITION CHANGED IN WAYS THAT HAVE CHANGED YOUR
CAREGIVING? COULD YOU TELL ME ABOUT CHANGES IN THE WAY
YOU MANAGE THE SITUATION? WHAT ABOUT CHANGES IN THE WAY
YOU MAKE SPECIAL THE CAREGIVING?

Probe by specific tasks mentioned earlier~how have you changed the way of

personalizing these activities?
Have you had to modify or stop certain activities that were once

enjoyable?
How do you feel about these changes?
e e P — e e T e Y e e e i e e B e

(STORY STRATEGY: tell me a story about the personalized
task--how it started, over time, and now)

interview.cg
8/13/92
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11. LOOKING DOWN THE ROAD A PIECE, WHAT DO YOU ANTICIPATE
WITH MANAGING THE CARE SITUATION? Do you have any ideas about what
you might do if you can’t continue some of the personalized, special activities you’ve
told me about?

12. This is the last question: HOW MUCH TIME AND ENERGY DO YOU SEE
YOURSELF AS HAVING?
[May be woven into the script at earlier questions—-or asked now]

13. Is there anything you would like to ask me?

OVER THE COMING DAYS AND WEEKS, YOU MAY THINK ABOUT
THINGS FROM OUR DISCUSSION. I WOULD GREATLY APPRECIATE
YOUR SHARING ANY IDEAS THAT COME TO MIND, ABOUT HOW THE
CAREGIVING IS MADE SPECIAL. IF YOU THINK OF ANYTHING, WOULD
YOU BE WILLING TO MAIL ME A NOTE, OR GIVE ME A CALL?

interview.cg
8/13/92
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PROJECT TITLE: ENRICHMENT IN FAMILY CAREGIVING TO OLDER
PEOPLE
CAREGIVER INTERVIEW GUIDE

1A. COULD YOU START BY TELLING ME A LITTLE BIT ABOUT [CR] AS

A PERSON, BOTH BEFORE S/HE NEEDED YOUR HELP AND NOW?
—_—— e e e ===

1B. WOULD YOU TELL ME A LITTLE BIT ABOUT YOUR
RELATIONSHIP WITH CR, BOTH BEFORE S/HE NEEDED YOUR HELP,
AND NOW? i

WHILE A LOT OF RESEARCH HAS LOOKED AT THE TASKS THAT
CAREGIVERS PERFORM, WE KNOW VERY LITTLE ABOUT HOW FAMILIES
MAKE SPECIAL THESE ACTIVITIES FOR THEIR SITUATION. TI'M
INTERESTED IN LEARNING ABOUT WAYS THAT THE CAREGIVING DAY
AND ACTIVITIES ARE MADE SPECIAL OR PLEASURABLE FOR BOTH OF
YO,

2. I AM INTERESTED IN HOW YOUR DAY GOES IN CARING FOR [CR].

Imagine that I am coming to take care of CR and you want to make

sure that I understand how to do things your way.

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

Can you describe to me what a typical day
(perhaps yesterday) is like in providing
care to [CR]?

IS THERE ANYONE THAT CR COUNTS ON AND LOOKS FORWARD TO
SEEING OR BEING WITH?

3. I'D LIKE TO KNOW MORE ABOUT HOW YOU MAKE SPECIAL THE
CAREGIVING FOR BOTH [CR] AND YOUR SELF. (Probes reflecting back to
specific details of situation described in #2. Key situations may be meals, morning care,
outings, evening time.)

9/27/92
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ARE THERE ANY THINGS YOU DO BECAUSE THEY ARE SPECIAL OR
YOU BOTH ENJOY THEM?

4. can vou TELL ME aBour some  Could you describe this activity in

TIMES THAT IT MATTERS THAT IT  detail for me?
IS YQU GIVING THE CARE RATHER  How did you come to start doing

THAN ANOTHER PERSON?  SOME this?
i’ﬁﬁgﬁi T %EI_;ATI TYOUISDO Rﬂiﬁg How do you feel when you do this?
YOU DON’T WANT ANYBODY ELSE TO How do you think CR feels:
i IF 1 WERE IN YOUR SHOES,

HOW WOULD I HAVE A SENSE
Eeee———e——e—eeseesseneeeme————== THAT CR IS ENJOYING THIS
ACTIVITY?  (actual statement by
CR/behavioral indicators, etc.)
HAVE YOU HAD TO CHANGE OR MODIFY HOW YOU DO THIS OVER
TIME?

5. ARE THERE TIMES OF THE DAY THAT YOU SPEND WITH [CR] THAT
YOU BOTH LOOK FORWARD TO?
Could you tell me about what happens during these times? How is this special

for both of you?
I e e e e e ——

6. ARE THERE ANY  yoy prp you COME TO BE DOING THIS
ACTIVITIESYOUAND  aCTIVITY?
[CR] DID ONCE, BUT HOW DO YOU FEEL WHEN YOU DO THIS?
CAN'T DO NOW? HOW DO YOU THINK [CR] FEELS? F
How do you feel ¥ WERE IN YOUR SHOES, HOW WOULD I
about this? HAVE A SENSE THAT [CR] IS
; ‘ A
COULD YOU TFLL ENJOYING THIE ACTIVITY:

ME ABOUT WHY
THIS ISN'T

HAPPENING ANY MORE?

Zi ARE THERE THINGS YOU DO FOR [CR] JUST BECAUSE YOU
THINK THAT S/HE LIKES OR ENJOYS IT? Could you tell me about what

happens during these times?

8. DOES [CR] EVER INITIATE OR REQUEST ACTIVITIES THAT YOU
BOTH ENJOY? WOULD YOU TELL ME A LITTLE ABOUT WHAT HAPPENS
IN THESE SITUATIONS?

9/27/92
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9. ARE THERE ANY OTHER ASPECTS IN THE CAREGIVING THAT YOU
AND/OR [CR] ESPECIALLY LOOK FORWARD TO OR ENJOY?

PROBE: These activities could be things that you do every day, or only occasionally-
maybe at special times of the week or year.

PROBE: Sometimes families may not even realize how they are personalizing the care,
but they do certain things because that’s the way they’ve always done them in their
family. For example, one person mentioned that he always give the CR their morning
coffee in a special mug—-a mug that is only used by CR, and only at breakfast time
because it has a special memory to them.

Could you tell me about these times or events?
e e =]

INNOVATION PROBE:  yow pip vyoU COME TO DO START

HOW DID YOU DOING THESE THINGS?
HAPPEN TO THINK ABOUT HOW DO YOU FEEL WHEN YOU DO
THAT? THIS?

HOW DO YOU THINK CR FEELS?

10. OVER THE TIME YOU HAVE BEEN CARING FOR CR, HAS CR’S
CONDITION CHANGED IN WAYS THAT HAVE CHANGED YOUR
CAREGIVING? COULD YOU TELL ME ABOUT CHANGES IN THE WAY
YOU MANAGE THE SITUATION? WHAT ABOUT CHANGES IN THE WAY
YOU MAKE SPECIAL THE CAREGIVING?

Probe by specific tasks mentioned earlier-how have you changed the way of
personalizing these activities?
Have you had to modify or stop certain activities that were once
enjoyable?
How do you feel about these changes?

(STORY STRATEGY: tell me a story about the personalized
task--how it started, over time, and now)

9/27/92
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11. LOOKING DOWN THE ROAD A PIECE, WHAT DO YOU ANTICIPATE
WITH MANAGING THE CARE SITUATION? Do you have any ideas about what
you might do if you can’t continue some of the personalized, special activities you’ve
told me about?

12. This is the last question: HOW MUCH TIME AND ENERGY DO YOU SEE

YOURSELF AS HAVING?
[May be woven into the script at earlier questions—or asked now]

13. Is there anything you would like to ask me?

OVER THE COMING DAYS AND WEEKS, YOU MAY THINK ABOUT THINGS
FROM OUR DISCUSSION. I WOULD GREATLY APPRECIATE YOUR SHARING
ANY IDEAS THAT COME TO MIND, ABOUT HOW THE CAREGIVING IS MADE
SPECIAL. IF YOU THINK OF ANYTHING, WOULD YOU BE WILLING TO MAIL
ME A NOTE, OR GIVE ME A CALL¢

9/27/92
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CARE RECEIVER INTERVIEW GUIDE

1. Could you start by telling me a little bit about yourself and your current
situation with caregiver [CG]?

2 I’m interested in how your day goes with CG. Could you describe to me what
a typical day (perhaps yesterday) is like together?

I'd like to know some of the things that are special in your day with caregiver
[CG]. '

1. Can you think of any things you and CG do that make you feel especially
good?

2, Are there things you and CG do that you look forward to?
Can you tell me how you came to do this together?
How do you feel when you and CR are doing this?
How do you think CG feels?

3. Are there things you like to do for CG because you think that s/he enjoys
them?

Can you tell me how you started doing this?

Can you tell me how doing this makes you feel?

[PROBES BY TASKS: meals, outings, evening time, bedtime)]

4. Are there any other things that you look forward to, or that make you feel
good? These may not happen every day—maybe only once a week, or occasionally-like
special family celebrations.

Can you tell me about what happens at these times?

How did you come to start doing this?

How do you feel during this occasion?

December, 1991
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CARE RECIPIENT INTERVIEW GUIDE

I am studying how families [couples] specialize or personalize their lives, especially in
situations where different generations live together [where one person has a chronic
condition]. I would like to hear about how this goes for you.

L I’m interested in how your day goes with CG. Could you describe to me what
a typical day (perhaps yesterday) is like together?

% I'd like to know some of the things that are special in your day with caregiver
[CG].
PROBE: (By activity) Could you tell me a little bit about why that is special?

3 Can you think of any things you and CG do together that make you feel
especially good?

4. Are there things you and CG do that you look forward to?
Can you tell me how you came to do this together?
How do you feel when you and CR are doing this?
How do you think CG feels? :

LA Are there things you like to do for CG because you think that s/he enjoys
them?

Can you tell me how you started doing this?

Can you tell me how doing this makes you feel?
[PROBES BY TASKS: meals, outings, evening time, bedtime]
[POSSIBLE PROBE: If I were in your shoes and doing these things for CG, how
would I know that s/he enjoys them?]
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6. Are there any other things that you look forward to, or that make you feel
good? These may not happen every day—maybe only once a week, or occasionally-like

special family celebrations.
Can you tell me about what happens at these times?

How did you and CG come to start doing this?
How do you feel during this occasion?

7 Is there anything you would like to ask me?

interview. cr

2/22/9263
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CARE RECIPIENT INTERVIEW GUIDE

I am studying how families [couples] make special or personalize their lives, especially
in situations where different generations live together [where one person has a chronic
condition]. I would like to hear about how this goes for you.

1. I’m interested in how your day goes with CG. Could you describe to me what a
typical day (perhaps yesterday) is like together?

2. I'D LIKE TO KNOW SOME OF THE THINGS THAT ARE SPECIAL IN
YOUR DAY WITH CAREGIVER [CG].
PROBE: (By activity) Could you tell me a little bit about why that is special?

3. Can you think of any things you and CG do together that make you feel especially

good?
= e ————— = . ]

CAN YOU TELL ME HOW YOU CAME
TO DO THIS TOGETHER?
4. Are there things you and CGdo  HOW DO YOU FEEL WHEN YOU AND
that you look forward to? CG ARE DOING THIS?
HOW DO YOU THINK CR FEELS?

5. Are there things you like to do for CG because you think that s/he enjoys them?

Can you tell me how you started doing this?

Can you tell me how doing this makes you feel?
[PROBES BY TASKS: meals, outings, evening time, bedtime]

[POSSIBLE PROBE: If I were in your shoes and doing these things for CG,
how would I know that s/he enjoys them?]

6. Are there any other things that you look forward to, or that make you feel good?
These may not happen every day-maybe only once a week, or occasionally-like special
family celebrations.

Can you tell me about what happens at these times?

How did you and CG come to start doing this?

How do you feel during this occasion?

7. Is there anything you would like to ask me?

7/ 6/92
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Appendix I

Evidence for Trustworthiness
of the Grounded Th d
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Informed Consents
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Appendix ]

Enrichment in Family Caregiving to Frail Elders: Inform
Consents

L. Three types of informed consents were developed for the study:

» Caregiver informed consent

» Care recipient informed consent

» Ongoing informed consent

The Ongoing Informed Consent was developed in anticipation of intense,
long term relationships between participants and investigator; and in the event that
the focus of the grounded theory study changed as the analysis evolved. While
several informants were visited two or more times, the focus of the study, including
the nature of the interview questions did not change substantially. Follow-up visits
to participants were primarily of a member checking nature rather than to elicit
information regarding new topics. Therefore use of the Ongoing Informed Consent
was never deemed necessary. All follow up visits were prefaced by the investigator
reminding the informants that they could refuse to answer any questions or
withdraw from the study at any time.
2, Differences in requirements for informed consents, Oregon Health Sciences
University (OHSU) versus University of California San Francisco (UCSF).
> OHSU: Specifically required inclusion of a statement regarding mandatory

reporting of elder abuse in the event it was suspected by the interviewer.
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> UCSF: Specifically required inclusion of a statement that participation in the
research may result in a loss of privacy.
No potential informants refused to participate in the study after reading the
informed consent form. Three potential informants refused to participate after
learning that a signed informed consent was required for the research. One

informant commented positively regarding the clause on elder abuse reporting as "a

good thing".
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UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

CAREGIVER CONSENT TO PARTICIPATE IN A RESEARCH STUDY

PROJECT TITLE: ENRICHMENT IN FAMILY CAREGIVING TO OLDER
PEOPLE

Investigators: Virginia Olesen, PhD, of the School of Nursing, University of
California, San Francisco, and Juliana Cartwright, RN, MN, doctoral student,
School of Nursing, Oregon Health Sciences University.

Study Purpose: The purpose of this study is to learn about how persons involved
in family caregiving to older people find meaning or pleasure in the caregiving
situation. To learn about these areas, I will be interviewing and observing caregivers
and care recipients regarding their caregiving experiences.

Procedures: If you agree to participate, you will be interviewed, at least once, in
private, in your home or some other agreeable place. The interview will last
approximately 1 to 2 hours. I will be asking you questions about your caregiving
day, the kinds of things you do that add meaning or pleasure to the caregiving
experience, and your feelings regarding these activities. I will ask you to complete a
written questionnaire regarding the caregiving experience.

I may ask to return for an additional interview and/or observation of some
caregiving activities at your convenience.

Confidentiality: Participation in research may result in a loss of privacy. The
interviews will be audio-tape recorded and written notes will be kept. The tapes
will be transcribed, with all personally identifying information deleted in the
transcription process. The audio-tapes will be destroyed after transcription is
complete. Personally identifying information will be deleted from the written notes
and the questionnaire. Only the principle investigator and co-investigator will have
access to your responses.

Risks and Benefits: Some of the questions may touch on sensitive experiences that
may be upsetting to you. You are free to decline to discuss any topics which may
be uncomfortable to you. You will receive no direct benefit from participating in
this study. However, some caregivers report that talking to someone about their
situation is helpful.

Costs of Participation: There is no charge for participating in this study. No
reimbursement or compensation will be given to you as a result of your

2/4/92
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participation in this study.
Your Rights as a Participant: Participation in this research project is completely
voluntary. You may refuse to participate and may withdraw from this study at any

time without affecting the care you receive at Mount Zion Medical Center or the
University of California, San Francisco.

I have read what is written above and agree to be in this study.

I have had read to me what is written above and agree to be in
the study.

Signature Date Witness Signature  Date

If you have questions about this research, or your rights and responsibilities as a
research participant, you may contact either of us at:

Researcher: Juliana Cartwright, RN, MN, doctoral student
Department of Sociology and Behavioral Sciences
School of Nursing
UCSF, San Francisco, CA 94143-0606
Telephone: (415) 476-2453

Supervisor/Researcher:
Virginia Olesen, PhD, Professor
Department of Social and Behavioral Sciences
N 631-Y v
UCSF, San Francisco, CA, 94143-0612
Telephone: (415) 476-2453

If you have any comments or concerns about participation in this study, you should
first talk with the investigators. If for some reason you do not wish to do this, you
may contact the Committee on Human Research, which is concerned with the
protection of volunteers in research projects. You may reach the committee office
between 8:00 and 5:00, Monday through Friday, by calling (415) 476-1814.

2/4/92
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UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

CARE RECIPIENT CONSENT TO PARTICIPATE IN A RESEARCH
STUDY

PROJECT TITLE: ENRICHMENT IN FAMILY CAREGIVING TO OLDER
PEOPLE

Investigators: Virginia Olesen, PhD, of the School of Nursing, University of
California, San Francisco, and Juliana Cartwright, RN, MN, doctoral student,
School of Nursing, Oregon Health Sciences University.

Study Purpose: The purpose of this study is to learn about how persons involved
in family caregiving to older people find meaning or pleasure in the caregiving
situation. To learn about these areas, I will be interviewing and observing caregivers
and care recipients regarding their caregiving experiences.

Procedures: If you agree to participate, you will be interviewed, at least once, in
private, in your home or some other agreeable place. The interview will last
approximately 1 to 2 hours. I will be asking you questions about your day, the
kinds of things you do that add meaning or pleasure to the care experience, and
your feelings regarding these activities. I will ask you to complete a written
questionnaire regarding the care experience.

I may ask to return for an additional interview and/or observation of some
caregiving activities at your convenience.

Confidentiality: Participation in research may result in a loss of privacy. The
interviews will be audio-tape recorded and written notes will be kept. The tapes
will be transcribed, with all personally identifying information deleted in the
transcription process. The audio-tapes will be destroyed after transcription is
complete. Personally identifying information will be deleted from the written notes
and the questionnaire. Only the principle investigator and co-investigator will have
access tO your responses.

Risks and Benefits: Some of the questions may touch on sensitive experiences that
may be upsetting to you. You are free to decline to discuss any topics which may
be uncomfortable to you. You will receive no direct benefit from participating in
this study. However, some care receivers report that talking to someone about their
situation is helpful.

Costs of Participation: There is no charge for participating in this study. No
reimbursement or compensation will be given to you as a result of your
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Your Rights as a Participant: Participation in this research project is completely
voluntary. You may refuse to participate and may withdraw from this study at any
time without affecting the care you receive at Mount Zion Medical Center or the
University of California, San Francisco.

I have read what is written above and agree to be in this study.

I have had read to me what is written above and agree to be in the
study. '

Signature Date Witness Signature  Date

If you have questions about this research, or your rights and responsibilities as a
research participant, you may contact either of us at:

Researcher: Juliana Cartwright, RN, MN, doctoral student
Department of Sociology and Behavioral Sciences
School of Nursing
UCSF, San Francisco, CA 94143-0606
Telephone: (415) 476-2453

Supervisor/Researcher:
Virginia Olesen, PhD, Professor
Department of Social and Behavioral Sciences
N 631-Y
UCSEF, San Francisco, CA, 94143-0612
Telephone: (415) 476-2453

If you have any comments or concerns about participation in this study, you should
first talk with the investigators. If for some reason you do not wish to do this, you
may contact the Committee on Human Research, which is concerned with the
protection of volunteers in research projects. You may reach the committee office
between 8:00 and 5:00, Monday through Friday, by calling (415) 476-1814.
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OREGON HEALTH SCIENCES UNIVERSITY
CONSENT FORM: FAMILY CAREGIVERS

ENRICHMENT IN FAMILY CAREGIVING TO FRAIL ELDERS

PRINCIPAL INVESTIGATOR: Juliana Cartwright, RN, MN, doctoral student,
School of Nursing, Oregon Health Sciences
University.

CONSENT FORM: To be wused with caregivers and care
recipients who are involved in ongoing
caregiving situations.

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

to older people find meaning or pleasure in the caregiving situation. To learn about
these areas, Ms. Cartwright will be interviewing and observing caregivers and care
recipients regarding their caregiving experiences.

Procedures
If you agree to participate you will be interviewed, at least once, in your home. The

interview will last approximately 1 to 2 hours although sometimes caregivers wish to
discuss the issues at greater length. You will be asked questions about your caregiving
day, the kinds of things you do that add meaning or pleasure to the caregiving
experience, and your feelings regarding these activities. You will be asked to complete
a written questionnaire regarding the caregiving experience.

Ms. Cartwright may ask to return for additional interviews and/or observations of
some caregiving activities.

Confidentiality

The interviews will be audio-tape recorded and written notes will be kept. The tapes
will be transcribed, with all personally identifying information deleted in the
transcription process. The audio tapes will be destroyed after transcription is complete.
Personally identifying information will be deleted from the written notes and the
questionnaire. The information you share with Ms. Cartwright will be handled in a
manner to ensure confidentiality. Only Ms. Cartwright and faculty dissertation
advisors will have access to your responses. Any publications, including the dissertation
report, will include necessary precautions to protect your identity. These include
deletion of personally identifying information, and the opportunity for you to review
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materials in the report which directly describe your situation. In the unlikely event
that Ms. Cartwright should discover elder abuse, she is required by law to report it.

Risks and Benefits

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

Costs of Participation

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

Liability

The Oregon Health Sciences University, as an agency of the State, is covered by the
State Liability Funds. If you suffer any injury from this research project, compensation
would be available to you only if you establish that the injury occurred through the
fault of the University, its officers or employees. If you have further questions, you
should call Dr. Michael Baird at (503) 494-8014.

Your Rights as a Participant

Participation in this research project is completely voluntary. You may refuse to
P proj Pty ay ¥
participate and may withdraw from this study at any time without affecting the care
you receive at the Oregon Health Sciences University.

I have read what is written above and agree to be in this study.
I have had read to me what is written above and agree to be in the

study.

If you have questions about this research, or your rights and responsibilities as a
research participant, you should first contact Juliana Cartwright at (503) 899-8141. If
you have further questions you may contact Dr. Patricia Archbold, RN, DNSc,
Professor of Nursing, (503) 494-3840.

Signature Date Witness Signature  Date

Reconsen t.cgz
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OREGON HEALTH SCIENCES UNIVERSITY

CONSENT FORM: CARE RECIPIENTS

ENRICHMENT IN FAMILY CAREGIVING TO FRAIL ELDERS

PRINCIPAL INVESTIGATOR: Juliana Cartwright, RN, MN, doctoral student,
School of Nursing, Oregon Health Sciences
University

CONSENT FORM: To be used with caregivers and care recipients
who are involved in ongoing caregiving situations.

Study Purpose

The purpose of this study is to learn about how persons involved in family caregiving
to older people find meaning or pleasure in the caregiving situation. To learn about
these areas, Ms. Cartwright will be interviewing and observing caregivers and care
recipients regarding their caregiving experiences.

Pro res

If you agree to participate you will be interviewed, at least once, in your home. The
interview will last approximately one hour. You will be asked questions about your
day, the kinds of things that occur that are meaningful or pleasant, and your feelings
regarding these activities. You will be asked to complete a written questionnaire
regarding the caregiving experience.

Ms. Cartwright may ask to return for additional interviews and/or observations of
some caregiving activities.

Confidentiality

The interviews will be audio-tape recorded and written notes will be kept. The tapes
will be transcribed, with all personally identifying information deleted in the
transcription process. The audio tapes will be destroyed after transcription is complete.
Personally identifying information will be deleted from the written notes and the
questionnaire. The information you share with Ms. Cartwright will be handled in a
manner to ensure confidentiality. Only Ms. Cartwright and faculty dissertation
advisors will have access to your responses. Any publications, including the dissertation
report, will include necessary precautions to protect your identity. These include
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report, will include necessary precautions to protect your identity. These include
deletion of personally identifying information, and the opportunity for you to review
materials in the report which directly describe your situation. In the unlikely event
that Ms. Cartwright should discover elder abuse, she is required by law to report it.

Risks and Benefits

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

Costs of Participation

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

Liability

The Oregon Health Sciences University, as an agency of the State, is covered by the
State Liability Funds. If you suffer any injury from this research project, compensation
would be available to you only if you establish that the injury occurred through the
fault of the University, its officers or employees. If you have further questions, you
should call Dr. Michael Baird at (503) 494-8014.

Your Rights as a P _
Participation in this research project is completely voluntary. You may refuse to
participate and may withdraw from this study at any time without affecting the care
you receive at the Oregon Health Sciences University.

I have read what is written above and agree to be in this study.

I have had read to me what is written above and agree to be in this study.

If you have questions about this research, or your rights and responsibilities as a
research participant, you should first contact Juliana Cartwright at (503) 899-8141. If
you have further questions you may contact Dr. Patricia Archbold, RN, DNSc,
Professor of Nursing, (503) 494-3840.

Signature Date Witness Signature Date
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OREGON HEALTH SCIENCES UNIVERSITY
ONGOING INFORMED CONSENT
ENRICHMENT IN FAMILY CAREGIVING TO FRAIL ELDERS

PRINCIPAL INVESTIGATOR: Juliana Cartwright, RN, MN, doctoral student,
School of Nursing, Oregon Health Sciences

University

CONSENT FORM

This consent is for use with multiple interviews, participant observation, and as
unexpected changes occur in the focus of the data collection. This consent
supplements and does not replace the standard informed consent form.

Purpose
The purpose of this consent is to identify areas for review and agreement between
you (the participant) and the investigator (Ms. Cartwright) as collaborators. Areas

which may be covered with this consent form include but are not limited to:

Data collection

1. Frequency and duration of interviews and/or observations will be agreed
upon by us.

2. Any change in the focus of the study by Ms. Cartwright will be shared
with you.

3. Unanticipated findings will be shared with you.

Data management

1. Protection of your anonymity and confidentiality will be achieved by
deleting personally identifying information from all audio tape transcriptions,
written notes, and the questionnaire.

2. All data obtained through interviews, observations, and questionnaire are
considered part of the study. You are discouraged from disclosing information that
you do not wish to be considered as part of the study.

3. You will be invited to review materials which directly describe your
situation to insure accuracy in portrayal of information.

8/10/82
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Distribution of findings
1. Ms. Cartwright will send you copies of abstracts from any publications
related to this study.
COMMENTS BY THE PARTICIPANT:
COMMENTS BY THE INVESTIGATOR:

DATES REVIEWED:

rconsent.ong

8/10/82
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