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L. Introduction

Adult daughters, in their support provision role, will have intimate knowledge of their
mother’s cancer experience. The emotional stress of having to provide assistance and support to
their ill mother, is likely to be compounded by their close identification with their mother's
health situation. This exploratory research investigation has four technical objectives: (1) To
explore how daughters’ caregiving experiences contribute to their perception of cancer risk; 2)
To examine how daughters’ perception of their cancer risk affects their careprovision (i.e.,
quality of their relationship with their mother, their commitment to caregiving, their provision of
emotional support and illness-related assistance); (3) To investigate how daughters’ perception
of their cancer risk affects the distress and burden they experience as a caregiver; and, (4) To
assemble information that will inform development of a risk profile that could be employed to
target daughters at need for educational intervention and professional assistance to enable them
to retain their caregiving role, perform their support responsibilities adequately and meet their
mothers' needs for support and assistance.

To accomplish the study objectives, we used a methodology well suited to the exploratory
nature of the investigation-- qualitative data gathering (in-depth interviews) and data analytic
techniques (e.g., thematic and content analysis), to obtain detailed information about the cancer
experience and provision of support by adult daughter caregivers of breast cancer patients. The
study sample consisted of older women diagnosed with breast cancer and their adult caregiving
daughter. Study data was collected from 61 adult daughter-patient dyads. Caregivng daughters
participated in an in-depth and brief survey. Patients completed a telephone survey.

Content analyses of the caregiver daughters’ narratives informed our understanding of the
psychosocial concerns impacting caregiving daughters following their mother’s breast cancer
treatment. As described below, their accounts affirmed that being a source of support and
assistance to their ill mother provided them with intimate knowledge of the patient’s cancer
experience that impacted their understanding of the disease and their perception of cancer risk.
Simultaneous with their efforts to be supportive of their ill mothers, daughters were faced with
processing the news that they themselves were now at increased risk for breast cancer. The
daughters’ accounts documented the emotional crisis that this information engendered, as it
challenged their previously held beliefs about immunity from cancer. With their new status as a
woman with a family history of breast cancer, they confronted personal life and death concerns
that mirrored those they held for their mothers. Daughters who were already living with a family
history of breast cancer, regarded their mother’s diagnosis as further confirmation of their
family’s vulnerability to breast cancer. By affirming a long-feared reality, this development
enhanced long-held fears of personal vulnerability. For some, it also served to increase their
sense of disease inevitability and confirmed their previously-held belief that this was what the

N adevamn a1 £ al
future held for them..
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I1. Body

Study Purpose and Rationale

Limited attention has been given to the breast cancer experience in older women. Even
less is known about the psychosocial issues experienced by the families of older breast cancer
patients [Biegel et al., 1991; Massie et al., 1989]. With the continuing shift of cancer care to
community-based care, there is a growing need to understand the costs to the family of the cancer
experience [National Cancer Institute, 1999]. In particular, adult daughters, who are likely to be
a primary source of support and assistance to older women, have not been a major focus of
research investigations or supportive services although they are likely to be experiencing a high
demand for emotional support themselves. Adult daughters, in their support provision role, will
have intimate knowledge of their mother’s cancer experience. The emotional stress of having to
provide assistance and support to their ill mother, is likely to be compounded by their close
identification with their mother's health situation. Daughters of breast cancer patients are a
potentially vulnerable population. They are likely to lack the support they may need to deal with
their own cancer risk fears.

Investigations have documented a heightened fear of breast cancer risk among first degree
female relatives once a relative has been diagnosed with breast cancer. [Lerman et al., 1993;
Kash et al., 1992], especially among younger women at high risk [Lerman et al., 1994; Schwartz
etal., 1995]. A substantial proportion of women at-risk for familial breast cancer hold
exaggerated perceptions of their risk [Lerman et al., 1995] and for some the perceived threat of
breast cancer is associated with a paralyzing sense of cancer-related worry that severely impacts
their ability to function on a daily basis [Lerman et al., 1993].

Several studies have indicated that daughters of breast cancer patients develop
exaggerated concerns that they will also develop breast cancer [Kelly, 1983; Wellisch et al.,
1991; Wellisch et al., 1992]. Such fears can adversely impact on the mother-daughter
relationship, contributing to conflicted, strained interactions [Peters-Golden, 1982; Wortman,
1984], impeding daughters’ support provision. Daughters’ awareness of their heightened risk for
breast cancer could increase the strains associated with careprovision and impede their ability to
meet their mother’s practical and emotional support needs. It may also impact their ability to
provide practical assistance. Studies have also documented that daughters’ relationships with
their mothers were more likely to deteriorate when mothers had a poorer prognosis, poorer
emotional adjustment to their cancer or more deforming surgery [Lichtman et al., 1985].

Prior work we have conducted has indicated that unmet patient needs for emotional
support and practical assistance [Raveis and Karus, 1999] and unsupportive network
interchanges [Siegel et al., 1994; Siegel et al., 1997] can detrimentally impact patients'
psychological well-being. It may also impact physical recovery and survival. The necessity,
then, for research that will inform the psychosocial needs of families is evident. On a national
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leadership level the National Coalition for Cancer Survivorship has mandated that the patient and
family should be seen as a unit of care [Claus et al., 1996]. They argue for the importance of
exploratory studies that address the issues associated with the impact and consequences of cancer
care on family caregivers and rate this topic as one of the most important areas for psychosocial
oncology research over the next decade. Similarly, the National Cancer Institute (NCI), has
acknowledged the necessity to focus attention on understanding the needs of families affected by
cancer and the importance of developing appropriate interventions based on these needs [Cole et
al., 1996]. NCI broadly defines cancer survivors as anyone (e.g., family members) impacted by
the cancer experience.

Research Aim and Technical Objectives

This investigation was initiated in response to these national leadership concerns. The
study’s overall research aim is to obtain exploratory, descriptive information that will inform this
critical gap in psychosocial oncology and provide insights for policy and program development.
Information obtained through this investigation will increase understanding of what are the
psychosocial needs and concerns of adult daughters affected by breast cancer. Specifically, the
research design permits an exploration of the issues daughters involved in their mothers’
careprovision encounter during treatment initiation into the survivorship period. An in-depth
understanding of these issues is needed to begin to delineate the types of educational efforts and
supportive services that need to be developed for this at- risk, vulnerable population.

This exploratory research aim translates into four technical objectives: (1) To explore
how daughters’ caregiving experiences contribute to their perception of cancer risk; (2) To
examine how daughters’ perception of their cancer risk affects their careprovision (i.e., quality of
their relationship with their mother, their commitment to caregiving, their provision of
emotional support and illness-related assistance); (3) To investigate how daughters’ perception
of their cancer risk affects the distress and burden they experience as a caregiver; and, (4) To
assemble information that will inform development of a risk profile that could be employed to
target daughters at need for educational intervention and professional assistance to enable them
to retain their caregiving role, perform their support responsibilities adequately and meet their
mothers' needs for support and assistance.

Study Design and Field Procedures

Study Design. Very little empirical research has been focused on understanding the
experiences of older breast cancer patients. Even less attention has been focused on the
adaptational challenges facing their familial caregivers. To accomplish the study objectives, we
used a methodology well suited to the exploratory nature of the investigation-- qualitative data
gathering (in-depth interviews) and data analytic techniques (e.g., thematic and content analysis),
to obtain detailed information about the cancer experience and provision of support by adult
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daughter caregivers of breast cancer patients. Given the dearth of research in this area an
exploratory research investigation was a necessary first step.

Qualitative research is often used as an exploratory research strategy when little is known
or understood about the phenomenon under investigation. A principal advantage of qualitative
research is the ability to achieve dense description on the diverse range of factors that influence
the phenomena under investigation. Such an approach is key to generating insights or hypotheses
about phenomena that are not well understood or for which key variables may not be adequately
identified. It enables the researcher to discover the respondent's "definition of the situation" and
to understand their experiences as they are lived by taking into account the meanings they ascribe
to events and circumstances in their lives, and the cultural, social and contextual circumstances
that may shape these processes [Strauss, 1987; Blumer, 1969]. Meaning and comprehension is
generated inductively in the analytic process and is intimately linked to the data.

Sample. The study sample consisted of older women diagnosed with breast cancer and
their adult caregiving daughter. The patient sample was accrued from the pool of eligible breast
cancer patients in treatment at the Herbert Irving Comprehensive Cancer Center at New York
Presbyterian Columbia University Medical Center. The center catchment area includes diverse
socioeconomic and racial/ethnic neighborhoods. The patients were asked to nominate a daughter
(if any) who was involved in their care (i.e., provided them with informal support and
assistance). For the caregiver-patient dyad to be eligible the patients had to be in active outpatient
treatment, older adults (age 45 and older), have localized cancer (at least a third of the patient
sample) or regional/distant disease (at least a third of the sample). Their adult caregiving
daughter had to be 18 or older, a biological daughter, not have a personal history of cancer and
have provided practical assistance and/or emotional support to their mother since her breast
cancer diagnosis. These sampling criteria ensured diversity in the sample and illness experience.

Screening and accrual Potentially eligible patients were identified through an ongoing
review of the hospital’s admission and discharge records. All potentially eligible patients were
sent a letter notifying them of the study. The letter also contained all the elements of informed
consent and included a return post card with a check-off box so that persons who did not wish to
be contacted could mail it back indicating that they were not to be contacted about the study.
Following the mailing a clinician researcher telephoned potential participants to discuss the study
further, determine their eligibility and, if they were interested in participating, determine whether
the patient had an adult daughter who was involved in careprovision. Patients were assured that
their participation was entirely voluntary and would have no effect on their medical treatment at
the hospital center. The clinician researcher then obtained permission and contact information
from the patient to contact their daughter for study participation. The caregiver daughter was
sent a letter, followed by a telephone conversation with the clinician researcher about the study.
During this telephone conversation an appointment was made for the face-to-face research
meeting. At the research meeting the caregiver daughter signed the informed consent form.
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Only those patient-caregiver daughter dyads in which both members were willing to
participate were accrued. In a few instances, the patient was interested in the study but was too ill
to participate. When this occurred permission was obtained for the caregiving daughter to
complete a proxy patient survey. The proxy survey was an abbreviated version of the patient
survey, consisting of those sections where the daughter would be a knowledgeable reporter. Five
proxy surveys were conducted. Accruing seriously-ill patients into the sample by permitting a
proxy report ensured that a broader representation of illness conditions were included in the study
sample.

A total of 484 potentially eligible patients were identified through medical record review
and sent letters. Of these 246 patients were willing to be screened for study eligibility, 106
patients returned a postcard requesting no further contact, 79 were reached by telephone and
refused to be screened, three patients were deceased and 50 were unable to reached despite
repeated telephone attempts. Of these 246 patients who agreed to be screened, 74 patients were
determined to be eligible and interested in participating, 102 were ineligible because they did not
have a daughter, 59 were ineligible because their daughter did not provide any caregiving and
eleven were ineligible for other reasons. We obtained study data from 61 of these 74 patient-
caregiver daughter dyads, a completion rate of 90.5%. No study data was obtained from nine
dyads because the daughters decided to withdraw from the study prior to data collection. For two
other dyads, the daughters declined study participation after their mother agreed to participate.
One patient decided to withdraw prior to the survey collection and one daughter was unable to be
contacted for accrual despite repeated attempts.

Sampling strategy. Qualitative studies are not designed to provide prevalence estimates
or trend analyses. Rather, they are used for exploratory, descriptive investigations whose
objectives are hypothesis generating, not hypothesis testing. Qualitative research is not designed
to statistically document the frequency of an event or occurrence in a population, bur rather to
obtain a comprehensive range of responses or issues on the phenomena of interest (e.g.,
experiences of women at risk for familial breast cancer caring for their mothers diagnosed with
breast cancer). Collecting data from a diverse sample of respondents will ensure that the data
contain descriptions of common occurrences, as well as unique or infrequent experiences. A key
element in qualitative research is collecting data until “theoretical saturation” or redundancy is
achieved — the point at which the experiences of an additional informant does not raise any new
issues or add any additional insights [Strauss, 1987]. Methodologists readily acknowledge that it
is difficult to anticipate or justify a necessary sample size for saturation to be reached. Indeed,
the sample size needed is often only able to be determined in the course of the data collection,
through concurrent ongoing data collection and analysis of the responses to substantial issues of
interest [Arcury and Quandt, 1998; Miles and Huberman, 1994].

Nonetheless, it was necessary in planning this investigation to estimate what would be a
reasonable sample size for this exploratory investigation. Based on our team’s prior experiences
in conducting qualitative investigations of illness-related concerns and behaviors of diverse

4
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population groups, we conservatively estimated as an upper limit that a sample of 80 patient-
caregiver daughters would be adequate to achieve theoretical saturation. As described below,
although considerable time and effort was expended to accrue and collect data from every
eligible mother-daughter dyad that was identified, we encountered a number of challenges that
prevented us from achieving this target sample size (see below). However, analysis of the rich
narrative accounts we obtained from the caregiving daughters supports that saturation on our
phenomena of interest was attained with the mother-daughter dyads in our sample.

Challenges in sample recruitment. The identification and recruitment of the mother-
caregiver daughter dyads presented a number of challenges. The process proved to be very labor-
intensive and time consuming. Our prior experience in identifying and accruing patient-familial
caregiver dyads for other research we had conducted, informed our recruitment strategies for the
present investigation (i.e., identification of the patient sample from hospital records, nomination
of caregiver by patient). While this was an efficient and effective approach to sample
recruitment in our other studies, it proved less effective in identifying and accruing this
vulnerable, at-risk population. As delineated below, we encountered several challenges in
sample recruitment. '

Mothers as gatekeepers. Some mothers were very protective of their daughters and
declined study participation once they realized that their daughters would be approached to
participate as well. Some of the comments that these mothers shared with the clinician
researcher during the screening process clearly indicated a reluctance by these mothers to further
burden their caregiver daughters with participation in the study, despite their own interest in and
willingness to participate.

Caregiving daughters are the “sandwich generation”. Many of the adult caregiver
daughters were at that stage of the lifecycle where they were involved in multiple roles, as wives,
mothers, and employees, in addition to their involvement in their mother’s care. The data
collection methodology presented barriers to their study participation. For a number of
caregiving daughters, then, it was difficult for them to allocate the time necessary for an in-depth
interview given the demands of their daily life. In fact, as discussed above, nine daughters who
initially agreed to participate in the study, ultimately decided to withdraw because of their other
time commitments. In five of these instances the daughters decided to withdraw after having
made and postponed their interview session more than once.

In general, we found that even for those daughters who did participate in the study, we
needed to devote a considerable amount of time and effort to conduct their in-depth interview. It
was not uncommon for daughters to postpone their interview appointments for several weeks or
cancel and re-schedule multiple times due to competing demands on their time. We learned early
in the field period after two daughters withdrew from the study without completing their
interview that we should not administer the mother’s survey until the caregiving daughter had
participated in the in-depth interview. This policy ensured that the mother’s survey responses
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were temporarily linked to their daughter’s report.

Daughters reluctant to relive this difficult period in their lives. Understandably, there
was a reluctance on the part of some daughters to participate in an in-depth face-to-face interview
that required them to review and reflect on their mother’s illness experience and its impact on
their lives. While some daughters welcomed the opportunity to give voice to their experience,
others preferred to avoid recounting these events.

Data Collection Procedures. Data was collected from three sources: adult caregiving
daughters, older patients (i.e., mothers), and patients' medical records. Prior to the actual
initiation of the data collection, the caregiving daughter survey schedule, topic guide and patient
survey schedule were extensively pre-tested. The sequencing and timing of these instruments
were established and any necessary revisions were made before field activities were initiated. As
part of the pre-testing we assessed potential respondent burden.

Adult caregiver daughters participated in a face-to-face research meeting with a female
clinician researcher. Daughters completed a 50 minute questionnaire and a one and one-half
hour in-depth interview that was audiotaped with their permission for later transcription and
narrative analysis. The meeting was scheduled at their convenience and held at the research
offices located three blocks from the medical center or at a location convenient to the daughters,
such as their home. At the end of the in-person meeting, caregiver daughters were given a $30
honorarium to compensate them for their time and effort. They were also reimbursed for their
travel expenses in coming to the session (i.e., parking fees, taxi, subway, bus, or train fare) and
any childcare costs they may have incurred.

Patients completed a 40 minute survey, administered over the telephone by a female
research clinician. Telephone interviews reduced patient burden as they were administered at a
time convenient to the patients. Canceled interviews were easily rescheduled. The survey was
designed in sections so that it could be administered over more than one session should patients
feel too ill or fatigued to continue. We had successfully conducted telephone interviews with
older cancer patients that were over an hour in length in prior research [Raveis and Karus, 1999],
and we did not encounter any problems collecting information from the patients in this study.
The New York area has a high level of telephone coverage, even within the lower socioeconomic
neighborhoods [Thornberry and Massey, 1988] so the telephone data collection methodology did
not introduce any sampling bias.

Interviewers background, training and supervision. Interviewers were masters-level
social workers or health care professionals. They were trained in conducting research interviews
so that the proper neutrality and professional distance were maintained. Training included
instruction in the use of the survey schedules to ensure that complete and relevant data were
recorded for each item. Interviewers were also trained and advised to look out for excessive
signs of depression and/or anxiety and, as necessary, to offer appropriate referrals to mental
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health professionals in the community or at the medical center complex. Prior to conducting any
data collection the interviewers conducted pilot data collection sessions as part of their training.
Their interviewing technique was reviewed to identify strengths and weaknesses. Additional
training was provided as necessary. Bilingual interviewers were available for participants who
preferred that the data collection be conducted in Spanish. We had available a team of trained
clinicians who had served as interviewers on earlier studies.

A Procedures Manual was developed to use for interviewer training. This manual
provided interviewers with an overview of the study and detailed for them important issues
related to the interviewing procedure. This included a discussion of their roles as interviewers,
the importance of maintaining the respondents’ confidentiality, how to establish rapport during
the interview situation, how to administer the survey schedules, and use of the topic guide in
conducting the in-depth interview. Also addressed were potential problems/queries that could
arise during the data collection. A separate section in the manual dealt with specific field
procedures such as what to do if more than one session was required to complete an interview
and how to evaluate when a patient proxy survey was needed. A glossary of medical terminology
related to cancer issues was included, which the interviewers could review and use as a reference
guide if necessary.

Throughout the data collection period, we continued to monitor the quality of data
obtained from the interviewers by listening to a randomly selected subset of in-depth interviews
to assess that interviewers maintained neutrality, facilitated spontaneous flow of material through
the use of non-directive and unstructured questions, and used appropriate transitions to move the
discussion from one topic to another. We also evaluated the adequacy of the range, depth and
personal context achieved during the in-depth interviews. Each daughter and patient survey was
reviewed and edited upon completion to ensure complete and correct administration of the
schedules. Ongoing project supervisory sessions were held to discuss interview techniques and
maintain uniformity and continuity in the data collection process.

Measures.

The major substantive components of the caregiving daughters’ in-depth interview and
survey schedule, the patient survey schedule and the medical record abstraction are described
below and copies are included in the appendix. The topic guide for the in-depth interview and the
daughter and patient survey schedules were translated into Spanish and used as necessary.

Caregiving daughter in-depth interview. The in-depth interview was the primary data-
gathering technique with the caregiving daughter. In-depth interviews use nondirective and

unstructured questions to elicit the daughter's own construction or interpretation of their situation
[Merton et al., 1956]. This involves specific procedures and techniques to ensure the quality and
validity of the data. These include explicit criteria for evaluating the adequacy of the data as it is
being collected [Merton et al., 1956]: ‘range’ (extent the full scope of data about the external
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situation and the person's response to it is elicited); “specificity’ (extent data on specific aspects
or dimensions of the situation to which the respondent reacted is obtained); ‘depth’ (extent
interview provides information on the affective, cognitive and evaluative meanings of the
situation for the respondent); and ‘personal context’ (extent interview elicits the respondent's
characteristics and prior experiences which shape the respondent’s personal and idiosyncratic
meanings.

Throughout the interview, the clinician interviewer encouraged the daughter to talk freely,
spontaneously and in-depth about a variety of topics. The interviewer facilitated the flow of
information about the issue under investigation primarily through neutral probes, unstructured
questions and by focusing on general topics or issues, probing only to encourage elaboration or
clarification. This process enabled the daughter’s story to emerge spontaneously, in context, with
minimum input or influence from the interviewer. The advantage of this data collection
methodology is that it has the unique ability to elicit the participant's own frame of reference for
the phenomena under investigation. Whereas structured interviews rest on the assumption that
there is a shared meaning among participants of the terms used to describe their situations and
experiences, unstructured in-depth interviews require no such assumption, thereby allowing the
clinician interviewer to examine whether or not participants employ such terms in the same way
[Merton et al., 1956].

An important element of the in-depth interview is the use of a topic guide. The guide is
not a structured interview schedule. Rather, it is an outline of topics or issues that conceptually
focuses the interviewer and reflects our evolving understanding of potentially important elements
of the situation, based on prior research and clinical experiences. The respondent is permitted to
talk spontaneously, determining the flow of the interview and introducing any topic considered
relevant to the experience under investigation. However the topic guide helps ensure that
important areas, developed in advance, are covered. The interviewer tries to ensure that the
respondent remains focused on the problem of interest and that all topics in the guide are
_ covered, facilitating transitions from one topic to another when the respondent makes a direct or
indirect reference to some element in the guide. As the data gathering and analysis of the data
proceeded, we continued to refined elements in the guide to reflect new elements that emerged
from our analyses.

Topics the caregiver daughter was queried about included: circumstances leading to her
assumption of caregiving, her reactions to her mother’s illness and treatment, her level of
.caregiving involvement, changes in her relationship with her mother since the
illness/involvement in caregiving, her assessment of her mother’s support needs and her
evaluation of her caregiving and support provision. The caregiver daughter was also asked to talk
about her perceived vulnerability to cancer and the personal risk factors she believed she had.
Availability and adequacy of her own support, as it related to her caregiving and personal cancer
concerns was also explored.
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Caregiver Daughter Survey. Standard sociodemographics and lifestyle data was
obtained from the daughters. They were also asked to report on the quality of the caregiver
daughter - mother relationship and its change since the patient’s cancer diagnosis, using an
abbreviated version of the Network of Relationships Inventory [Furman, 1996]. They completed
a four-item perceived predictability of illness measure (4 items from the Mishel Uncertainty in
Iliness Scale [Mishel, 1981]), a six-item measure of perceived personal control over the illness
[Affleck et al., 1987], the Center for Epidemiological Studies of Depression scale (CES-D), a
widely used, validated and reliable 20-item measure of depressive symptomatology [Radloff,
1977; Radloff and Teri, 1986] and the 20-item State Anxiety Scale (STAI-S), a widely used,
validated and reliable measure of anxiefy [Spielberger, 1983]. Daughters also reported on
caregiving consequences in five burden domains -- physical, time, employment, financial, and
social [Raveis et al., 1998]. They completed measures of caregiving responsibilities [Raveis et
al., 1999] and filial obligation (i.e., caregiving commitment) [Cicirelli, 1993] . Daughters
reported on the impact of their mother’s breast cancer using the Impact of Event Scale (IES)
[Horowitz et al., 1979]. This 15-item measure has an Intrusion and an Avoidance subscale. The
former measures the intrusiveness of thoughts and feelings about a mother’s breast cancer and
the latter measures the frequency of efforts to avoid thoughts or feelings about the event. The
measure has been previously used to assess the stress impact on women who are at increased risk
for breast cancer [Audrain et al., 1997; Croyle et al., 1997; Lerman et al., 1995; Lerman et al.,
1996; Schwartz et al., 1995]. Daughters provided information on family history of breast cancer,
age at menarche, childbearing history, history of breast biopsies and age at biopsies. This
information was used to create an assessment of the “objective” probability of developing breast
cancer in the next five years, derived from the formula defined by Gail et al. [Gail et al., 1989].
Their perceived risk of developing breast cancer was assessed using 4 items taken from previous
studies of women at increased risk for the disease [Audrain et al., 1997; Schwartz et al., 1995].
Daughters also reported on their practice of breast self-examination and their use of
mammogram and clinical breast exams.

Patient survey. Patients were also asked standard sociodemographic and lifestyle data.
They reported on the quality of the caregiver daughter-mother relationship and its change since
their cancer diagnosis, using an abbreviated version of the Network of Relationships Inventory
[Furman, 1996]. Patients completed the four-item perceived predictability of illness measure
(from the Mishel Uncertainty in Illness Scale [Mishel, 1981]), the six-item measure of perceived
personal control over the illness [Affleck et al., 1987], a measure of depressive distress, the
Center for Epidemiological Studies of Depression scale (CES-D) [Radloff, 1977; Radloff and
Teri, 1986] and a measure of anxiety, the 20-item State Anxiety Scale (STAI-S) [Spielberger,
1983]. Patients reported their need for support/assistance with activities of daily living (ADLs)
and other illness-related tasks, as well as their formal and informal provider(s) of assistance
[Raveis and Karus, 1999]. :

Medical records abstracted. Information was collected from the patient’s hospital
medical records on extent of disease at diagnosis (i.e., local, regional, or metastatic); location of
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metastasis (if applicable); type of treatment regimens (i.e., surgery, chemotherapy, and/or
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radiation); and date of breast cancer diagnosis.

Confidentiality of study data. We established safeguards, in our prior research on
cancer patients and AIDS patients, which prevent disclosure of participants' identity, diagnoses or
participation in our research. The confidentiality of the patients' and their caregiver daughters'
surveys and interviews are protected with utmost care. All field materials (i.e., patient and
caregiver daughter surveys, daughter in-depth interview audiotapes and transcript files) have an
assigned code number to prevent accidental disclosure of the subjects' identity. The data is kept
in locked file cabinets in the PI’s research offices. The patient and caregiver daughter’s
identifying information (address files, signed consent forms), are stored in a different locked file
separate from the research data (i.e., surveys and interviews) obtained from the patients and their
caregiver daughters. This identifying information is only accessible to the project investigators.

Sample Description

We wanted to obtain data from a diverse sample of caregiving daughters to ensure an
adequate exploration of a range of cancer experiences and responses. Diversity was desired not
only on sociodemographic characteristics, but in terms of disease and treatment characteristics
and the caregiving situation. As shown below, our recruitment efforts in this aspect were
successful.

Caregiving daughter sociodemographic characteristics. The sample of caregiving
daughters (N=59), ranged in age from 19 to 62 (M = 38.08 years, SD = 9.90). Seventy-five
percent were white non-Hispanic, 20% were Hispanic, and 3% were black non-Hispanic. More
than half (56%) were married and living with their spouse at the time of the interview and 58%
were parents. The mean number of people in the daughters” household size was 3.12 (SD =
1.56), with 17% of the daughters living alone. Specifically, 59% lived with either a partner or a
spouse, 52% had children living in the household, and 19% lived with the patient. Most
caregiving daughters (69%) had graduated from college. Almost three-fourths (73%) were
employed; 56% worked full time and 17% part time. See Table 1.

Patient sociodemographic characteristics. As depicted in Table 2, the patient sample
(N=61) ranged in age from 47 to 86 years (M = 66.23 years, SD = 8.79). About half (54%) were
currently married and living with their spouse; 46% were either widowed, divorced or separated.
Forty-one percent had graduated from college. More than half of the patients (55%) were not
employed, 20% were working full-time, and 25% part-time. The mean household size was 2.13
(SD = 1.06), with 27% of the patients living alone. Fifty-six percent of the patients lived with
either a partner or a spouse and 18% lived with their caregiving daughter.

Disease and treatment characteristics,. More than two-thirds of the patients (69%) had

localized breast cancer, about one-third (31%) had regional/metastatic. With regard to type of
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treatment, 30% only had surgery, 36% had radiation in addition to surgery, 13% had
chemotherapy in addition to surgery, and about a fifth (21%) had a combination of surgery,
radiation, and chemotherapy. The mean length of time between diagnosis and the study survey
was 233.12 days (SD = 84.18). More specifically, for 28% of the patients the length of time
since their breast cancer diagnosis was less than or equal to six months, for 67% it was between 6
and 12 months, and for 5% it was greater than one year (see Table 3).

Patient psychological well-being. As shown in Table 4, the patients’ mean level of
depressive symptomatology, measured with the CES-D, was 10.67 (SD = 9.70). Eighteen
percent reported a level of depressive symptomatology at or above the cut-off for a definition of
probable caseness of clinical depression. The patients’ mean level of state anxiety, measured
with the STAI-S, was 34.84 (SD =11.73).

Study Participants vs. Non-participants. We examined the extent to which there were
significant differences between the participating patient-daughter dyads (n=61) with the eligible
non-participants (n=13) using information available from medical records (i.e., patient
sociodemographics and disease characteristics). Our analysis indicated that the groups did not
differ with regard to the patient’s race or type of treatment (see Table 5). There were significant
differences by patient age and marital status. The patients in the non-participating patient-
caregiver dyads were more likely to be very elderly (80 or older) and never married. See Table 5.

- Study Participation by Extent of Disease. There were no significant differences on
caregiving daughters’ sociodemographic characteristics by the extent of their mother’s breast
cancer (local vs. regional/metastatic). See Table 6.

Data Analysis

The analyses conducted on the study data are exploratory in nature and intended to
generate rather than test hypotheses. The specific objectives of the study were addressed by a
qualitative data analysis approach that uses "constant comparison" [Blumer, 1969]. This analytic
strategy involved working back and forth between categories, properties and theoretical
propositions regarding the interrelationships between categories, and, the modifications in
categories, properties and relationships suggested by new data. It is a method of explanation
building [Blumer, 1969] in which the findings of an initial case were compared to a provisional
category, property or proposition; this category, property or proposition was then revised as
necessary. Other details of the case or new cases were compared against the revision and this
revision was revised again as needed. We repeated this process until the area of interest was
fully explicated and reached theoretical saturation. Such an analytic approach allowed us to
contextualize the findings (i.e., analyze the daughters’ perceived personal and experiential
contexts). By using the categories and descriptions provided by the daughters to more adequately
specify or affirm our initial concepts and relationships between situational factors we were be

able to identify tentative hypotheses which were applicable to the daughters’ "world view"

11




DAMDI17-00-1-0215/RAVEIS, V. H.

[Davies and Fleiss, 1962]. Central to this process was the "thematic" coding scheme.

Thematic coding of the interview data. We employed content/thematic analysis to
assimilate the rich qualitative data that was obtained from the daughters’ in-depth interviews.
Thematic analysis guided the systematic identification of comprehensive topics of discourse
(themes) present in the daughters’ narrative accounts as well as the specification of relationships
among these themes and, as appropriate, with contextual factors [Polkinghorne, 1989]. These
analyses were achieved by executing a series of analytic tasks that are described below.

The first step in the analytic process was concerned with identifying segments of text that
related to the phenomena of central interest (i.e., analytic foci). These foci included: (1)
caregiving daughters’ perceived risk; (2) their objective risk factors; (3) reactions to their
mother’s diagnosis; (4) reactions to their mother’s treatment (5) interpretation of their mother’s
treatment and illness-related symptoms; (6) coping resources; (5) health monitoring activities;
(8) caregiving situation (9) support resources, (10) caregiving demands; (11) attitudes about
careprovision; (11) caregiver burden; (12) quality of mother-daughter relationship; (13) lifestyle
changes; (14) emotional and psychological reaction to mother’s illness. They represented and
became the major organizing structure (i.e., “core” codes) in the coding process.

For each core code, we ultimately developed one or more "secondary codes" that
represented either more specific or restricted aspects of the phenomenon, to contextualize it, or to
suggest underlying personal meanings. The secondary codes varied in specificity or subtlety
depending on the judged substantive value of additional refinements. Thus, for example, any
material relating to the quality of the caregiver daughter-patient relationship was assigned a core
code (e.g., “A”). We subsequently delineated a variety of secondary codes (i.e, A.1, A.2,

The coding schema were a means of organizing and assimilating the large amount of rich
“thick” data that the daughters’ in-depth interviews yielded. To ensure that the coding scheme
for the core codes and secondary codes were both valid (i.e., well grounded in the data and
supportable) and reliable (consistent in meaning), they were systematically developed and well-
documented. The complete development process and use of a coding scheme involved multiple
tasks in an ordered sequence:

(1) Two investigators each defined the principal analytic foci listed above in broad terms

- based on a review of the relevant research, clinical literature and prior research experience. These
definitions permitted a shared understanding of what segments or blocks of text would be
relevant to a particular core code or secondary code.

(2) Working independently, they each read a random subset of the transcripts of the
daughters’ interviews in their entirety to obtain an overview of the participant's situation and
knowledge of the entire interview content, since material relevant to the codes of a particular
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issue could be dispersed throughout the interview.

(3) They then independently re-read each interview a second time and systematically
coded blocks of text relevant to each of the analytic foci defined above.

(4) Each investigator separately identified the themes they saw as relevant to each of the
analytic foci defined above. Specifically, they each compiled the blocks of text that supported
their own rationale for identifying the presence of a particular theme into a central file to later
serve as the basis for developing the criteria for the core codes and secondary codes.

(5) After individually identifying themes from the in-depth interviews, the investigators
worked together to reconcile and compile a single list of themes.

6. The investigators prepared a coding manual establishing a common terminology to
describe the themes identified from their reading of the interviews, and a common set of criteria
by which to identify them. Each theme corresponding to the analytic foci was assigned a unique
numerical value (i.e., A, B, C, etc.), reflecting the core codes. Similarly, each specific aspect of a
particular theme was also given a unique value (i.e., A.1, A.2, A.3, B.1, B.2, etc.), representing
the secondary codes. Working in collaboration they developed the clearest possible criteria for
assignment of a particular core code or secondary code, based upon a synthesis of the criteria
they had each independently used to establish the presence of a particular theme (core code) or a
specific aspect of a particular theme (secondary code). They resolved any disagreement about a
theme present in a block of narrative material through a discussion of the reasons why each
assigned a particular theme, then they compared this material with any other material (if any)
classified under the same theme as proposed by either investigator to decide which seems more
conceptually congruent with the material under dispute. Appropriate multiple theme codes were
assigned to the same material. -

7. Using the coding manual, coders, working independently, read each in-depth interview
and then assigned a core code or secondary code numeric to each block of text in the interviews.

8. Inter-coder reliability and/or agreement between them was estimated using an
appropriate chance-corrected statistic such as kappa for nominal data and the T-index for ordinal
data. Since these are already chance-corrected statistics, a coefficient of .60 or higher was
considered substantial [Cohen, 1960; Davies and Fleiss, 1962; Shrout and Fleiss, 1979]).

9. Upon completion of the independent assignment of codes to the interview transcripts,
any discrepancies regarding the coding was resolved by a discussion between the coders and
verification, when possible, with comparisons of the text with other interviews having the same
code or secondary code. In addition, once the assignment of the codes was completed and any
discrepancies in the coding resolved, instances of text assigned the same core code or secondary
code were examined to confirm that they were indeed instances of the same phenomenon.
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Computer-assisted qualitative analysis. Once the thematic coding was completed,
numbers representing the core codes and secondary codes were inserted into the computer text
files of the transcripts wherever textual material relevant to a core code or secondary code was
located permitting searching and excerpting of relevant text by code categories. Pertinent coded
material was then retrieved, stored in separate text files, and subjected to content analysis.

Quantitative analyses. Although the main data collection stategy was in-depth
interviewing, the quantiative data from the daughter and patient surveys is being used in three
types of analyses. First, this data is used to describe the sample through standard descriptive
statistics. Bivariate relationships among these variables is assessed using bivariate correlations or
analysis of variance as appropriate. Second, these measures are imported into the coded
qualitative files and being used to contextualize the analyses of the qualitative data (i.e., high-
low perceived risk of breast cancer). And, finally, by comparing patients’ and caregiver
daughters’ reports on the same measures (i.., quality of mother-daughter relationship and change
in relationship over time) we are able to identify areas of agreement and discordance in their
assessments of the impact of the cancer experience on the dyads’relationship.

Findings

In intensive qualitative research, the emphasis is on deriving valid insights into a
phenomenon, not on generalizing the findings to populations or universes (i.e., emphasis is on
analytic generalization rather than statistical generalization). Thus, our data analysis focused on
understanding the daughters’ cancer experiences; i.e., fully articulating their reactions to their
mothers’ diagnosis, the changes they encountered in their relationships with their mothers, and
the impact of their mothers’ illness and their caregiving involvement on their sense of personal
risk and vulnerability to cancer.

When a family member becomes ill, the illness experience has ramifications for the entire
family system [Baider et al., 2000; Northouse, 1984]. The focused interviews we conducted with
the adult caregiving daughters of breast cancer patients have contributed to our understanding of
the existential plight that family members encounter following the cancer diagnosis of a loved
one. These accounts have documented that caregiving daughters are a vulnerable population and

have provided insights into the impact and implications of a mother’s diagnosis on her daughter’s
life.

Exploration of caregiving experience and perception of cancer risk (Objective 1)

Whereas limited attention has focused on how the cancer experience affects adult
children [Germino and Funk, 1993; Wellisch et al., 1996], there has been even less investigation
of the ramifications of a cancer diagnosis on adult children who may themselves be at higher risk
for developing cancer, such as daughters of women with breast cancer [Oktay, 2004; Tarkan,
1999; Wellisch and Lindberg, 2004]. A family history of breast cancer is indicative of
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heightened susceptibility to the disease [Lindblom, 1995; Madigan et al., 1995; Pharoah et al.,
1997]. Because of the hereditary component of breast cancer, a daughter learning of her
mother’s diagnosis is at the same time learning of her own membership in a high risk group. That
is, she must integrate her reactions to her mother’s illness while simultaneously processing her
reactions to her personal susceptibility.

Indeed, as public awareness of a hereditary component to breast cancer risk has grown,
investigations have documented an increased fear of cancer and a greater perception of breast
cancer risk among women with a family history of breast cancer [Baider et al., 1999; Gagnon et
al., 1996; McCaul et al., 1998]. This is further complicated by daughters’ tendencies to
overestimate their risk of developing cancer [Daly et al., 1996; Gagnon et al., 1996; Kash et al.,
2000; Lerman et al., 1994; Lerman et al., 1995; Lindberg and Wellisch, 2001; Meiser et al.,
2001; Sagi et al., 1998].

These issues may be particularly exacerbated when daughters are providing care and
support to their mothers during her illness. Experiencing first-hand the details of their mother’s
ordeal, caregiving daughters may find themselves vicariously “living the breast cancer
experience” [Chalmers and Thomson, 1996]. The intimate knowledge of their mother’s breast
cancer experience arising from their caregiving involvement may impact the daughters’ sense of
personal risk and increase the concerns they associate with the disease. This possibility is
supported by Erblich, Bovbjerg, and Baldimarsdottir’s [2000] finding that among women with
family histories of breast cancer those who had cared for their mothers with breast cancer
reported higher levels of breast cancer-specific distress (i.e., intrusive thoughts and avoidance)
than those who had not. A similar process has been posited with other diseases in which a family
history is associated with increased risk. Prohaska [personal communication] attributes some of
the heightened concern and distress experienced by adult children caring for an elderly parent
with Alzheimer’s to their “seeing Alzheimer’s face” and fearing that this fate awaits them in the
future.

Content analyses of the caregiver daughters’ narratives informed our understanding of the
psychosocial concerns impacting caregiving daughters following their mother’s breast cancer
treatment. As described below, their accounts affirmed that being a source of support and
assistance to their ill mother provided them with intimate knowledge of the patient’s cancer
experience that impacted their understanding of the disease and their perception of cancer risk.
Simultaneous with their efforts to be supportive of their ill mothers, daughters were faced with
processing the news that they themselves were now at increased risk for breast cancer. The
daughters’ accounts documented the emotional crisis that this information engendered, as it
challenged their previously held beliefs about immunity from cancer. With their new status as a
woman with a family history of breast cancer, they confronted personal life and death concemns
that mirrored those they held for their mothers. Daughters who were already living with a family
history of breast cancer, regarded their mother’s diagnosis as further confirmation of their
family’s vulnerability to breast cancer. By affirming a long-feared reality, this development
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enhanced long-held fears of personal vulnerability. For some, it also served to increase their
sense of disease inevitability and confirmed their previously-held belief that this was what the
future held for them.

Prompting their comprehension of personal cancer risk: The caregiving daughters in
the sample talked about their mother being diagnosed with breast cancer as an event that opened
their eyes and made them realize their own vulnerability. These daughters recalled that prior to
their mother’s diagnosis they had not given much thought to the threat of breast cancer. That
changed as this event destroyed any beliefs they may have previously held about immunity from
cancer. As one daughter observed, “[I]f it happened to her, it can happen to me.” Their new
status as a woman with a family history of breast cancer also contributed to some daughters’
sense of vulnerability. Commenting on this process, one daughter related: “[Y]ou know,
beforehand I felt I had no risk whatsoever. And now, with this, I feel I am much — I am at a
higher risk, given my history.” As another daughter noted:

I think one of the most dominating issues that I had to deal with this time, because of my
age, at this point — I’'m older, and what’s more of a reality for me is: This can happen to
me.

The cancer experience was a sentinel event for these women. The following quote presents a
clear image of the perceptual shift one daughter experienced following her mother’s diagnosis:

T'used to have my annual check up, but never thought that in my family this will happens.
There has never been anybody in my family with that illness, nobody. . . . This has been
an experience that has opened my eyes. It makes you think, “my mother have that illness,
I could have it too.”

Careprovision raised awareness of personal risk. For some caregiving daughters, it was
not the knowledge of their mothers’ breast cancer diagnosis that raised their awareness of breast
cancer risk, but what their careprovision exposed them to. As one daughter recounted, her
involvement in her mother’s care, e.g., accompanying her mother to the hospital for her surgery,
was the precipitating factor that exposed her to a situation that served as a wake-up call regarding
her own risk status:

When I went to the hospital with her, the day that she was having surgery, I saw many
young women, which surprised me. I always thought that they were older women, but I
saw many women in their thirties — I saw about three or four — who seemed very young
to me and it must — it was like a wakening call, just — you know, I realized that
anyone’s at risk, and no matter how young you are, it — just anyone is at risk and it made
me realize that I am even at a higher risk, a greater risk than most.

Providing a call to action to reduce their personal risk. This heightened sense of
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vulnerability is translated for some of these caregiving daughters into behavioral changes
expressed as a resolution to adhere to screening guidelines and engage in preventive health
behavior. Daughters related how their exposure to their mother’s cancer experience prompted
them to a course of action that they believed would enhance their health outcomes in the future:

I'think I've — in general have been a little bit more cautious. I don’t want to follow her
path in not going to the doctor’s — that I've done — things I hadn’t done recently, like
plan to get a physical. Get a mammogram.

Similarly, another daughter echoed the beliefs held by a number of daughters of the values of
screening and early detection:

People survive breast cancer; I know that. . . . And the care I give myself, which is a twice
a year checkup on my doctor, and once a year mammography and sonography, will be
early detection, hopefully, if I do ever have it, get it, contract it. Whatever. It will be early
stage and it will be “cured,” taken care of — I don’t even know the right words —
survivable.

For some these plans included attempts to engage in a healthy lifestyle. As one daughter
explained: “Now I know that I need to be more careful. I have to, you know, be more alert about
things because...especially with what I eat and my nutrition which is very important.”

Familial risk prompts family-based action plan. Caregiving daughters also described
how their mothers’ breast cancer generated concerns for the family, i.e., the interpretation of the
significance of their mother’s cancer experience was an event that was shared among the “at
risk” members of the family:

We sat all together and we decided things that we’re going to do . . .things that we have to
do, as ladies in the house and, you know, in the family, we say: We need to go and have a
mammogram for each one of us. You know, try to be more alert.

Recognize the value of screening and health monitoring. Even those women who
previously were aware of the importance of regular check-ups and mammography now see their
value brought home. The following statement succinctly summarized the change in daughters’
sentiments regarding screening and monitoring their health status as a consequence of their
mother’s breast cancer experience: “I feel like sort of this urgent need that I need to start
mammograms and start a baseline and keep an eye on it.” Similarly, another daughter described
how this experience compelled her to be more proactive about her own health: “I never did self-
examinations. And I — not quite once a month, but I’ve actually started to do them, which is
great and — I want to go get a mammogram.”

Living with risk impacts life quality and alters perceived future . While some women
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reported how their exposure to their mother’s breast cancer experience translated into their being
more proactive about their health, for others this awareness of increased risk was also associated
withintrusive thoughts, worry and anxiety. As one daughter recounted: “Before I used to go out
and enjoyed myself a lot. Now when I go out I feel myself preoccupied all the time, worry.”
Similarly, another daughter observed that: “It’s like always there, in the back of my mind --
thinking about this illness.”

Daughters readily acknowledged that their mother’s illness altered their own lives,
impacting their life quality. They were concerned with how they would be able to cope with this
experience, knowing their family history. As one daughter explained: “What would my life be
_ like, knowing that I will have this risk factor, and how would that affect me, and would it affect

my ability to enjoy my health in my day-to-day life.”

Similarly, another observed how their mother’s illness dually challenged her as she
needed to face her concerns about getting breast cancer and also cope with the fears that she
would experience at every screeing or monitoring exam:

Not only I was afraid about the anxiety, as much as the prospect of breast cancer —
afraid of what the anxiety would be like of getting a mammogram, or every time, or when
there were false positives, or — you know? Just living your life knowing that there’s this
thing, and you’re at risk for it, and it really could happen.

For some at risk daughters, these concerns may also be manifested as hypervigilent monitoring
and symptom interpretation.. One daughter explained:

Now any pain that I have I run to the doctor. The other day it happened and I went to my
private doctor. . . I just had the mammography done a couple of weeks before that. It is
really frightened. ...[A]ny little pain make me think about it. Before, I never thought about
it.

Breast cancer as family legacy. Some daughters who were already living with a family
history of breast cancer, regarded their mother’s diagnosis as further confirmation of their
family’s vulnerability to breast cancer and as adding to their risk of the disease. As one daughter
explained:

I definitely feel as though I’'m now at a much higher risk for breast cancer than I was. I
knew that breast cancer was in our family...but with my mother being diagnosed, and
having had her grandmother die of breast cancer, just makes it all that much more — a
risk for us. Both for my sister and myself, and my children.

Although for these daughters their mothers’ breast cancer may have been an anticipated
event, this awareness did not necessarily lessen the emotional intensity of the diagnosis. In fact,
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its occurrence, by affirming a long-feared reality, served to enhance long-held fears of personal
vulnerability. As one daughter described this experience:

Coming from the family that I came from . . . grandparents who had cancer, et cetera, so I
feel like I've always been aware of being vulnerable. At the beginning, I was — when I
realized: “Oh, I’'m higher risk now.” You know? And my cousins, the daughters of my
aunt, who had the breast cancer, said: “Oh, well, welcome to the high-risk club — ha, ha,
ha.” AndIdidn’t — it wasn’t a club [ was very eager to join. I felt really scared.

For some daughters, knowledge of their mother’s breast cancer not only served to increase their
perception of risk, but it also contributed to their sense of disease inevitability, reaffirming a
previously-held belief that this was what the future holds for them. This perception that breast
cancer is an integral part of a family’s legacy is dramatically illustrated in the following account:

[Flor me, it kicked up a lot of fears of being a daughter, and that — okay, I’'m next in
line. . . . I once heard my mother say that she always felt like she was waiting for a train,
because of our family history. Like it was a train she was waiting to get on. You know?
It was like inevitable. And I guess I feel that way now: I’m next.

Generating concerns for their children’s future. The diagnosis of breast cancer has also
impacted how some caregiving daughters’ feel about their family’s vulnerability to cancer. As
with their own sense of heightened vulnerability, daughters’ need to deal with their realization
that this risk can impact future generations. As one daughter explained: “I think about my
daughter too. Before this I never thought about it; not my mother, nor my daughter, never.
Daughters’ accounts indicate that their concerns for their daughter’s health are more intense than
their fears for their own risk status:

Just as I’ve become more concerned for myself, I’ve become more concerned for her.
...You know, because — that’s one of the main risk factors is, you know, family history.”

These women may also need to cope with intrusive thoughts and worries about their daughter’s
welfare and what the future may hold for her:

I am always thinking about my daughter... I always think, “one day she will go to the
doctor and find out that she has it too”. :

Caregiving impacted cancer perceptions. Daughters’ involvement in careprovision not
only contributed to their perception of cancer risk, but it also informed their understanding of the
disease experience. This exposure served to normalize or de-mystify the experience for some
daughters, i.e., “My mother did what she needed to do”. Daughters’ exposure to their mothers’
cancer experience also served in these instances as a source of comfort or reassurance regarding
what they may be facing in the future. As the following account, caregiving daughters who
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experienced first-hand what their mother did to deal with her breast cancer threat, they felt
hopeful about their own future and were less fearful about the consequences of their increased
risk status:

I definitely feel like I’'m in a high-risk group, given — my maternal grandmother having it
and now my — my mother. But I also feel that, you know, like my mom — I mean, knock
wood — so far, an early detection — she was early detection and her prognosis now is
very good. And so, you know, while I worry that I am in this high-risk category, I also
know if I’'m careful with my mammograms, and that — that there’s just such better care
and treatment than in the days of my grandmother — when she had a radical mastectomy
[sic] but yet it had already spread, you know, all over. .. I just know that I’ll just do what I
can do and talk to my doctors and — just be proactive for my own care.

For some daughters, however, this exposure to their mother’s cancer experience was detrimental.
As one daughter acknowledged, her careprovision contributed to her dread of cancer:

It’s not something I want, it’s just something that I think I need to keep in mind and keep
my eyes open to. ...And I’m afraid. Because I’ve seen what my mother’s going through
and getting diagnosed and having surgery was the easiest part.

The intimate knowledge of their mother’s illness that caregiving afforded also informed
some daughters’ interpretation of the cause of their mother’s breast cancer. One daughter, who
was struggling with the ambivalence and uncertainty regarding her personal risk, related:

There’s risk factors, of course, and I feel like she had it when she was 70, and I pretty
much feel that the hormones were responsible for it. I'm not sure of that, and nobody
really knows. But genetically, you know, I do worry about it. But then I never — I never
did anything, either, that would set me up for it. But that doesn’t mean anything either. . .
. I worry about it, but you can’t worry about everything. You can be hit by a car
tomorrow.

Contribution of genetic assessment in managing perceived risk. For some daughters
genetic testing was helpful in resolving the ambiguity about their risk, permitting them to stop
worrying about a health threat and focus their attention on other issues. One daughter’s statement
illustrates how the results of her mothers’ genetic testing alleviated some of her concerns and
anxieties:

She [her mother] went and got the testing and found out that she was rnot a carrier for the
gene. . .. And I felt like, once she was not a carrier for the gene, it just — it was another
thing that just — I didn’t have to deal with and that was okay, and I knew I could put it in
a box and push it away now, because it wasn’t an issue.
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For others, though, genetic testing did not diminish the uncertainty and irresolution they
were living with. As the following daughter’s account illustrates, even when her mother’s
genetic tests results were negative, she continued to hold to her conviction that her mother’s
cancer had a genetic component:

Well, my mother had the — the genetic testing done and we found out that — that was
negative. Which doesn’t mean all that much, except for that we don’t have that gene. We
know there’s got to be some genetic component in our family, but they haven’t allocated
which that is yet.

Similar sentiments are expressed in this next quote:

I almost want to have the gene, because I think if I don 't have the gene, three years from
now BRCA3 will come up. Just saying no, you don’t have a gene right now, doesn’t
mean, no, you won’t have another gene five years from now.

Challenged in caring for themselves. Caregiving can impede women taking care of
themselves, causing them to neglect their own health needs, delay or cancel routine health care,
screening exams or other preventive health tasks. Over time, these actions, in a high risk
population could delay diagnosis and impede timely intervention. As one daughter observed:

I need to go and see that doctor more often. I don’t do that. I take care of everybody, but I
— most of the time neglect myself.

Daughters’ perceived risk. An examination of the survey responses that daughters
provided in response to their perceived risk of breast cancer indicated that, consistent with the
research literature [Daly et al., 1996; Gagnon et al., 1996; Kash et al., 2000; Lerman et al., 1994;
Lerman et al., 1995; Lindberg and Wellisch, 2001; Meiser et al., 2001; Sagi et al., 1998],
daughters in this study had elevated levels of risk perception. Only 25% of the daughters
perceived their risk as low. Fifty-three percent perceived their risk as moderate and 23%
perceived their risk as high (see Table 7). :

This perception of increased risk of developing breast cancer was also evident in the
daughters’ responses to the individual risk perception items. Almost three-fourths of the women
(72%) reported that compared to other women their age, they had either a somewhat or much
higher risk of getting breast cancer. In addition, 88% reported that their mother’s diagnosis of
breast cancer had made them feel that they were somewhat or a lot more at risk for developing
the disease.

A little more than half of the women (57%) reported that compared to other women with
a relative with breast cancer, their chances of developing breast cancer were about the same,
although more than one-fourth (26%) felt that their chances of developing the disease were
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somewhat or much higher.

The women clearly perceived that it was “family history” that rendered them at higher
risk for developing breast cancer, because 81% of the women reported that compared to other
women without a relative with breast cancer, their chances of developing the disease were
somewhat or much higher.

Comparison of a 5- year Modified Gail Risk Assessment by daughters’ perceived risk.
In the survey daughters were also asked to provide information on family history of breast
cancer, age at menarche, childbearing history, history of breast biopsies and age at biopsies. This
information was used to create an assessment of the “objective” probability of developing breast
cancer in the next five years, based upon the Modified Gail Risk Assessment [Gail et al., 1989].
We then compared daughters’ objective risk of developing breast cancer in the next five years
~ between two groups -- daughters who reported the lowest levels of perceived risk relative to
other daughters in the sample (i.e., low perceived risk group) and daughters who reported the
highest levels of perceived risk relative to other daughters in the sample (i.e., high perceived risk
group). Daughters, who perceived themselves to be at a low risk of developing cancer, scored
higher on the objective measure of 5-year cancer risk compared to the high perceived risk group,
although the differences between the groups was not significant (see Table 9). '

Comparison of low perceived risk group to high perceived risk group on extent of
cancer and time since diagnosis. Using the two perceived risk groups defined above (i.e., “low
perceived risk”, daughters who reported the lowest levels of perceived risk and “high perceived
risk”, those reported the highest levels of perceived risk ), we examined whether seriousness of
their mother’s disease or length of cancer survivorship impacted daughters’ perception of cancer
risk. There were no significant differences observed (see Table 8).

Caregiving daughters breast cancer screening behavior. The daughters narrative
accounts revealed a resolve to engage in healthy behavior and initiate a proactive approach to
monitoring their health. Our analysis of the daughters’ survey responses provided evidence of
adherence to this plan of action. Forty-eight percent of daughters 40 or older reported conducting
monthly breast self-examinations. Ninety-two percent of daughters 40 or older reported having
regular mammograms. The mean number of months since their last mammogram was 9.46 (SD =
8.87; over half (52% ) had a mammogram within the last 6 months (see Table 10).

Impact of event/Fear of cancer. We also assessed the extent to which daughters were
experiencing intrusive thoughts and feelings about their mother’s breast cancer and the frequency
of their efforts to avoid thoughts or feelings about the illness. This assessment used the Impact
of Event Scale [Horowitz et al., 1979]. For the total measure, the mean score was 15.52 (SD =
10.63), with a range of 0-75. For the Intrusion subscale, the mean score was 8.96 (SD = 6.73),
with a range of 0-35. For the Avoidance subscale, the mean score was 6.54 (SD = 5.91), with a
range of 0=40 (see Table 11). These scores were similar to the scores reported by Erblich and
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colleagues [2000] for caregivers with a family histories of breast cancer. In that investigation,
women who had cared for their mothers with breast cancer reported higher levels of breast
cancer-specific distress (i.e., intrusive thoughts and avoidance) compared to non-caregivers with
a family history of breast cancer. Specifically, Erblich et al.’s [2000] investigation reported a ‘
mean of 9.1 (SD =1.5) on Intrusive Thoughts and a mean of 10.1 (SD = 1.8) on Avoidance for
those women who had been involved in careprovision, and means of 4.1 (SD = 1.1) and 5.7 (SD
= 1.5), respectively, for those who had not been caregivers.

Comparison of low perceived risk group to high perceived risk group on the impact of
the illness. Comparisons of caregiving daughters who perceived themselves at low risk for
developing breast cancer to those who perceived themselves at high risk, with regard to the
impact of their mother’s illness revealed no significant differences between the groups on the
Overall Impact of Event Scale, the Intrusiveness subscale, or the Avoidance subscale (see Table
12).

Exploration of perceived cancer risk and careprovision - Quality of mother-daughter
relationship, caregiving commitment, support provision (Objective 2)

Researchers have found that fear of developing breast cancer can adversely impact on the
mother-daughter relationship, contributing to conflicted, strained interactions [Peters-Golden,
1982; Wortman, 1984], impeding daughters’ support provision. Studies have also documented
that daughters’ relationships with their mothers were more likely to deteriorate when mothers had
a poorer prognosis, poorer emotional adjustment to their cancer or more deforming surgery
[Lichtman et al., 1985].

Content analysis of the caregiving daughters’ narrative accounts affirmed that their
careprovision precipitated marked changes in their relationship with their mother. As discussed
below, the daughters disclosed how the illness altered their perception of their mother with many
for the first time regarding her as vulnerable and susceptible to life’s adversities. Their reports
delineated how the diagnosis and its implications intensified the mother-daughter bond.
Although significant progress has been made in reducing rates of cancer mortality, a diagnosis of
cancer is still often equated with a death sentence. For some daughters, then, the cancer
diagnosis forced them to confront a life cycle transition with which they felt ill-prepared to deal.
The possibility of such a premature loss engendered a cacophony of emotions and a shift in their
life priorities, as they reevaluated what was important to them. Daughters shared that their
efforts to be protective and supportive sometimes complicated their interactions, as they deemed
it necessary to shield their mother from extreme personal or family reactions, out of a belief that
such exposure could be harmful and further increase their mother’s suffering.

Cancer diagnosis intensifies bond to their mother. Accompanying daughters increased
perception of vulnerability to was reports of an intensification of the mother-daughter bond,
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perhaps reflecting the close identification with their mother’s situation others have noted. These
feelings are reflected in the following comments caregiving daughters made regarding their
relationship with their mother following the diagnosis of breast cancer:

“I think I learned what she meant to me more than ever. . .. Because, at that time, I looked
at things -- I'd say: What if I have this house? And then I said to myself, So what -- what
is it good for? It means nothing. Nothing at all.”

And also:
“It just made me more aware that I need to love every minute I have with her.”

Sometimes this intensification in the relationship was coupled with a shift in the
daughters’ personal priorities, as reflected in the following account:

I noticed that, all of a sudden, my life, and my world — everything that I planned, in —
nothing meant — nothing meant anything to me. . . I learned what she meant to me more
than ever. . .. I’d say: “What if I have this house?” And then I said to myself, “So what
— what is it good for?” It means nothing. Nothing at all.

Caregiving forged a closer bond. The intimacy that characterizes careprovison
contributed the increased closeness that daughters’ reported experiencing with their mothers
during the illness course. As one daughter expressed this consequence:

Although we had a good relationship before, I think that it just gave us that extra
connection, because now she really felt she could rely on me.

Another daughter explained further:

Even though we had a good relationship, there was a closeness because I always had to be
on top of what was going on, and I was always in communication with her, with the
doctors. So it was something that brought us closer.

One daughter’s acknowledged that the opportunity caregiving would provide her to spend
more time together impacted her decision. She explained that her fear of possibly losing her
mother was a motivating factor in becoming her mother’s caregiver:

‘I felt like — maybe this is why I became the caregiver. . . . I was afraid not to spend time
with her. I was afraid to not be with her. I was afraid to not be around her a lot.”

For some, though, their mother’s cancer diagnosis posed a dilemma in their relationship that was
not easily resolved. As one daughter explained her predicament:
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I think before, I had this idea that my mother wasn’t going anywhere, that she’s always
going to be there with me, and I could treat her however I wanted to, and she’ll always be
there. But then when she got ill, it made me realize that she might not be there forever. . .
and then I think maybe I should treat her better. But then, at the same time, I think maybe
I don’t want to spend that much time with her, because if something happens, then I
won’t miss her at much.

Seeing their mothers as vulnerable. One change that daughters commonly reported
related to their fundamental perception of their mother as strong and invincible. The daughters’
involvement in illness-related caregiving contributes to their altered perceptions of their mother.
As one daughter reflected:

“She is such an independent and strong and capable person, it's been difficult for me to
see her in such, what to me looks like a vulnerable position.”

For many daughters, the cancer diagnosis challenged these long-held images of their mother and
represented the first time they perceived her as vulnerable or fragile. As one participant
confessed: |

We call her the Iron Maiden, because she’s been through so much, and she just takes it all
in stride. And it was the first time that I had actually witnessed her more as, you know,
someone who’s fragile or delicate.

This strongly-held preconception of their mother as immune to life’s trauma also
contributed to the difficulty daughters experienced dealing with the news of their mother’s cancer
diagnosis. Acceptance of this aberrant event compelled daughters to adjust to a changed reality:

For her to get cancer was — I think that’s why I went numb, because it just didn’t make
sense in the way I saw my mother. She — she doesn’t get sick. . . . I guess it just brought
home that she’s susceptible to — to disease, and illness.

One daughter’s comments succinctly epitomize the life cycle developmental issues that
this realization precipitates when she characterized this event as “a pillar of your life coming
down.” For some daughters, their caregiving involuntarily exposed them to their mother’s
vulnerability and forced them to experience images they viewed with reluctance. The following
daughter’s statement illustrates how a simple caregiving task -- accompanying her mother to
obtain a wig -- evoked strong emotions and presented profound perceptual challenges:

And I took her; my mother sat on the chair, like getting fit for the wig, crying. And like,
again, for me, I did not want to be sitting there watching her, because I don’t want — I
don’t want to see her break down. Like I need my vision of her as her being this strong,
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ultimate — my Mom — like my strength, my support. Like the family backbone.

Seeing their mothers as mortal. Closely allied to the awareness that their mothers were
not immune from illness and suffering, the cancer diagnosis also precipitated life and death
concerns. As one daughter commented, “Once your parents get sick, it changes — things change.
.. .Your perception of their immortality — or mortality.” Although mortality in old age may be a
normative event, the cancer diagnosis raised the possibility that this loss may occur prematurely.
For some daughters, this prospect forced them to confront a life cycle transition with which they
felt ill-prepared to deal. This response is typified in the following thoughts one daughter shared:

Even though I know we all have to die, at some point — because I’ve always lived with
her and I have grown so accustomed to living with my mother, that I — it’s just like
—it’s just impossible for me to really think that my mother’s not going to be there. And,
and I think that I have to get maybe a little bit — stronger.

Another daughter expressed holding similar concerns: “Is she going to live through this? How
many years is she going to be around? What would I do without her, not having her around?”

The prospect of losing their mother to cancer was especially difficult for daughters who
had already experienced their father’s death. For these women, their mother’s cancer diagnosis
raised fears of being orphaned. As one daughter recalled: “One of my initial reactions was, ‘Oh
my God, if something happens to my mother, I — I don’t have parents anymore.” So that was a
little scary.”

Informed by their careprovision, daughters expressed apprehension over the pain and
suffering they envisioned their mother would endure dying from cancer. This contributed to their
worries about the possibly fatal nature of their mother’s illness. As one daughter described her
thoughts: “For me cancer is a bad kind of death sentence that’s slow, and painful.” This concern
was echoed by yet another daughter, who noted:

So, my biggest fear, definitely, is that she was going to die, followed by that she’s going
to be in a lot of pain. . . . I don’t want to lose my Mom to cancer.” As the following quote
illustrates, even those daughters who had readily acknowledged their mother’s mortality
- were troubled by the circumstances they ascribed to the process of dying from cancer: “I
know ’'m going to lose her someday. But normally, I’'m going to lose her, but I didn’t
have to lose her this way. You know, with being sick. You know, being — you know —
-with cancer.”

Cancer diagnosis presents challenges interacting with their mother. Daughters report
experiencing a variety of challenges interacting with their mother following the diagnosis. One
area of concern to daughters is their belief that they need to be a source of support and strength to
their mother and to refrain from openly sharing with their mother any worries or fears they may
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have about the illness. Such self-imposed constraints may adversely impact the quality of their
interaction and could also increase the stressfulness of their caregiving:

“It took me a while for me to really come to terms with reality, that in reality that was
cancer. . . and, at the same time, having to present myself to my mother, as if it -- as if
nothing was happening. As if, ‘Oh, well, so what? We deal with it, it happens.” Well, I
was burning inside. I was suffering. But I could never let my mother know that I was
worried, because, number one, I knew she was worried.”

And, as illustrated by this next quote, caregiving daughters who are distressed by their mother’s
illness may distance themselves from her in an attempt to protect their mother from seeing their
distress:

“I went in to see her after the surgery, and it was just horrible. I just couldn't contain
myself. I, I didn't want to stay with her for very long, because I was just so broken up.”

Daughters perceived that their need to provide care and support to their mothers altered
their relationship with her. As one daughter described this occurrence, she explained how
needing to protect her mother necessarily altered the information she would share with her
mother. She acknowledged how this practice constrained her interactions with her mother and
that it impacted the quality of their relationship:

I do talk to her a little bit less about my feelings. Just because I know that she wants to
hear them and I know that she wants to know what’s going on, but it’s hard for me to tell
her that I’'m upset because of things that are going on with her. I'know that she knows it.
But it is hard for me to express that to her. So that part of our relationship has changed a
little bit.

Changes in the relationship: Comparisons of mother-daughter perspectives. An
examination of the mother and daughters survey responses provide a comprehensive assessment
of the changes in the mother-daughter relationship from the perspective of both the patient and
the caregiving daughter. As discussed below, analysis of this data supports the complexities of
the mother-daughter relationship in the cancer experience that was delineated in the daughter’s
narrative accounts. It adds to the richness of this analysis by providing a dyadic analysis of this

Changes in the relationship between mothers and daughters was assessed with an
abbreviated version of the Network of Relationships Inventory [Furman, 1996], comprised of six
subscales: Conflict, Satisfaction, Intimacy, Nurturance, Admiration, and Relative Power. Both
mothers and daughters completed the inventory, in which they were asked to compare aspects of
the relationship since the mother’s illness with how it was prior to the illness onset (see Table
13).
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For daughters, the mean score on the Conflict subscale since the illness was 1.62 (SD =
49), compared with 1.85 (SD = .66) prior to the illness, indicating that overall there was only a
little or some conflict in the relationship and that the level of conflict was significantly reduced
since the illness. Indeed, with regard to the extent to which the mothers and daughters get mad or
upset at each other, for 69% of the daughters the scores remained the same; for one-fourth of the
daughters the scores indicated that the level of conflict got better, and for only 6% the level of
conflict was worse since the illness.

Similarly, for mothers, the mean score on the Conflict scale was 1.49 (SD = .50),
compared with 1.60 (SD = .51) prior to the illness, indicating as well that overall there was only a
little or some conflict in the relationship and that the level of conflict was significantly reduced
since the illness. With regard to the extent to which the mothers and daughters get mad or upset
at each other, for 81% of the mothers, the scores remained the same; for 17%, the scores
indicated that the level of conflict got better, and for only 2% the level of conflict was got worse.
The same pattern was found with regard to responses to other items in the Conflict subscale.

For daughters, the mean score on the Satisfaction subscale since the illness was 3.78 (SD
= 1.06), compared with 3.58 (SD = 1.06) prior to the illness, indicating that they were very or
extremely satisfied with the relationship and that the level of satisfaction had significantly
improved since the illness. Indeed, with regard to the extent to which the daughters were satisfied
with their relationship with their mother, were happy with the way things arte, and thought that
their relationship with their mother was good, for the majority of the daughters the scores
remained the same, while scores for 19%, 12%, and 27% of the daughters, respectively, indicated
that the daughters’ level of satisfaction was significantly increased.

Similarly, for mothers, the mean score on the Satisfaction subscale since the illness was
4.22 (SD = .90), compared with 4.10 (SD = .88) prior to the illness, indicating that they were
extremely satisfied with the relationship and that the level of satisfaction had significantly -
improved since the illness. Indeed, with regard to the extent to which the mothers were satisfied
with their relationship with their daughter, were happy with the way things are, and thought that
their relationship with their daughter was good, for the majority of the mothers the scores
remained the same, while scores for 15%, 19%, and 21% of the daughters, respectively, indicated
that the mothers’ level of satisfaction was significantly increased.

Regarding the Intimacy subscale, there were discrepancies in the reports of mothers and
daughters. For daughters, the mean score on the Intimacy subscale since the illness was 2.97 (SD
= 1.13), compared with 3.10 (SD = 1.18) prior to the illness, indicating that whereas they felt
very intimate with their mothers, there was a trend toward the level of intimacy becoming
reduced since the illness. Indeed, with regard to the extent to which the daughters felt that they
tell their mothers everything, they share secrets and private feelings, and they talk about things
they don’t want other people to know, although for the majority of the daughters the scores
remained the same, scores for 17%, 19%, and 17% of the daughters, respectively, indicated that
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the level of intimacy was reduced.

For mothers, the opposite was true. The mean score on the Intimacy subscale since the
illness was 3.86 (SD = 1.06), compared with 3.45 (SD = 1.13) prior to the illness, indicating that
they felt extremely intimate with their daughters and that there was a significant increase in the
level of intimacy in the relationship since the illness. With regard to the extent to which the
mothers felt that they tell their daughters everything, they share secrets and private feelings, and
they talk about things they don’t want other people to know, although for the majority of the
mothers the scores remained the same, scores for 32%, 24%, and 19% of the mothers,
respectively, indicated that the level of intimacy was significantly increased.

This discrepancy between the mothers’ and daughters’ perspective on their relationship
was even more evident with regard to the Nurturance subscale. For daughters, the mean score on
the Nurturance subscale since the illness was 3.72 (8D = .86), compared with 2.79 (SD = 1.02)
prior to the illness, indicating that they felt that they nurtured their mothers to a very large extent
and that their nurturing of their mothers had increased significantly since their mother’s illness.
With regard to the extent to which daughters felt that they helped their mothers with things they
can’t do themselves, protected and looked out for their mothers, and took care of them, scores for
83%, 54%, and 77% of the daughters, respectively, indicated that the level of nurturance was
significantly increased.

However, for mothers there was a trend in the opposite direction. The mean score on the
Nurturance subscale since the illness was 3.10 (SD = 1.04), compared with 3.22 (SD = 1.07)
prior to the illness, indicating that whereas mothers felt that they nurtured their daughters to a
very large extent, there was a trend toward the level of nurturance becoming reduced since the
illness. With regard to the extent to which mothers felt that they helped their daughters with
things they can’t do themselves, protected and looked out for their daughters, and took care of
them, although for the majority of the mothers the scores remained the same, scores for 24%, 4%,
and 11% of the mothers, respectively, indicated that the level of nurturance was somewhat
reduced since the illness.

For daughters, the mean score on the Admiration subscale since the illness was 3.90 (SD
= .96), compared with 3.74 (SD = .98) prior to the illness, indicating that daughters felt that they
were extremely admired by their mothers and that they were significantly more admired by their
mothers since the illness. Indeed, with regard to the extent to which their mothers treated them
like they are admired and respected, treated them like they are good at many things, and liked or
approved of the things they do, although scores for the majority of the daughter remained the
same, scores for 25%, 19%, and 12% of the daughters, respectively, indicated that the level of
admiration was significantly increased.

In contrast, for mothers, the mean score on the Admiration subscale since the illness was
4.00 (SD = .94), compared with 3.95 (SD = .90) prior to the illness, indicating that they felt
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extremely admired by their daughters and that there was no significant change in the level of
admiration. Indeed, with regard to the extent to which their daughters treated them like they are
admired and respected, treated them like they are good at many things, and liked or approved of
the things they do, scores for most of the mothers (i.e., 85%, 89%, and 87%, respectively)
respectively, indicated that this high level of admiration remained the same.

With regard to the Relative Power subscale, there was again a discrepancy in the
perceptions of mothers and daughters. For daughters, the mean score on the Relative Power
subscale since the illness was 3.16 (SD = 1.04), compared with 2.73 (SD = 1.00) prior to the
illness, indicating that daughters felt that they had significantly more power in the relationship
since the illness than they did prior to the illness. With regard to who tells the other person what
to do more often, who tends to be the boss in the relationship, and who tends to take charge and
decide what’s done, although scores for more than half of the daughters indicated that the balance
of power had remained the same, scores for 42%, 31% and 31% of the daughters, respectively,
indicated that they felt that they had assumed more power in the relationship.

In contrast, for mothers, the mean score on the Relative Power subscale since the illness
was 3.05 (SD = .75), compared with 3.30 (SD =.74) prior to the illness, indicating that the
mothers felt that they had significantly more power in the relationship since the illness than they
did prior to the illness. With regard to who tells the other person what to do more often, who
tends to be the boss in the relationship, and who tends to take charge and decide what’s done,
although scores for the majority of the mothers indicated that the balance of power had remained
the same, scores for 23%, 15% and 11% of the mothers respectively, indicated that they felt that
they had assumed more power in the relationship.

Correlation of mother-daughter subscale scores. Findings of correlation analyses
relating daughters and mothers scores on subscales of the NRI suggest that the higher level of
conflict reported by daughters prior to their mothers’ illness may be associated with poorer
outcomes on other aspects of the mother-daughter relationship after the cancer diagnosis.
Daughters’ perceptions of conflict prior to their mother’s diagnosis were significantly and .
inversely correlated with her current perceptions of satisfaction (r=-.247; df=56; p=.032) and
nurturance (r=-.322; df=56; p=.007). There was also a trend toward an inverse relationship with
perceived sense of admiration from the mother (r=-.212; df=56; p=.057).

There was also a trend toward an inverse correlation between daughters’ perceptions of
conflict prior to their mother’s diagnosis and mothers’ perceptions of nurturance, both before
their mother’s diagnosis (r=-.218; df=51; p=.060) and currently (r=-.183; df=51; p=.097).
Daughters’ current perceptions of conflict were significantly and inversely correlated with
mothers’ current perceptions of nurturance (r=-.230; df=51; p=.051) and admiration from the
daughter (r=-.274; df=51; p=.025).

Comparison of low-risk group to high-risk group on changes in the relationship. Low-
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risk daughters were compared to high-risk daughters with regard to changes in the relationship
with their mother. There were no significant differences between the groups with regard to the
overall modified Network of Relationships Inventory scale.

However, with regard to the Conflict subscale, differences were found between the
groups. Specifically, scores of the high-risk daughters regarding conflict prior to the mother’s
illness were significantly greater than scores of low-risk daughters, indicating that high-risk
daughters experienced a significantly higher level of conflict in their relationship with their
mother prior to the illness than did low-risk daughters.

In addition, with regard to level of conflict since their mother’s illness, there was a trend
towards a difference between the groups, such that scores of high-risk daughters were greater
than scores of low-risk daughters, indicating that since the illness as well, high-risk daughters
experienced greater conflict in the relationship with their mother than low-risk daughters. (See
Table 14)

‘Caregiving daughter’s sense of filial obligation. A sense of filial obligation is often the
basis of adult children’s motivation to care for their aging parents. That is, adult offspring
generally endorse the expectation that they should provide help to their parents. Consistent with
the daughters narrative accounts, the daughters’ survey responses also showed evidence of this
motivating factor. Sixty-eight percent somewhat or strongly agreed that married children should
live close to parents in order to provide care.

A strikingly high 91% of daughters disagreed with the statement that children should not
be expected to do tasks for their parents. Similarly, 88% somewhat or strongly agreed that
parents should expect adult children to assist them. Indeed, 86% somewhat or strongly agreed
that it is a child’s duty to assist parents.

In keeping with this high sense of filial obligation, only 23% of the sample agreed that it
is preferable to pay a professional for assistance with caregiving. However, 76% of the daughters
somewhat or strongly disagreed with the statement that paying for professional help means that a
relative is not taking responsibility and only 19% somewhat or strongly agreed that it is better to
give up a job to provide care than to pay a professional.

The total mean for the Filial Obligation Scale was 24.52 (SD = 3.61). With a possible
range of 7-35, this indicated that the daughters’ sense of filial obligation was high. For the
subscale, “attitudes regarding filial obligation,” the mean was 12.95 (SD = 2.44), with a possible
range of 3-15, again indicating a high sense of obligation. In contrast, for the subscale “attitudes
regarding use of paid help,” the mean was 5.78 (SD = 1.93), with a possible range of 2-10. This
mean was approximately at the midpoint, indicating that they were less committed to doing the
actual caregiving on their own; they were open to the idea of using professional help. (See Table
16)
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Comparison of low-risk group to high-risk group on filial obligation. Low-risk
daughters were compared to high-risk daughters with regard to their sense of filial obligation.
There were no significant differences between the groups with regard to the overall scale or the
two subscales.

However, with regard to the item concerning whether it is preferable to pay a professional
for assistance with caregiving, the high-risk group was significantly more likely to either
somewhat agree (46% versus 14%) or strongly disagree (36% versus 7%) than the low-risk
group. (See Table X). The daughters’ narratives suggested that willingness to include formal
help care was often expressed when care was anticipated to require more time and effort that the
daughter perceived herself as being able to provide, due at times to logistical issues (i.e., long-
distance caregiving, competing family or work responsibilities, etc.).

Exploration of Perceived Cancer Risk and Caregiver Distress and Burden
(Objective 3). The anxiety and concern at risk caregiving daughters may experience over their
perceived cancer risk status may be exacerbated by the strain of providing assistance and support
to their ill mothers. Content analysis of the caregiving daughters’ narrative accounts documented
how as a function of their partnership with their mothers in managing their breast cancer,
caregiving daughters were confronted on a regular basis with various aspects of the disease and
its management. Given that daughters may simultaneously identify with their mother’s health
condition, their first-hand exposure to the “costs” and ramifications of their mother’s breast
cancer has added personal significance.

As discussed in greater detail below, daughters’ caregiving responsibilities played an
integral role by exposing them to images and realities that challenged long-standing beliefs and
conceptions they held about their mother. In their reports daughters revealed how involvement in
their mother’s care placed them in settings that exacerbated their distress and contributed to their
feeling overwhelmed and powerless to alleviate their mother’s condition. In those instances
where the mother had previously been otherwise healthy, the cancer diagnosis also marked the
beginnings of first-time caregiving, bringing with it a marked role reversal. The significance of
this life cycle turning point is noteworthy. For many daughters this represented an unprecedented
behavioral shift in their relationship with their mother. As they were thrown into the unfamiliar
role of giving support and encouragement to their mother, rather than being the recipient of such
support, they found the experience challenging and emotionally distressing. Daughters needed to
work through the significance of this development and deal with the implications of this life
transition.

Scope of careprovision. Daughters performed an array of caregiving tasks. These
included attending doctors’ appointments with their mothers, accompanying them to radiation
treatments, obtaining medical information and completing insurance-related paperwork, fielding
phone calls; helping with household activities such as errands and cooking; and helping with
personal activities such as bathing. Many of the daughters were very matter-of-fact about their
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caregiving, explaining that “I just did what I needed to do.”

In the course of their caregiving, some daughters were involved in more hands-on
caregiving, such as wound care. Thus, they were exposed to painful and uncomfortable aspects
of the disease and its treatment. For them, this made the prospect of acquiring breast cancer all
the more alarming. One daughter described her extensive care for her mother:

Well, in the beginning, when she just came back from the surgery, I needed to clean her
and clean her drain, and just take care of her on a physical level, because she didn’t want
my brother or my father to see her. And that bothered me. I couldn’t handle the incision, |
couldn’t handle all this — the blue and the black-and-blue colors — because I just don’t
deal with blood and all of that. ...So I sort of bit the bullet and did...and just did it.

Increased protective and supportive behavior. As part of their careprovision, daughters
reported an increase in behavior intended to be protective and supportive. They described a
variety of actions that they engaged in to shield their mother from distress and spare her
additional emotional pain. One type of behavior daughters frequently mentioned was the effort
they took to keep hidden from their mother their worries and feelings about the cancer diagnosis
and its ramifications. As one daughter confided, “I didn’t want my mother to know that we were
worried. Because, letting her know that, we probably increase her pain. We probably would scare
her.” Another daughter noted her efforts in this regard:

I only cried when my mother was not around . . . I don’t know, just in my mind, I felt I
needed to be strong for her. . .it just became that I had to be there for her and I had to
support her, and I had to — I had to be the strong one.

These attempts to be protective and shield their mother from undue distress and worry
were often achieved at some cost to the daughter. As the following account illustrates, this effort
could require intense self-control and exert an emotional toll:

It took me a while for me to really come to terms with reality, that in reality that was
cancer. . . . [T]he other problem that I had was, having to deal with that struggle, and, at
the same time, having to present myself to my mother, as if it — as if nothing was
happening. As if, “Oh, well, so what? We deal with it, it happens.” Well, I was burning
inside. I was suffering. But I could never let my mother know that I was worried,
because, number one, I knew she was worried . . . and to me, it was a struggle, because I
have to deal with my own anxiety, and, at the same time, I have to be able to show
" something different to my mother.

Daughters also felt that it was important to not let their mother become aware of the toll
that caregiving was having on them. This practice added another layer of demand on the
daughter. One daughter explained:
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Thank God I had sufficient strength to be able to deal with the situation and that she never
saw me down. I always tried to look strong in front of her.

Caregiving burdens. Daughters acknowledged that caring for their mother was a major
commitment, but one that they would persist in doing. As one daughter related:

I knew it was a big task, but it was something that was very important to me to do. So I
never let the job overwhelm me. I never let like looking at the mountain overwhelm me
and not be able to climb it. You know, I just — I wouldn’t let that feeling come.

Similarly, daughters who were impeded by life circumstances in providing the level of care and
attention that they felt they should give their mothers, were distressed at the situation:

A couple of times I just took the day off to do it with her [radiation treatment
appointments], but I just couldn’t do it every day, so — I felt bad that I wasn’t able to do
that with her.

Daughters freely acknowledged the objective realities of the burdens that their
careprovision imposed on their daily lives, but dismissed them because they were doing
something important—caring for their mother. The daughters’ narratives clearly illustrated how
careprovison needed to be managed with a variety of other competing demands. This was a
process that was not easy, but one that daughters accepted. As one young mother explained:

It only seems like a burden because, you know, when you have two kids and they’re busy
with sports and scouts and — I’'m working full time, and teaching is a demanding job and
it’s like — it’s like sometimes people say: “Just don’t put anything else in my schedule.”
So it was never because I didn’t want to do it. It was just another thing to do.

Another daughter stated:

I have a routine — usually after work, I go home. And I have my routine at home with
my children and my family, but now that I had to go with my mother to the doctor, I had
to change all that, and take her to the doctor and then go home sometimes, and get home
late and — and everything was just a little bit more disruptive — my routine itself.

Daughters also admitted that there careprovision came at some personal costs. As one
daughter stated:

It took a lot of time out of my schedule, making appointments for my mother, the medical

bills I had to deal with, and alleviating my mother’s anxieties especially depleted my
energy.
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This same daughter later admitted to an acute health event directly related to her involvement in
caregiving: “In November 30", I couldn’t walk, suddenly. ...my back gave out.”

Careprovision competes with daughters’ life cycle events. For a few of the daughters,
their mother’s illness and their need to be involved in her care and support came at a particularly
trying time, during their pregnancies. Rather than their mothers being available for the daughters,
to support them through this important life experience, the daughters had to be available to meet
their mothers’ needs. Clearly, even the fact that the attention of the family now shifted from them
to their mothers was difficult to withstand. They felt that a time which they had anticipated as
being special to them, with the focus of care on them and their upcoming child, was now directed
toward their mother. The range of emotions and conflicts that the daughters were experiencing
contributed to the stresses they encountered in their careprovision. As one daughter shared:

I was worried — I was sort of selfish in thinking that [ was having the baby in October
and I knew they wanted her to do treatment soon after, and was sort of thinking like, how
will she be able to be in this with me, and I was really angry and feeling like we finally
have a happy event and that it was marred by this diagnosis. So I felt really angry about
that, that we couldn’t just be happy. Like my mother couldn’t just be happy. I couldn’t
just be happy. Like why couldn’t we just focus on this happy event, that a baby was
coming and it had to be — you know — just poisoned by the — as much as we tried for it
not to be.

Role reversal. Another lifecycle development precipitated by the cancer diagnosis was
the reversal of roles that accompanied the assumption of caregiving activities. For many
daughters, this represented a marked and unprecedented behavioral shift in their relationship with
their mother. As one daughter succinctly stated, “There was a definite role reversal, where I
would always look to her for support and now she looks to me for support. So, that was a big
change.” Daughters needed to work through the significance of this event and deal with the
perceptual changes that this life transition represented. The emotions that this occurrence can
engender are illustrated in the following narrative:

It was really weird for me, like my mother’s always taking care of me. So like it was —
at the very beginning stages of me taking care of her was very weird.. . . She was scared.
And I don’t know, I felt like I have to be strong for her. And I felt I had to like — I felt
the roles reversed. I had to be comforting her. . . . My instincts were to be the kid, but I
couldn’t. . .. I feel I have a kid, to a certain extent, sometimes. Like my mother’s my
child, like I have these obligations to her.

A second daughter similarly remarked:

Oh, I was sad. Because we had been talking about this [daughter having a baby] for so
long: you’re going to come out, you’ll come out the day before — because [ had a
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scheduled C-section. so we knew when I was going to give birth. So she was always
going to come out a day or two before. And so I was upset. I didn’t let her know that, but
1 was very saddened, because it was going to be exciting. We’d all go to the hospital
together. ...I was — I was — I'was sad and shocked that I had to rearrange these thoughts,
but I came to terms with it, I think, rather quickly.

Range of caregiving involvement: Domains with which daughter provided help. To
fully comprehend the adverse consequences associated with caregiving necessitates an
understanding of the caregiving situation, specifically the scope of the daughter’s caregiving
responsibilities. Using information collected from the caregiver daughter surveys we examined
the scope of the daughter’s caregiving responses. This assessment was based on daughters’
reports of the patient’s need for assistance and source of assistance on a variety of day-to-day
activities. These activities group into one of seven activity domains:

(1) Home Health activities, consisting of home medical care tasks, such as keeping track
of medication, changing dressings, and maintaining special equipment;

(2) Instrumental activities, which includes the tasks associated with maintaining a
household, such as cooking, cleaning, and shopping;

(3) Personal activities of daily living, consisting of tasks such as dressing, walking,
bathing, and personal hygiene;

(4) Transportation activities, which includes travel either to medical appointments or
other purposes;

(5) Administrative activities, which includes filling out insurance forms, banking tasks,
and legal assistance;

(6) Legal activities, consisting of illness-related legal counseling; and

(7) Formal health care activities, including obtaining and coordinating the parent’s formal
health care. )

Daughters provided aid to their mothers in a variety of domains. Overall, 93% of the
daughters reported providing practical assistance to their parent in at least one of these activity
domains. Approximately three-fourths (76%) of the daughters were assisting in three or more
domains (see Table 20). Daughters were involved in helping their mothers with numerous tasks
(M = 7.66 tasks; SD = 3.6). Seventy percent of the daughters helped their mothers with at least 6
tasks, with 22% helping with 11 or more.” The most common areas were instrumental care
(93%), transportation (93%), and administrative activities (91%) (see Table 20).
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Comparison of low-high perceived risk group on scope of careprovision. There were no
significant differences between daughters who perceived themselves at low risk for developing
beast cancer and those who perceived themselves at high risk, with regard to the number of
domains of providing help. However a greater percentage of daughters in the perceived high risk
group provided help in specific domains. With regards with Home health activities, more
daughters in the high risk group helped — 64% vs. 14%. Other research has suggested that
exposure to wounds or scarring is associated with increased traumatic stress in at risk relatives.
High risk daughters also were involved in more care tasks. Nearly half (46%) helped with at
least 11 tasks compared to none of the low risk daughters. The mean number of care tasks was
significantly greater for high risk group vs. the low risk group (M=9.0, SD-3.2 vs. M. 5.7, SD-
2.7). (see Table 22).

Caregiving burden and strain. Familial caregivers can experience myriad burdens
associated with their caregiving. The constant concern to meet the parent’s needs for assistance
and support can engender stress. Social burdens can emerge as a result of restrictions on time
and freedom imposed by having to assume the parent's responsibilities. Caregiving can disrupt
personal routines, requiring the care provider to decrease time spent on social and leisure
activities. It can also create potential role conflicts due to having to balance the needs of the sick
family member with those of well members. Care provision can affect the caregiving daughter’s
ability to engage in and perform work effectively. It can cause her to miss work, reduce her work
schedule, quit her job or even postpone starting a job. Chronic fatigue, physical exhaustion, and
a deterioration in health are some of the physical burdens associated with the provision of care.
Caregiving can impose financial burdens as well. Separate from the costs associated with the
medical treatment and management of the illness, financial burdens represent the hidden costs
associated with caregiving and encompass not only the out-of-pocket expenditures incurred in the
care provision, but also the cost of lifestyle changes necessitated by providing care, such as a
change in residence or frequent travel for care-related visits. This is in addition to the financial
costs associated with lost work time and the health care costs arising from the physical burdens
experienced by the caregiver.

The caregiving daughter is likely to be at a stage in the life cycle where she is
experiencing multiple role demands arising from marital obligations, child-rearing
responsibilities and work requirements. Such competing role demands can exacerbate the
consequences of family care and are a potential source of strain, not only at work but in her
relationships with other family members.

We examined five specific domains of burden -- social, time, physical, financial and
employment, exploring the extent to which providing informal support and assistance to their ill
mother has impacted adversely on the daughter’s everyday life. We also explored the strains that
caregiving imposed on the daughter’s broader family system.

Social burden. Most of the caregiving daughters reported that their caregiving had
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impacted on their social relationships. More than half (56%) of the daughters reported that their
mother’s illness reduced the amount of time spent with friends, neighbors and acquaintances,
with 10% reporting that their time was reduced a great deal. Similarly, almost half (47%)
reduced their outside activities (i.e., hobbies and vacations), with 12% reporting a great deal of
reduction in these social activities. Sixty-nine percent of the daughters reported that their
parent’s illness had reduced their time to take care of their own household duties and tasks and
more than half (55%) reported that their mother’s illness had made it at least a little difficult to
establish a daily routine and plan activities. Forty-four percent of the daughters felt that as a
consequence of their mother’s illness they had reduced the time they spent with other family
members (see Table 24).

Time burden. Time burden is another caregiving consequence experienced as caregiving
daughters accommodate their other responsibilities and duties in conjunction with their
- caregiving tasks. Over half (60%) of the daughters reported needing to cut down on their regular
daily activities due to caregiving, 34% felt that they had accomplished less than they would like
due to their caregiving, and 34% felt that they did not do their regular activities as carefully as
usual (see Table 25).

Physical burden. Over half (60%) of the daughters reported at least a little physical
strain (i.e., aches and pains) due to their caregiving, with 9% reporting a great deal of strain.
Similarly, half of the daughters attributed a decline in energy for other household activities as a
consequence of their caregiving, with 9% reporting a lot less energy (see Table 26).

Financial burden. Serious illness can have a profound impact on the patient's finances
and this impact can also encompass the extended family. However, only a small number of the
daughters were experiencing financial problems due to their involvement in their mother’s
illness. Nonetheless, 22% reported changes in their financial habits and lifestyle due to
caregiving and 19% of the women reported passing up financial opportunities due to the illness
(see Table 27).

Employment burden. Another consequence of caregiving is the problems it can
engender for those daughters who are employed. For these daughters, 83% reported that their
mother’s illness affected their ability to concentrate on the job or do their best at work, 12% to a
great extent. More than half (55%) of those employed also reported that they had left work early
or come in late due to their caregiving, on average 3 times since their mother’s diagnosis. Almost
three-fourths (72%) of the daughters reported taking off days -- sick, vacation and personal time -
- due to their caregiving, on average 3.7 days since their mother was diagnosed with cancer (see
Table 28).

Comparison of low perceived cancer risk group to high perceived cancer risk group on
burden. Low perceived risk daughters were compared to high perceived risk daughters with
regard to the various types of burden. No significant differences between the groups was found
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regarding time burden and financial burden (see Table 30, 32).

However, with regard to their social burden, a significant difference was found between
the groups, such that whereas only 29% of the low perceived risk daughters reported that they
had reduced the time spent with other family members, almost two-thirds (63%) of the high
perceived risk daughters did so (see Table 29).

In addition, with regard to their physical burden, a significant difference was found
between the groups, such that whereas only around a third (36%) of the low perceived risk
daughters reported that they had experienced physical strain from caregiving since their mother’s
diagnosis, the majority (81%) of the high perceived risk daughters reported experiencing at least
a little physical strain, with 18% experiencing a great deal of strain (see Table 31).

Among daughters who worked, low perceived risk daughters were compared to high
perceived risk daughters with regard to employment burden. Significant differences were found
between the groups, such that high-risk daughters were significantly more likely than low-risk
daughters to take off days from work -- sick, vacation and personal time -- due to their caregiving
(M = 3.12 days; SD = 1.13 versus M = 1.91 days; SD = 1.04).

Daughters and mothers’ appraisal of illness predictability. Both patients and daughter
completed the Mishel Uncertainty in Illness Scale [Mishel, 1981], which assesses the perceived
predictability of illness. For daughters, the mean score was 14.21 (SD = 3.85), with a possible
range of 4-20, with higher scores indicative of less predictability. This indicates that daughters
experienced the nature of their mother’s illness as relatively unpredictable.

Seventy percent of the daughters somewhat or strongly disagreed that they knew when
their mother was going to have a good or bad day, and somewhat or strongly disagreed that it was
clear when their mother’s illness was going to get better or worse. Regarding the overall course
of their mother’s illness, almost half (49%) agreed that they could generally predict its course,
although 68% somewhat or strongly disagreed that their mother’s distress was predictable (see
Table 34).

For mothers, the mean score was 13.09 (SD = 3.44), with a possible range of 4-20, with
higher scores indicative of less predictability. This indicates that mothers also experienced the
nature of their illness as relatively unpredictable. '

With regard to whether they knew when they were going to have a good or bad day,
mothers’ responses were mixed. Whereas 50% somewhat or strongly agreed with this statement,
40% somewhat or strongly disagreed. More than half (54%) somewhat or strongly disagreed that
they could generally predict the course of the illness. However, approximately two-thirds of the
mothers (66%) somewhat or strongly agreed that it was clear to them when their illness was
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getting better or worse and more than half (54%) somewhat or strongly agreed that their physical
distress was predictable (see Table 35).

Comparison of low perceived cancer risk group to high perceived cancer risk group on
illness predictability. Low-risk daughters were compared to high-risk daughters with regard to
their appraisal of illness predictability. The measure has a possible range of 4-20, with higher
scores indicative of less predictability. There was a significant difference between the groups,
such that the high-risk daughters had significantly higher mean scores (M = 16.09, SD = 1.87)
than the low-risk daughters (M = 12.71, SD = 3.54), indicating that the high-risk daughters
experienced a greater lack of predictability regarding their mother’s illness.

There were no significant differences between the groups with regard to any of the
individual items (see Table 36).

Daughters’ and mothers’ appraisal of personal control over mother’s illness. Both
daughters and mothers completed a measure of perceived personal control over the illness
[Affleck et al., 1987]. The daughters’ mean score was 3.65 (SD =.75), with a possible range of
1-5, with higher scores indicative of less personal control. This indicates that daughters felt they
had relatively little control over their mother’s illness.

Specifically, regarding their mother’s fatigue, 59% of the daughters reported very little or
no control. Similarly, regarding their mother’s day-to-day discomfort, 62% of the daughters
reported very little or no control. Sixty-five percent reported very little or no personal control
over their mother’s day-to-day amount of pain and almost three-fourths (71%) of the daughters
reported very little or no personal control over the long-term course of their mother’s illness.

In contrast, almost half of the daughters (46%) reported that they had either quite a bit or

an extreme amount of personal control over the medical care and treatment of their mother’s
illness. (See Table 37)

The mothers’ mean score was 2.20 (SD = .72). This indicates that they felt, relative to the
daughters’ report, more in control over their own illness.

Specifically, regarding their mother’s fatigue, 36% reported quite a bit or an extreme
amount of control. Similarly, regarding their day-to-day discomfort, 42% reported quite a bit or
an extreme amount of control. Twenty-eight percent reported quite a bit or an extreme amount
of control over their day-to-day pain and 38% reported quite a bit or an extreme amount of
personal control over the long-term course of their illness. Mothers also reported a greater
amount of control over their medical care and treatment — 68% reported quite a bit or an extreme
amount of control. (See Table 38).

Comparison of low perceived cancer risk group to high perceived cancer risk group on
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personal control over illness. Low-risk daughters were compared to high-risk daughters with
regard to their appraisal of personal control over their mother’s illness. There were no significant
differences between the groups with regard to the overall measure or any of the individual items
(see Table 39).

Exploration of Risk Profile for Caregiver Distress (Technical 4). In addition to cancer
affecting the patients themselves, its diagnosis, treatment, and resolution affect their family
members as well, the “second-order patients” [Rait and Lederberg, 1989]. Investigations have
documented high levels of emotional and psychological distress among family members of
cancer patients [Harrison et al., 1995; Raveis et al., 1998; Toseland et al., 1995], sometimes to an
even greater extent than the patients themselves [Keitel et al., 1990; Komblith et al., 1994;
Northouse et al., 2000].

Yet, our understanding of the various ways in which cancer impacts upon the family is
still evolving. It has been suggested that as family members learn of their loved one’s diagnosis
and process its implications they experience a period of crisis fraught with severe emotional
distress and life/death concerns [Veach and Nicholas, 1998] that parallels the “existential plight”
patients encounter in the initial months following the diagnosis [Weisman and Worden, 1976-
1977]. Indeed, studies have documented a range of emotional responses to a relative’s cancer
diagnosis, including shock and numbness; disbelief and denial; panic, desperation, confusion,
and fear; helplessness, frustration, and guilt; and a combination of worry and sadness [Leedham
and Meyerowitz, 1999; Northouse, 1984, 1991; Tarkan, 1999].

In studies of women with a family history of breast cancer, Lerman et al. [1993, 1994]
found that one-third of the women reported breast cancer worry that impaired their daily
functioning and 53% experienced intrusive thoughts about breast cancer. The women reported
levels of intrusive thoughts that were comparable to those seen in clinical populations that
included individuals exposed to a traumatic stressor. This preoccupation with the disease may be
particularly exacerbated for women who were caregivers for their mothers during their illness.
Erblich et al. (2000) found in their study of women with family histories of breast cancer that
those who had cared for their mothers with breast cancer reported higher levels of breast cancer-
specific distress (i.e., intrusive thoughts and avoidance) than those who had not. The experience
of seeing first-hand the difficulties related to their mother’s breast cancer experience may impact
the daughters’ sense of personal risk and increase the concerns they associate with the disease.
Wellisch, Schains, Gritz, & Wang (1996) found that the majority of the daughters (72%) had
viewed the site of their mothers’ surgery and that daughters perceived their mothers’ quality life
as significantly lowered post-surgery, especially in areas related to their attractiveness and
sexuality.

The daughters’ narrative accounts document that the diagnosis of cancer is an event of

significant import to family functioning and demonstrate that patients’ family members also
undergo a period of crisis and existential plight. The daughters reported experiencing a broad
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range of intense emotional responses upon learning of their mother’s breast cancer diagnosis and
assimilating its implications. Some of these emotions were short-lived, such as the shock and
disbelief they encountered. The impact of other responses, such as panic, fear, distress and
sadness, were more long-lasting. The daughters’ accounts documented the traumatic nature of
the diagnosis and provided compelling examples of how subsequent occurrences or
circumstances triggered strong emotional memories about the event.

Shock. Chief among the initial responses that daughters reported experiencing was shock.
Their reports dramatically documented the intensity with which they recalled being hit with the
news of their mother’s breast cancer diagnosis. As one daughter recounted in a statement that
was typical of this experience: “I was in shock. ...And you’re — you — I was in such a state of
shock that you don’t — you freeze, and you don’t know what to do.” For some, the shock they
encountered was precipitated by a lack of forewarning:

Tt was a shock. I — my heart started racing and — because she started crying as she was
telling me. So that kind of — I got very upset. I was crying, I was breathing heavily; I
remember I was hyperventilating. It just came out of left field. I had no idea. . .. And it
just — it was just a complete shock. It was like I got cold-cocked in the face.

Similarly, another daughter recounted how the shock she felt was due to a complete lack
of awareness that anyone in their family could be at risk for cancer: “I was surprised. I was
shocked. I was — I just, you know, that word, that “C” word, I just didn’t — we had never had it
in our family before, so I was a little, well, “How could that be?”

Disbelief. Closely following the initial shock daughters experienced upon learning the
news was a range of other emotions, such as disbelief, panic, and fear. The surprise and lack of
forewarning about the event contributed to some daughters having a difficult time accepting the
diagnosis and initially reacting to the news with disbelief. As one daughter recalled:

Well, at first, I was in, in denial. Ijust didn’t want to — a lot of things were going
through my mind. . . it took me a while for me to really come to terms with reality, that in
reality that was cancer.

Echoed another -- “[EJven though the doctors are saying all this. . . you kind of don’t believe it.”
Some daughters found it hard to accept that this was actually happening to them.

Part of the incredulity associated with the event was their absence of prior exposure to
such issues. They found themselves faced with a situation that they knew happened to others, but

not to them:

And I just was thinking like: this cannot be my life. ButI won’t — I don’t believe this. It
was such shock ‘and disbelief, like — it is not like my life has — like I have friends who
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like every day there’s something else. That her grandmother had a heart attack and her ‘
this and that. No, that’s not my life. I don’t know from these traumas. I don’t know from
these horrible mishaps. You know? Like I don’t know from bad things much.

In the wake of their “shattered assumptions” of safety [Janoff-Bulman, 1992] and their
realization that their family was not immune or protected from health threats, some daughters
reported feeling panicked and fearful.

Panic. The daughters’ accounts documented that in some instances the panic they
experienced upon learning the diagnosis was so intense that it momentarily immobilized them
from taking any purposeful action. As one daughter vividly recounted, “[Y]ou’re panicky;
you’re splattered — your head is splattered all over; your thoughts are jumping — and you don’t
know what direction to go into, you’re just wild.”

The daughters’ description of their feelings revealed that the panic and desperation they
felt emanated from a deep-rooted concern for their mother’s well-being. This consideration is
clearly evident in the following description provided by a daughter recalling the panic she felt
upon hearing about her mother’s breast cancer diagnosis and the frenzy of activity that ensued:

I would say just panic, and just — desperation — I just started trying to call anybody who
I knew who had a wife, a mother, or somebody, to just try to find out as much as I could,
to try to help her.

Fear. Fear was another common response to learning of their mother’s cancer diagnosis.
Cancer can be a life-threatening illness. The daughters’ accounts of their initial response when
they heard the news illustrate that this information evoked an instinctual reaction that raised fears
and worries about their mother’s survival:

I was just scared and terrified . . . I didn’t know a lot about it because I hadn’t spoken to
my parents yet. How advanced was the cancer? I just -— all these thoughts were running
through my head. So I was just kind of going off the deep end. I didn’t know how
advanced it was, and I just — I just wanted to know that she was okay, that she was going
to be okay, and no one could answer that for me. You know, it was just — it was scary.

Similarly, another daughter disclosed: “I was just so scared. So scared. I don’t know, it’s just a
— so many feelings at the same time — I got so scared . . . lots of things go through your head.
And they’re not the greatest.”

Although the initial concerns that daughters felt upon learning of their mother’s diagnosis
usually diminished gradually, for some these fears and worries have endured. As one daughter
noted:
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I still — to this day — if someone would tell me she will be a hundred percent fine,
which I don’t know if they ever will, I'm going to be scared for her life. I’'m going to be
scared for her health and I’ll be scared of something happening.

Overwhelmed. Several of the daughters found it extraordinarily difficult to deal with
their mother’s diagnosis and recalled being extremely distressed and demoralized following the
event. In their narratives they recounted how it was almost more than they could bear. They
recalled that they felt very drained and were unable to function. Said one daughter, “I completely
fell apart. . . . I was in complete tears and I had that pif in my stomach, and it was just a horrible
horrible feeling.” Another recalled, “[A]t that period of time, I was crying so much at home, and
I just felt like every time my husband saw me, I was a mess.” In some instances the daughters’
distress was so severe that it impacted their ability to relate to other people, as this daughter’s
account illustrates: :

In the beginning, when it just happened, I couldn’t deal with it. I didn’t want to talk to
anyone, I just wanted to lay in my bed. Like people would come to my house, I would
just close them out.

For these women the event was traumatizing. Not only was their initial distress and
demoralization intense, but the upset surrounding this event was so strong that subsequent events
or circumstances continued to re-awaken these emotional memories. As one daughter
articulated:

[W]e didn’t have phone service, and I’ll never forget having a cell phone for about a
week, and trying to call doctors and get information, and to this day, when I hear that
ring, I like jump through the ceiling. We actually changed the ring on the phone, because

I can’t — you know, . . . if I hear that tone, it just hits me — it just brings me back. '

Sadness. Although sadness was another persistent emotional response that daughters
reported, it generally emerged over time, once the initial emotional responses abated or receded
in intensity. Daughters found it very difficult to see their mothers in this situation and it
saddened them. Said one daughter, “I felt very sad. Very sad for her, very pained by the whole
thing.” The sadness daughters experienced was very pervasive and enduring. One daughter
commented that: “I must have cried for days.”

Daughters’ sadness often accompanied their feeling helpless to remedy the situation. As
one daughter shared: “There was really nothing I could do to help her. You sort of feel helpless.
... Ifelt very bad for her. Iwas sad.” Another daughter’s comments illustrate that these feelings
were pervasive and shared by the family:

Well, when my mother was diagnosed with cancer all of us, her children and whole
family thought that the world had ended because it was a very big thing for us . . . . How

~
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should I say it? It's a very sad thing when your mother is diagnosed with cancer.

Illness Representations in Daughters of Women with Breast Cancer. Rees et al (2001)
have theorized, first-hand experience with breast cancer in a family member has the potential to
impact illness representations. Leventhal et al. (2001) has identified five key elements around
which the representation of illness and treatment is organized: the identity of the threat, the time
line, the perceived cause of the disease, its consequences, and controllability. These attributes of
illness representation define the objective problem and delineate goals or targets for coping. In
turn, the effectiveness of coping is appraised in light of these targets. Understanding how
caregiving daughters view various aspects of their mother’s illness experience and the attendant
consequences will help inform services to this vulnerable population.

From a content analysis of the daughters’ qualitative interviews, we discerned six
themes that speak to the “identity” of the illness experience, i.e., nature and characteristics of the
illness experience: Breast cancer can represent a difficult challenge for the patient to deal with;
breast cancer can represent a challenge that can be endured; the treatment/hospital experience can
be unpleasant; the treatment/hospital experience can be pleasant; aspects of the illness situation
can be traumatic for family members; and sometimes breast cancer is manageable for the family.
Under the “consequences” aspect of daughters’ breast cancer illness representation, six themes
emerged from the data that speak to the effects of the illness experience: breast cancer can exact
an emotional toll from family members; family members can become preoccupied with the
illness; breast cancer can place a burden on family members; breast cancer can complicate
relationships between the patient and family members ;breast cancer can engender dissension
among family members; family members can experience an increased sense of personal
vulnerability; and family members can become concerned about passing on the risk to children;
and there can be positive consequences to breast cancer. These are described more fully below.

Breast cancer can represent a difficult challenge for the patient to deal with. For some
women, the diagnosis of breast cancer is overwhelming. Explained one daughter:

[My mother is] angry at having cancer. My mother felt that the cancer totally derailed her

~ life. And that she felt — and she’s said this to me, . . . The train has left the station.” —
These are my mother’s words — “the train has left the station, and I'm still on the
platform.” ...[T]his totally stopped her life dead in its tracks. And she just couldn’t go an
do and be the person that she always was.

A daughter who is witness to this type of response to breast cancer may identify the
illness as devastating and insurmountable.

Breast cancer can represent a challenge that can be endured.. Several daughters noted
that their mothers’ responses indicate that whereas dealing with breast cancer can be difficult, it
is nevertheless a challenge that can be overcome. As one daughter related:
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You see, since she's been the kind of patient that has taken this in a positive way...my
mother was the one who oriented us. I would say because we were all very disoriented in
the way that we thought immediately cancer. She was not. She was sad, I have to say, but
not like us. She took it very positive. She sat down and talked to all of us and told us, no,
you can't get like that because you don't know. So we wanted to...we were sad, but we
were also thinking that she was giving us the courage that we didn't have.

Another daughter described her mother as committed to not giving in to the disease:

Mom’s going to be fine, and she’s a fighter, and she’s got a great attitude — and I think
attitude is a big thing, you know? and she — she never sat and felt depressed and felt, you
know, oh, sorry for herself. She decided that she was going to fight this, and she was
going to move on with her life, and go on. And that’s exactly how she did. She played
tennis and she was active and she just never let it stop her.

The treatment/hospital experience can be unpleasant. Another contrast was noted in the
ways that daughters characterized their mother’s treatment experience. A daughter’s
identification of the illness experience can be informed by her perception of her mother’s
experiences with the health care profession (e.g., physicians and hospital personnel). Medical
personnel can subsequently be viewed as either another part of the problem, or, contrastingly, as
allies in the fight against the disease. In some cases, daughters were privy to very unpleasant
circumstances. As one daughter described:

It — I was really — it was just not a good experience with the health professionals, with
the caregivers. And they — they weren’t around to help my mother, either, really. I mean,
her drain needed to be emptied and nobody came around to empty it, and I had to go to
the desk and say: My mother’s drain needs to be emptied, it’s almost full. And they’d say:
Okay, we’ll be right there. And nobody would come. And the first night she was there,
her, her call light didn’t work — unbeknownst to us. And she would put the call light on
for pain medicine and no one would come. Finally, she went out — she took — she went
out to the nurses’ station, with the LV. pole — this is the day of surgery — to get pain
medicine — in the middle of the night. Finally, we realized that it was the call light that
wasn’t working. So it was pretty — it was pretty emotionally traumatic.

Another daughter similarly recounted her disappointment with her mother’s physician:

But when I met with the doctor, he was really very dry. He was very indifferent. He was
very — businesslike type. And, you know, we really didn’t like that. And Dr. [Name]
reassured me he was a good doctor. I said, He may be a good doctor, but I feel that there
are different areas for different people to — to pursue. And he has to understand that
when people come here with cancer, this is a serious matter; he should be a little bit more
— humane. You know, in a human style. And maybe — I don’t know. I mean, he’s not a
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social worker, whatever, but — you know, be a little bit more compassionate. He wasn’t.

The treatment/hospital experience can be pleasant. In contrast, other daughters attested
to satisfying interchanges with the medical community. Such perceptions are significant, as they
are often filed away, and referred to if/when one is faced with similar medical circumstances in
the future. One daughter recounted a particularly rewarding experience with her mother’s care
" team:

It was something that I didn't even feel like they were doctors. They were more like
friends. The doctor who operated was also a person who committed himself to her case.
I'm very grateful to him because he treated her as if he was her son, and everything
went...even after the operation, we went back to visit him. He gave her a lot of trust. It
was a wonderful thing. I never thought it would be....aside from suffering a lot, they
always gave us courage. They always gave us hope, and it was something dignified of
letting it in the doctor's hands and the medicine. All of them are very capable.

Aspects of the illness situation can be traumatic for family members. For several
daughters, their mother’s circumstances were perceived as traumatic and the effects
longstanding:

...[W]e didn’t have phone service, and I'll never forget having a cell phone for about a
week, and trying to call doctors and get information, and to this day, when I hear that
ring, I like jump through the ceiling. We actually changed the ring on the phone, because
I can’t — you know, ... if [ hear that tone, it just hits me — it just brings me back.

Sometimes breast cancer is manageable for the family. This sense of trauma is not always
the case. For some family members, the breast cancer situation is more manageable, generally
when the progression of the disease was more contained:

[I]t really hasn’t really changed our lives that drastically, because I’'m sure if her breast
cancer was more serious, and she needed more treatments, and we were a little more
uncertain of the prognosis, it would have, you know, been a lot different. It would have
changed our lives, probably, a lot more.

Breast cancer can exact an emotional toll from family members. Many of the daughters
reported that they and other family members were emotionally drained from dealing with the
mother’s breast cancer. As one daughter articulated, regarding her own situation, “...[Y]ou’re
panicky; you’re splattered — your head is splattered all over; your thoughts are jumping — and
you don’t know what direction to go into, you're just wild. Another daughter recalled, “Because,
at that period of time, I was crying so much at home, and I just felt like every time my husband
saw me, I was a mess.” One daughter described her father’s precarious emotional state:
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[WThat’ll happen is one of two things. Either he will — he’ll get very...dissociated and
spacy, and you know, sort of lose his keys and not be able to just identify what he’s
feeling. But the other extreme is, he gets very weepy and very vulnerable, and scared,
and, to be frank, that’s a har — that’s a very hard place for me to see him in.

Such recollections can prompt daughters to characterize breast cancer as an experience that is
costly for the family.

Family members can become preoccupied with the illness. Even when emotional states
become more stable, family members can remain preoccupied with the illness experience; it is
constantly on their minds. One daughter related:

It’s [mother’s breast cancer] always like there. And sometimes I find myself cooking
something, and I can’t see the TV but I can hear it. And then... and I'll start crying. And
I’m not even looking at the TV because where I'm at I can’t see it. I just like hear
something, and it will set it off.

Another daughter shared, “I was extremely preoccupied. ...Before I used to go out and
enjoyed myself a lot. Now when I go out I feel preoccupied all the time, worry. “ Echoed a third,
“...[1]t’s been really, you know, it’s been occupying a lot of my emotional energy and thoughts...”

Breast cancer can place a burden on family members. Caregiving daughters may be
especially aware of the burden that dealing with breast cancer can engender. Recalling her own
caregiving involvement, one daughter confessed, “Well, it was very difficult because between
my work, my home and also taking care of her, it was very....it wasn't easy...”

It was often difficult for daughters to incorporate their caregiving into their lives, given
their other responsibilities. One daughter explained, “Sometimes I just felt like everything I was
trying to juggle was overwhelming.” Another elaborated in greater detail:

I think the first few months it impacted a great deal from the amount of time I spent with
friends, amount sleep, amount of leisure. I feel like every waking moment was either
work or care. Whether by phone or in person, it was exhausting. It was exhausting and I
was drained...

Breast cancer can complicate relationships between the patient and family members.
Many daughters experience the mother/daughter relationship as radically altered. For some, there
has been a role reversal in the relationship. As one daughter shared, “I think, certainly there was a
period in which everything was topsy turvy. Mothers were kids and kids were mothers, and —
you know?” Not every daughter is comfortable with this change in roles. As another daughter
explained, “And because I do still depend on her in so many other ways, that it’s hard for me to
suddenly step up to this new role that she’s never asked of me before.”
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In addition, for some daughters, paradoxically, although their level of intimacy may
increase as a function of the caregiving experience, a sense of distance may be introduced into
their relationship with their mother, because they feel that they must protect her from any bad
emotions. Because her illness has rendered her more vulnerable, daughters may feel less able to
be completely open about their concerns. One daughter pointed out,

It’s hard to get annoyed at your mother, when she has had breast cancer. She’s still your
mother, even though she has breast cancer — it’s still your mother. You want to get
annoyed, but you feel bad because she has breast cancer.

Breast cancer can engender dissension among family members. Several daughters
recounted that the illness situation created stress in their relationship with other family members.
This was often due to underlying resentment that other family members were not being as helpful
as they could be with illness-related responsibilities. As one daughter expressed:

Like, right now, my sister is on vacation. She took like a month-and-a-half vacation. And
it was in the middle of my mother — chemo. No. Chemo, no — radiation. And she calls
once in a while, but she didn’t say, Okay, I’m going to come back — I’m also having
vacation; I’m going to give you a break, as you’re working — because I’'m working
during the — I’m supposed to be on vacation, but I had to make up for the money I
couldn’t make during the whole time that I had to be with her, so — now I’m working to
see how much I can catch up. And pay the bills; I’m paying the schools, and my kids, and
this and that. And she’s having vacation, and she went to have a vacation out in the
country, and — and that really annoys me a little.

Other times dissension was a result of disagreement regarding about medical protocol.

I had to disagree with a lot of family members about — but that’s okay. And that’s hard
too, because you’re trying to find out about a disease, and, and also you’re getting the
input from everybody else, and their thoughts — but meanwhile, they’re not doing the
footwork.

Family members can experience an increased sense of personal vulnerability. The
caregiving daughters in the sample talked about their mother being diagnosed with breast cancer
as an event that opened their eyes and made them realize their own vulnerability. These
daughters recalled that prior to their mother’s diagnosis they had not given much thought to the
threat of breast cancer. That changed as this event destroyed any beliefs they may have
previously held about immunity from cancer. As one daughter observed, “[I]f it happened to her,
it can happen to me.” Their new status as a woman with a family history of breast cancer also
contributed to some daughters’ sense of vulnerability. Commenting on this process, one
daughter related: “[Y]ou know, beforehand I felt I had no risk whatsoever. And now, with this, I
feel I am much — I am at a higher risk, given my history.” As another daughter noted:
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I think one of the most dominating issues that I had to deal with this time, because of my
age, at this point — I’m older, and what’s more of a reality for me is: This can happen to
me.

Family members can become concerned about passing on the risk to children. Their
mother’s illness also impacts how some caregiving daughters’ feel about their family’s
vulnerability to cancer. As with their own sense of heightened vulnerability, daughters’ need to
deal with their realization that this risk can impact future generations. As one daughter
explained: “I think about my daughter too. Before this I never thought about it; not my mother,
nor my daughter, never. “ Daughters’ accounts indicate that their concerns for their daughter’s
health are more intense than their fears for their own risk status:

Just as I’ve become more concerned for myself, I’ve become more concerned for her.
...You know, because — that’s one of the main risk factors is, you know, family history.”

There can be positive consequences to breast cancer. Daughters were also able to discern
some possible consequences emerging from their caregiving experiences. As one daughter
expressed it, caregiving presented the opportunity for personal growth:

But it’s been very good for me to be able to do these things for her, and show her that I
can do things for her. Feel like a useful part. ... This has been a positive experience for me,
and — in the final analysis.

Similarly, another positive benefit was the knowledge gained:

So now I think that in another situation...if it happens to me or to another family member
or one of my children, then now I think I'll be able to deal with another situation. It's very
informative because you never take the information because you're not in that situation,

~ but now I think that it's something that has made me very capable.

Caregiver levels of psychological distress. There has been an increasing awareness of
the importance of understanding the broad range of psychological consequences associated with
familial caregiving. The survey completed by the caregiving daughter included measures of
depressive symptomotology and anxiety. The caregiving daughters’ mean level of depressive
symptomatology was 8.29 (SD = 7.63). Twelve percent reported a level of depressive
symptomatology at or above the cut-off for a definition of probable caseness of clinical
depression.

There has been an increasing awareness of the importance of understanding the broad
range of psychological consequences associated with familial caregiving, beyond depressive
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symptomatology. We included a second indicator of poor psychological functioning that has not
been commonly studied in caregiving investigation -- state anxiety (i.e., a transitory emotional
reaction to tension and apprehension often associated with the occurrence of a stressful event).
We assessed caregiving daughters’ level of state anxiety with the State Anxiety Scale of the
State-Trait Anxiety Inventory (STAI-S). The STAI-S is a widely used measure of state anxiety.
The mean of the caregiving daughter’s scores on the state anxiety scale (M = 34.72, SD = 12.18).

Comparison of low perceived cancer risk group to high perceived cancer risk group on
psychological well-being. Daughters who perceived themselves at low risk for developing breast
cancer were compared to those who perceived themselves at high risk, with regard to
psychological well-being. No significant differences between the groups were found with regard
to their levels of depression, the percentage of daughters at or above the cutoff for possible
caseness, and their levels of anxiety (see Table 41).

Correlates of depression and anxiety for daughters by potential risk factors. Depression
and anxiety in caregiving daughters were examined, in terms of their relationships with potential
risk factors (see Table 42). These are grouped into: patient/disease characteristics, daughter
sociodemographics, daughters’ relationships with their mothers prior to the illness and since the
diagnosis, caregiving burden, impact of illness on the daughter and psychological distress.

Patient/disease characteristics: The extent of the cancer was significantly correlated with
both depression and anxiety in daughters, such that daughters of patients with non-localized
cancer were significantly more depressed and anxious. In addition, daughters of patients who had
received a combination of surgery, radiation, and chemotherapy were significantly more
depressed.

Daughter sociodemographics: Daughters who were married were significantly less
depressed and anxious, those with higher levels of education were significantly less depressed,
and those with a greater number of children were significantly less anxious.

Daughters’ relationships with their mothers prior to the illness: Daughters who reported
a higher level of conflict prior to the illness were significantly more depressed and anxious. In
keeping with this, daughters who were more satisfied with their relationship with their mother
were significantly less depressed and anxious, and daughters who felt more admired by their
mother were significantly less depressed and anxious as well.

Daughters’ relationships with their mothers since the illness: Daughters who reported a
higher level of satisfaction with their relationship with their mother since the illness were
significantly less depressed and anxious, and daughters who felt more admired by their mother
were less significantly depressed. '

‘Caregiving burden: Daughters who provided more help with legal activities were
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significantly more depressed and anxious.

Allness predictability: Daughters who reported higher levels of uncertainty (i.e.,
experienced their mother’s illness as less predictable) were significantly less depressed.

Impact of the illness on the daughter: Daughters with higher scores on the overall scale
reported significantly greater levels of depression and anxiety. Specifically, daughters who
reported a greater extent of intrusiveness of thoughts and feelings about their mother’s breast
cancer were significantly more depressed and anxious, and those who reported a higher
frequency of efforts to avoid thoughts or feelings about the illness were significantly more
depressed and anxious as well.

Daughter’s psychological well-being: Daughters who were more depressed were
significantly more anxious. Specifically, daughters scoring higher on the depressive affect
subscale, the somatic/vegetative subscale, and the interpersonal distress subscale; and scoring
lower on the positive affect subscale, were significantly more anxious.

Depression and anxiety in caregiving daughters by types of burden. We next examined
the levels of depression and anxiety in caregiving daughters in terms of the types of caregiving
burden (see Table 43). With regard to social burden, those daughters who reported that their
mother’s illness had reduced to a great extent the amount of time they spent with friends,
neighbors and acquaintances were significantly more anxious.

In addition, with regard to employment burden, daughters who took off days from work
due to their caregiving duties 1-2 times were significantly less anxious. With regard to financial
burden, daughters who reported that their financial problems due to their mother’s illness were
not very serious were significantly more depressed.

Comparisons of daughters’ depressive symptomatology by sociodemographics.
Caregiving daughters who were below the cut-off point for caseness for depression on the CES-D
were compared with those above the cut-off, with regard to sociodemographics (see Table 44).
There were no significant differences between the groups on most sociodemographic variables.
However, daughters whose mothers had nonlocalized cancer were significantly more likely to
have scores above the cut-off for depression.

Comparisons of daughters’ depressive symptomatology by changes in the
mother/daughter relationship. Caregiving daughters who were below the cut-off point for
caseness for depression on the CES-D were compared with those above the cut-off, with regard
to changes in the mother/daughter relationship (see Table 45). There were no significant
differences between the group with regard to the Conflict, Satisfaction, Intimacy, and Relative
Power subscales.
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However, with regard to the Nurturance subscale (which assesses the extent to which
daughters nurtured their mothers), a significant difference was found between the groups, such
that a greater percentage of daughters who were not depressed reported that the relationship had
changed in the direction of the daughters nurturing their mothers more since the illness than they
did prior to the illness.

With regard to the Admiration subscale (which assesses the extent to which the daughters
felt admired by their mothers), a significant difference was found between the groups, such that
a greater percentage of daughters who were depressed reported that the extent to which they are
treated like they are good at many things had changed for the worse since the illness.

Comparisons of daughters’ depressive symptomatology by burden. Caregiving
daughters who were below the cut-off point for caseness for depression on the CES-D were
compared with those above the cut-off, with regard to types of caregiving burden (see Table 46).
With regard to social burden, time burden, physical burden, and employment burden there were
no significant differences between the groups. However, with regard to financial burden, a
significant difference was found, such that only daughters who were above the cut-off for
depression reported very serious financial problems due to their mother’s illness.
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IV. Key Research Accomplishments
Daughters caring for a mother with breast cancer represent a vulnerable population.

Careprovision provides daughters with an intimate knowledge of their mother’s breast
cancer experience.

A mother’s cancer diagnosis subjects adult daughters to existential plight, paralleling the
severe emotional distress and life and death concerns patients encounter after a cancer
diagnosis and initiating treatment.

Daughters are confronted with having to integrate their emotional reactions to their
mother’s illness while simultaneously processing concerns about their own personal
cancer susceptibility.

Their mother’s illness prompted recognition of increased family risk, rendered daughters
with a heightened sense of personal vulnerability and raised concerns for future

generations.

Accounts also delineated how their involvement in their mother’s illness precipitated a
re-definition of daughters’ personal values and altered their perceived future.

Daughters’ narrative accounts demonstrate that their mother’s illness intensified their
bond with their mother, while also presenting challenges in their relationship.

Daughters performed a range of careprovision tasks that needed to be balanced with the
demands of their daily lives.

Careprovision initiated a number of relationship changes that impacted the quality of the
mother-daughter relationship.

Daughters needed to cope with the role reversal that their careprovision instigated.

Narrative accounts reaffirm the necessity for clinicians need to appreciate the extent to
which daughters can be impacted by their mother’s cancer experience.
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V. Reportable Outcomes

Conference presentations:

Raveis, V.H., “Psychosocial Concerns experienced by caregiving daughters.” Poster presented at
the Era of Hope, Department of Defense Breast Cancer Research Meeting, Orlando, FL.,
September 2002.

Raveis, V. H.., “Aging Families and Breast Cancer.” Podium presentation at the Annual Meeting
of the American Public Health Association, Philadelphia, PA, November 2002.

Raveis, V. H., Pretter, S., Sapienza, T., Carrero, M., & Gregory, A., “Familial Breast Cancer
Risk and the Aging Family: Challenges and Changes in Relationships.” Podium presentation at
the Annual Meeting of the Gerontological Society of America, Boston, MA., November 2002.

Raveis, V.H., Pretter, S, Carrero, M, Sapienza, T “Breast Cancer and the Aging Family:
Psychosocial Issues and Challenges Facing Adult Daughters.” Podium presentation at the First
Annual Conference the American Psychosocial Oncology Society (APOS), Orlando, FL,
January-February 2004.

Raveis, V.H., Pretter, S., Sapienza, T., Carrero, M., “Psychosocial Issues at-risk women
encounter in the provision of care to a relative with breast cancer.” Podium presentation to be

presented at the Annual Meeting of the American Public Health Association , Washington, D.C.,
November 2004.

Publications:
Raveis, VH, Pretter, S, Carrero, M, Sapienza, T (2004) “Breast Cancer and the Aging Family:
Psychosocial Issues and Challenges Facing Adult Daughters.” Psycho-Oncology, 13: S7.

Raveis, VH, Pretter, S (2004 — In press) “Existential Plight of Adult Daughters Following Their
Mother’s Breast Cancer Diagnosis”, Psycho-Oncology, 12.

Advisory committees:

Dr. Raveis is a member of the Advisory Group on Cancer Survivorship and the Family, National
Institute of Cancer, Office of Cancer Communications.

62



DAMDI17-00-1-0215/RAVEIS, V.H.
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Information Service, to develop evidence-based materials for NCI’s Facing Forward
series that addresses the challenges families face post-cancer treatment. Dr. Raveis is
advising on the range of issues adult children may experience during their parent’s
survivorship period and providing approaches for coping with these issues.
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“Breast Cancer and the Family Caring Unit” [NYSDOH Contract No. CO17945]
EMPIRE Grant, New York State Department of Health Research Science Board
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Overall research aim is to understand the psychosocial needs and concerns of families
affected by breast cancer, specifically to explore the psychological stresses and challenges
familial caregivers (mothers, siblings) experience caring for a first degree relative with breast
cancer. Study will: examine how caregiving may contribute to their perception of cancer risk;
explore perceived cancer risk affects the quality of careprovision and the stresses and burdens
they experience as a caregiver; and assemble information to inform educational and supportive
interventions targeting families’ psychosocial and assistance needs.

We also discerned in the daughters’ narrative accounts that their reports of their cancer
experience frequently included a discussion of other relatives -- siblings, aunts, and grandmothers
who were diagnosed with breast cancer. We became aware in screening for the present
investigation that a number of women reported a first degree female relative caregiver who was
not their daughter. We realized that a comprehensive exploration of issues experienced by
caregivers at increased risk of breast cancer due to familial risk would needed to examine this
situation in other groups of women, in addition to adult daughters, although adult daughters are
the most commonly impacted group. A subsequent grant was obtained from the Empire fund.
This is permitting the collection of data from caregiving mothers and sisters.
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VI. Conclusions

Summary. With a continuing shift of cancer care to community-based care, there is a
growing need to understand the costs to the family of the cancer experience. Such information is
needed to inform programs that will enable family members, particularly adult daughters, who
themselves may be at increased risk for breast cancer, to meet elderly cancer patients’ needs for
emotional support and practical assistance is paramount. Daughters lacking support themselves
may have difficulty dealing with their own exaggerated fears and perceptions of personal cancer
risk associated with their mother’s disease. This in turn may adversely impact on their
relationship with their mothers and impair their ability to provide their mothers with the support
and assistance they require. Unsupportive network interchanges can detrimentally impact
patients' psychological well-being. It may also impact physical recovery and survival. Cancer is a
disease that impacts or affects the family unit, not just the patient. Programs and services need to
target the family and support not only the patient but the special needs of family members. While
family members may be regarded as part of the care team, they are also affected by the cancer
experience. It needs to be more commonly acknowledged/recognized that they hold this dual
status.

This study’s overall research aim was to obtain exploratory, descriptive information that
will increase understanding of the psychosocial needs and concerns of families affected by breast
cancer, specifically, the issues experienced by adult daughter caregivers. The insights gained
from this exploratory investigation are contributing to the knowledge base in this significant but
understudied area. Such information is a necessary first step toward addressing the issues
associated with the impact and consequences of cancer care on family caregivers and developing
appropriate interventions based on these issues

t is important to consider the family’s response to the cancer diagnosis, as the reaction
of family members to a patient’s illness can influence the adjustment of the patient to the illness
and impact upon the family’s involvement in care provision . The information obtained from this
investigation may aid clinicians in counseling or supporting family members dealing with the
cancer diagnosis of a loved one. By focusing on the adult caregiver daughters’ responses to the
cancer diagnosis and its implications, the present analysis documents the scope of existential
concerns and issues adult daughter caregivers may be experiencing. These findings suggest that
treatment strategies that exclusively focus on the emotional responses to a family member’s
illness may inadvertently omit consideration of the broad array of salient issues and concerns that
contribute to a family’s plight. Consistent with a growing body of evidence in this area this
investigation documents that caregiving daughters are vulnerable to a range of adverse reactions

As a function of their involvement in caregiving, they are exposed to various aspects of
the disease and its treatment, giving them a first-hand knowledge of what it might be like to
personally experience breast cancer. This potent combination of caring for a mother with breast
cancer while worrying about one’s own personal risk of developing the disease can engender
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considerable distress. Indeed, as the daughters’ narratives suggest, personal experiences with
their mothers’ illness may increase their sense of personal vulnerability and contribute to a
diminished sense of future options.

Clinicians’ appreciation of the existential plight that families may experience in this type
of illness situation can be further informed by consideration of the family’s specific
developmental stage and the psychosocial concerns that are present at that stage . As the present
investigation has discerned, with the aging family, a number of life-cycle developmental issues
are present that impact the daughter’s emotional response to their mother’s diagnosis, alter the
mother-daughter relationship and change the daughters’ perception of personal risk. These issues
include the role reversal that frequently occurs, with the adult daughter becoming the caregivers
of their mother, possibly for the first time, as well as daughters’ concerns over possible loss, fear
of being orphaned, and worry over being next in line for the disease. Awareness that such issues
are particularly germane when cancer strikes an older parent may help inform clinical encounters
with family members.

An understanding of how daughters respond to their perception of increased risk and the
value that they assign to screening and proactive health behaviors will also aid in the
development of programs and materials to enhance adherence to recommended screening
guidelines with this at risk population. ‘

So What? With the recent advances in genetics that have identified breast cancer genes
(i.e., BCA1 and BCA?2) it is now increasingly feasible for women to learn if they possess a
genetic factor that places them at increased risk for breast cancer . As testing becomes more
widely available, increasing numbers of daughters may be motivated to undergo genetic testing
following their mother’s diagnosis of breast cancer to assess their own risk. With the advances in
genetic testing and clinical monitoring of at risk individuals, more health/mental health clinicians
may be called up to deal with at risk women and may benefit from a more comprehensive
understanding of the special psycho social issue manifested by at risk daughters. Mental health
clinicians/ health care clinicians when called upon to provide counseling/respond to queries from
this group, may be ill-equipped to respond to the unique psychosoical needs and concerns
presented by these at risk women. Their special needs and concerns are generated by the
circumstances that informed their risk status — having experienced the diagnosis of breast cancer
in one or more of their first degree relatives. Little attention has been focused on what the
meaning of the experience is to these daughters. Frequently adult daughters are called upon to
provide not only emotional support but also practical assistance to their mothers during
treatment. It was not well understood how this first-hand knowledge of the cancer experience
may impact the daughter’s fear of and dread/concerns associated with these dread disease and
their sense of personal risk/own illness fears. '
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Table 1. Sociodemographic Characteristics - Caregiving Daughters (n=59)

%
Age:
19-29 20
30-34 17
35-39 20
40 - 44 15
45-62 27
Mean (S.D.) 38.08 (9.90)
Race:
White, Non-Hispanic 75
‘Black, Non-Hispanic 3
Hispanic 20
Other/Mixed 2
Marital status:
Married 56
Never Married 34
Divorced/Separated/Widowed 10
Number of children:
None 42
One 8
Two 32
Three or more 17
Mean (S.D.) 1.39 (1.59)
Nufnber in household (including respondent):
One 17
Two 22
Three 19
Four 24
Five or more 18
Mean (S.D.) 3.12(1.56)
Daughter lives...
With spouse/partner 59
With children 52
With patient 19




Table 1. Sociodemographic Characteristics - Caregiving Daughters (n=59) [continued]

%
Education:
< High school 10
Some college 20
College grad 37
Graduate/Professional degree 32
Work status:
Not Employed 27
Employed (part-time) 17
Employed (full-time) 56

71




Table 2. Sociodemographic Characteristics - Patients (n=61)

47 - 60
60 - 69
70-79
80 - 86

Mean (S.D.) 66.23 (8.79)

Race:
White, Non-Hispanic
Black, Non-Hispanic
Hispanic
Other/Mixed

Marital status:
Married
Never Married
Divorced/Separated/Widowed

Education:
< High school
Some college
College grad
Graduate/Professional degree

Work status:
Not Employed
Employed (part-time)
Employed (full-time)

Number in household (including patient):
One
Two
Three
Four
Five or more

Mean (S.D.) 2.13 (1.06)

Patient lives...
With spouse/partner
With caregiving daughter
Alone

%

18
46
30

7

74

21

54

44

38
21
18
23

35
25
20

26
52



Table 3. Disease and Treatment Characteristics - Patients (n=61)

Extent of cancer
Local
Regional/Metastatic

Type of Treatment
Surgery only
Surgery & Radiation
Surgery & Chemotherapy
Surgery/Radiation/Chemotherapy

Length of time since diagnosis
< 6 months
6 - 12 months
> 1 year

Mean number of days (S.D.)

%

69
31

30
36
13
21

28
67
5

233.12 (84.18)



Table 4. Psychological Distress - Patients (n=55)

Depressive Symptomatology

Percent at or above cutoff for
probable caseness of depression:

State Anxiety

74

Mean (S.D.)

10.67 (9.70)

18%

34.84 (11.73)



Table 5. Patient Sociodemographics of Eligible Patient-Daughter Dyads by Study Participation

(n=74)
Participants Non-Participants
(n=61) (n=13)
% %

Patient Age**:

45-59 18 7

60-69 48 31

70-79 30 23

80+ 5 38

Mean age (S.D.) 65.74 (8.75) 72.15 (11.45)

Patient Race:

White, Non-Hispanic 75 62

Black, Non-Hispanic 5 15

Hispanic 18 23

Other/Mixed 2 -
Patient Marital status**:

Married 59 46

Never Married -- 15

Widowed/ Divorced/Separated 41 38
Type of treatment:

Surgery 30 54

Surgery & Radiation 36 23

Surgery & Chemotherapy 13 8

Surgery/Radiation/Chemotherapy 21 8

No Treatment : -- 8

** .-p<.01




Table 6. Comparison of Caregiving Daughter Sociodemographics by Patient’s Extent of

Disease
Localized Nonlocalized
Cancer Cancer
(n=41) (n=18)
% %
Age:
19-29 17 28
30-34 17 17
35-39 17 28
40 - 44 20 6
45-62 29 22
Mean Age (S.D.) 38.95 (9.40) 36.11 (10.97)
Race:
White, Non-Hispanic 78 67
Black, Non-Hispanic 2 6
Hispanic 17 28
Other/Mixed 2 -~
Education:
< High school 10 11
Some college 22 17
College grad 32 50
Graduate/Professional degree 37 22
Work status:
Not employed 24 33
Employed (part-time) 20 ‘ 11
Employed (full-time) ) 56 5
Marital status:
Never Married 29 44
Married 63 39
Widowed/Divorced/Separated 7 17
Has children: 61 50
Number of children
None 39 50
One 10 6
Two 34 28
. Thiee or morc 17 17
Mean (S.D.) 1.39 (1.39) 1.39 (2.00)
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Table 6. Comparison of Caregiving Daughter Sociodemographics by Patient’s Extent of

Disease [continued]

Number in household, including
respondent:

One

Two

Three

Four

Five or more

Mean (S.D.)

Localized
Cancer
(n=41)

%

15
20
20
27
18

3.27 (1.56)

77

Nonlocalized
Cancer
(n=18)

%

22
28
17
17
17

2.83 (1.54)



Table 7. Perceived Risk of Breast Cancer - Caregiving Daughters (n<57)

%
Compared to other women your age,
your chances of getting breast cancer are:
Much lower --
Somewhat lower 7
The same 21
Somewhat higher 49
Much higher 23
Perception of your own chances of developing
breast cancer affected by mother’s diagnosis:
Had no effect on me 12
Made me feel somewhat more at risk 49
Made me feel a lot more at risk 39
| Compared to other women with a relative with breast
cancer, your chances of developing breast cancer are:
Much lower 4
Somewhat lower 12
The same 57
Somewhat higher 21
Much higher 5
Compared to other women without a relative with breast
cancer, your chances of developing breast cancer are:
Much lower 2
Somewhat lower 4
The same 14
Somewhat higher 51
Much higher 30
Summary Perceived Risk:
Low Risk 25
Moderate Risk 53

High Risk 23




Table 8. Extent of Cancer and Time Since Diagnosis (Restricted to Low and High Perceived
Risk Groups)

Low Risk Group High Risk Group
(n=14) (n=11)
% %
Extent of Cancer:
Local 64 64
Non-local 36 36
Time Since Diagnosis:
Less than 6 months 29 18
6 - 12 months 64 82

More than one year 7 -




Table 9. Comparison of a 5 year Modified Gail Risk Assessment by Perceived Risk (n=25)

Mean (S.D.)
Perceived Risk
Low .99 (.90)

High 76 (.85)




Table 10. Breast Cancer Screening History' (n<25)

%
Daughters 40 or older who conduct
monthly breast self-examinations: 48
Daughters 40 or older who have
regular mammograms: 92
Approximate # of months since
last mammogram:
1 - 3 months 13
4 - 6 months 39
7 - 9 months 4
10 - 12 months 35
12+ 9

Mean number of months (S.D.) 9.46 (8.87)

! Restricted to daughters 40 or older.




- Table 11. Impact of Event/Fear of Cancer - Caregiving Daughters (n<57)

Mean (S.D.)
Impact of Event/Fear of Cancer Scale - Global 15.52 (10.63)
Intrusion Subscale: 8.96 ( 6.73)

Avoidance Subscale: ' 6.56 ( 5.94)




Table 12. Caregiving Daughters’ Scores on Impact of Event Scale (Restricted to Low and High

Perceived Risk Groups)
Low Risk Group High Risk Group
(n=14) (n=10)
Mean (S.D.) Mean (S.D.)
Impact of Event/Fear of Cancer Scale 13.28 (11.40) 13.90 (10.69)
Intrusion Subscale: 7.28 ( 6.39) 8.60 ( 6.80)

Avoidance Subscale: 6.00 ( 6.68) 5.63 ( 5.02)




Table 13. Change in Mother-Daughter Relationship — Mother and Caregiving Daughter

Perspective (n<53)
Daughter Patient
Perspective Perspective
Mean (SD) % Mean (SD) %
Conflict Subscale:
Conflict since mother's illness 1.62, ( .49) 1.49, ( .50)
Conflict prior to mother's illness 1.85, ( .66) 1.60p, ( .51)
Get upset or mad at each other:
Worse 6 2
Same 69 81
Better 25 17
How much they disagree and quarrel:
Worse 8 8
Same 71 71
Better 21 21
How much they argue:
Worse 6 6
Same 75 81
Better 19 13

Satisfaction Subscale:

Satisfaction since mother's illness 3.78. (1.06) 4224 ( .90)
Satisfaction prior to mother's illness 3.58; (1.06) 4104 ( .88)
Satisfied with relationship: _
Worse 6 | 4
Same 75 81
Better 19 15
Happy with the way things are between them:
Worse 8 4
Same 81 77
Better 12 19
How good the relationship is:
Worse 4 --
Same 69 79
Better 27 21

Note: Means sharing a subscript differ significantly from each other (p<.043) based on results
of paired t-test.
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Table 13. Change in Mother-Daughter Relationship — Mother and Caregiving Daughter
Perspective (n<53) [continued]

Daughter Patient
Perspective Perspective

Mean (S.D.) % Mean (§D.) %
Intimacy Subscale:

Intimacy since mother's illness 297 (1.13) 3.86¢ (1.06)
Intimacy prior to mother's illness 3.10 (1.18) 3.45. (1.13)
How much they tell each other everything:
Worse 17 6
Same 79 62
Better 4 32
Share secrets and private feelings with each other:
Worse 19 2
Same 71 74
Better 10 24
Talk about things they don’t want
other people to know:
Worse 17 4
Same 73 77
Better 10 19

Nurturance Subscale:

Nurturance since mother's illness 3.72¢ ( .86) 3.10 (1.04)
Nurturance prior to mother's illness 2.79¢ (1.02) 322 (1.07)
Help with things they can’t do themselves:
Worse -- 24
Same 17 70
Better 83 6
Protect and look out for each other:
Worse -- 4
Same 46 94
Better 54 2
Take care of other person:
Worse - 11
Same 23 83
Better 77 6

Note: Means sharing a subscript differ significantly from each other (p<.043) based on results
of paired t-test.




Table 13. Change in Mother-Daughter Relationship — Mother and Caregiving Daughter
Perspective (n<53) [continued]

Daughter Patient
Perspective Perspective

Mean (SD.) % Mean (SD.) %
Admiration Subscale:

Admiration since mother's illness 3.90, ( .96) 400 (.99
Admiration prior to mother's illness 3.74; ( .98) 3.95 (.90)
Treated like they are admired and respected:
Worse 2 2
Same 73 85
Better 25 13
Treated like they are good at many things:
Worse 6 6
Same 75 89
Better _ 19 6
Felt that things they do are liked or
approved:
Worse 4 6
Same 85 87
Better 12 8

Relative Power Subscale:

Relative power since mother's illness 3.16, (1.04) 3.05; (.75)
Relative power prior to mother's illness 2.73n (1.00) 330 ( .74)
Tells the other person what to do
more often:
Parent more 2 23
Same 56 77
Daughter more 42 --
Who tends to be the boss:
Parent more 2 15
Same » 67 85
Daughter more 31 --

Who tends to take charge and
decide what’s done:

Parent more 2 11
Same 67 87
Daughter more 31 2

Note: Means sharing a subscript differ significantly from each other (p<.043) based on results
of paired t-test.
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Table 14. Caregiving Daughters’ Report of a Change in Mother-Daughter Relationship
(Restricted to Low and High Perceived Risk Groups)

Conflict Subscale:

Conflict since mother's illness
Conflict prior to mother's illness *

Get upset or mad at each other:
Worse
Same
Better

How much they disagree and quarrel:
Worse
Same
Better

How much they argue:
Worse
Same
Better

Satisfaction Subscale:

Satisfaction since mother's illness
Satisfaction prior to mother's illness

Satisfied with relationship:
Worse
Same
Better

Happy with the way things are between them:

Worse
Same
Better

How good the relationship is:
Worse
Same

Dottar
1Ivtivi

Low Risk
(n=14)

Mean (S.D.) %
1.48 ( .53)
1.55 ( .66)

7

71

21

7

86

7

7

79

14
3.76  (1.14)
3.66 (1.20)

86

14

100

86

14

High Risk
(n=11)
Mean (S§.D.) %
1.85 ( .38)
206 ( .49
81
17
82
18
82
18
379 (.91
3.73  ( .83)
100
9
82
9
82
18



Table 14. Caregiving Daughters’ Report of a Change in Mother-Daughter Relationship
(Restricted to Low and High Perceived Risk Groups) [continued]

Low Risk High Risk
(n=14) (n=11)
Mean (§.D.) % Mean (S.D) %

Intimacy Subscale:

Intimacy since mother's illness 3.07 (1.39) 321 ( .86)
Intimacy prior to mother's illness 3.17  (1.37) 3.51 (.97)

How much they tell each other everything:
Worse 14 36
Same 86 : 64
Better - --

Share secrets and private feelings with each other:

Worse 7 36
Same 86 46
Better 7 18
Talk about things they don’t want
other people to know:
Worse 14 27
Same 86 64
Better - 9

Nurturance Subscale:

Nurturance since mother's illness 343 (1.06) 3.94 ( .61)
Nurturance prior to mother's illness 276 (1.13) 294 ( .66)

Help with things they can’t do themselves:
Worse - --
Same 29 9
Better ‘ 71 91

Protect and look out for each other:
Worse -- --
Same A 57 36
Better ‘ 43 64

Take care of other person:
Worse - -
Same 29 18

Better . 71 : 82




Table 14. Caregiving Daughters’ Report of a Change in Mother-Daughter Relationship
(Restricted to Low and High Perceived Risk Groups) [continued]

Low Risk High Risk
(n=14) (n=11)
Mean (SD.) % Mean (S.D.) %
Admiration Subscale:

Admiration since mother's illness 390 ( .88) 3.85 (1.00)
Admiration prior to mother's illness 3.76  (1.02) 3.73  (1.03)

Treated like they are admired and respected:
Worse -- ’ --
Same 86 82
Better 14 18

Treated like they are good at many things:
Worse -- --
Same 79 82
Better 21 18

Felt that things they do are liked or

approved:
Worse -- --
Same 93 100
Better 7 --

Relative Power Subscale:

‘Relative power since mother's illness 331 ( .96) 291 (1.19)
Relative power prior to mother's illness 2.88 ( .81) 2.52  (1.02)

Tells the other person what to do

more often:
Parent more -- --
Same 57 73
Daughter more 43 27

Who tends to be the boss:
Parent more ' - -
Same 79 64
Daughter more 21 36

Who tends to take charge and

‘decide what’s done:
Parent more -- --
Same 71 82

Daughter more 29 18
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Table 15. Sense of Filial Obligation - Caregiving Daughters (n=58)

%
Married children should live close
to parents to provide care:
Strongly agfee 34
Somewhat agree 33
Neither agree nor disagree 5
Somewhat disagree 21
Strongly disagree 7
Children should not be expected
to do tasks for their parents:
Strongly agree 75
Somewhat agree 16
Neither agree nor disagree --
Somewhat disagree 3
Strongly disagree 5
Parents should expect adult
children to assist them:
Strongly agree 52
Somewhat agree 33
Neither agree nor disagree 3
Somewhat disagree 9
Strongly disagree 3
It is a child’s duty to assist parents:
Strongly agree 48
Somewhat agree 38
Neither agree nor disagree 2
Somewhat disagree 10
Strongly disagree 2
It is preferable to pay a professional
for assistance with caregiving:
Strongly agree 19
Somewhat agree 43
Neither agree nor disagree 14
Somewhat disagree 24

Strongly disagree --




Table 15. Sense of Filial Obligation - Caregiving Daughters (n=58) [continued]

%
Paying for professional help means
a relative is not taking responsibility:
Strongly agree 10
Somewhat agree 12
Neither agree nor disagree 2
Somewhat disagree 40
Strongly disagree 36
It is better to give up a job to provide
care than to pay a professional:
Strongly agree 7
Somewhat agree 10
Neither agree nor disagree 12
Somewhat disagree 29
- Strongly disagree 41
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Table 16. Sense of Filial Obligation:

(n=58)

Filial Obligation Scale - Global

Attitudes regarding filial
responsibilities:

Attitudes regarding use of
paid help:

Global and Subscale Scores - Caregiving Daughters

Mean (S.D.)

24.52 (3.61)
12.95 (2.44)

5.78 (1.92)



Table 17. Sense of Filial Obligation - Patients (n=55)

Married children should live close
to parents to provide care:

Strongly agree

Somewhat agree

Neither agree nor disagree
Somewhat disagree
Strongly disagree

Children should not be expected
to do tasks for their parents:

Strongly agree

‘Somewhat agree

Neither agree nor disagree
Somewhat disagree
Strongly disagree

Parents should expect adult

- children to assist them:

Strongly agree

Somewhat agree

Neither agree nor disagree
Somewhat disagree
Strongly disagree

It is a child’s duty to assist parents:

Strongly agree

Somewhat agree

Neither agree nor disagree
Somewhat disagree
Strongly disagree

It is preferable to pay a professional
for assistance with caregiving:

Strongly agree

Somewhat agree

Neither agree nor disagree
Somewhat disagree

Qisninxler Aionyunn
DUULIELY ULdAgIve
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%

16
18

33
33

31
34

16
16

20
33

26
18

24
29

22
26

14
29

16

21

oy 3



Table 17. Sense of Filial Obligation - Patients (n=55) [continued]

%
Paying for professional help means
a relative is not taking responsibility:
Strongly agree 6
‘Somewhat agree 11
Neither agree nor disagree 7
Somewhat disagree 33
Strongly disagree 44
It is better to give up a job to provide
care than to pay a professional:
Strongly agree 4
Somewhat agree 6
Neither agree nor disagree 4
Somewhat disagree 27
Strongly disagree 60
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Table 18. Sense of Filial Obligation: Global and Subscale Scores - Patients (n=55)

Mean (S.D.)
Filial Obligation Scale - Global 18.62 (5.17)
Attitudes regarding filial
responsibilities: 9.62 (3.36)
Attitudes regarding use of
paid help: 4.82 (1.81)
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Table 19. Caregiving Daughters’ Sense of Filial Obligation by Perceived Risk of Breast Cancer
(Restricted to Low and High Perceived Risk Groups)

Low Risk Group High Risk Group
(n=14) (n=11)
% %
Married children should live close
To parent to provide care:
Strongly Disagree 14 --
Somewhat Disagree 29 18
Neither Agree nor Disagree 7 --
Somewhat Agree 21 27
Strongly Agree 29 54
Children should not be expected
to do tasks for their parents:
Strongly agree 14 --
Somewhat agree -~ -
Neither agree nor disagree - -
Somewhat disagree , 29 , 18
Strongly disagree 57 82
Parents should expect adult
children to assist them:
Strongly agree 57 64
Somewhat agree 21 27
Neither agree nor disagree 7 --
Somewhat disagree 7 9
Strongly disagree 7 --
It is a child’s duty to assist parents:
Strongly agree 36 46
Somewhat agree 50 36
Neither agree nor disagree 2 --
Somewhat disagree 7 , 18
Strongly disagree 7 -
It is preferable to pay a professional
for assistance with caregiving: *
Strongly agree - -
Somewhat agree 14 46
Neither agree nor disagree 21 9
Somewhat disagree 57 9
Strongly disagree 7 36

¥-p<.05




Table 19. Caregiving Daughters’ Sense of Filial Obligation by Perceived Risk of Breast Cancer
(Restricted to Low and High Perceived Risk Groups) [continued]

Low Risk Group High Risk Group
(n=14) (n=11)
: % %
Paying for professional help means
a relative is not taking responsibility:
Strongly agree 7 --
Somewhat agree 7 9
Neither agree nor disagree - 9
Somewhat disagree 29 54
Strongly disagree 57 27
It is better to give up a job to provide
care than to pay a professional:
Strongly agree 7 9
Somewhat agree 10 9
Neither agree nor disagree 14 -
Somewhat disagree 21 36
Strongly disagree 57 46
Mean (S.D.) Mean (S.D.)
Filial Obligation Scale _ 22.57 (3.23) 2490 (3.80)
Attitudes regarding filial
responsibilities: 12.29 (3.17) 13.36 (2.11)

Attitudes regarding use of
paid help: 5.36 (1.78) 536 (1.43)




Table 20. Number of Activity Tasks and Activity Domains Caregiving Daughter Provided to

Patient (n<58).
%
Number of ActivityTasks
Provided Help
1-5 29
6-10 48
11-15 22
Mean (S.D.) 7.66 (3.6)
Number of Activity Domains
Provided Help
One 3
Two 14
Three 21
Four ' 19

Five 36

Mean (S.D.) 3.93 (1.35)
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Table 21. Activity Domains Where Caregiving Daughter Provided Help (n<58)

%

Activity Domains
Home Health Activities:

(Medication, Changing dressing) 47
Instrumental Activities:

(Meals, Housework, Shopping) 93
Personal Activities:

(Bathing, Dressing, Mobility) 60
Transportation Activities:

(Treatment, Shopping, Visits, Work) 93
Administrative Activities:

(Filling-Out Forms, Banking, Information) 91
Legal Activities:

(Illness-related legal counseling) 2
Formal Health Care Activities:

(Obtaining and coordinating formal health care) 7

99



Table 22. Number of Activity Tasks and Activity Domains Caregiving Daughter Provided to
Patient (Restricted to Low and High Perceived Risk Groups)

Low Risk Group High Risk Group
(n=14) (n=11)
% %
Number of Activity Tasks
Provided Help*
1-5 43 27
6-10 57 27
11-15 - 46
Mean (S.D.) ** 57 .7 9.03.2)
Number of Activity Domains
Provided Help
Two 29 9
Three 29 9
Four 29 18
Five 14 64

Mean (S.D.) 3.29 (1.07) 436 (1.03)




Table 23. Activity Domains Where Caregiving Daughter Provided Help (Restricted to Low and
High Perceived Risk Groups)

Low Risk Group High Risk Group
(n=14) (n=11)
% %

Activity Domains
Home Health Activities: **

(Medication, Changing dressing) 14 64
Instrumental Activities:

(Meals, Housework, Shopping) 86 100
Personal Activities:

(Bathing, Dressing, Mobility) 50 82
Transportation Activities:

(Treatment, Shopping, Visits, Work) 93 100

Administrative Activities:
(Filling-Out Forms, Banking, Information) 86 91




Table 24. Social Burden - Caregiving Daughters (n<58)

Extent that illness has reduced the amount of
time daughter spends with friends, neighbors,
and acquaintances:

A great deal
Somewhat
Only a little
Not at all

Extent that illness has reduced daughter’s

outside activities such as hobbies and vacations:

A great deal
Somewhat
Only a little
Not at all

Extent that illness has reduced daughter’s time
to take care of household duties and tasks:

Often
Sometimes
‘Rarely
Never

Extent that illness has made it difficult to
establish a daily routine and plan activities:

Not at all
Only a little
Somewhat
A great deal

Extent that illness has reduced daughter’s time
with other family members:

A great deal
Somewhat
Only a little
Not at all

102

%

10
12
34
43

12

26
53

16
24
29
31

46
30
16

14
28
57



Table 25. Time Burden - Caregiving Daughters (n=58)

Has cut down on time spent doing regular
daily activities due to her caregiving:

Feels that she has accomplished less than she

would like due to her caregiving:

Doesn’t do regular activities as carefully
asusual:

%

60

34

34




Table 26. Physical Burden - Caregiving Daughters (n=58)

Amount of physical strain daughter
experienced from caregiving since
the diagnosis:

A great deal of strain

A moderate amount of strain
A little strain

No strain

Extent caregiving has affected daughter’s
energy for her regular daily activities:

A lot less energy
Somewhat less energy
A little less energy
No change in energy

%

29
22
40

38
50




Table 27. Financial Burden - Caregiving Daughters (n=58)

%
Seriousness of daughter’s financial problems
due to patient’s illness:
Very serious 2
Somewhat serious 3
Not very serious 3
No financial problems 91
Extent of financial changes in daughter’s
habits and lifestyle due to her caregiving:
Many changes 7
Some changes --
A few changes 15
No changes at all 78
Extent that illness has caused daughter to
pass up financial opportunities:
To a great extent 2
To some extent ' 5
To a small extent 12

Not at all 81




Table 28. Employment Burden' - Caregiving Daughters (n<57)

%
Extent to which caregiving affected
daughter’s ability to concentrate on the
job or to do her best at work:
Does not apply --
To a great extent 12
To some extent 34
To a small extent 37
Not at all 17
Since diagndsis, daughter has come in late
or left early because patient was sick, had
to be taken to a medical appointment,
or needed errands run:
NUMBER OF TIMES:
None 45
lor2 24
3-4 10
5 + times 21
Mean (S.D.) 3.00 (5.57)
Number of times since diagnosis daughter has
taken days off from work as “sick”, vacation, or
personal days because the patient felt sick, had to
be taken to a medical appointment, or needed
errands run:
NUMBER OF TIMES:
None v 29
lor2 17
3-4 17
5+ times 38

Mean (S8.D.) 3.67 (3.64)

! Restricted to those reporting this occurrence.




Table 29. Caregiving Daughters’ Social Burden (Restricted to Low and High Perceived Risk

Groups)
Low Risk Group High Risk Group
(n=14) (n=11)
% %

Extent that illness has reduced the amount of
time daughter spends with friends, neighbors,
and acquaintances:

A great deal - --
Somewhat 7 36
Only a little 36 18
Not at all 57 46

Extent that illness has reduced daughter’s
outside activities such as hobbies and vacations:

A great deal -- 18
Somewhat - --
Only a little 36 27
‘Not at all 64 54

Extent that illness has reduced daughter’s time
to take care of household duties and tasks:

Often 14 18
Sometimes 7 27
Rarely 29 36
Never 50 18

Extent that illness has made it difficult to
establish a daily routine and plan activities:

Not at all 71 27
Only a little 21 46
Somewhat - 18
A great deal 7 9

Extent that illness has reduced daughter’s time
with other family members: *

A great deal - -
Somewhat - 36
Only a little 29 2

Not at all 1 36

*.-p<.05




Table 30. Caregiving Daughters’ Time Burden (Restricted to Low and High Perceived Risk
Groups)

Low Risk Group High Risk Group
(n=14) (n=11)
% %
Has cut down on time spend doing regular
Daily activities due to her caregiving: 36 73

Feels that she has accomplished less than she
would like due to her caregiving: 21 36

Doesn’t do regular activities as carefully
as usual: 29 54




Table 31. Caregiving Daughters’ Physical Burden (Restricted to Low and High Perceived Risk
Groups)

Low Risk Group High Risk Group
(n=14) (n=11)
% %
Amount of physical strain daughter
experienced from caregiving since
the diagnosis: **
A great deal of strain - 18
A moderate amount of strain 7 54
A little strain -~ 29 9
No strain 64 18
Extent caregiving has affected daughter’s
energy for her regular daily activities:
A lot less energy 7 ‘ 9
Somewhat less energy -- --
A little less energy 43 36
No change in energy 50 54

*¥* _.p<.01




Table 32. Caregiving Daughters’ Financial Burden (Restricted to Low and High Perceived
Risk Groups) '

Low Risk Group High Risk Group
(n=14) (n=11)
% %

Seriousness of daughter’s financial problems
due to patient’s illness:

Very serious - -
Somewhat serious - -
Not very serious - -
No financial problems 100 100

Extent of financial changes in daughter’s
habits and lifestyle due to her caregiving:

Many changes - 9
Some changes -- --
A few changes 7 18
No changes at all 93 73

Extent that illness has caused daughter to
pass up financial opportunities

To a great extent -- 9
To some extent 7 -
To a small extent -- 18

Not at all 93 : 73
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Table 33. Caregiving Daughters’ Employment Burden' (Restricted to Low and High Perceived

Risk Groups)
Low Risk Group High Risk Group
(n=11) (n=8)
% %
Extent to which caregiving affected
daughter’s ability to concentrate on the
job or to do her best at work:
Does not apply 21 27
To a great extent 7 18
To some extent 21 18
To a small extent 29 27
Not at all 21 9
Since diagnosis, daughter has come in late
or left early because patient was sick, had
to be taken to a medical appointment,
or needed errands run:
NUMBER OF TIMES:
None 36 50
“lor2 46 38
3-4 9 12
5 + times 9 --
Mean (S.D.) 1.91 (.94) 1.62 (.74)

Number of times since diagnosis daughter has
taken days off from work as “sick”, vacation, or
personal days because the patient felt sick, had to
be taken to a medical appointment, or needed

errands run;
NUMBER OF TIMES:
None 46 12
lor2 27 12
3-4 18 25
5+ times 9 50
Mean (S.D.)* 1.91 (1.04) 3.12(1.13)
*p<.05 '

! Restriced to those reporting this occurrence.
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Table 34. Appraisal of Illness Predictability - Caregiving Daughters (n=58)

%
Know when mother is going to
have good or bad day:
Strongly agree 12
Somewhat agree 9
Neither Agree nor disagree 7
Somewhat disagree 26
Strongly disagree 47
Clear when mother’s illness is
getting better or worse:
Strongly agree 9
Somewhat agree 14
Neither Agree nor disagree 9
Somewhat disagree 16
Strongly disagree 53
Can generally predict the course
of mother’s illness:
Strongly agree 28
Somewhat agree 21
Neither Agree nor disagree 21
Somewhat disagree 17
Strongly disagree : 14
Mother’s physical distress is
predictable:
Strongly agree 9
Somewhat agree 12
Neither Agree nor disagree 10
Somewhat disagree 34
Strongly disagree 34

Summary Scale:
Mean (S.D.) 1421 (3.85)
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Table 35. Appraisal of Iliness Predictability - Patients (n<60)

[ usually know when I’m going
to have a good or bad day:

Strongly agree

Somewhat agree

Neither Agree nor disagree
Somewhat disagree
Strongly disagree

It’s clear to me when my illness is
getting better or worse:

Strongly agree

Somewhat agree

Neither Agree nor disagree
Somewhat disagree
Strongly disagree

I can generally predict the course
of my illness:

My physical distress is predictable:

‘Strongly agree

Somewhat agree

Neither Agree nor disagree
Somewhat disagree
Strongly disagree

Strongly agree

Somewhat agree

Neither Agree nor disagree
Somewhat disagree
Strongly disagree

Summary Scale:

Mean (S.D.)

113

%

33
17
10
23
17

41
25
19

12
15
20
27
27

32
22
20
17
10

13.09 (3.44)



Table 36. Caregiving Daughters’ Appraisal of Illness Predictability (Restricted to Low and
High Perceived Risk Groups)

Low Risk Group High Risk Group
(n=14) (n=11)
% %
Know when mother is going to
have good or bad day:
Strongly agree 29 --
Somewhat agree 14 -
Neither agree nor disagree 7 9
Somewhat disagree 29 27
Strongly disagree 21 64
Clear when mother’s illness is
getting better or worse:
Strongly agree 7 -
Somewhat agree 14 18
Neither agree nor disagree 7 --
Somewhat disagree 36 9
Strongly disagree 36 73
Can generally predict the course
of mother’s illness:
Strongly agree 36 9
Somewhat agree 14 46
Neither agree nor disagree 21 18
Somewhat disagree 21 --
Strongly disagree 7 27
Mother’s physical distress is
predictable:
Strongly agree 14 -
Somewhat agree 14 9
Neither Agree nor disagree 7 9
Somewhat disagree _ 43 27
Strongly disagree 21 54
Summary Scale: **
Mean (S.D.) 12.71 (3.54) 16.09 (1.87)

**-.-p<.01




Table 37. Appraisal of Personal Control Over Illness - Caregiving Daughters (n=58)

%
Personal control over amount of fatigue
mother experiences from day to day:
No control 26
Very little control 33
A moderate amount of control 26
Quite a bit of control 12
An extreme amount of control 3
Personal control over amount of discomfort
mother experiences from day to day:
No control 22
Very little control 40
A moderate amount of control 26
Quite a bit of control 9
An extreme amount of control 2
Does not apply 2
Personal control over amount of immobility
mother experiences from day to day:
‘No control 2
Very little control 2
A moderate amount of control 2
Quite a bit of control 2
Does not apply 93
Personal control over amount of pain
mother experiences from day to day:
No control 36
Very little control 29
A moderate amount of control 21 :
Quite a bit of control 5
Does not apply ’ 9
Personal control over long-term course
of mother’s illness:
No control 43
Very little control 28
A rmnndasnta nmansrzmt ~F Ansmtanl 10
£y llodelale ailovullil Ul vouliiiul 17
Quite a bit of control 9
An extreme amount of control 2




Table 37. Appraisal of Personal Control Over Illness - Caregiving Daughters (n=58)[continued]

%
Personal control over the medical care
and treatment of mother’s illness:
No control ‘ ' 10
Very little control 14
A moderate amount of control 29
Quite a bit of control 41
An extreme amount of control 5

Summary Scale:
Mean (S.D.) 3.65 (.75)
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Table 38. Appraisal of Personal Control Over Illness - Patients (n=60)

%
Personal control over amount of fatigue
patient experiences from day to day:
No control 8
Very little control 18
A moderate amount of control 35
Quite a bit of control 28
An extreme amount of control 8
Does not apply 2
Personal control over amount of discomfort
patient experiences from day to day:
No control 8
Very little control 25
A moderate amount of control 22
Quite a bit of control 37
An extreme amount of control 5
Does not apply 3
Personal control over amount of immobility
patient experiences from day to day:
No control 3
Very little control 2
A moderate amount of control --
Quite a bit of control --
Does not apply 95
Personal control over amount of pain
patient experiences from day to day:
No control 3
Very little control 8
A moderate amount of control 27
Quite a bit of control 20
An extreme amount of control 8
Does not apply 33
Personal control over long-term course
of patient’s own illness:
No control 27
Very little control 7
A moderate amount of control 28
Quite a bit of control
An extreme amount of control 10
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Table 38. Appraisal of Personal Control Over Illness - Patients (n=60) [continued]

%
Personal control over the medical care
and treatment of patient’s own illness:

No control 3

Very little control 10

A moderate amount of control 18

Quite a bit of control 43

An extreme amount of control 25

Summary Scale:
Mean (S.D.) 220 (.72)
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Table 39. Caregiving Daughters’ Appraisal of Personal Control Over Illness (Restricted to Low
and High Perceived Risk Groups)

Low Risk Group High Risk Group
(n=14) (n=11)
% %
Personal control over amount of fatigue
mother experiences from day to day:
No control 43 9
Very little control 29 46
A moderate amount of control 21 36
Quite a bit of control 7 9

An extreme amount of control - —

Personal control over amount of discomfort
mother experiences from day to day:

No control 36 9
Very little control 36 64
A moderate amount of control 21 - 27
Quite a bit of control 7 -

Personal control over amount of immobility
mother experiences from day to day:

No control - -
Very little control - --
A moderate amount of control - 9
"Quite a bit of control - -
Does not apply 100 91

Personal control over amount of pain
mother experiences from day to day:

No control 50 18
Very little control 14 46
A moderate amount of control 21 27
Quite a bit of control - --
Does not apply 14 9

Personal control over long-term course
of mother’s illness:

No control 50 36
Very little control 36 27
A moderate amount of control 14 36

Quite a bit of control - -

An extreme amount of control -- -
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Table 39. Caregiving Daughters’ Appraisal of Personal Control Over Iliness (Restricted to Low
and High Perceived Risk Groups) [continued]

Low Risk Group High Risk Group
(n=14) (n=11)
% %
Personal control over the medical care
and treatment of mother’s illness:
No control 14 9
Very little control 7 9
A moderate amount of control 36 46
Quite a bit of control 43 27
An extreme amount of control - 9

Summary Scale:
Mean (S.D.) 3.94 (.66) 3.59 (.43)




Table 40. Psychological Distress - Caregiving Daughters (n=58)

Depressive Symptomatology

Percent at or above cutoff for
Probable caseness of depression:

State Anxiety

Mean (S.D.)

829 (7.63)

12%

34.72 (12.18)
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Table 41. Caregiving Daughters’ Psychological Distress by Perceived Risk of Breast Cancer
(Restricted to Low and High Perceived Risk Groups)

Low Risk Group High Risk Group
(n=14) (n=11)
Mean (S.D.) Mean (S.D.)
Depressive Symptomatology 7.00 ( 6.10) 8.45 (6.04)
Percent at or above cutoff for
probable caseness of depression: 7% 9%

State-Trait Anxiety 32.57 (11.22) 29.54 (9.61)




Table 42. Correlates of Depression and Anxiety for Caregiving Daughters by Potential Risk

Factors (n<58)
Depression Anxiety
Patient/Disease Characteristics
Extent of Cancer 324 ** 253 *
Length of Time Since Diagnosis 092 091
Cancer Treatments Received’
Chemotherapy 125 215
Radiation -.138 -.132
Chemotherapy & Radiation -231 % -.084
Daughter Sociodemographics
Age -.096 -.132
White -.186 .034
Married -261* -.248 *
Education =312 ** -.056
Employment Status -.123 .020
Number of Children -172 -218 *
Number in Household -.209 -.201
Daughter Lives w/
Spouse -.155 -.159
Child -.073 -.179
Mother 121 .143
Daughter’s Relationship with Her Mother
Filial Responsibility — Total Score .060 .044
‘ Personal Responsibility Subscale  -.031 -.026
Attitudes Re: Use of Paid Help
Subscale 028 .060
Relationship w/Mother (NRI) —
Prior to Mother’s Illness:
Conflict 310 ** 437 *x*
Satisfaction -276 * -.353 **
Intimacy -.059 -.072
Nurturance 010 -.120
Admiration -.280 * -.280 *
Relative Power -.191 -.021
Since Mother’s Illness
Conflict 191 131
Satisfaction =313 ** -.269 *
Intimacy -.097 -.058
Nurturance 135 .048
Admiration -.307 ** -.190
Relative Power -.150 .106

! All patients also received surgery.




Table 42. Correlates of Depression and Anxiety for Caregiving Daughters by Potential Risk
Factors (n<58) [continued]

Depression Anxiety
Daughter’s Cargiving Burden
# Tasks Provided (range 0-18) .059 -.052
# Domains of Tasks Provided (range 0-8) .084 -.025
Provided Assistance with:
Personal Activities 036 -.059
Instrumental Activities 056 .061
Home Health Activities - .019 -.116
Transportation Activities -.115 -.130
Administrative Activities .109 110
Legal Activities 444 x*x* 359 **
Arranging Formal Health Care .052 - -.011
Daughter’s Appraisal of Mother’s Illness
Illness Predictability =270 * -.188
Iliness Control .090 .054
Daughter’s Cancer Risk
Perceived -.041 054
5-yr Risk (Modified Gail) -.124 -.108
Daughter’s Appraisal of Impact Mother’s
Illness Has Had on Her
Impact of Event — Total Score 454 xxx 463 *x*
Intrusion Subscale 306 * 381 **
Avoidance Subscale 421 Fkx 356 **
Daughter’s Psychological Well-Being
Depression (CES-D) — Total Score N/A 671 FxE
Depressive Affect Subscale N/A 614 ***
Positive Affect Subscale N/A - 415 *x*
Somatic Vegatative Subscale N/A 583 ¥k
Interpersonal Distress Subscale N/A 305 *
Anxiety (STAIY-S) 671 *x* N/A

*p<.05; ** p<.01; *** p<.001
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Table 43. Depression and Anxiety - Caregiving Daughters by Types of Burden (n<58).

Depression State Anxiety
Mean (S.D.) Sig. Mean (S.D.) Sig.

Social Burden

Extent that illness has reduced daughter’s time
to take care of household duties and tasks:

Never 8.28 ( 6.77) 35.78 (12.41)
Rarely 7.70  ( 6.59) 32.65 (12.02)
Sometimes 871 ( 8.42) 35.86 (13.83)
Often 8.78 (10.70) 34.78 (10.78)

Extent that illness has made it difficult to

establish a daily routine and plan activities: ‘ :
Not at all 792 ( 6.12) 33.19 (11.66)

Only a little 8.06 ( 9.08) 33.35 (12.11)
Somewhat 8.00 ( 6.63) 38.56 (12.91)
A great deal 6.60 (462) 34.40 ( 7.76)

Extent that illness has reduced daughter’s
time with other family members:

Not at all 7.60 ( 6.20) 34.06 (11.66)
Only a little 8.69 ( 8.50) 34.62 (11.75)
Somewhat 11.25 (11.13) 37.62 (16.72)
A great deal 1.00 () 35.00 ()

Extent that illness has reduced the amount
of time daughter spends with friends,
neighbors, and acquaintances:

‘Not at all 7.84 ( 6.57) 32.24 (10.28)
Only a little 8.85 ( 8.04) 36.15 (13.13)
Somewhat 6.57 ( 6.83) 29.57 ( 9.81)
A great deal 10.33 (11.99) 46.33 (13.26)

Extent that illness has reduced daughter’s
outside activities such as hobbies and

vacations:
Not at all 7.55 ( 5.89) 30.71 (10.57)
Only a little 8.67 ( 9.61) 38.13 (11.84)
Somewhat 7.80 ( 7.56) 41.60 (12.18)
A great deal 11.14 (10.65) 40.28 (15.42)

Time Burden

Has cut down on time spent doing regular

daily activities due to caregiving:
Yes 823 ( 8.38) 36.48 (12.96)
No 839 ( 6.50) 32.04 (10.61)
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Table 43. Depression and Anxiety - Caregiving Daughters by Types of Burden (n<58)
[continued]

State Anxiety

Mean (S.D.) Sig.

Depression

Mean (S.D.) Sig.
Feels that she has accomplished less than
she would like due to her caregiving:

Yes 8.40 (10.31) 36.05 (13.88)
No 824 (593) 34.02 (11.33)
Doesn’t do regular activities as carefully
as usual:
Yes 8.20 (10.00) 30.75 (12.26)
No 834 (6.19) 36.82 (11.76)
Physical Burden

Amount of physical strain daughter experienced
from caregiving since the diagnosis:

No strain 7.78 ( 5.64) 33.22 (11.50)
A little strain 10.31 ( 6.84) 39.31 (13.08)
A moderate amount 6.24 ( 8.76) 31.59 (10.19)
A great deal of strain 12.40 (12.42) 40.40 (17.18)

Extent caregiving has affected daughter’s
energy for her regular daily activities:

A lot less energy 12.40 (11.70) 36.20 (16.42)

Somewhat less energy 7.00 ( 8.48) 41.00 ( 8.48)

A little less energy 8.14 ( 8.33) 34.50 (11.44)

As much energy 7.79 ( 6.40) 34.21 (12.62)
Employment Burden

Since diagnosis, daughter has come in late
or left early because patient was sick, had
to be taken to a medical appointment,

or needed errands run:

None 758  ( 6.99) 3474 (12.87)
1-2 830 ( 3.94) 34.60 ( 9.97)
3-4 13.00 (15.03) 4425 (15.48)
5+ 556  ( 6.33) 3322 ( 9.90)

Number of times since diagnosis daughter has
taken days off from work as “sick”, vacation, or
personal days because the patient felt sick, had to
be taken to a medical appointment, or needed

errands run: *
None 8.83 (6.72) 38.50 (11.87)
1-2 500 ( 3.11) 2471 ( 3.30)
3-4 9.57 (6.19) 4243 (11.63)
5+ 787 ( 9.55) 35.07 (11.74)
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Table 43. Depression and Anxiety for Caregiving Daughters by Types of Burden (n<58)

[continued]
Depression State Anxiety
Mean (S.D.) Mean (S.D.)
Extent to which caregiving affected
daughter’s ability to concentrate on the
job or to do her best at work:
Notatall 8.00 ( 7.96) 37.86 (12.39)
To a small extent 567 (432 - 33.00 (11.37)
To some extent 828 (6.57) 35.93 (11.54)
To a great extent 14.00 (12.98) 39.00 (15.46)
Does not apply 9.00 ( 8.82) 33.13 (13.28)
Financial Burden
Extent that illness has caused daughter
to pass up financial opportunities:
Not at all 7.81 ( 7.27) 33.45 (11.99)
To a small extent 8.00 ( 3.65) 39.71 ( 9.81)
To some extent 14.67 (17.95) 37.67 (19.14)
To a great extent 14.00 (--) 51.00 (--)
Extent of financial changes in daughter’s
habits and lifestyle due to her caregiving:
No changes at all ‘ 8.00 ( 6.25) 34.29 (11.56)
A few changes 8.67 (10.63) 35.56 (13.56)
Many changes 10.75 (14.93) 37.75 (18.82)
Seriousness of daughter’s financial
problems due to patient’s illness:
No financial problems 7.70  ( 5.94) *** 34.11 (11.37)
Not very serious 17.50 (27.75) *** 39.00 (26.87)
Somewhat serious 2.50 (1 2.12) *x* 31.50 ( 4.95)
Very serious 33.00 (--) *** 65.00 (--)

*p<.05; *¥* p<.01; *** p <.001




Table 44. Comparison of Depressive Symptomatology by Sociodemographics (n<60)

CES-D <16 CES-D >16
% %
Patient/Disease Characteristics
Extent of Cancer *
Local 74 29
Regional/Metastatic 26 71
Length of Time Since Diagnosis
< 6 months 28 29
6 - 12 months 69 57
1 year+ 4 14
Treatment
Surgery 100 100
Radiation 49 43
Chemotherapy 31 57
Daughter Sociodemographics
Age
19-29 22 14
30-34 18 14
35-39 18 43
40-44 18 --
45-62 26 29
Ethnicity
White, non-Hispanic 78 57
Black, non-Hispanic 4 --
Hispanic 16 43
Other 2 --
Marital Status
Married 61 29
Widowed/Divorced/Separated 6 29
Never Married/Living with Partner 33 43
Education -
<High School 8 29
- Some College 20 14
College Degree 35 57
Graduate/Professional Degree 37 --
Employment Status
Not Employed 28 29
Employed Full-Time 18 14

Employed Part-Time 55 57




Table 44. Comparison of Depressive Symptomatology by Sociodemographics (n<60)

[continued]

Number of Children
None
One
Two
Three or more

Number in Household
One
Two
Three
Four
Five or more

Daughter Lives with:
Spouse
Children

Patient

*p<.05

CES-D <16
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%

4]

31
20

14
22
18
26
22

63
55
18

CES-D >16

%

43
14
43

43
29
14
14

43
43
14



Table 45. Comparison.of Depressive Symptomatology by Changes in the Network of the
Relationship Between Mother and Daughter (n<58)

CES-D <16 CES-D >16
% %
Conflict in Relationship
Get upset or mad at each other:
Worse 6 --
Same 70 43 -
Better : 24 57
Disagree and quarrel:
Worse . 8 ' --
Same 68 86
Better 24 14
How much they argue:
Worse 6 --
Same 74 71
Better 20 29
Satisfaction in Relationship
Satisfied with relationship:
- Worse 4 14
Same 76 71
Better 20 14
Happy with the way things are between them:
Worse 6 14
Same 78 86
Better 16 -~
How good the relationship is:
Worse 2 14
Same 70 57
Better 28 29
Intimacy in Relationship
Tell each other everything:
Worse 22 14
Same - 70 86
Better 8 --
Share secrets and private feelings with each other:
Worse | : 18 14
Same 70 71
Better 12 14
Talk about things they don’t want
other people to know:
- Worse 14 29
Same 74 71

Better ‘ 12 -




Table 45. Comparison of Depressive Symptomatology by Changes in the Network of the
Relationship Between Mother and Daughter (n<58) [continued]

CES-D <16
%
Nurturance in the Relationship
Help with things they can’t do themselves:
Same 18
Better 82
Protect and look out for each other:
Same 48
Better 52
Take care of other person: *
Same 16
Better 84
Admiration in the Relationship
Treated like they’re admired and respected:
Worse 2
Same 72
- Better 26
Treated like they are good at many things: *
Worse 2
Same 76
Better 22
How much like or approve of things
other person does:
Worse 2
Same : 86
Better 12
Relative Power in Relationship
Tells the other person what to do
more often:
Parent more 2
Same 52
Daughter more 46
Who tends to be the boss:
Parent more 2
Same 68
Daughter more 30
Who tends to take charge and
decide what’s done:
Parent more 2
Same 68
Daughter more 30

*p<.05
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CES-D >16
%

14
86

43
57

57
43

86
14

29
57
14

14
71
14
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Table 46. Comparison of Depressive Symptomatology by Types of Burden (n<58)

CES-D <16 CES-D >16
% %
Social Burden
Extent that illness has reduced the amount of
time daughter spends with friends, neighbors,
and acquaintances:
A great deal 10 14
Somewhat 12 14
Only a little 33 43
Not at all 45 29

Extent that illness has reduced daughter’s
outside activities such as hobbies and vacations:

A great deal 12 14
Somewhat 8 14
Only a little 26 29
Not at all 55 43

Extent that illness has reduced daughter’s time
to take care of household duties and tasks;

Often 16 14
Sometimes 26 14
Rarely 28 43
Never 31 29

Extent that illness has made it difficult to
establish a daily routine and plan activities:

Not at all 47 33
Only a little 28 50
Somewhat 16 17
A great deal 10 --

Extent that illness has reduced daughter’s time
with other family members:

A great deal 2 --
Somewhat 12 29
Only a little 28 29
Not at all 59 43

Time Burden

Has cut down on time spend doing regular
daily activities due to her caregiving: 59 71

Feels that she has accomplished less than she
would like due to her caregiving: 33 43
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Table 46. Comparison of Depressive Symptomatology by Types of Burden (n<58) [continued]

CES-D <16 CES-D>16
% %
Doesn’t do regular activities as carefully
as usual: 33 43
Physical Burden
Amount of physical strain daughter
experienced from caregiving since
the diagnosis:
A great deal of strain 8 14
A moderate amount of strain 31 14
A little strain 20 43
No strain 41 29
Extent caregiving has affected daughter’s
energy for her regular daily activities:
A lot less energy 8 14
Somewhat less energy 4 --
A little less energy 37 43
No change in energy 51 43

Financial Burden

Seriousness of daughter’s financial problems *
due to patient’s illness:

Very serious -- 14
Somewhat serious 4 ; -
Not very serious 2 14
No financial problems 94 71

Extent of financial changes in daughter’s
habits and lifestyle due to her caregiving:

Many changes 6 14
Some changes -- --
A few changes 16 14
No changes at all 78 71

Extent that illness has caused daughter to
pass up financial opportunities

To a great extent 2 -
To some extent 4 14
To a small extent 14 -

Not at all 80 86




Table 46. Comparison of Depressive Symptomatology by Types of Burden (n<58) [continued]

CES-D <16 CES-D >16
% %
Employment Burden
Extent to which caregiving affected
* daughter’s ability to concentrate on the

job or to do her best at work:
Does not apply 28 29
To a great extent 8 14
To some extent 24 29
To a small extent 28 14
Not at all 12 14

Since diagnosis, daughter has come in late

or left early because patient was sick, had

to be taken to a medical appointment,

or needed errands run:
None 43 60
lor2 27 --
3-4 8 20
5 + times 22 20

Number of times since diagnosis daughter has
taken days off from work as “sick”, vacation, or
personal days because the patient felt sick, had to
be taken to a medical appointment, or needed

errands run: :
None 28 40
lor2 19 --
3-4 17 20
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APPENDIX A: Patient Contact Letter




«Date_Letter Sent»
«FirstName» «LastName»
«Address»
«City», «Statey «ZipCode»

Dear Ms. «LastNamey:

We are writing to ask you to participate in a research study that researchers at the Herbert Irving
Comprehensive Cancer Center and Columbia University, Mailman School of Public Health are
conducting. The name of the study is "Aging Families and Breast Cancer: Multigenerational Issues".
Its purpose is to investigate the illness and treatment-related issues patients diagnosed with breast
cancer and their familial caregivers are experiencing. We have spoken with Dr. «Doctor» about this
study and he/she thinks you may be interested in taking part.

In a few days, a social worker on the study will be calling you to discuss the study further and
answer any questions you might have. If you do not want to be called, check-off the "Do not contact"
box on the enclosed postcard and mail it back to our office. If you are interested in this study, the
social worker will ask you a few, brief questions about yourself and your illness to see if you and
your familial caregiver are eligible to participate in the study. If you are, both of you will be asked
to complete an interview. The interview will be conducted by a member of our research team. In
this interview we will ask you about your illness and needs for assistance. We will also ask you
some background questions about yourself. You can choose not to answer any question. Your
interview will be conducted by telephone at a time that is convenient to you. It will take about 40
minutes. We will also be interviewing your familial caregiver about her care giving experiences and
how your illness and its treatment has affected her.

What you tell us in this interview will be kept strictly confidential. It will only be used for the
present study and the information you provide will only be seen by the investigators carrying out the
research. All study data will be assigned a unique code number and kept in locked file cabinets in
our research offices. Your doctor will not know that you agreed to participate in the study. This
study has been funded by the NYS Breast Cancer Research and Education Fund, and by the
Department of Defense. Representatives from the U.S. Army Medical Research and Materiel
Command are eligible to inspect the records of this research as part of their responsibilities to protect
human subjects in research.

If you decide not to participate in this study, your decision will in no way affect the medical or other
services you are receiving now or in the future. If you do decide to participate, you can decide to
stop participating at any time. There will be no penalty or loss of benefits to which you are entitled.
There are no physical risks or cost to you for participating in the study. You will not receive any
payment for the interview. Talking with the research clinician may cause you to confront some
sensitive feelings and issues related to your illness and its treatment. For this reason, the interviewer
is an experienced clinician who has been trained to address any such distress. Although you may
not benefit directly from this study, we feel that what you and your familial caregiver will tell us




about your experiences will help other patients and their families in the future.

If at anytime you need any additional information, you may call me (Victoria H. Raveis, Ph.D.) at
(212) 304-5566. The solicitation of subjects into this study has been approved by the Columbia
Presbyterian Medical Center Institutional Review Board. If you have any questions about your
rights as a research subject, you can call the Institutional Review Board at (212) 305-5883 for
information. :

The choice to participate in this study is yours. You are in a position to make a decision if you
understand what you have read in this letter about the study. Your participation in the research
interview will be regarded as evidence of your consent to participate. You will not be asked to sign a
consent form. If you agree to the interview, you still have a right to stop at any time.

Sincerely,

Victoria H. Raveis, Ph.D.
Associate Professor of Sociomedical Sciences

cc: Dr. «Doctor»




APPENDIX B: Caregiver Daughter Contact Letter




Date
Caregiver’s Name
Street Address
City, State, Zip Code

Dear Ms./Mrs. Caregiver’s Name:

We are writing to ask you to participate in a research study that researchers at the Herbert Irving
Comprehensive Cancer Center and Columbia University, Mailman School of Public Health are
conducting. The name of the study is "Aging Families and Breast Cancer: Multigenerational
Issues". Its purpose is to investigate the illness and treatment-related issues patients diagnosed
with breast cancer and their familial caregivers are experiencing. We have spoken with your
relative about this study and she has told us how to contact you.

In a few days a social worker on the study will be calling you to tell you more about this study
and answer any questions you may have. If you decide to participate in this study we are asking
you to participate in a two and one-half hour face-to-face research meeting with a research
clinician. This research meeting will be scheduled at your convenience. It will be held at our
research offices at 100 Haven Avenue, about three blocks away from the hospital.

In the first part of the meeting you will be asked to answer a questionnaire that will contain
questions about your relative’s illness, treatment experiences and needs for assistance. We will
also ask you about your care giving and some background questions about yourself. In the
second part of the research meeting, we will ask you to tell us in greater detail about how your
relative’s illness and its treatment has impacted on your life. We will also ask you about other
illness-related issues and concerns you may have. With your permission we will tape record this
part so that it can be typed up and analyzed.

If you decide not to participate, your decision will in no way affect the medical or other services
your relative is receiving now or in the future. The choice to participate in this study is yours.
You are in a position to make a decision if you understand what you have read in this letter about
the study. If you agree to the interview, you still have a right to stop at any time.

If at anytime you need any additional information, you may call me (Victoria H. Raveis, Ph.D.)
at (212) 304-5566. The solicitation of subjects into this study has been approved by the
Columbia Presbyterian Medical Center Institutional Review Board. If you have any questions
about your rights as a research subject, you can call the Institutional Review Board at (212) 305-
5883 for information. '

Sincerely,

Victoria H. Raveis, Ph.D.
Associate Professor of Sociomedical Sciences




APPENDIX C: Patient Interview




Time Started

CODED am/pm
ENTERED Time Ended

am/pm
VERIFIED

Aging Families and Breast Cancer:
Multigenerational Issues

Patient Interview

ID#

COVERSHT.PT Vers. 10/02




TIME BEGUN:
/ a.m./p.m.
SOCIODEMOGRAPHIC QUESTIONS
1. What is your date of birth? BRPSIMO
BRPSIDA
/ / BRPS1YR
month day year
2. What is the highest level of schooling you have completed? BRPS2
Eighth grade or 1SS ....c..coeviriiiiciieeie et 1
Some High SChool...c..cvooiiiiiie et 2
High School Graduate or GED ......c.cooviieineiiniiiinieieerereeee e e 3
SOME COLEZE. ...eeiiiitiiiiert ettt st s 4
AssS0ciate’s DEEIEE ........ccoovveriiiiiiiiiiiciicti e v 5
Technical or vocational SChool ... 6
ColIEZE DEETEE ...ttt st 7
Some graduate SChOOL.........ccucciiiriiir et e 8
Graduate or professional dEgree ............covviviviiiiiniiiincciiecccee e 9
3. How would you describe yourself? Would you say you are... BRPS3
WHIEE ..o sses s sesse s ess s s st s e ees e ees s ess s sneee 1 (ASKA)
Black/African AMETICAN........ccccvuiemirieici ittt 2 (ASKA)
Asian or Pacific Islander ... 3
American Indian/Alaskan Native ... 4
Other (SPECIFY ) ettt et e 5 (ASKA)
A. Are you of Hispanic origin or descent? BRPS3A
Y S ettt ettt st et ebe e s bbb ettt enean 1 (ASK B)
N O e e st et e e 2
B. Do you consider yourself to be... ' BRPS3B
PUETIO RICAN ....vvvooo oo ees e eeee s 1
DOmMINICAN ....oecviiiiiiiicricicc e 2
CUDAI ..ttt s a e st se et sttt es e eenne s 3
IMEXICAI ... ettt ettt sttt et s e st 4
ECUAAOTEAN ......coveiiiiieiiicieiee ettt sn e senen 5
ColumbIan ....c.eovvviiriiec e 6
Spanish or EUropean..........ccoeoviviricciiiiiiciecce e 7
Something else (SPECIFY: ) JRS 10
DEMOGRAF.PT 1




4.

6.

Are your currently employed, not employed, on disability, out on sick leave, or something else?

EmMPIoyed ..ot e | (ASK A)
DISADIIILY .ot 2 (ASKCO)
SICK LEAVE ..ottt sttt 3 (ASK C)
Not employed, laid off, looking for work..........cccceceveinvvncrcinnnirienene 4 (ASKB)
REHIEA ...ttt bbb 5 (ASKOQ)
In school and not WOIKIng ........cccovveeiiiicnininnnecerse e 6 (ASKB)
Keeping NoUSE .....c.oiiieiiiiici e 7 (ASKB)
Other (SPECIFY ) SRR 8 (ASKB)

A. (JF EMPLOYED) About how many hours do you work in an average week?

# of hours IF LESSTHAN 35 HOURS GO TO D.

IF 35+ GO TO Q.5.
B. Have you ever held a job which lasted for six months or longer?
Y S et et ra e 1
NO ettt ettt sttt enan s 2 (IFNO,GOTOQ.8)
C. In what month and year did you last work?

/
month  year

D. (IF WORKING PART-TIME OR NOT WORKING) Are you (working part-time/
not working) because of your illness?

What kind of work (do)(did) you do? That is, what (is)(was) your job called? (PROBE, IF
NECESSARY) What (do)(did) you actually do in that job? What (are) were some of your main duties
or responsibilities?

Occupation:

Job Title:

Duties:

A. What kind of company or industry is that? What do/did they do or make at the place where
you work(ed)?

Are/Were you self employed in your own business, practice, or working without pay in a family
business (on your main job)?

Yes, self employed .......covvevrniriieecree e 1
No, work for someone else........coc.ovvvreveecreceeierieieseeeeene, 2

DEMOGRAF.PT 2

BRPS4

BRPS4A

BRPS4B

BRPS4CMO

BRPS4CYR

BRPS4D

BRPSS

BRPS6



7.

(What is/When you were working, what was) your annual salary before taxes from your job?
I’ll start reading off a list of income ranges; just stop me when I reach the category that includes
your income.

$5,000 OF 188S..uveiieirieiiecie ettt ettt sttt r e ear s 1
85,001 = $10,000.......comiiieeiiieeireeter et s 2
$10,0071 = $15,000....ecoeverreeeerereeeeereesesseeesesseeseessesees e eeeseesesseseeseserees 3
815,001 = $20,000.......c.coiieecieeeeec s 4
820,001 = $25,000....rvcoeeereeeeree e eeeeeeeeeeeseee s eeeee e es s es e 5
$25,001 = $30,000......cciiiiiieiiiiieeeiee et 6
$30,001 - $40,000......cccmioeireieireeeceteer et sa e 7
$40,001 = $50,000......ceciieriiiririereeireenrerere ettt st seraes 8
$50,001 = $60,000......c..ccorreireierieeeesiere ettt naeaenae 9
$60,001 - $70,000 ...ccooviiriiirieiieereeiete ettt 10
$70,001 - $80,000......ccciirreciereriieerieesrtee et e 11
$80,001 = $90,000......c.ceiieeereeeriecereeertee et 12
$90,001 - $100,000.........cocciierirrrreerierre e 13
$100,001 OF MIOTE .oovvveerire ettt er et ettt ens s ettt e eeeeaeas 14
D0ES IOt KNOW ..ottt ettt seeans 97 (ASKA)
REfUSES 10 @NWET ...ttt 99  (ASKA)
A. Can you tell me if it was...
Less than $25,000 @ YEar OF ....c.oocevierieeereeeniriein e seersaesereeneneas 1
More than $25,000 @ Year...........ccevveeveeeecrereerciseeee e 2
DOESN’T KNOW; REFUSED ......ccccoceeirierennieeieeteeere e 3

What is your current marital status?

MEITIEA ...t ene s 1 (ASK A)
IF VOLUNTEERED: Living with @ partner ...........ccccecvevenreeecerineenenns 2 (ASKA)
DIVOTCEA ...ttt e 3
SEPArAted ..ot e 4
WIAOWEA ...ttt 5
NEVEr MaITIEd ....c..cvvirieirieiieicirteece ettt 6

A. How long have you been (married/living together)?

number of years

How many children do you have?

number of children

DEMOGRAF.PT ) 3
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BRPSS8

BRPS8A
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10. Could you please tell me who lives with you in your household? IF R. LIVES ALONE GO TO Q.
11. (ASK A-C FOR EACH PERSON IN HOUSEHOLD) (NOTE: IF HOUSEHOLD
COMPOSITION HAS CHANGED FROM THE USUAL, CODE FOR COMPOSITION IN THE
LAST MONTH), PROBE: Anyone else?

A. What is their B. Sex C. What was his/her age on
relationship to you? Male Female his/her last birthday?
BRPSI0R1
BRPS10St
Pers. 1. 1 2 BRPS10A1
BRPS10R2
BRPS10S2
Pers. 2. 1 2 BRPS10A2
BRPS10R3
BRPS10S3
Pers. 3. 1 2 BRPS10A3
BRPS10R4
BRPS1054
Pers. 4. 1 2 BRPS10A4
BRPSI0RS
BRPS10S5
Pers. 5. 1 2 BRPS10A5
BRPS10R6
BRPS10S6
Pers. 6. 1 2 BRPS10A6
BRPS10R7
BRPS10S7
Pers. 7. 1 2 BRPS10A7
BRPS10RS
BRPS10S8
Pers. 8. 1 2 - BRPS10A8
11. So, including yourself, the total number of people living
in your household is: BRPS11

DEMOGRAF.PT 4




12. What was the total income, during the last year, of everyone who lived in your household? Total (gross
income includes things like salary, disability income, social security, interest, and so on. I'll start reading BRPS12
off a list of income ranges; just stop me when I reach the category that includes your income.

$5,000 OF 1855, uuiivieiiesieiciieece ettt ettt et 1
85,001 - $10,000......cccciiecee et 2
$10,001 = $15,000......ccccoeiietecere ettt 3
$15,001 = $20,000........coireeirceiereer sttt 4
820,001 = $25,000.....ccc0ccmiriereeetirieiee ettt 5
825,001 = $30,000......c.cverieieeiirenire et 6
$30,001 - $40,000........cccormirenireaieeree et 7
$40,001 - $50,000........ccciireiiiereeee v 8
$50,001 = $60,000........coocrreeeeeieiirirriererie e 9
$60,001 - $70,000 ......cooeoririerieeierecereerreee e 10
$70,001 - $80,000......c...ccoeeeerreririrereieirieirincereeerereereesesssesssseeieennnn 1
$80,001 - $90,000.......c.cueereririeirererrerrerrerre et 12
$90,001 - $100,000........cccveririerierercinieerirr et 13
$100,001 OF MOTE ..cvverrieieriererretceetect et tee e et srs e 14
DO0ES NOt KNOW ....cooiiiiniiiiriiiieii sttt b v s 97 (ASKA)
REfUSES 10 ANWET .....oeierieririircecereeir ettt 99  (ASKA)
A. Can you tell me if it was... BRPS12A
Less than $25,000 @ Year O ......cccoeeeevieeererrceeenererereeveereeesennes 1
More than $25,000 @ YEar ......ccooevvreievriieiereiicnieenire e 2
DOESN’T KNOW; REFUSED .....cccecoiirierireneeecree e 3
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NETWORK OF RELATIONSHIPS (Abbreviated)
We are interested in how illness changes relationships. In this next series of items we ask about how your
relationship with your familial caregiver has been since your diagnosis and how it was prior to your illness
Not at all The
or a little Somewhat Very Extremely most DNA

1. How much do you and your

familial caregiver get upset

or mad at each other?

a. since the diagnosis 1 2 3 4 5 8 BRPNRIA

b. prior to the diagnosis 1 2 3 4 5 8 BRPNRI1B
2.  How satisfied are you with

your relationship with

your familial caregiver?

a. since the diagnosis _ 1 2 3 4 5 8 BRPNRZA

b. prior to the diagnosis 1 2 3 4 5 8 BRPNR2B
3. How much do you tell your

familial caregiver everything?

a. since the diagnosis 1 2 3 4 5 8 BRPNR3A

b. prior to the diagnosis 1 2 3 4 5 8 BRPNR3B
4.  How much do you help your

familial caregiver with things

she can't do by herself?

a. since the diagnosis 1 2 3 4 5 8 BRPNR4A

b. prior to the diagnosis 1 2 3 4 5 8 BRPNR4B
5.  How much does your

familial caregiver treat

you like you're admired

and respected?

a. since the diagnosis 1 2 3 4 5 8 BRPNRSA

b. prior to the diagnosis 1 2 3 4 5 8 BRPNRSB
6.  How much do you and your

familial caregiver disagree

and quarrel?

a. since the diagnosis 1 2 3 4 5 8 BRPNR6A

b. prior to the diagnosis 1 2 3 4 5 8 BRPNR6B
NTWRKREL.PT 6




Not at all

NTWRKREL.PT

or a little Somewhat

7. How happy are you with the

way things are between you

and your familial caregiver?

a. since the diagnosis 1 2

b. prior to the diagnosis 1 2
8. How much do you share your

secrets and private feelings

with your familial caregiver?

a. since the diagnosis 1 2

b. prior to the diagnosis 1 2
9.  How much do you protect and

look out for your familial caregiver?

a. since the diagnosis 1 2

b. prior to the diagnosis 1 2
10. How much does your familial

caregiver treat you like you're

good at many things?

a. since the diagnosis 1 2

b. prior to the diagnosis 1 2
11. How much do you and your

familial caregiver argue with

each other?

a. since the diagnosis 1 2

b. prior to the diagnosis 1 2
12. How good is your relationship

with your familial caregiver?

a. since the diagnosis 1 2

b. prior to the diagnosis 1 2
13. How much do you talk to your

familial caregiver about things

that you don't want others to know?

a. since the diagnosis 1 2

b. prior to the diagnosis 1 2

The
Very Extremely most DNA
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8

BRPNR7A

BRPNR7B

BRPNRSA

BRPNRSB

BRPNRYA

BRPNRY9B

BRPNR10A

BRPNR10B

BRPNR1IA

BRPNRI11B

BRPNR12A

BRPNR12B

BRPNR13A

BRPNR13B



Not at all The
or a little Somewhat Very Extremely most DNA

14. How much do you take care

of your familial caregiver?

a. since the diagnosis 1 2 3 4 5 8 BRPNRI14A

b. prior to the diagnosis 1 2 3 4 5 8 BRPNR14B
15. How much does your familial

caregiver like or approve of

the things you do?

a. since the diagnosis 1 2 3 4 5 8 BRPNRI15A

b. prior to the diagnosis 1 2 3 4 5 8 BRPNR15B
16. . How close is your relationship

with your familial caregiver?

a. since the diagnosis - o1 2 3 4 5 8 BRPNR16A

b. prior to the diagnosis 1 2 3 4 5 8 BRPNR16B

Familial Caregiver I almost
almost  Familial Caregiver About I always
always does often does the same often do do DNA

17.  Who tells the other person

what to do more often, you

or your familial caregiver?

a. since the diagnosis 1 2 3 4 5 8 BRPNR17A

b. prior to the diagnosis 1 2 3 4 5 8 BRPNR17B
18. Between you and your

familial caregiver who

tends to be the BOSS in

this relationship?

a. since the diagnosis 1 2 3 4 5 8 BRPNR18A

b. prior to the diagnosis 1 2 3 4 5 8 BRPNR18B
19. Inyour relationship with your

familial caregiver who tends to

take charge and decide what

should be done?

a. since the diagnosis » 1 2 3 4 5 8 BRPNR19A

b. prior to the diagnosis 1 2 '3 4 5 8 BRPNR19B
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FILIAL OBLIGATION

In this next series of questions, we will be asking you your opinions about help in the home

L.

o

=

Married children should live close to parents to provide care. Do you. . .

SIrONGLY AGTCE ..ottt st e be s
SOMEWRAL BETEE......eoiruieiiieecee ettt e et et seeanes
Neither agree nor diSAZIEE .......ccvevveiiereiie ettt
Somewhat diSAZIEE .......courveruirierieite ettt
Strongly QISAZIEE .....cuvvviviiiiitiiec ettt

Children should not be expected to do tasks for their parents. . .

SHONZLY AEICE.....cctiieiiiiiiciiie ettt sttt s sert e neeaeeeae e
SOMEWNAL AETEE.....c.e ettt st
Neither agree nor diSAgree ..o
SOmMEWhat dISAZETEE .......coviiueeiiieeieeiree et ca ettt r e e
Strongly diSAZIEE ....cc.cvviriieiiieriertcete e

Parents should expect adult children to assist them. . .

SHONELY AETEE........vuveeveiveeeeseesetese i s ssseee et s st st s iesesne s eseseerenen
SOMEWRAL AETEL.....coueceeeieeiiitee ettt e et r et enesre v e
Neither agree DO diSAZIEE .......ov.veririeeieiieiieeee et
SOMEWNAL AISAZIEE ....cveevveviieiiiieieiire ettt ettt e e n st enennen
Srongly diSAZIEE .....cveveeiireiriciiitccieie ettt ettt et

It is a child's duty to assist parents. . .

SIONELY BETEE ... vttt sttt b e st
SOMEWNAL AZIEE....c.eouiiretiieiiiie e e sttt st a s be s erenaas
Neither agree Nor diSAZIEE ..........cvvvrierirerereciriciieie et
SOMEWhAL AISALIEE ....cceeereieeriiiiririiriiiieie ettt es e aesaeereesean
SrONZLY dISAZTEE ..c.ecveverieiiriieerieterereete ettt ettt s et et rs e et eeeae s

It is preferable to pay a professional for assistance with caregiving. . .

SIONELY BEICE ..ottt e et
SOMEWNAL AZIEE......ccueriiriiiiiietietcteee ettt et eae e e ae st be s ess e besnseeee e
Neither agree 0T diSABIEE .......cccoveviiirieieeicrieieeetee ettt ea et eaeeeeeas
SomewWhat diSAZICE ....c..ccveiierieiieieiire ettt st ane
Strongly diSAZIEE .......ccovvieieriireiriiee e ettt

Paying for professional help means a relative is not taking responsibility. . .

Strongly agree.......coveevenineninnne e SN
SOMEWNAL BETEE........cveviveririreeeriecntre et sttt e b e nenenes
Neither agree nor diSABIEE .........c.ovueeririiiieirir sttt earaens
Somewhat dISAZIEE ........cccoceirerirecicerercr et ettt ean
Strongly diSAZTEE .......cvvviriruiirireereeteetre sttt bt

It is better to give up a job to provide care than to pay a professional. . .

SErONGLY ABTEE ....c.eiiuiiiiiiiiice ittt
SOMEWRAL RICEL......cceiviriietiieiee ettt s st
Neither agree NOr diSAZIEE ..........couiceiivieueiirieiirie et sttt st s v
Somewhat dISAZIEE ..c.c.veviieeeieiieie ittt a e ettt eae e e
Srongly diSAZTEE .....coiiuiiiiiieriitcree ettt b e er e eeaes
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DAILY LIVING ACTIVITIES

As aresult of illness, people often find that they have to change their routines. For each of the activities
I am going to read to you, please tell me if you do it yourself, or you get some help with it, or whether
someone did it for you even before your illness (PROBE WHEN NECESSARY TO DETERMINE
THAT HELP IS ILLNESS-RELATED).

1. Who does your light housekeeping such as dusting, washing dishes and making beds? Do you do it yourself,
get some help with it, or does someone do it for you?

DOES I AIOTIE ...ttt sttt 1 (ASK B)
Has help in doing this @CtIVItY......cocvvveriiiiiiiiie it 2 (ASK A & B)
Someone is doing this activity for patient due to illness.........ccccocvveeeerveciiiniiceennnn, 3 (ASK A & B)
Other has always done it (not illness-related) .............ccoceereevveeriviiieiieceee e 4 (ASK A)
NOLAONE .ottt ee e b et es e es s ettt eseneaeeneas 5 (ASKB)

A. Who helps? (CIRCLE ALL THAT APPLY)

CAIBZIVET ..ottt ietetes ettt e e e s sbe bbbt ae sttt es bt et et enesssben e 0
SPOUSE ..ottt sttt ettt e etebe sttt e e 1
DAUGRLET ...ttt ettt et ne 3
SOM 1ttt ettt ettt enis 4
Daughter--1aw ..o..c.coveeeeriiciici e 5
SON-IN-LAW .ottt Se et ea et ettt eaes 6
BIONET ..ttt ettt e re et b et et r et aes 7
SESEET ..ottt ettt ettt s sttt st st tens 8
Other relative (WHO: ) U 9
FRIENd ..ottt 10
Nurse, health @ide.......ccueeeeieiiiieieecec e see e e aeeeneeeae e 11
Co-WOTKET/EMPIOYEE ........overeerceirictninteee et sttt 12
TRETAPISE...c.eiieeriiit ettt e er e sttt s 13
SOCIAl WOTKET.....ceceireceieee ettt seee e eonae 14
DOCtOI/PSYCHIALTISE ...ttt ettt st 15
Other (WHO: _ ) SR URRRROR 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

YOS e sttt 1
IO ettt bttt s bere bt et ne et e e et reene 2

2. Who does your heavy housekeeping such as mopping, vacuuming, laundry or cleaning the bathroom?
Do you do it yourself, do you get some help with it, or does someone do it for you?

DO0ES T AIONE ..ottt st re oo e et eeeeeen 1 (ASK B)
Has help in doing this aCtiVity........cocoeeeeiiisiniceeie s 2 (ASKA&B)
Someone is doing this activity for patient due t0 illness..........c.ccovvvveuereicieccreeenene. 3 (ASK A & B)
Other has always done it (not illness-related) ............coocvvvvverieeereereeeereeereeeer e 4 (ASK A)
NOLAOTIE ..ottt ettt ettt et ettt et esaeeesessoneseeseneeene 5 (ASK B)

DAILYLVG.PT 1

BRPD1

BRPDIAI
BRPD1A2
BRPDIA3
BRPD1A4
BRPDIAS

BRPDIB

BRPD2



A. Who helps? (CIRCLE ALL THAT APPLY)

CABEIVET ..ottt sttt sttt b et ettt et et e st e e eneeeseeseeeeneesenns 0
SPOUSE ettt ettt 1
DAUGRLET ..ottt 3
SOOI e ettt ettt 4
Daughter-in-1aw .........ccooiriiniieene et 5
SON-TN-JAW oottt 6
BIOTRET ...ttt st 7
SESTT ...ttt ettt sttt ettt ettt e et eerenen 8
Other relative (WHO: ) FE TR 9
Friend ..o, oo e st Rt e e e e saesreeaneetete 10
Nurse, health aide.......cocooiviiiiiicce e, 11
Co-worker/employee .......c.ccvireiniiieeee e 12
TRETAPIS.....ocvimiiiiieiii ettt 13
Social WOrker.......coocevveniereveeeirnnn ettt et et e 14
Doctor/PSYChIatriSt .......co.eerieuiecrieriii et et s e 15
Other (WHO: Y e 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y S bbbt er s ta e et e e ees e er e enene 1
N0 ettt s ettt s r st ettt ts e e e 2

3. Who does your cooking and meal preparation? Do you do it yourself, do you get some help with it,
or does someone do it for you?

DO0ES L ALONE ..ottt e e s 1 (ASK B)

Has help in doing this @CtiVIty......cccecervueieeriiiniiee et 2 (ASKA&B)
Someone is doing this activity for patient due to illness.................. e 3 (ASK A & B)
Other has always done it (not illness-related) ............ooeeviieieierrieeeereereeeee e 4 (ASK A)
NOLAONE. ...ttt ettt ettt e ettt 5 (ASKB)

A. Who helps? (CIRCLE ALL THAT APPLY)

CATEZIVET ...ttt ettt ettt eeeeeeon 0
SPOUSE ...ttt et ettt e sttt et etenenen 1
DaUGLET ...ttt et 3
SOM ciitiet ettt bbbttt e e ee e eeas 4
Daughter-in-1aw .......c.c.cocrrrrrieienerieiierieiresee et ee e 5
SON-INLAW ..ottt s sttt e eee e sesaee e 6
BIOther. ..ot 7
SISLET ...ttt ettt ettt e et re ettt s et ets st et e et e s e e et e e st et enene e e eeneene 8
Other relative (WHO: ) TSP 9
FIIEIA L.ttt et 10
Nurse, health @ide.........coevieieiiiceeeee e e 11
Co-WOTKEI/EMPLOYEE ...ttt ettt st ee e 12
TREIAPIS. ...ttt sttt b et st 13
SOCIAL WOIKET ..o veeveieieeeieeiietetesse et s e enseees s reseeneneensnenens 1
DOCtOr/PSYChIALTIST .......eveiveiereieiirieieteeteteee ettt sttt ev et sasebeseenee e 15
Other (WHO: ) J OO 16

DAILYLVG.PT 1
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BRPD2A2
BRPD2A3
BRPD2A4
BRPD2AS
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BRPD3Al
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B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)
S ettt et e e et e et e areeeeeat e et e rereeeaareearreeeenes 1
N0 ittt ettt e s et e e et s et e een e s aa st esresasreeneeeraeenee e 2

4. Who does your shopping for clothes and household items? Do you do it yourself, do you get some help
with it, or does someone do it for you?

DOES I AIONE ..ottt ettt ar et e 1 (ASK B)
Has help in doing this aCtiVIty......coceoiveeiveceiiiieee e 2 (ASKA&B)
Someone is doing this activity for patient due to illness.............cocoreeevveevveceerennnn, 3 (ASK A & B)
Other has always done it (not illness-related)...........ccoouvireeririeeeieiiieieeee e, 4 (ASKA)
NOEAONE ..ottt ettt sttt et s eee e e nese e e eeeaenen 5 (ASK B)

A. Who helps? (CIRCLE ALL THAT APPLY)

CATEZIVET ..ottt bttt et e 0
SPOUSE .ottt sttt 1
DAUGET ..ottt 3
SOM ottt ettt neeaens 4
Daughter-IM-1awW ....c.ccvevereeriiiicrenri et ettt eeeeens 5
SON-INJAW .ottt ettt n et een 6
BIOThET ...ttt ettt e r e oo eeen 7
SISEET .ttt sttt ettt ettt r ettt ettt e et erenen 8
Other relative (WHO: ) DS 9
FIIENA .ottt ettt eeene 10
Nurse, health @ide ...ttt ee s 11
Co-WOrKer/BMPIOYEE......c.coevvrreeiiciiriiriieiceec et 12
TRETAPISE.....c.ceieiie ettt bttt 13
S0CIAl WOTKET.......ooviiiciciticctcret sttt 14
DOoCtor/PSYCHIAIIST ...ttt er ettt 15
Other (WHO: ) RSO 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y S ottt e ettt st e ee et e nene 1
NO ettt ettt ettt ettt s e e 2

5. Who does your grocery shopping? Do you do it yourself, do you get some help with it, or does
someone do it for you?

DO0ES It AlONE ..ottt 1 (ASK B)
Has help in doing this @CtIVIEY.......cceceviueveiiieieecece ettt e e 2 (ASK A & B)
Someone is doing this activity for patient due to illness............cccoceveeererevseerreennn, 3 (ASK A & B)
Other has always done it (not illness-related) ............ccoveieieeeeereereeeeeeee e, 4 (ASK A)
NOEAONE ...ttt ettt e et eee et rereneeae 5 (ASK B)

DAILYLVG.PT 1

BRPD3B

BRPD4

BRPD4A1

BRPD4A2

BRPD4A3

BRPD4A4
BRPD4AS

BRPD4B

BRPD5



A. Who helps? (CIRCLE ALL THAT APPLY)

CATBZIVET ..ttt ettt b et s e e b s s e e saess et e eeeseenen 0
SPOUSE ...ttt bbbt |
DaUZHILET ..ottt et ettt e ae e 3
SO0 e et et r e sreeaneaseae b ebe e 4
Daughter-in-1aw ........ccccoovieiiiniiniicec e e 5
SON-INFIAW ..t eae s 6
BIOtHET . .ciieciirieeee ettt et er e neenee s 7
SIS ettt ettt et e e r b sa et ete et e eneereeneeteneen 8
Other relative (WHO: ) PSR 9
FIIEIA ..ottt st et et 10
Nurse, health @ide.........c.oociiiicieieeee et 11
Co-WOrker/emPlOYEE ..ottt s 12
TRETAPISE. ..ttt e ean et 13
S0CTAl WOTKET ...ttt ettt eb e e 14
DOCtOI/PSYCHIALIIST ... eveuieieririeerieiiet ettt ettt b e ee v re e 15
Other (WHO: ) SRR 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y €5 ottt rees ettt ettt be e e e n e st et et s bbb a st etn et sanene et saeneeaon 1
N O ettt e te et b ae e e b e eaeeas et et ene s beeneentes 2

6. Do you bathe and shower by yourself or does someone help you?

DOES TL AIONE .ottt et e e at e bbb sae e e 1 (ASK B)
Has help in doing this @CtiVItY.......cceevvueirireiisieieei et 2 (ASK A & B)
Someone is doing this activity for patient due to ilIness.......c.ccoovvvreecevrerveecresennenn. 3 (ASK A & B)
Other has always done it (not illness-related)..........coovevrieieieinicceceeee e, 4 (ASK A)
INOE ONE ...ttt ettt e s e et e s b stesaesesesbente st eseensestenrenssenes 5 (ASK B)

A. Who helps? (CIRCLE ALL THAT APPLY)

CATEZIVET ..eviveerer sttt sttt st e se e st r e e besb e e s e nbesbesebenneasensesreerenn 0
SPOUSE ..ottt ettt e bt g e R |
DaUuGBLET .....c.eoviiiiiiciiic et 3
SOTI .ottt e et 4
Daughter-iN-Iaw .........ccoceviiiiinieiinininecrt it 5
SON-N-1AW ..o 6
BIOTHET ...ttt sttt ettt ettt et nane 7
SISEET ..ottt sttt bbb na bt eneaeseanes 8
Other relative (WHO: ) et 9
FIIENA ..ottt bbb e 10
Nurse, health @ide..........ooooviiiiiiceeccc ettt et e e e reeenne 11
Co-Worker/emploYee............coomiimiiiiiiiiicicr sttt 12
TRETAPIS. ... eveveeerceer ettt e st et e n sttt erenae s ens 13
S0CIAL WOTKET ..ottt s b e v e et ae s 14
DOCtOI/PSYCRIALTIST ..cvcevcveiriee ettt bbb s 15
Other (WHO: ) e 16
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BRPDS5SA1
BRPD5A2
BRPDS5A3
BRPD5A4
BRPDS5SAS

BRPD5B
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BRPD6AS



B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)
Y S ittt ettt e e e b et et b e s s e a et e e se e et e ne e reeresaaretteaaanresraares 1
N O ettt e e e e et e et e serea et e e e aareareeeeeenn s 2

Do you perform any home health care tasks, such as keeping track of medications or changing your
dressings by yourself, do you get some help with this, or does someone do it for you?

DOES I AIONE  ...eeviiiiiiceie e et e 1 (ASK B)
Has help in doing this @CtiVILY........cceurererrenrcncreee et 2 (ASKA&B)
Someone is doing this activity for patient due to illness.........ccocevceiveeieeiiverecnnne, 3 (ASK A & B)
Other has always done it (not illness-related) .........covevvveeieciiiieeecccecceece 4 (ASKA)
NOLAONE ...ttt ettt a ettt b et st se e st st srene st et eeene 5 (ASK B)

A. Who helps? (CIRCLE ALL THAT APPLY)

CAIEZIVET ..voveeiriecereiinrei ettt et enss bbbt ss e sebeses s s 0
SPOUSE ..ottt ettt ettt ettt ettt et e e s 1
DAUGNLET .....c.eviieitieiiei ettt ettt s e 3
SOM ottt ettt et et en bttt 4
Daughter-in-1aw ......c.coiiiiiericiee ettt 5
SON-TNTAW -ttt st seenes 6
BIOthEr. ..o et 7
SISTET ...ttt ettt ettt ettt e b e a st bttt ettt teret e s ese st sa s 8
Other relative (WHO: ) JS U 9
FIIENA ..ottt 10
Nurse, health @ide.......c.cooooeeriii e 11
Co-WOTKEI/EMPIOYEE ......c.eerrererirtcerettete ettt e 12
TREIAPISE. ...ttt et na e s 13
SOCIAL WOTKET.....evtiieriieienicsiiee ettt ereeane e 14
DOCLOI/PSYCRIALIISE ....c.veeriieeceerirrie sttt s e n b s b 15
Other (WHO: ) ST RURRSRUR 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y ES ettt bbbt eae st et r sttt 1
NO ettt es e et ee e 2

DOES I AIONE ..ottt ettt ettt ee s 1 (ASK B)
Has help in doing this @CHVILY..........c..ivrieeeereeeceeieeeeeeee e eseeees e cese e seeeeenes 2 (ASKA&B)
Someone is doing this activity for patient due to illness.............ccoeevevevveeeiiviicnnne 3 (ASK A & B)
Other has always done it (not illness-related) ..........c.cecereerervreirinririerceeeeere e 4  (ASKA)
INOE AONE. ...ttt ettt bbbttt s s s et s s ettt eeeneeae 5 (ASKB)

DAILYLVG.PT 1

BRPD6B

BRPD7

BRPD7A1

BRPD7A2

BRPD7A3

BRPD7A4
BRPD7AS

BRPD7B

BRPDS8



A. Who helps? (CIRCLE ALL THAT APPLY)

CAIEZIVET ..ottt sttt eee ettt st e s et emee e nnanas 0
SPOUSE ..ttt et 1
DAUGILET .ttt et e st e e 3
SOM e ettt b s eae e et et 4
Daughter-in-1aw .......cccocvcviiiiiii e 5
SONAINAIAW ...ttt 6
BIOther. ..o e e e s 7
SISt vt eteeseeete e e ettt et eb ettt et r e bt s et a e srenn e i et nreenee 8
Other relative (WHO: ) JE U 9
FIIEN oottt sttt 10
Nurse, health alde.......ccceeiiciiieece e s s e 11
Co-worker/employee ........covvvininiiiiiiiicic 12
TREIAPIST. ..ottt s et 13
S0CTAl WOTKET ..ottt e 14
Doctor/PSYChIatriSt ...t 15
Other (WHO: ) et 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y S ettt ettt et bbbt et sa etk st b e e a et 1
N0 ottt e e ettt R ettt en et et ne e anenen 2

9.  Are you able to use the toilet by yourself, or does someone help you?

DS L AIONE .o e 1 (ASK B)
Has help in doing this @CtiVILY.........cccoviriiiiiiiiiiiir e 2 (ASKA&B)
Someone is doing this activity for patient due to ilIness........ccocecvrereinvccccnnvcncnens 3 (ASK A & B)
Other has always done it (not illness-related) ..........cocecvvneniiiinininccecs 4 (ASK A)
INOL QOME... .ottt re et et a e s e e seeseeres s e eeesesseesaeaenteneesenseseensennnss 5 (ASKB)

A. Who helps? (CIRCLE ALL THAT APPLY)

CATCZIVET .ottt ettt et e s e e s e e s r e saes e asner e s nenaneneenes 0
SPOUSE ..ttt 1
DaAUGHLET ... e e 3
SOM ittt bbb s bbb 4
Daughter-IN=1aW ........cceiereiriee et aas 5
SON-IN-1AW ..ottt ettt 6
BIOther.. ..ot 7
SISET ... ettt e e s e 8
Other relative (WHO: ) O 9
FTIBNA ..ottt ettt et 10
Nurse, health aide.......oooiieeiie e 11
Co-WOTKEI/EMPLOYEE .....oneeeeviereieereciieceee et sre s eee 12
THEIAPISE. ..e et ettt et e e b et anne e b ene 13
S0CIAl WOTKET ...ttt et 14
Doctor/PsYChIatrist ......ccoouiiiiiiniiiiiiiiicinc e 15
Other (WHO: ) ettt et s 16

DAILYLVG.PT 1

BRPD8A1
BRPD8A2
BRPDSA3
BRPD8A4
BRPDSAS

BRPD8B

BRPD9

BRPD9A1
BRPD9A2
BRPDYA3
BRPD9A4
BRPDOYAS



B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED BRPD9B

ANY HELP?)
Y S ettt et sb et e e e s e enen 1
N0 e e st et e et e e ee e 2
10. Do you get in and out of a bed or chair by yourself, or does someone help you? BRPD10
DO0ES I AIONE  .oiiiiiiireeecrec ettt 1 (ASK B)
Has help in doing this @CtIVILY.....ccooereiiireccencee et 2 (ASKA&B)
Someone is doing this activity for patient due to illness........cccoervvverrcrnrenrerenennnn. 3 (ASK A & B)
Other has always done it (not illness-related) ..........ccovurvierierriievienieee e 4 (ASK A)
IO dOMIE....oieiie ettt sttt sttt et s et e e r s erasseseraesaebeabens 5 (ASKB)

A. Who helps? (CIRCLE ALL THAT APPLY)

CAIBZIVET .nereeeee ettt e et b et 0 BRPD10A1
SPOUSE ..ottt e 1 BRPD10A2
DaAUGRLET ...t s 3 BRPD10A3
ST e e et bt 4 BRPD10A4
Daughter-IN-1aW .......cccociriirieiiieciie ettt sttt sae 5 BRPDI10AS
SON-IN-1AW .ot 6

BIOET . ..cuiinieitieeeie ettt ettt et e s st et e b et es e e s e e e se e eaeesenraan 7

ISR ettt ettt e ekttt h etk e e ne e ereansae s 8

Other relative (WHO: ) J— reeetererere e 9

FIIENA ..ttt st e aae 10

Nurse, health @ide........coocuiiiiiiieiie et 11

Co-worker/employee.......c..cccnernnnns e s 12

TRETAPIST. ..ot ettt ettt st sttt eeas 13

SOCTAL WOTKET ...ttt ettt ettt 14

DOCtOT/PSYChIAtIISE . cc.veeeriieciiiieniricrierie ittt sae e aes s 15

Other (WHO: ) JS O SRR U ROORURU 16

B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED BRPD10B

ANY HELP?) :

Y S ettt et b et R s st e b b e e b eseesatabaaneenesaentern 1

IO ettt ettt ekttt et e et e r et e s e a e reeaeeseasaeaaenres 2

11. 'When you travel to your medical appointments at the hospital, do you usually go by yourself or does someone BRPDI1

go with you?

DOES It AlOME ....oeviereieiecee ettt ae e a et e e b seesa et ersseesnen e b ensrnerens s nraas 1 (ASK B)
Has help in doing this @CtiVIEY......c.ccereermereirinteireienineeee e s eve e 2 (ASK A & B)
Someone is doing this activity for patient due to illness........ccccoceneecrvrircrnivecriennn, 3 (ASKA&B)
Other has always done it (not illness-related).........c.cccoevveveiieviniiiciiccceeere, 4 (ASK A)
INOE AONE... ittt e re st esa s ebe st e st e eta s e ste e enreeseeresean 5 (ASK B)

DAILYLVG.PT 1




A. Who helps? (CIRCLE ALL THAT APPLY)

CATBZIVET ..ttt sttt ettt e e st e b e et eaeesteeebeeteseenbeaeeenis 0
SPOUSE ..t e bbb 1
DaAUGRLET .ttt et st r e e 3
S OTL ettt ettt an e eaenreran 4
Daughter-in-1aw .......ccoooiviiiiiiiiii et 5
SON-TI-TAW .ot s 6
BIOHET ...ttt et ettt r ettt en e enes 7
SHSERT ..ttt et bbbt et eeetens 8
Other relative (WHO: ) I UUUO TR 9
FIIENA ..o ettt 10
Nurse, health @ide..........coooviiveeeiiee ettt e eea s e 11
Co-WOTKEI/BMPIOYEE ....c.oveereriecricirtc ettt e 12
TRETAPISE. c.net ettt e et enas 13
S0CIAl WOTKET .. ..ottt 14
DOoCtor/PSYCHIALTIST ....c.c.cvveriircereieriictrtrteis ettt beb et 15
Other (WHO: ) e e 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y €5 e bbb et b e b neas 1
N O ettt ettt s ae st e s e b e bt e ae e beeteetessereeaenrens 2

12.  'When you travel for other purposes such as work, visiting, or errands, do you usually go by yourself or does

someone go with you? :

Does it alone ........ccoeciriniiiiier et ettt et et ber e aseaee 1 (ASK B)
Has help in doing this @CtiVIty........coceercierieinecieceeeie ettt e 2 (ASK A & B)
Someone is doing this activity for patient due to illness........ccccocvrercerireeccrnireeenenen. 3 (ASK A & B)
Other has always done it (not illness-related)............coceeverriveiiicericiieeeee e 4 (ASK A)
INOE AOTIE ...ttt ettt bbbt st es e es e e s s s ebe e ase st etnsnnsns 5 (ASKB)

A. Who helps? (CIRCLE ALL THAT APPLY)

CAIEEIVET ...ttt st e b et 0
SPOUSE ..ottt sttt e etan e 1
DaUGRLET ...ttt sttt 3
SOM ettt ane 4
Daughter-in-1aw ........ccoiiiiiece et st eans 5
SON-IN-TAW ..ottt st e 6
BIOTHET ..ottt ettt bt be e eeerens 7
SESEET ...ttt ettt ettt n e b s sen et 8
Other relative (WHO: ) DU 9
FIIENA ..ottt sttt r e 10
Nurse, health 2ide........ccooceeiiiiiiiice e 11
Co-WOTKEI/BMPIOYEE ...ttt s e sae e st 12
TREIAPISE....oeiiiviiiiiciiic ettt st s 13
S0CIAl WOTKET ...ttt sttt 14
DOoCtOr/PSYChIatTISt .....coveeveiiieiriicie ettt ev e st ebe s eaeas 15
Other (WHO: ) et 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

YOS e et e ettt 1
NO . ettt ke et e e 2

DAILYLVG.PT . ; 1

BRPD11Al
BRPD11A2
BRPD11A3
BRPD11A4
BRPDI11AS

BRPDI11B

BRPD12

BRPDI12A1
BRPD12A2
BRPD12A3
BRPDI12A4
BRPDI12A5

BRPDI12B



13. Do you fill out forms such as insurance claims, medical forms, and applications for financial benefits yourself, BRPD13
do you get some help with it or does someone do it for you?

DOES It AlONE  orviriiietiieeeier ettt sttt 1 (ASKB)
Has help in doing this @CtVItY..........oieiiiririicccrcrie et 2 (ASKA&B)
Someone is doing this activity for patient due to illness........ccccooervcrrcvcrrernrcneennn 3 (ASK A & B)
Other has always done it (not illness-related)...........ccoerevrvrinnninne e 4 (ASKA)
NOE AONE....c.iiiieteeeei ettt ettt et b ettt s b e r s saasaeanane 5 (ASKB)

A. Who helps? (CIRCLE ALL THAT APPLY)

CATEZIVET .ottt ettt et r e en et et e e es bt r e r e et e aeeraten 0 BRPD13A]1
SPOUSE .ttt e 1 BRPD13A2
Daughter ..o e 3 BRPDI13A3
SOM 1ottt ettt 4 BRPD13A4
Daughter-i-lawW .......cccoecirviiiririieieneeen ettt eeere e 5 BRPDI13AS
SON-INETAW ..ttt 6
BIOtHET. ..ot st 7
SISO ettt et et ettt e e e s s n e aseaeas 8
Other relative (WHO: 1) J TR 9
FIIENG -ttt et 10
Nurse, health aide.........coovviiiiiie e e 11
Co-WOTKeI/@MPIOYEE ......oouivviiiiiiiiiiiiiic e 12
TRETAPISE. c..eceeeecee et 13
S0CTIAl WOTKET ..ottt ettt e et sra b enbe s 14
DOCtor/PSYChIAIIST ......ecotiiericeeierrece vttt 15
Other (WHO: ) ettt 16

B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED BRPD13B
ANY HELP?) '
S ettt et st r et b a e b ks e et ene e s e s et e ke senereen 1
INO ettt e s s e st a e e n e s 2

14. Do you handle your banking by yourself; that is, make deposits and withdrawals, pay bills, write checks, BRPD14

maintain a checking account, or do you get some help with it, or does someone do it for you?

DOES It AIONE ...ttt ettt e b aa e s saes 1 (ASK B)

Has help in doing this aCtiVIY......cccoereviinerinirree et e 2 (ASK A & B)

Someone is doing this activity for patient due to illness.........coccoeerevrrreviirecesiennnn 3 (ASKA&B)

Other has always done it (not illness-related).........ccccooevveiinennriecrnrcrececeee, 4 (ASK A)

NOEAONE. ...t ettt ettt see s s ae ot et eraesa e e sesbesasba st e st sss s esbesabensesessasesnans 5 (ASK B)

DAILYLVG.PT 1




A. Who helps? (CIRCLE ALL THAT APPLY)

CATEZIVEL ..eeiiieiieieiieiciere ettt et st eae et bt a et sa e s e s enanns 0
SPOUSE ..ttt sttt ekttt sn s e 1
DAUZNLET ..ttt ettt sreereens 3
SON e e et e st e et e s e st e nea s snae s nnentes 4
Daughter-in-1aw .........ccccceorireeiiniriniieennetere et st 5
SOMATNJAW Lttt et es 6
BIOthEr . .ottt sttt ere e re e eren 7
SESEET ettt e bbb r e ba e e beneans 8
Other relative (WHO: Y et 9
FIIBNA ..ot et s aes 10
NUISe, BEAIth A1AEC ... .vvviiiieiieieeecer ettt e e reee e e e s sreesessmranens 11
Co-WOTKET/EMPIOYEL ...ttt s 12
TRETAPISE. ...t bbb b 13
S0CTaAl WOTKET ...ttt 14
Doctor/PSyChiatriSt ......oviviriiiiiiiiciiicinc et 15
Other (WHO: ) et 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y S ettt et st et nee et e s e bt e bt e b e beesbaraebesntenereas 1
N0 ettt ettt bt e et skt b et et ens et saentenns 2

15. Do you need help or are you getting help in obtaining information about your illness or treatment?

Has DO NEEA ..ot e ettt 1
Has help in doing this @CVILY........cvovveveerereeeeeeesie et eeeesees e aeee s vseee s esseressans 2 (ASKA&B)
NeedShElp oot 3

A. Who helps? (CIRCLE ALL THAT APPLY)

CATBZIVET w.eveenirireiieeerieieicete sttt ettt st eaee et st sa e e ae b e s e bebesae e e snesa e 0
SPOUSE ..ottt sttt et b et eae ek st e a e rennreas 1
DaUGRLEr .....ccocviiiiiiii it s 3
S O1 e et et re et sraeaeerneneerees 4
Danghter-In-1aw ........ccccooieieriieierininiece ettt ene e an 5
SOM-INRIAW .ottt e eb e 6
BIOTHET .. ..ottt ettt bbbttt eere s 7
SISEET .. ettt n e b et b et et et e et enreee e ene 8
Other relative (WHO: ) et 9
FIENA ..ottt ettt ettt ev e s es s eas et eneae et eaeeea 10
Nurse, health @aide.........ccoeeeiiiiieec e 11
Co-WOTKEI/EMPIOYEE. ...ttt 12
TREIAPISE. ..ttt ettt e 13
S0CIA] WOTKET......eiiiiiiiietieniieiint ettt st ettt sbe s tb e et e s enaes 14
DOCtOr/PSYChIALIISE ....cveviienieeiieeicne ettt sttt st n s sa s e aennes 15
Other (WHO: ) J O 16

B. Do you need (more) help?

DAILYLVG.PT 1

BRPD14A1
BRPD14A2
BRPD14A3
BRPD14A4
BRPD14AS

BRPD14B

BRPD15

BRPD15A1
BRPD15A2
BRPD15A3
BRPDI15A4
BRPDI15A5

BRPDI15B



16. Do you need or are you getting illness-related financial counseling or advice?

Has DO NEEA ..ottt 1
Getting COUNSEINE ....eeuieieiirieciite ittt sttt sttt ea e ss et neas 2 (ASKA&B)
Needs COUNSEHNG ....cvuiiiiiiici ettt e bbb sns 3

A. Who helps? (CIRCLE ALL THAT APPLY)

CAIEZIVET ..ttt st bbbt b st et et ne s bans 0
SPOUSE ..ottt ettt e s st a et st anens |
DAUGRLET ...t ettt e 3
SOM Lttt e bt et ene et s ere e sne e e neearenens 4
Daughter-in-law ..........occoivioeriiir et 5
SON-INAIAW L e e 6
BIOtHET. ... c.eitiiiiericire ettt e 7
SESTET .ottt sttt et eb s aens 8
Other relative (WHO: ) U 9
FIENA ..coooviiiiiiicieicecceree et ettt 10
Nurse, health @ide.......cccoeeiirriiree e e e 11
Co-worker/employee .......cocviiiiiiiiciciicccte e 12
TRETAPIST. ...ttt ettt et st e a e e b e tens 13
S0CIAL WOTKET . c...eivieiireiiini ettt b e 14
DOCtOr/PSYChIALIIST ..veeveeceirerieie ettt ettt et e 15
Other (WHO: ) SRS 16

B. Do you need (more) help?

17. Do you need or are you getting illness-related legal counseling or advice such as power of attorney?

Has NO NEEA .ottt ettt s s e s ne e et e srseetaeeaaess 1
GEtting COUNSELNE ..vevvvrerirerenierereaiereeeteserie et e st e st eessta et sesesaetesebeseessanesaseeneeenean 2 (ASKA&B)
INEEAS COUNSELIMEZ ..eouviiiireiieeiirietercette et et etteeete s e ere e sae e sa e e be e sessneeernsneas 3

A. Who helps? (CIRCLE ALL THAT APPLY)

Caregiver ......cc.ocovvrerrrereneeirenens et 0
SPOUSE ..ttt ettt eb e et n bbb e et s e ns et nneneereres 1
DAUGHIET ....oiiiriircrci ettt ettt 3
SOM 1ottt ettt ettt e bt steeteanntanas 4
Daughter-in-1aw ..........ccccoiiniiininc et e 5
SONAIIELAW ettt 6
BIOtHET ..ottt 7
SESEET .ottt ettt b bbb e n ettt ae e et entene 8
Other relative (WHO: ) U 9
FIIBIA ¢ttt et n e 10
Nurse, health @ide........ocoeeiiiioiece s 11
CO-WOTKEI/BMPIOYEE ...ttt ettt s e 12
TREIAPISE. ...ttt nens 13
SOCIAL WOTKET......eerieiieiecieriterie sttt ere ettt ebe ettt 14
DoCtor/PSYChIALIISE .....vcviiiiiiciitcciiceccc et st 15
Other (WHO: ) et 16

B. Do you need (more) help?
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BRPD16

BRPD16A1
BRPD16A2
BRPDI6A3
BRPD16A4
BRPDI16AS

BRPD16B

BRPD17

BRPD17A1
BRPD17A2
BRPD17A3
BRPD17A4
BRPD17A5

BRPD17B



ILLNESS PREDICTABILITY

1. T usually know when I am going to have a good or bad day. Do you. . .
SHONELY AZLEE.....vviiiicerc e e e 5 BRPIP1
SOMEWREL BETEE.......coeiviiiiiriiciecc ettt sttt en e seere s 4
Neither agree nor diSAIEE ......c.vviveiiviririerteiee et 3
SOMEWhAL AiSABTEE .....ocveiviereiriciiseece ettt e b e e 2
SErONGIY QISAZIEE . .vreieiviitireeiicerieie ettt st s st s eeereeeenens 1
2. It is clear to me when my illness is getting better or worse. Do you. . .
SIrONELY @ZIEE....coiiiiiiiiiiiiiiti ettt e s st ae s 5 BRPIP2
SOMEWhAL BETEE.......occeieiicieicii ettt et 4
Neither agree nor diSagree ...........oevveiernenirncnicie ettt 3
SOmMeEWhat diSAZIEE .....cc.eovevieiririeieiirtre ettt e ene b s 2
SIONELY QISAZIEE ...ttt ere sttt srenn s 1
3. I can generally predict the course of my illness. Do you. ..
SrONELY BZIEE.....oiiiiieiiiiriiiiti et e e 5 BRPIP3
SOMEWRAL AETEE.......ecuiierireiiiriet ettt et ettt ene e erans 4
Neither agree nOr diSAIEE .........cueeevriicirreierinree ettt a e et nensaees 3
Somewhat diSAZIEE ......c.ouevueirieiririeerietce ettt rens 2
Srongly diSAGIEE ........cccvrvcieiirrieeisietester st ettt 1

4. My physical distress is predictable. Do you. - .

SIrONZLY BETEE......oiiiiciiieeerte ettt ettt b et seneas 5 BRPIP4
SOMEWNAL AIEE........ooiiiiiiniciicicct ettt sae et es b be s ren 4
Neither agree nor diSABIEE ........vivviveriiireiiirierere et sese et eve st eee e teneseesens 3
Somewhat diSAZTEE ......cciiiiiiiieitereet e 2
SHrONGLY AISAZIEE ....verveie ettt ettt n et se s 1
ILLNESS CONTROL
5. 'How much personal control do you think you have over the amount of fatigue you experience from BRPICS

day to day? Would you say you have . ..

NO COMITOL.oirniiiiici ettt b s aeas 5
Very Tittle COMIOL......ciiiiiiiiiiire ettt 4
A moderate amount 0f CONIOL...........cvueueeriiicierrccer s 3
Quite a bit 0f CONIOL......cociiiiiier et 2
An extreme amount 0f CONLIOl ...t s, 1
DOES NOT APPLY ..ottt sne s b ssssns s s st 8
6. How much personal control do you think you have over the amount of discomfort you experience from BRPIC6

day to day? Would you say you have. . .

NO CONIOL ..ot ettt te e eeeereeeseseses et eeseeesenessneeasassesanes 5
Very Little CONIol. ..o s 4
A moderate amount 0F CONIIOL.......c...coiueiviiireecie ettt e eere e e e eeeeeasees 3
Quite a bit 0f CONLIOL......c.iiieiierceeicc e 2
An extreme amoUunt Of CONTIOL.........cciiiciiviiiiiecii ettt e st eeeee e s e ereseeesane e 1
DOES NOT APPLY ettt et e st s ee e e e eeresenaasaeans 8

ILLPREDC.PT 2




7. How much personal control do you think you have over the amount of immobility you experience ' BRPIC7
from day to day? Would you say you have. . .

NO COMITOL....oiiiieic ettt et 5
Very HHIE CONIOL. ..ottt 4
A moderate amount of CONITOL........cocoovveirrveeiieiccte e, 3
QUILE @ DIt OF COMIOL.....eovvoeveecveeeee e s e s ee e s s 2
An extreme amount of CONIOL............oeinieerieei e, 1
DOES NOT APPLY ...ttt sttt see e 8
8. How much personal control do you think you have over the amount of pain you experience from BRPICS8

day to day? Would you say you have. . .

NO COMIOL..c.ieieiieiee ettt en e se e 5
Very little CONIol. ..ottt en 4
A moderate amount Of CONLIOL.........cvieeueuiciieicccececee e enae 3
Quite @ bit 0OF CONTIOL.....coviuieiiiiiitceceet ettt 2
An extreme amount 0f COMIOl.......c.ovoiiieriiieiecceeeee e 1
DOES NOT APPLY ..ottt et se st tess vt s ensee s 8
9. How much personal control do you believe you have over the long-term course of your illness, BRPIC9

(that is, whether it will improve or at least not worsen in the future)? Would you say you have. . .

NO CONLIOL ..ottt e er st s enee et e e saeneen 5
Very Little CONMIOL......c.ccciiiiiieiiirrecer ettt s 4
A moderate amount 0f CONIOL............o.ovveiuieeeeeeecirieseseieeeeesesee e seese e eeeeesen 3
Quite @ bit OF CONMTOL.....c.cvomiiiiriicrirn ettt e 2
An extreme amount 0f CONEIOL.........ciiiriiiieeieierceee et se e e e sreaee 1
DOES NOT APPLY ..ottt eesn st etesa ettt stessb s eeeee e eesseeneneneeennens 8
10. How much personal control do you think you have over the medical care and treatment of your BRPICI10

illness? Would you say you have. . .

INO COMIIOL ...ttt ettt ettt e et eeeeeseaeesseeesanssaeneseesseesesesseess 5
Very Hittle CONMIOL......coovieiciniirietirestr sttt 4
A moderate amoOUNt Of CONIOL.....ocviiiiiieiieeeeeee e eeeeeeeeeeereeeereeeereeeeeteesaeeeeeeson 3
Quite @ bit Of CONIOL.......ociiiiieiceeee ettt 2
An extreme amount Of CONLIOL........ccovviiiiiiiiiiiieerieeeeeceeeee s eee e e e e e see et esssesseanes 1

DOES NOT APPLY ..oviiieiniticretr ettt enreebs sttt 8

ILLPREDC.PT 2




CES-D SCALE

I will now read you a list of the ways you might have felt or behaved during the past week. As 1 read each
statement, please tell me the category which best describes how often you have felt this way during the past week.

Rarely Or
None Of Some Or Occasionally Most Or
The Time A Little of Or A Moderate ALl Of
(Less Than The Time Amount of Time The Time
1 Day) (1-2 Days) (3-4 Days) (5-7 Days)
During the past week:
1. I was bothered by things
that usually don't bother me.
Would you say you felt this
way. . . 1 2 3 4
2. I did not feel like eating;
my appetite was poor 1 2 3 4
3. I felt that I could not shake
off the blues even with help ,
from my friends or family 1 2 3 4
4. I felt that I was just
as good as other people 4 3 2 1
5. I'had trouble keeping my mind
on what I was doing 1 2 3 4
6. I felt depressed 1 2 3 4
7. I felt that everything I did
was an effort 1 2 3 4
8. I felt hopeful about
the future 4 3 2 1
9. I thought my life had
been a failure 1 2 3 4
10.  Ifelt fearful 1 2 3 4
11. My sleep was restless 1 2 3 4
12. T washappy 4 3 2 1
13.  Italked less than usual 1 2 3 4
14.  1felt lonely 1 2 3 4
15.  People were unfriendly 1 2 3 4
16.  Ienjoyed life 4 3 2 1
17.  Thad crying spells 1 2 3 4

CES-D.PT : 2

BRPCESI1

BRPCES2

BRPCES3
BRPCES4

BRPCESS

BRPCES6
BRPCES7
BRPCESS

BRPCES9

BRPCES10
BRPCESI1
BRPCES12
BRPCES13
BRPCES14
BRPCES15
BRPCES16

BRPCES17



18.

19.

20.

21.

I felt sad
I felt that people disliked me
I could not get "going"

1 felt alone or cut off from
other people

CES-D.PT

Rarely Or

None Of Some Or
The Time A Little of
(Less Than The Time
1 Day) (1-2 Days)

1 2

1 2

1 2

1 2

Occasionally Most Or
Or A Moderate All Of
Amount of Time The Time
(3-4 Days) (5-7 Days)
3 4
3 4
3 4
3 4

BRPCES18

BRPCESI19

BRPCES20

BRPCES21



STATE-TRAIT ANXIETY (MODIFIED - STATE ONLY)
I am going to read you a number of statements which people have used to describe themselves. As I read each
statement, please give me the answer which seems to describe how you feel right now.
Not at Moderately Very
Al Somewhat " So Much So

1. I feel calm. Would you say :

this describes how you feel. . . 1 2 3 4 BRPST1
2. I feel secure 1 2 3 4 BRPST2
3. I am tense 1 -2 3 4 BRPST3
4. I feel strained 1 2 3 4 BRPST4
5. I feel at ease 1 2 '3 4 BRPSTS
6. I feel upset 1 2 3 4 BRPST6
7. I am presently worrying

over possible misfortunes 1 2 3 4 BRPST7
8. I feel satisfied 1 2 3 4 BRPST8
9. I feel frightened 1 2 3 4 BRPST9
10. I feel comfortable 1 2 3 4 BRPST10
11. I feel self-confident 1 2 3 4 BRPST11
12.  Ifeelnervous 1 | 2 3 4 BRPST12
13.  Ifeeljittery 1 2 3 4 BRPST13
14. I feel indecisive 1 2 3 4 BRPST14
15.  Ifeel relaxed 1 2 3 4 BRPST15
16.  1feel content , 1 2 3 4 BRPSTI16
17.  1feel worried 1 2 3 4 BRPST17
18. I feel confused 1 2 3 4 BRPST18
19. I feel steady 1 2 3 4 BRPST19
20.  Ifeel pleasant 1 2 3 4 BRPST20
STATRAIT.PT 2




Thank you for your cooperation. Is there anything else you'd like to comment on that we
have not covered in this interview?

TIME ENDED:

/ am./p.m BRPHR
hour minutes . BRPMN




INTERVIEWER REMARKS

Did respondent experience or exhibit emotional or psychological problems during the interview?

YOS oo 1 (ANSWER A)

A. ‘What was the problem?

Were there any other problems during the interview?

YES oo seeesee e sseeeeeeeseneee e reeeeenes s 1 (ANSWER A)

A. What was the problem?

Was interview conducted in English or Spanish?

English oot 1 (ANSWER A)
SPANISH ..ot 2
A. How much trouble does respondent have understanding English?
NODE ..ottt ettt a e b enaene s 1
SOIMIC ...ttt ettt r e a et st e e ensnene s 2
Acgreat deal ......c.coiiviiinmiec s 3

Regardless of whether or not interview was completed in one session, did the respondent want to
terminate interview before interview was finished?

YOS correreeeeeeeeeeeeeeeeeeeeeeeee oo e eeeeeeee oo eeeeseseeeeseeeeeeseseeee oo esee e ] (ANSWER A)

A. At what points and why?

Did respondent need to complete interview over two or more sessions?

Y E5 ittt ettt e 1 (ANSWER A)
No ........ e eeee e e ttet e ——ee e e ——tee e e e e e taeeearareeaerbesaeeearnneseeaeeesennas —
A. Reasons given for needing to break up interview

INTERVIE.PT 2

BRPR1

BRPR1A1
BRPR1A2
BRPR1A3

BRPR2

BRPR2A1
BRPR2A2
BRPR2A3

BRPR3

BRPR3A

BRPR4

BRPR4A1
BRPR4A2
BRPR4A3

BRPRS
BRPR5A1

BRPR5A2
BRPRS5A3



10.

11.

Date interview started:

A,
(mo) (da) (yr)

Date interview completed:

I
(mo) (da) (yr)

Number of interviewing sessions needed to complete interview:

Name and ID of interviewer:

NAME 1.D.

Total time spent interviewing:

/
hours minutes

Proxy questionnaire was answered by:

Caregiving Daughter .........ccccciivinirnicneiee e
Patient’s SPOUSE ....cc.cvrieirieriirerieiteceiereee st s teb s s
Other Daughter of Patient...........ccccoeervinvereeiereecieeieeereee e,
Patient’s SOM. ..ottt st

Other Relative (Specify  F SOOI

NOT APPLICABLE; Patient completed

questionnaire herself ........c.cccoceevveenvneiecniece e

Interviewer Comments and observations not otherwise specified:

INTERVIE.PT 2

BRPR6MO
BRPR6DA
BRPR6YR

BRPR7MO
BRPR7DA
BRPR7YR

BRPR8

BRPR9

BRPRI10

BRPR11



APPENDIX D: Caregiver Daughter Interviews



Time Started

CODED am/pm
ENTERED Time Ended

am/pm
VERIFIED

Aging Families and Breast Cancer:
Multigenerational Issues

Caregiving Relative Interview

ID#

COVERSHT.CGR VERS. 10/02




INTERVIEWIEWER, DO NOT ASK — RECORD ONLY
TIME BEGUN: Caregiver relationship to patient
/ am./p.m.
SOCIODEMOGRAPHIC QUESTIONS
1. What is your date of birth? BRCSIMO
BRCS1DA
) / BRCS1YR
month day year
2. What is the highest level of schooling you have completed? BRCS2
Eighth grade or 1855 «....ocvoiieeriiiiiiiicciecrescrie et 1
Some High SChool.....cccoiiiiiiiiiiiicr et 2
High School Graduate or GED........cccociiiiiiiciiniiciicnne e 3
SOME COlIEEE ...ttt s ens 4
ASSOCIAtE’S DEGTEE ...ttt sttt 5
Technical or vocational SChOOL.........cocccviriiiinicrieece e 6
COlIEEE DIEETEL .....eeeneeiieieieeerte et sttt st sae st eeenne s 7
Some graduate SChoOl........oioiiciiinii s 8
Graduate or professional degree..........c.oovveviiiiiciiiicii e 9
3. How would you describe yourself? Would you say you are... BRCS3
WHILE .ottt et e et HUSOTURRRN 1 (ASK A)
Black/African AMETICaN. .......c.covuvviiiiiiiiiiniciiitt ettt s 2 (ASK A)
Asian or Pacific ISIander ... 3
American Indian/Alaskan Native ............cccooveiiriiiernecnc e 4
Other (SPECIFY ) e 5 (ASKA)
A. Are you of Hispanic origin or descent? BRCS3A
Y S ettt ettt ettt ettt a ettt b e seen b e st e a e e et e an et ng e neneaen 1 (ASK B)
N O ettt et s nae b 2
B. Do you consider yourself to be... BRCS3B
PULTTO RICAI ...t 1
DOIMINICAN ....viiiritiierie ittt ettt sa et ss e e e aese e saesseseen 2
CUDAD ..ottt 3
IMIEXICAI ..c.vinve et r et s ecer et st et b et e sba sk s e emtema e sassesseeneeeans 4
ECUAAOTEAI...c..ceeireiirceitee ettt ettt et s 5
COIUMDBIAN ..ottt ettt s s 6
Spanish or BUropean.........cccoeimivcecrinnrcnit ettt 7
Something else (SPECIFY: ) JRTET 10
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4. Are your currently employed, not employed, on disability, out on sick leave, or something else? BRCS4
EMPIOYEQd ..o e 1 (ASKA)
DiSADIIILY ..ottt 2 (ASKO)
SICK LEAVE ...ttt 3 (ASKO
Not employed, laid off, looking for work..........c...cocoeeveiiiriinic e 4 (ASKB)
REHIEA ...ttt 5 (ASKO)
In school and Not WOTKINE .....c..cveverirreirinieicesiericececeeeeiere et 6 (ASKB)
Keeping hoUSe ........cocvviiiiiicccer et 7 (ASKB)
Other (SPECIFY ) T 8 (ASKB)
A. (IF EMPLOYED) About how many hours do you work in an average week? BRCS4A
# of hours IF LESSTHAN 35 HOURS GO TO D.
IF 35+ GO TO Q.5.
B. Have you ever held a job which lasted for six months or longer? BRCS4B
Y 5 ettt et b et ens e rens 1
N bbb 2 (IFNO,GOTOQ.8)
C. In what month and year did you last work? BRCS4CMO
BRCS4CYR
/
month  year
D. (IF WORKING PART-TIME OR NOT WORKING) Are you (working part-time/ BRCS4D
' not working) because of your relative’s illness?
Y S ittt sttt e sttt ettt nenesteenan 1
N O et ettt 2
5. What kind of work (do)(did) you do? That is, what (is)(was) your job called? (PROBE, IF
NECESSARY) What (do)(did) you actually do in that job? What (are) were some of your main duties BRCSS5
or responsibilities?
Occupation:
Job Title:
Duties:
A. What kind of company or industry is that? What do/did they do or make at the place where
you work(ed)?
6. Are/Were you self employed in your own business, practice, or working without pay in a family BRCS6

business (on your main job)?

Yes, self employed ...t 1
No, work for SOmeone €lSe.........cceevervvrereeceereiriiesecree s 2
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7.

(What is/When you were working, what was) your annual salary before taxes from your job?
I'll start reading off a list of income ranges; just stop me when I reach the category that includes
your income.

$5,000 OF 1€SS....eeuieeriieieicieeieeiesireereesneeaesbaesbeesbeesaresbesssessassntaessaenneans 1
$5,001 = F10,000 ...ttt 2
10,001 = $L5,000 ...ttt 3
$15,001 = $20,000........cocrrriereieie et reeecreies e reasieteseseneeen 4
$20,001 ~ $25,000......ccccmceiieiierieeerie ettt e enae 5
$25,001 = $30,000......c0ceieiiecirienieeer ettt et 6
$30,001 = $40,000........cioiiiirceieierereceerieeer ettt reb e 7
$40,001 - $50,000.....c.cccciiriiiriiierteeseeee et 8
$50,001 = $60,000........ceeeeeeeeceirirteeeiete ettt 9
$60,001 = $70,000 ....eeoviiiieieiiicteeetreee et 10
$70,001 - $80,000......c.cemimenriieiin e e 11
$80,001 - $90,000......eereereeeereeee e et 12
$90,001 - $100,000......c.ccieereeiiriere et 13
$100,001 OF ITIOTE .o et er et rene s teee et ensaeess st enenne 14
DO0ES NOL KNMOW ...ttt 97 (ASKA)
REfUSES 10 @NSWET ...cveiiieiiriceiiteciceee ettt 99 (ASKA)
A. Can you tell me if it was...
Less than $25,000 @ year O ......c..cooeevevieienncniincneeenceeneee, 1
More than $25,000 2 YEaTr .......ccoovreirirereeeiresien e 2
DOESN’T KNOW; REFUSED ......coceeriiiiiirieeicecnreneneereeeresnees 3

What is your current marital status?

MarTied ... 1 (ASK A)
IF VOLUNTEERED: Living with a partner ..........c.ccecveevevieverrreenenens 2 (ASK A)
DIVOTCEA ...ttt e 3
Separated.........cceevinenene et e e 4
WIAOWE ..ottt 5
Never Marmied ... 6

A. How long have you been (married/living together)?

number of years

Do you have any children?

Y S tiitiete ettt et ettt e b e e bt et e bt ereens e te st erte st eanennens 1 (ASK A)
N0 ettt ettt e b 2
A. How many children do you have?

number of children

DEMOGRAF.CGR 3

BRCS7

BRCS7A

BRCS8

BRCS8A

BRCS9

BRCS9A



10. Could you please tell me who lives with you in your household? IF R. LIVES ALONE GO TO Q. 11.
(ASK A-C FOR EACH PERSON IN HOUSEHOLD) (NOTE: IF HOUSEHOLD COMPOSITION
HAS CHANGED FROM THE USUAL, CODE FOR COMPOSITION IN THE LAST MONTH),
PROBE: Anyone else?

A. What is their B. Sex C. What was his/her age on
relationship to you? Male Female his/her last birthday?
BRCS10R1
BRCS10S1
Pers. 1. 1 2 BRCS10A1
BRCS10R2
BRCS10S2
Pers. 2. 1 2 BRCS10A2
BRCS10R3
BRCS10S3
Pers. 3. 1 2 BRCS10A3
BRCS10R4
BRCS10S84
Pers. 4. 1 2 BRCS10A4
BRCSI10RS5
BRCSI10S5
Pers. 5. 1 2 BRCS10AS
BRCS10R6
BRCS10S6
Pers. 6. 1 2 BRCS10A6
BRCS10R7
BRCS10S7
Pers. 7. 1 2 _ BRCS10A7
BRCS10R8
BRCS10S8
- Pers. 8. 1 2 BRCS10A8
11. So, including yourself, the total number of people living
in your household is: BRCSI11
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12. What was the total income, during the last year, of everyone who lived in your household? Total gross BRCS12
income includes things like salary, disability income, social security, interest, and so on. I’ll start reading
off a list of income ranges; just stop me when I reach the category that includes your income.

$5,000 or JESS .. reveeeer e eeeeeee s 1
85,001 - $10,000......c.e ettt 2
$10,001 ~ $15,000......c oottt 3
$15,001 - $20,000...c. 0o 4
$20,001 - $25,000.....cccmiiririeereireeeeee et [TTOTOPRTON 5
$25,001 - $30,000.....c....ciiiririereietee e e 6
830,001 - $40,000........co ettt 7
$40,001 - $50,000........c0c0emieeeerereee et 8
$50,001 - $60,000........c0coitieiieiccrners ettt 9
$60,001 ~ $70,000 ....coovrveriiirieieieeece et 10
$70,001 - $80,000........cccooiiirrereieeee e 11
$80,001 = $90,000.....cccooerrriiririereet et 12
$90,001 - $100,000........coccovimeiriirirrrrrrresreree e 13
$100,001 OF IMOTE ....cirmveiirenririeieieee ettt 14
DO0ES NOLKNOW ..ottt 97 (ASKA)
ReEfUSES 10 ANSWET ......coveiviiiierieeeirtrte ettt 99  (ASKA)
A. Can you tell me if it was... BRCS12A
Less than $25,000 @ year or .......c...c.ccoveueeeviveeieceerceseeeeeeesenne 1
More than $25,000 @ YEar ..........cceeuriiieeeieireeeeeeve e 2
DOESN’T KNOW; REFUSED ......ccooevieeiereeeeeseieeeeeeeee s 3
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NEED FOR ASSISTANCE/TYPES OF CARE PROVIDED BY CAREGIVER

I'm going to read you a list of activities that your relative may be receiving some assistance with. As I read each
activity please tell me if you or someone else is helping her with the activity. (CIRCLE ALL THAT APPLY)

Patient Caregiver  Someone
Does it Provides  Provides Not
Herself Help Help Done
Record relationship
to the caregiver
1. Light housekeeping such as
dusting. Does your relative
do this herself, do you help,
does someone else help, or is -
this not done? 1 2 3 (Who? ) 8
2. Heavy housekeeping 1 2 3 (Who? ) 8
3. Cooking and meal preparation 1 2 3 (Who? ) 8
4. Shopping for clothes & household items 1 2 3 (Who? ) 8
5. Grocery shopping 1 2 3 (Who? ) 8
6. Bathing and showering 1 2 3 (Who? ) 8
7. Home health care tasks 1 2 3 (Who? ) 8
8. Getting dressed 1 2 3 (Who? ) 8
9. Using the toilet 1 2 3 (Who? ) 8
10.  Geting in and out of a bed or chair 1 2 3 (Who? ) 8
11.  Traveling to medical appointments 1 2 3 (Who? ) 8
12.  Traveling for other purposes
(work, visiting, or errands) 1 2 3 (Who? ) 8
13.  Filling out forms (insurance claims,
medical forms, applications for
financial benefits) 1 2 3 (Who? ) 8

NFASSIST.CGR 6

BRCA1l
BRCAIRI
BRCAIR2
BRCA2
BRCA2RI1
BRCA2R2
BRCAS3
BRCA3RI1
BRCA3R2
BRCA4
BRCA4R1
BRCA4R2
BRCAS
BRCASRI
BRCASR2
BRCA6
BRCAG6RI1
BRCAG6R2
BRCA7
BRCA7RI1
BRCAT7R2
BRCAS
BRCAB8RI1
BRCAS8R2
BRCA9
BRCAO9RI1
BRCA9R2
BRCA10
BRCA10RI
BRCAI0R2
BRCAL1l
BRCAL1I1RI
BRCAI11R2
BRCA12
BRCAI2RI
BRCA12R2
BRCA13
BRCAI13RI1
BRCA13R2



14.  Handling banking-related tasks

15.  Obtaining information about
her illness or treatment

16.  Obtaining illness-related
financial counseling or
advice for her

17.  Obtaining illness-related
legal counseling or
advice for her

18.  Arranging for formal home
or health care assistance

NFASSIST.CGR

Patient
Does it
Herself

Caregiver  Someone
Provides  Provides
Help Help
Record relationship
to the caregiver
2 3 (Who? )
2 3 (Who? )
2 3 (Who? )
2 3 (Who? )
2 3 (Who? )

Not
Done

BRCA14
BRCA14R1
BRCA14R2

BRCA1S
BRCA15RI
BRCA15R2

BRCA16
BRCAI6RI
BRCA16R2

BRCA17
BRCA17R1
BRCA17R2
BRCA18
BRCA18RI1
BRCA18R2



ILLNESS PREDICTABILITY

1. T'usually know when my relative is going to have a good or bad day. Do you. . .
SIONELY AETEE ...ttt ettt e e e anena 5 BRCIP1
SOMEWNAL AETEE.........ccieiriiicerrieere ettt ettt ee e eee et e 4
Neither agree Nor diSAIee .........cocovevieriieieierieetetee et er e 3
SOMEWhAt QISAZIEE .......coveeecieiireniieetiii ettt ettt sseeseren e 2
Strongly diSAEIEE ......c.cuvviviuiicicicriiiesirriece ettt een 1
2. It is clear to me when my relative’s illness is getting better or worse. Do you. . .
SEONELY BETEE.....c.cvveveiireiriiiieei ittt ettt ee e e st eses e ees s e esesena 5 BRCIP2
SOMEWNAt AETEE. ......ciiiiiciiciiret ettt b e ee et e e 4 '
Neither agree NOr diSABIEE ......vueveveeiuirieiiretieie ettt et e e e s e e 3
SomEWhat dISAZIEE .......o.vueucieuieieieeeeieeer ettt st 2
Srongly diSAEIEE ......c.ccuiviiiiriciiiicrr et 1
3. I can generally predict the course of my relative’s illness. Do you. . .
SHONELY AZICE ..orero oo ese s eeesmeesene oo 5 BRCIP3
SOMEWRAL AEIEE.......coiiiiieeiitee sttt st er e ee e 4
Neither agree NOr diSAZIEE ... .....cvruriiiiiereececceeteeeee et r e s e 3
Somewhat dISABIEE ..........ccoueveuciiiiririririeiie ettt er et ee e 2
Srongly diSAZIEE .....c.cveuiiiiciieirier s ettt e e ee e 1
4. My relative’s physical distress is predictable. Do you. . .
SLIONELY BEIE.....v.evciiticrciirsieieieire ettt ere ettt et s e raene 5 BRCIP4
SOMEWRAL AEIEE......eiiviiiiicieitiecei et ettt ettt 4
Neither agree N0r diSAEIEE ........c.oviveeeveeeierersieeteiee et s e e en s 3
Somewhat disagree.............coocccereuennnnne, ettt b s aen 2
Strongly diSAZIEE ........coviuiueuriiiierrcetees ettt er e 1
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APPRAISAL OF PERSONAL CONTROL OVER ILLNESS

1. How much personal control do you think you have over the amount of fatigue your relative " BRCPCI1
experiences from day to day? Would you say you have . . .

NO COMTOL ..ttt ettt re e eneneesorensnas 5
Very lttle COMIol... oottt 4
A moderate amount 0f CONrol.........ccccoeireiiiiiierir e 3
Quite @ bit Of CONIOL....ccuiieiiriiieriieiree et et n e 2
An extreme amount of CONIOl.........c.ociocevriecieiricree e s 1
DOES NOT APPLY .oortitiiteereetere ettt eve e evss e v ettt as et reseeaean 8
2. How much personal control do you think you have over the amount of discomfort your relative BRCPC2

experiences from day to day? Would you say you have. . .

NO COMIOL ...ttt b et ne e naese s s 5
Very little control.......cocccvvveevierinnnennennns ettt er etttk sttt nee s e 4
A moderate amount of CONIol.........ocovieieiiiii e 3
Quite @ bit 0f CONIOL......ciriiiiiiicicic e 2
An extreme amount of CONIOL.......c..cveoeeiioiiiieceee e 1
DOES NOT APPLY ..ottt rrse s e s st sstesse s s s v ssesssaenesnnes 8
3. How much personal control do you think you have over the amount of immobility your relative BRCPC3

experiences from day to day? Would you say you have. . .

IO CONLIOL ...ttt ettt st e e e s et e e e testeebeetenvens 5
Very Little CONrol......ooooviiiiiiiiii e 4
A moderate amount 0f CONIOL......co.ceiriiriiireier e 3
Quite a bit 0f CONTOL. ... 2
An extreme amount 0f CONTOL..........ccoovviiiiiee et 1
DOES NOT APPLY ..ottt sttt sae s e n et e 8
4. How much personal control do you think you have over the amount of pain your relative BRCPC4

experiences from day to day? Would you say you have. . . .

INO CONLIOL....ciiiiiiiiiiiicii ettt st s esaetn 5
Very THIE CONIOL .. .ottt e sns bt vt et eeees 4
A moderate amount 0f CONIIOL.........ccoviniiiriinicii et 3
Quite @ bit Of COMMIOL......cueviiiiiieenicrie ettt ereenas 2
An extreme amount 0f CONIOl.........cocvveirviiinniennenieeeer e 1
DOES NOT APPLY ..ottt ettt s e st ssss s as st sassenes 8
5. How much personal control do you believe you have over the long-term course of your relative’s BRCPCS

illness, (that is, whether it will improve or at least not worsen in the future)? Would you say you have. . .

NO COMIOL..oeieiietcictt ettt ettt s et b e s et neens 5
Very Little CONIOL.... oottt 4
A moderate amount of CONTOL..........ccocceviiriieririrnereee e 3
Quite @ bit Of CONMIOL......coiiieiiiieeee et 2
An extreme amount of CONIIOL.........covvrieimrierenreeeeree e 1
DOES NOT APPLY ..ottt resrase s eta e st sb e esae s nerensens 8
6. How much personal control do you think you have over the medical care and treatment of your BRCPC6

relative’s illness? Would you say you have. . .

INO CONITOL ...t ee e e ev e see et tesesaeseaenaneneenserenanes 5
Very Bittle CONIOL.....c.ociiiivieiriirncertcecre et a et 4
A moderate amount Of CONTIOL..........ovuiiiiiieeeceee oo ere e e e e e v e eeeeeneans 3
Quite a bit Of CONIOL.....cuiiiiiiriiieicce et 2
An extreme amount Of CONIOL........ooviiiiiieiiiiieiee et esereese st e eeeseaeeeas 1
DOES NOT APPLY ...ttt ettt ettt nnnens 8
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FILIAL OBLIGATION

In this next series of questions, we will be asking you your opinions about help in the home

1.

o

=~

Martied children should live close to parents to provide care. Do you. ..

SEONZLY AETCE ...ttt e eee e
SOMEWNAL AETEE.......eovveveieieeeieeteie et e er ettt e et
Neither agree Nor diSAZIEE .........cccvvvviirereerirereriiteeee et
SomeEWhat dISAZIEE .....c.covvriiiiiccieete sttt st e eaeane
Srongly diSABIEE ........ccoveuiuiuiiiirreeieiieieieee et s een

Children should not be expected to do tasks for their parents. . .

SIFONELY BETEE ...ttt st ettt nees
SOMEWRNAL ABTCE........oviiciiecee et s bttt s
Neither agree NOr diSAZIER ........cccoveereerreiirieritreeee et er et s e s
SOMEWhAt ISAZTEE .......ocvuiceciiereericei ettt ettt ettt e re s
Strongly diSABIEE .......ccooverivemiiiirieeeceiie ettt ettt enen

Parents should expect adult children to assist them. . .

SIONELY BEFEE......viiiiirerietrteitce et ettt s et s ee et eeneaen
SOMEWRAL AETEE.......cuioiirieeeceiirirteieeeteerrt ettt s sttt eneeeeeeneseene
Neither agree nor diSAZIEe ........ccovrirvivirierieeee ettt
Somewhat diSAIee .........cocviiiiiiiriieireecre ettt
SroNELY diSAZIEE .....c.eoverevveeirtrieieieere ettt ettt et naen

It is a child's duty to assist parents. . .

SHHONELY AEIEE ...ttt
SOMEWRAL AEFEE.......c.eiiiiirieiiiriereeieet ettt ettt st s et se s ebesns s e
Neither agree Nor AiSAIEE .........cooeevveriireecrrerriiee e ene
SOMEWNA QISAZIEE ....c.eveuieeriiieeieeetet ettt ettt et et eneseeseenenens
SrONELY dISABIEE .....c.eoerererieeeeerenerieieeteteeecteeceeee ettt sttt ee et eneenenees

It is preferable to pay a professional for assistance with caregiving. . .

SHIONGLY AETEE......ooveiiiecririrtceeie ettt ettt ee e seeeean
SOMEWNAL BETEE........c.ccvriimiieiiiririeeie ettt ettt e s st sae et eees
Neither agree N0r diSABIEe .........vvueieerieieieeeitc ettt et
SOMEWhAt dISAZIEE .......ceoveveeeiicirieicieeeeee ettt tee e e rae s
SIrONGLY AISAELEE .....c.vvveriieeiririee ettt ettt s eeesenees

Paying for professional help means a relative is not taking responsibility. . .

SONGLY AETEE .......ooiiiiiiiicceec ettt
SOMEWRNAL AETEE ..ottt et eeeeen
Neither agree nor diSAZIEe ........cvuvveviericieiieiceeee et
SOMEWhAL AISABIEE ....cvrveririeireiisiet ettt st nerer et eeee s nesesanas
SrONGLY QISABTEE .....veueeveecreieectieciece ettt et e s es e en e

It is better to give up a job to provide care than to pay a professional. . .

SIONZLY BEIEE .....eviieiiieiiiieee ettt ettt en e ee et en e e
SOMEWRAL AEIEE.......cceeiieiiieieriietee ettt st eee e et e e e te e eee e e tenae e
Neither agree nor diSagree .........co.vvuvievereriierinriniieieeeeie e et es
SOMEWhA QISAZIEE .....ecvmveeieiereieteiee et et r e ees e e neens
SrONgLY diSAEIEE .....c.cviiiieiciciriciese ettt ettt
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CES-D SCALE

I will now read you a list of the ways you might have felt or behaved during the past week. As ] read
each statement, please tell me the category which best describes how often you have felt this way
during the past week.

Rarely Or

None Of Some Or Occasionally Most Or
The Time A Little of Or A Moderate All Of
(Less Than The Time Amount of Time The Time

1 Day) (1-2 Days) _(3-4 Days) (5-7 Days)

During the past week:

1. 1 was bothered by things
that usually don't bother me.
Would you say you felt this
way. . . 1 2 3 4

2. I did not feel like eating;
my appetite was poor 1 2 3 4

3. I felt that I could not shake
off the blues even with help

from my friends or family 1 2 3 4
4. I felt that I was just

as good as other people 4 3 2 1
5. I'had trouble keeping my mind

on what I was doing 1 2 3 4
6. I felt depressed 1 2 3 4

7. I felt that everything I did
was an effort 1 2 3 4

8. I felt hopeful about

the future 4 3 2 1
9. I thought my life had

been a failure | 1 2 3 4
10. I felt fearful 1 2 3 4
11. - My sleep was restless 1 2 3 4
12. Twas happy 4 3 2 1
13.  TItalked less than usual , 1 2 3 4
14. I felt lonely 1 2 3 4
15.  People were unfriendly 1 2 3 4
16.  1enjoyed life 4 3 2 1
17.  Thad crying spells 1 2 3 4

CES-D.CGR 1
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18. Ifeltsad

19.  Ifelt that people disliked me

20. Icould not get "going"

21.  Ifelt alone or cut off from
other people

CES-D.CGR

Rarely Or
None Of

The Time

(Less Than

1 Day)

Some Or
A Little of
The Time

(1-2 Days)

Occasionally Most Or
Or A Moderate All Of
Amount of Time The Time
(3-4 Days) (5-7 Days)
3 4
3 4
3 4
3 4

BRCCESI8

BRCCESI19

BRCCES20

BRCCES21



STATE-TRAIT ANXIETY (MODIFIED - STATE ONLY)
I am going to read you a number of statements which people have used to describe themselves.
As I read each statement, please give me the answer which seems to describe how you feel right now.
Not at Moderately Very
All Somewhat _So Much So

1. [ feel calm. Would you say

this describes how you feel. . . 1 2 3 4 BRCST1
2. I feel secure 1 2 3 4 BRCST2
3. I am tense’ 1 2 3 4 BRCST3
4. I feel strained 1 2 3 4 BRCST4
5. I feel at ease 1 2 3 4 BRCSTS
6. I feel upset 1 2 3 4 BRCST6
7. I am presently worrying

over possible misfortunes 1 2 3 4 BRCST7
8. I feel satisfied 1 2 3 4 BRCSTS8
9. I feel frightened 1 2 3 , 4 BRCST9
10. I feel comfortable 1 2 3 4 BRCSTI10
11.  Ifeel self-confident 1 2 3 4 BRCST11
12.  TIfeel nervous 1 2 3 4 BRCSTI12
.13. I feel jittery 1 2 3 4 BRCST13
14.  Ifeel indecisive 1 2 3 4 BRCSTI14
15.  Ifeel relaxed 1 2 3 4 BRCSTI15
16.  Ifeel content 1 2 3 4 BRCST16
17.  Ifeel worried 1 2 3 4 BRCST17
18.  1feel confused 1 2 3 4 BRCSTI18
19.  Ifeel steady _ 1 2 3 4 BRCST19
20.  Ifeel pleasant 1 2 3 4 BRCST20
STATRAIT.CGR 1




PHYSICAL BURDEN

Some people experience physical strain associated with caring for an ill person. Since
the diagnosis, how much physical strain would you say you have experienced caring for
your relative? Would you say. . .

A great deal of StraiN.........cccoovvniiinccnnr e, 4
A moderate amount Of Strain ............ccovieviviicriiniei et 3
A TS SITAIN O ..ot et e e ee e ee e 2
INO SETAIN ..ttt ettt et e et e e e e s e enaesanes 1

Since the diagnosis, have you ever (been called/had to get up) during the night to take care
of your relative?

Y B ettt ettt nn st en e 1 (ASKA&B)
A. How many times has that happened since the diagnosis?
# of times

B. (ASKIFR. LIVES WITH PATIENT) On those nights when you had to get up to take care
of your relative, how many times did you usually get up?

ONE HIMIE 1.ttt eeee s veestesesesssessasesseenneeses oo 1
2 HIITIES c.uveiireeeeeiee et et eeeeaes e et e et a e et e e enrees s eesteteseetessareaeateeaaneseeeees 2
B fIIMIES ...ttt ettt ettt et e er et et e e et e e e en e s e e e enssen 3
S HINIES OF IIOTC.....cuvvveeeieiireeeeteeeeeeeereeeeeteeeseeseeseeeesessesneeearessessseesrsseesssens 4

To what extent has caring for your relative affected your energy for your regular daily activities?
Would you say that you have. . .

As much energy as you had before...........ccooovcveeivecinieiieeeeeee 4

A Tl 1€SS ENETZY woovveiviriicirreiisceceeti ettt 3

Somewhat 1€SS ENEIEY, OF ...cvvvecieriiiereiriereeect et 2

A JOL 1SS BNEIZY ..ottt ettt sttt se s tsena 1
TIME BURDEN

As aresult of your caregiving since your relative’s diagnosis. . .

YES NO
a. Have you cut down the amount of time .
you spent doing your regular daily activities? ........c.cc.oeeveeereeceeernreceieene. 1 2
b. Accomplished less than you Would liKe .......ccccoovevvereveicieeieiecsre e, 1 2
c. Don't do your regular daily activities
as carefully as USUAL.........c.c.oveemiiiicir et 1 2
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SOCIAL BURDEN

1. How frequently do you feel as though you don’t have enough time to take care of your
own household duties and tasks? Would you say...

OO ettt ettt er et s rn st aaas 4
SOMEHINES ..ttt ettt eae e neenae 3
RATELY ..ottt s 2
N VT ..ttt ettt e e e e e e e e e cebae s baesabeesreseerneeeenes 1
2. Since your relative’s diagnosis, to what extent has your relative’s illness made it difficult for

you to establish a daily routine and plan activities? Would you say. . .

NOE AL AlL. e e e 1
Only @ TIEHIE. ..ottt et e e 2
SOMEWRAL.....ccciriiiiiiiii et 3
Agreat deal. ..o e 4
3. Since your relative’s diagnosis, to what extent has your relative’s illness made you

reduce the amount of time you spend with other family members? Would you say. . .

BT | OO 1
Only @ ...t e 2
SOMEWRAL......cciiiiiiiiit et et s 3
Agreat deal ... s 4

4. Since your relative’s diagnosis, to what extent has your relative’s illness made you reduce

the amount of time you spend with friends, neighbors, and acquaintances?
Would you say. . .

NOE AL ALL. et 1
ONLY @ TIEEIE. ..ottt st b st b s 2
SOMEWNAL....coviiiieiriee ettt ce s e ee et a e e 3
A GIeat deal........oooveiiiriiiciiiiee e e e e as 4
IF VOLUNTEERED: Never did thiS ......cccovecenvninreecinieeeeesiceeee e 8
5. Since your relative’s diagnosis, to what extent has your relative’s illness, made you

reduce outside activities, such as going on vacation or having a hobby?

NOE AL ALttt er e snee 1
OnNLY @ IIEIE. ...ttt e eaea 2
SOMEWRAL.......ciiiiiiieeceeee ettt s e 3
A great deal ..ot erea 4
IF VOLUNTEERED: Never did this ...........ccccoevivieiiicieee e 8
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EMPLOYMENT BURDEN

IF R. IS NOT CURRENTLY EMPLOYED, GO TO NEXT SECTION - “FINANCIAL BURDEN”
EVERYONE ELSE, ASK:

1. Since your relative’s diagnosis, on how many days would you say you have come in to work late BRCEBI
or left early because your relative felt sick and you could not leave her alone, or because you had
to escort her to the hospital or medical appointment, or because you had to run errands for her?

# of days
2. Since your relative’s diagnosis, how many days have you taken off from work as “sick” days, vacation BRCEB2

days or personal days due to you relative’s illness, such as when she felt sick and could not be left alone,
or you had to escort her to the hospital or to a medical appointment, or had to run errands for her?

# of days

3. IF ANY DAYS, ASK: How many of these days off from work did you have to take without pay? BRCEB3
# of days

4. Since your relative’s diagnosis, to what extent has your caregiving affected your ability to concentrate BRCEB4

on the job, or in any other ways affected your ability to put in a good day’s work? Would you say...

Toagreatextent ..... ..ot 4
TO SOME EXLENT ..ooitititit ittt 3
Toasmall eXtent ......coovrvuiniiiiiii i e 2
Notatall ..o 1
IF VOLUNTEERED: Does not apply, self-employed, freelance .......... 8
5. Since your relative’s diagnosis, to what extent has your caregiving created problems for you with your BRCEBS

supervisor or co-workers because of missed time from work or poor work performance? Would you say...

Toagreat eXtent .......ocoviiiiiiiiiiiiiii 4
TO SOME EXEENT ...t s 3
Toasmall eXtent ......ooiiiiii it e e 2
Notatall ..o, 1
IF VOLUNTEERED: Does not apply, self-employed, freelance .......... 8
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FINANCIAL BURDEN

1. Since your relative’s diagnosis, to what extent has your relative’s illness caused you to pass BRCFB1
up opportunities to improve your financial situation, such as turning down a promotion, not
seeking additional sources of income, or passing up job opportunities? Would you say . ..

To @ great eXteNt......c.ccooviviiiiiiii e e 4
TO SOME EXIENL ..ot sttt 3
T0 @ SMALL EXLENT ...eeiiiiiiiieieeeeereree ettt ee st 2
NOE AL ALL ..ottt st ren s 1
2. Some people find that taking care of someone that is ill can financially affect their usual habits BRCFB2

and lifestyle. How much has taking care of your relative changed your financial habits and
lifestyle since your relative’s diagnosis? Would you say it has made . . .

Many changes in your usual ways of living .........cccveveeveiniceeniereeecee e, 4
SOME ChANEES ...ttt ettt 3
A feW ChaNEES ...ttt 2
No changes at all ...t 1
3. Iliness can often cause financial problems. How serious are your financial problems due to BRCFB3

your relative’s illness since the diagnosis? Would you say . . .

VBIY SEIIOUS ...vrreneeriiiteeteiirr ettt et st et et a s s b e ae b ese st ese e besese s aressns 4
SOMEWNAL SETIOUS .....cviiiiiiitiic ettt bbbt 3
INOE VETY SEIIOUS ..evecuretiaiieierieee st esratestesessesssetesne s steeaeebeebesesesseseestesassrsenearessseesen 2
No financial problems at all............ocoovirinnninneceeeee e 1
4. Since your relative’s diagnosis, have you had any extra expenses because you have been BRCFB4

caring for your relative that you would not have had otherwise, such as paying for special
food or household items for her or extra transportation or telephone costs?

Y S ettt b n st s et ts bt ebean s eneareneais 1 (ASKA)
N0 e et b et n et bens 2
A Since the diagnosis, approximately how much money have you spent on these BRCFB4A

extra expenses? Would you say . . .

Les5 than $50 ..ottt 1
B51 - 8100 et 2
BLOT = $200 .o e 3
8201 = F500 ..ottt 4
$501 = B1,000 ..ot 5
More than $1,000 ...ttt e rees 6
5. (Apart from these out-of-pocket expenses), do you provide any financial support to BRCFBS

your relative to help with illness-related expenses?

Y 5 ittt a et s a e bbb e etsebensere e enesnestenees 1 (ASKA-C)
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A. Since the diagnosis, have you had to, as a result of your relative’s illness. . .

YES NO
USE SAVIIES .. eeereeeeeeveeeoeeesee e eeeesseeeseeeesseseeseseseeesseeeeseeeseeeeeeeeeeseseeeeeo 1 2 | BRCFBsAL
Sell assets like stocks or bonds, your home, a car, major
appliances, investment property, or other real estate
(SPECIFY) e, 1 2 BRCFB5A2
BOITOW IMONEY7 ..ottt ettt seeee e st see et e era e neane 1 2 BRCFBS5A3

B.  Approximately how much money have you spent on your relative’s illness-related expenses
to date, including savings, or other assets since the diagnosis? 1 am going to read to you some

figures; just stop me when I reach the category that includes the amount you have spent. BRCFB5B
Less than $1,000 ..ottt e s oo 1
$ 1,000 - 83,000 ..ttt ennenn 2
83,001 = 85,000 ...t en 3
$ 5,001 = $10,000 ...ttt 4
$10,007 = I5,000 ...ttt ettt e een s
$15,001 = $20,000 ..ottt e 6
820,001 .ottt et oe 7
C.  Would you say that the money you contribute has been. . . BRCFBSC
A great financial hardship ........ccooveiniieeiccecec e e, 3
Somewhat of @ hardship .......c.cooeeiviiiiiii e 2
NOt @ hardShip .......cociiiiiiiciienie ettt 1
6. Since the diagnosis, has your relative had any paid helpers, such as a nurse,
housekeeper, or health aide who were hired to help her due to her illness? BRCFB6
Y ES ittt et e e et b ettt ettt e et enere et eeneesaeaens 1 (ASKA)
N0t ettt et ettt e s et nen et ee et et e eaeeas 2
A. Do you help pay for this paid help? BRCFB6A
Y S et e b bbbttt sttt et ee e antens 1
N0ttt ettt eneen 2
7. Has anyone else, such as other family members or friends, helped to pay for any of
your relative’s illness-related costs since the diagnosis? BRCFB7
Y O e e ettt sttt 1 (ASKA)
N O ettt ettt e e e et et eneee e e et eee e 2

A.  Who has helped financially? Please tell me their relationship to you? (PROBE: ANYONE ELSE?)

Sex
Relationship to Caregiving Relative Male Female
1 2 BRCF7ARI1
BRCF7AS1
1 2 BRCF7AR2
BRCF7AS2
1 2 BRCF7AR3
BRCF7AS3
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NETWORK OF RELATIONSHIPS (Abbreviated)
We are interested in how illness changes relationships. In this next series of items we ask about how your relatlonshlp
with your relative has been since her diagnosis and how it was prior to her illness
Not at all The
or a little Somewhat Very Extremely most DNA

1. How much do you and your

relative get upset or mad

at each other?

a. since the diagnosis 1 2 3 4 5 8 BRCNRIA

b. prior to the diagnosis 1 2 3 4 5 8 BRCNRIB
2. How satisfied are you with

your relationship with

your relative?

a. since the diagnosis 1 2 3 4 5 8 BRCNR2A

b. prior to the diagnosis 1 2 3 4 5 8 BRCNR2B
3. How much do you tell your

relative everything?

a. since the diagnosis 1 2 3 4 5 8 BRCNR3A

b. prior to the diagnosis 1 2 3 4 5 8 BRCNR3B
4.  How much do you help your

relative with things she

can't do by herself?

a. since the diagnosis 1 2 3 4 5 8 BRCNR4A

b. prior to the diagnosis 1 2 3 4 5 8 BRCNR4B
5. How much does your

relative treat you like

you're admired and

respected?

a. since the diagnosis 1 2 3 4 5 8 BRCNRSA

b. prior to the diagnosis 1 2 3 4 5 8 BRCNRSB
6.  How much do you and

your relative disagree

and quarrel?

a. since the diagnosis 1 2 3 4 S 8 BRCNR6A

b. prior to the diagnosis 1 2 3 4 5 8 BRCNR6B
FBURDEN.CGR 1




Not at all The
or a little Somewhat Very Extremely most DNA

7. How happy are you with the

way things are between you

and your relative?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
8. How much do you share your

secrets and private feelings

with your relative?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis - 1 2 3 4 5 8
9.  How much do you protect and

look out for your relative?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
10. How much does your

relative treat you like

you're good at many things?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
11. How much do you and

your relative argue with

each other?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
12.  How good is your relationship

with your relative?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
13.  How much do you talk to your

relative about things that you

don't want others to know?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8

FBURDEN.CGR 2
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Not at all The
or a little Somewhat Very Extremely most DNA
14. How much do you take care of
your relative?
a. since the diagnosis 1 2 3 4 5 8 BRCNR14A
b. prior to the diagnosis 1 2 3 4 5 8 BRCNR14B
15. How much does your
relative like or approve
of the things you do?
a. since the diagnosis ' 1 2 3 4 5 8 BRCNRI5A
b. prior to the diagnosis 1 2 3 4 5 8 BRCNRI15B
16. How close is your relationship
with your relative?
a. since the diagnosis 1 2 3 4 5 8 BRCNRI16A
b. prior to the diagnosis 1 2 3 4 5 8 BRCNRI16B
Relative You almost
almost Relative About You always
always does  often does the same often do do DNA
17. Who tells the other person
what to do more often,
you or your relative?
a. since the diagnosis I 2 3 4 5 8 BRCNRI17A
b. prior to the diagnosis 1 2 3 4 5 8 BRCNR17B
18. Between you and your
relative who tends to
be the BOSS in this
relationship?
a. since the diagnosis 1 2 3 4 5 8 BRCNR18A
b. prior to the diagnosis 1 2 3 4 5 8 | BRCNRISB
19. Inyour relationship with your
relative who tends to take
charge and decide what
should be done?
a. since the diagnosis 1 2 3 4 5 8 BRCNRI19A
b. prior to the diagnosis 1 2 3 4 5 8 BRCNR19B
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IMPACT OF EVENT SCALE

Some time ago your relative was diagnosed with breast cancer. I will now read you a list of comments made by people
facing similar kinds of stressful life events. As I read each statement, think about your relative’s illness and your
experiences since her diagnosis and please tell me how often during the past week each comment was true for you.

Not at all Rarely Sometimes Often
During the past week:
1. Ithought about it when I didn’t mean
to. Would you say you this was true for
you... 1 2 3 4
2. I avoided letting myself get upset when
1 thought about it or was reminded of it. 1 2 3 4
3. I tried to remove it from my memory. 1 2 3 4
4. 1 had trouble falling asleep or staying
asleep because of pictures or thoughts
about it that came into mind. 1 2 3 4
5. 1 had waves of strong feelings about it. 1 2 3 4
6. I had dreams about it. 1 2 3 4
7. 1 stayed away from reminders of it. 1 2 3 4
8. I felt as if it hadn’t happened or it wasn’t real 1 2 3 4
9. I tried not to talk about it. 1 2 3 4
10. Pictures about it popped into my mind. 1 2 3 4
11. Other things kept making me think about it. 1 2 3 4
12. T was aware that I still had a lot of feelings
about it, but I didn’t deal with them. 1 2 3 4
13. 1 tried not to think about it. 1 2 3 4
14. Any reminder brought back feelings about it. 1 2 3 4
15. My feelings about it were kind of numb. 1 2 3 4
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PERCEIVED RISK OF BREAST CANCER

1. In your opinion, compared to other women your age, what are your chances of getting breast cancer?
Would you say . . .

MUCH JOWET ...ttt 1
Somewhat JOWET ........cccouiiiiiiircci ettt 2
TRE SAME ..ottt 3
Somewhat higher ..o 4
Much higher ..o 5
2. How has your relative’s diagnosis of breast cancer affected your perception of your own chances of

developing breast cancer? Would you say, ithas. ..

Had 1o effect 0N me ....covevieeiiieieeceretcececee e 1
Made me feel somewhat more at risk.......cocccevvrerveiriciereiceceecree, 2
Made me feel a lot more at risK .........c.cveevereveveeci e 3
3. Compared to other women with a relative with breast cancer, what are your chances of developing
breast cancer? Would you say . ..
MUCh JOWET ...ttt et e 1
SOmeEWhat IOWET .......cccoviriiieirietcrtec sttt 2
THE SAIME ..ot 3
Somewhat hIher........ccoioieiiciiieineciee ettt 4
Much higher ......ccoiiiii s 5
4. Compared to other women without a relative with breast cancer, what are your chances of
developing breast cancer? Would you say . ..
MUCH JOWET.....oeiiiiiiiniiie ettt 1
SOMEWhat IOWET ..c..cceiieiiiiiicrsctret ettt 2
TRE SAIME ...ttt et 3
Somewhat higher.......ooiiviiiiiii s 4
Much RIZHET ...c.oooiviiiiece et 5
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10.

BCQUESTN.CGR

BREAST CANCER QUESTIONNAIRE

Whaf is your height?
_ feet __ inches
What is your weight?
___ pounds

Do you eat 3 or more servings of vegetables a day? (1 serving is about 1 cup of raw leafy
greens or 2 cup of other vegetables, raw or cooked.)

Do you usually drink 1 or more servings of alcohol a day? (7 serving is a can of beer,
a glass of wine, or a shot of hard liquor.)

How old were you when you started your period?

Younger than 15. ..ot 1
15 0T OdET oo 2

INODIE ..eeeeiiieciee et et et e e e e sr e e rbaese e esneesesaesssaeesssaeens 1
OMI€ ettt et er e ee e e e e e e e et aeeaaes 2
TWO OF TNOTE...oiiiiieiiecree e et e e e eeae e 3

YES ottt I  (ASKA-C)
NO ettt s s 2
A. Did you become menopausal before the age of 55?
Y ES ittt e et ne s 1
N O et 2
Yes, due to hySterectomy ........oceeeevveverireennieeeereseeeeee s 3

BRCCQI

BRCCQ2

BRCCQ3

BRCCQ4

BRCCQ5

BRCCQ6

BRCCQ7

BRCCQ8

BRCCQY

BRCCQI0

BRCCQ10A



11.

13.

14.

15.

16.

17.

BCQUESTN.CGR

B. Are you currently on hormone replacement therapy?
Y S e e 1
N O et 2
C Have you ever been on hormone replacement therapy?
YOS ittt e e e 1
IOttt rtan 2

A. How many breast biopsies have you had?

(Number)

B. At what age was your first biopsy?
— (Age)

Do you have any sisters who have ever had breast cancer?

YES ittt 1
NO s 2
A. How many of your sisters have had breast cancer?
(Number)

Is your ethnicity mostly Jewish?

Approximately how many months ago did you have your last mammogram?

(Months)

(ASK A-B)

(ASK A)

BRCCQ10B

BRCCQ10C

BRCCQ11

BRCCQ12

BRCCQI2A

BRCCQI12B

BRCCQI3

BRCCQI3A

BRCCQ14

BRCCQI5

BRCCQ16

BRCCQ17



Thank you for your cooperation. Is there anything else you'd like to comment on that we
have not covered in this interview?

TIME ENDED:

/ am./p.m
hour minutes
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} INTERVIEWER REMARKS
| 1. Did respondent experience or exhibit emotional or psychological problems during the interview? BRCRI1
‘ YES ottt b et s s e 1 (ANSWER A)
‘ N O e ettt b 2
1 A. What was the problem? BRCRI1A1
| BRCR1A2
| BRCR1A3
1 2. Were there any other problems during the interview? BRCR2
Y5 ettt en e r e e rees 1 (ANSWER A)
NO. s 2
A. What was the Aproblem? BRCR2A1
BRCR2A2
BRCR2A3
3. Was interview conducted in English or Spanish? BRCR3
ENgLish ..o 1 (ANSWER A)
SPANISh ..ot 2
A. How much trouble does respondent have understanding English? BRCR3A
NOTE et s 1
SOME ot b 2
A great deal ...t 3
4. Regardless of whether or not interview was completed in one session, did the respondent want to BRCR4
terminate interview before interview was finished? ‘
Y 5 e er e s 1 (ANSWER A)
NO b 2
A. At what points and why?
BRCR4A1
BRCR4A2
BRCR4A3
5. Did respondent need to complete interview over two or more sessions? BRCRS
YOS ooeoeeeeeeee oo et senone 1 (ANSWER A)
NO e bbbt s 2
A. Reasons given for needing to break up interview BRCR5A1
BRCRS5A2
BRCRS5A3
INTERVIE.CGR 2




6. Date interview started: BRCR6MO

BRCR6DA
/ / BRCR6YR
(mo) (da) (yr)
7. Date interview completed:
' BRCR7MO
/ / BRCR7DA
(mo) (da) (yr) BRCR7YR -
8. Number of interviewing sessions needed to complete interview:
BRCRS
ONE s 1
TWO et 2
TRICE oo e 3
FOUT e e 4
9. Name and ID of interviewer:
BRCR9
NAME ID.
10. Total time spent interviewing:
BRCR10
/
hours minutes

Interviewer Comments and observations not otherwise specified:

INTERVIE.CGR 2
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Topic Guide

A. Diagnosis, illness and treatment
(A.1) Circumstances leading to patient’s diagnosis
(A.2a) Caregiver’s reactions to patient’s diagnosis

(A.2b) Other family member’s reaction to patient’s diagnosis
(A.2¢) Patient’s reaction to her own diagnosis

(A.3a) Caregiver’s reaction to patient’s illness and treatment experiences
(A.3b) Other family member’s reaction to patient’s illness and treatment experiences
(A.3c) Patient’s reaction to her own illness and treatment experiences

(A.4a) Caregiver’s perception of her general relationship with patient
(A.4b) Caregiver’s perception of changes in relationship with patient since diagnosis

(A.5) Any reference to caregiver’s own experience with cancer or cancer in others (that
informed her reaction) / perception/fear of cancer

(A.6a) Caregiver’s reaction to and/or description of formal caregiving
(hospital/doctors/treatment)

(A.6b) Other family member’s reaction to and/or description of formal caregiving
(hospital/doctors/treatment)

(A.6¢) Patients’s reaction to and/or description of formal caregiving
(hospitals/doctors/treatment)

B. Cancer Risk
(B.1) Caregiver’s perceived vulnerability to cancer
(B.2) Caregiver’s perception of personal risk factors
(B.3) Caregiver’s informal support experiences

(B.4) Caregiver’s formal support and/or counseling experiences

ey

(B.5) Medical assessments, guidance, information
(B.6) Health concerns about the future

(B.7) Health monitoring plans

(B.8) Health promoting and disease/prevention practices




C. Caregiving
(C.1) Circumstances leading to caregiver’s assumption of caregiving
(C.2) Caregiver’s levels and extent of caregiving since diagnosis (including examples)
(C.3) Caregiver’s assessment of patient’s support needs and support receipt
(C.4) Caregiver’s perception of caregiving ability and performance since diagnosis

(C.5a) Caregiver’s need and receipt of emotional support with caring for patient
(C.5b) Caregiver’s need and receipt of practical assistance with caring for patient

(C.6) Caregiving burden

(C.7) Positive aspects of caregiving
" Note: This may include improvement in relationship with mother, under A4B

(C.8) Caregiver’s attitudes towards caregiving responsibilities

(C.9) Caregiver’s perception of patient’s attitude towards caregiver’s caregiving

D. Lifestyle Changes
(D.1) Change in family roles and functioning since illness
(D.2) Impact of illness and caregiving on relationship with family, friends
(D.3) Impact of illness and caregiving on work |
(D.4) Future goals, plans
(D.5) Impact of illness and caregiving on quality of life

E. Additional Questions

(E.1a) Has dealing with the patient’s breast cancer caused changes in fertility issues?

(E.1b) Has dealing with the patients breast cancer caused changes in child rearing?

(E.1c) Has dealing with the patients breast cancer caused fears for your descendants’
risk of cancer?

(E.2) Inaddition to taking care of the patient, are there other members of your family
who require your care and assistance (such as children, other elderly or sick
relatives)? If yes, ask relationship to respondent and type of help needed from
respondent.

F. Religion

G. Fear of losing patient

H. Miscellaneous
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PSYCHOSOCIAL CONCERNS EXPERIENCED BY
‘CAREGIVING DAUGHTERS

Victoria H. Raveis, Ph.D., Tina Sapienza, C.S.W.,
Monique Carrero, M.A., and Sheindy Pretter, Ph.D.

Columbia University, Mailman School of Public Health

vhrl@columbia.edu

Adult daughters are likely to be a primary source of support and assistance to older women
diagnosed with breast cancer, but they have not been a focus of research investigations or
supportive services. However, caregiving daughters are likely to be experiencing a high
demand for emotional support themselves. The anxiety and concern these women are
experiencing over their familial risk status may be compounded by the emotional stress and
strain of providing assistance and support to their ill mother, as well as having to deal with
the intimate knowledge of their mother’s cancer experience afforded by their caregiving
experiences. Interviews are being conducted with a sample of 80 older women (aged 60+)
receiving treatment for breast cancer and their adult caregiving daughters. As part of the
data collection, daughters complete an unstructured open-ended interview. The interviews .
are audio taped, subsequently transcnibed into interview text files and then content
analyzed. Data collection is ongoing, but analysis of the interviews conducted to date
inform our understanding of the psychosocial concerns impacting the caregiving daughters
following their mother’s diagnosis of breast cancer. The daughters in the sample talk about
their mother being diagnosed with breast cancer as an event that opened their eyes and
made them realize their own vulnerability. This heightened sense of vulnerability is
translated for some of these caregiving daughters into behavioral changes expressed as a
resolution to adhere to screening guidelines and engage in preventive health behavior. Even
those women who previously were aware of the importance of regular check-ups and
mammography now see their value brought home. For some women this translates into
their being more proactive about their health. This awareness of increased risk is also
assoclated with heightened worry and anxiety and can be expressed in hyper vigilant
monttoring. Some caregiving daughters, who have an extensive family history of breast
cancer, view their mother’s diagnosis as an expected, inevitable event. These daughters
often present a stoic attitude about their own risk. The breast cancer diagnosis has also
impacted their view of their children’s risk and their resultant monitoring behavior.

Raveis, V.H., “Psychosocial Concerns experienced by caregiving daughters.” Poster presented at

the Era of Hope, Department of Defense Breast Cancer Research Meeting, Orlando, FL..,
September 2002.

Fhe U.S. Army Medical Research and Materiel Command under DAMD17-00-1-0215 supported this work.




Paper #47997

Aging families and breast cancer

Victoria H. Raveis, PhD, Joseph L. Mailman School of Public Health, Columbia Universitv, Center for
Psychosocial Study of Hea!th and lllness, 100 Haven Avenue, Suite 6A, New York, NY 10032

Limited attention has been given to cancer in the aged. especially among various minoritv populations.
Hispanic elderly primarily rely on family for care in times of illness and female relatives are likely to be
the primary source of support and assistance. However, first degree relatives of breast cancer patients are
at increased risk for breast cancer themselves. This beightened sense of risk has been associated with
increased anxiety levels. A substantial proportion of women at-risk for familial breast cancer hold
exaggerated perceptions of their risk and for some the perceived threat is associated with a paralyzing
sense of cancer-related worry that severely impacts their ability to function on a daily basis. The anxiety
and concern these women may experience may be exacerbated by the strain of providing assistance to
their ill mother. Those who are extremely distressed and worried may be incapable of providing the
assistance and emotional support their il parent requires. At-risk women’s level of psychosocial
adjustment to their familial risk status may also have an adverse effect on their interpersonal relationship
with the mother, contributing to unmet patient needs and conflicted support. Such occurrences can
impede a cancer patient’s recovery. This presentation will discuss how women’s perception of their
cancer risk effects the quality of their careprovision to their elderly mother. It will also examine the
impact of the quality of the patient-caregiver relationship on the older patient’s psychological
functioning. The data is drawn from interviews conducted with a sample patient-caregiving daughter

dyads (n=40).

Abstract ID#: 47997

Password: 791906

Program Selection: Gerontological Health

Topic Selection: Formal and Informal Caregiving

Keywords: Breast Cancer, Aging-

Learning Objectives: Attendees will: 1) Understand the impact of breast cancer on the aging family 2)
Appreciate the psychosocial stresses of informal caregiving 3) Appreciate the the impact of perceived
risk of cancer on the quality of the patient-caregiver relationship ' ‘

Submitter Email: vhrl@columbia.edu _
Target Audiences: Counselors and social workers working with other cancer patients and their families
Oncologists treating older patients Pastoral care workers working with older families Genetics
counselors

Presentation Format: NoPreference

Raveis, V. H.., “Aging Families and Breast Cancer.” Podium ;_)rese_nt'atiqn at t}_le A_rm}{al
Meeting of the American Public Health Association, Philadelphia, PA, November 2002.



“Familial Breast Cancer Risk and the Aging Family: Challenges and Changes in Relationships”

Victoria H. Raveis, Ph.D.; Sheindy Pretter, Ph.D.; Tina Sapienza, C.S.W.; Monique Carrero,
M.A.; and Annemarie Gregory, B.S.

Adult daughters are a primary source of support and assistance to older women diagnosed with
breast cancer. However, daughters experience a high demand for emotional support themselves.
The anxiety and concern they experience over their familial risk status is compounded by the
emotional stress of providing assistance and support to their ill mother and their need to deal
with the intimate knowledge of their mother's cancer experience. Interviews with 80 older breast
cancer patients and their care giving daughters inform our understanding of the psychosocial
concerns and relationship changes (e.g. becoming closer to the ill parent) associated with an
aging parent's breast cancer diagnosis. Not only was the diagnosis an event that made daughters
realize their own vulnerability but this heightened sense of risk translated into risk management
behavioral changes. For some this knowledge impacted their view of their children's
vulnerability and highlighted a need for multigenerational health promotion activities.

Learning Objectives: (1) Understand the psychosocial impact of breast cancer on the aging
: family; (2) Comprehend the impact of perceived risk on the quality of
family relationships and careprovision

Raveis, V. H., Pretter, S., Sapienza, T., Carrero, M., & Gregory, A., “Familial Breast Cancer
Risk and the Aging Family: Challenges and Changes in Relationships.” Podium presentation at
the Annual Meeting of the Gerontological Society of America, Boston, MA., November 2002.




' Raveié, V.H,, Pretter, S, Carrero, M, Sapienza, T “Breast Cancer and the Aging Family:

Psychosocial Issues and Challenges Facing Adult Daughters.” Podium presentation at the First
Annual Conference the American Psychosocial Oncology Society (APOS), Orlando, FL,
January-February 2004. :
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Breast Cancer and the Aging Family: Psychosocial
Issues and Challenges Facing Adult Daughters
Raveis VH, Pretter S, Carrero M, Sapienza T
Columbia University, New York, New York, USA

Summary: PURPOSE: "As public awareness of a
“hereditary component to some types of cancer has
increased, a growing number of individuals are faced
with hiving with the uncertainty of when or if they may
develop cancer. These issues become more complex
when at-risk family members are directly involved in
thewr ill relative’s care-provision This presentation will
focus on a vulnerable population that has not been a
major focus of rescarch investigations or supportive
services but are likely 1o be experiencing a high demand
for emotional support - caregiving daughters. The
anxiety and concern daughlers experience over their
famihial risk status may be compounded by the stress
they encounter providing assistance and support to their
il mother. METHOD: We present findings from an
ongoing study of breast cancer survivorship and the
fanuly. As part of this mvestigation, 90-minute n-depth
interviews have been conducted with a diverse sample of
adult daughters involved in caring for their mothers with
breast cancer. Qualitative analysis of the 60 interviews
conducted to date inform our understanding of the
caregiving daughters’ psychosocial issues and concerns
following their mother’s diagnosis of breast cancer and
subsequent treatment course. RESULTS: These inter-
views document-that a mother's cancer diagnosis and
involvement in care-provision has a broad psychosocial
impact on the adult daughter. Specifically, the
daughters” narratives demonstrate that this experience
has- altered their perception of their mother, 1ntensified
their bond with her, presented challenges in mother- -
daughter interactions, prompted the daughters’ compre-
hension of personal cancer risk, confirmed their
membership in an undesirable “club"”, provided a call
to action to reduce their personal risk, redefined their
personal values, altered their perceived future, and
generated concerns' for their children's future. CON-
CL.USIONS: These findings demonstrate that cancer is a
disease impacung the family unit. Caregiving daughters
hold a dual status. While they are commonly regarded as
part of the care team, they are also affected by the cancer
experience and their own perceived risk. Programs and
scrvices need to target not only patients but the special
needs of aflected famly members ’




Raveis, V.H., Pretter, S., Sapienza, T., Carrero, M., “Psychosocial Issues at-risk wom_en
encounter in the provision of care to a relative with breast cancer.” Podium presente‘mon to be
presented at the Annual Meeting of the American Public Health Association , Washington, D.C.,, |

November 2004.
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Psychosocial issues at-risk women encounter in the
provision of care to a relative with breast cancer

Victoria H. Raveis, PhD ', Sheindy Pretter, PhD ', Tina Sapienza, MSW !, Monique

Carrero, MS 1 (1) Mailman School of Public Health, Columbia University, 100 Haven
Avenue, Ste. 6A, New York, NY 10032.

Background: As public awareness of a heredity component to some types of cancer has
increased, more individuals are living with the uncertainty of when or if they may develop
cancer. These issues become more complex when at-risk family members are directly
involved in their ill-relative’s care. Women caring for a first-degree relative with breast :
cancer represent a vulnerable population. Through their careprovision, these women obtain
intimate knowledge of their relative's breast cancer experience. The emotional stress and
burdens associated with having to provide assistance and support to an ill mother, sibling or
daughter is compounded by their close identification with their relative’s health situation.
Methods: Data is drawn from an investigation of breast cancer survivorship and the family.
In-depth interviews have been conducted with a diverse sample of women caring for a
first-degree relative with breast cancer -- 70% white, non-Hispanic, 26% Hispanic, 4% Black.
Qualitative analysis of the women'’s interviews have delineated their reactions to their
mother's, daughters’ or sisters’ breast cancer diagnosis, the meaning of this event to them,
the implications of these issues and the contribution of their careprovision to this
experience.

Results: The analysis of the women'’s narratives document that a relative's breast cancer
diagnosis and treatment subjects them to a period of crisis fraught with severe emotional
distress and life/death concerns that parallels the “existential plight” patients encounter. The
women'’s reports indicate that their first-hand exposure to their relatives’ iliness increased
their sense of personal vulnerability and contributed to a diminished sense of future options.
This potent combination of caring for a loved one with breast cancer while worrying about
one’s own personal risk of developing the disease engendered considerable distress.
Specifically, the women’s narratives demonstrate that this experience has intensified their
bond with the iil relative, whiie aiso presenting chalienges in their reiationship. it has
prompted their recognition of personal risk, promoted action plans to reduce their risk,
precipitated a re-definition of personal values, altered their perceived future and raised
concerns about the risk status of future generations.

Conclusions: Support programs and services need to address a broad array of salient
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issues and concerns that family members may be encountering. Women caring for a relative
with breast cancer hold a dual status. While familial caregivers are commonly regarded as
part of the care team, they are also affected by the cancer experience. Clinicians need to
appreciate the existential plight familial caregivers may be enduring.

Abstract ID#: 89233

Password: 185026

Program Selection: Medical Care
Topic Selection: Women's Health
Keywords: Breast Cancer, Caregivers
Learning Objectives:

1. Articulate the psychosocial issues confronting at-risk women caring for a relative with
breast cancer.

2. Recognize the contribution that care-provision can make in the distress that at-risk
women encounter,

3. Describe the impact of breast cancer on the family system.

Submitter Email: vhri@columbia.edu
Presentation Format: Oral Only

First Author

Presenting

Victoria H. Raveis, PhD
Mailman School of Public Health
Columbia University

100 Haven Avenue, Ste. 6A

New York, NY 10032

Phone Number: 212-304-5563
Fax Number: 212-304-7268
Email: vhri@columbia.edu

* APHA Member

I do not have any significant financial interest/arrangement or affiliation with any
organization/institution whose products or services are being discussed in this session or
paper.

Presenter's signature: Raveis

Second Author

Sheindy Pretter, PhD

Mailman School of Public Health
Columbia University

100 Haven Avenue, Ste. 6A
New York, NY 10032

Phone Number: 212-304-6487
Fax Number: 212-304-7268

- 2/12/04 2:46 PM



( Please check! ’ http://apha.confex.com/apha/I 32a!n/mc/upIoad/saveupload.cgi

Email: sp431@columbia.edu

* APHA Member

I do not have any significant financial interest/arrangement or affiliation with any
organization/institution whose products or services are being discussed in this session or

paper.
Third Author

Tina Sapienza, MSW

Mailman School of Public Health

Columbia University

100 Haven Avenue, Ste. 6A

New York, NY 10032

Phone Number: 212-304-5567

Fax Number: 212-304-7268

Email: cs492@columbia.edu

| do not have any significant financial interest/arrangement or affiliation with any
organization/institution whose products or services are being discussed in this session or

paper.
Fourth Author

Monique Carrero, MS

Mailman School of Public Health

Columbia University

100 Haven Avenue, Ste. 6A

New York, NY 10032

Phone Number: 212-304-5586

Fax Number: 212-304-7268

Email: mc752@columbia.edu

I do not have any significant financial interest/arrangement or affiliation with any
organization/institution whose products or services are being discussed in this session or

paper. v

Check that:

e Your abstract title is in Sentence case. An example: Engineering gene expression of
Escherichia coli by mRNA: Applications in molecular biology

* Your title does not begin with "The" (this will be removed during editing).

* Your title does not end with a period.

 All author contact information is complete and correct,

Make necessary corrections:

» Click any value in the Abstract Control Panel you want to change (e.g., Title, Author
names)
e Edit the information and click the submit button.

2/12/04 2:46 PM




APPENDIX G: Publications



PAPER ABSTRACTS OF THE APOS FIRST ANNUAL CONFFRENCE

I1-6

Breast Cancer and the Aging Family: Psychosocial
Issues and Challenges Facing Adult Daughters
Raveis VH, Pretter S, Carrero M, Sapienza T
Columbia University, New York New York, USA

Summary: PURPOSE: "As public awareness of &
hereditary component to some types of cancer has
increased, a growmg number of individuals are faced
with living with the uncertainty of when or if they may
develop cancer. These issues become more complex
when at-risk family members are directly involved in
their ill relative’s care-provision. This presentation will
focus on a vulnerable population that has not been a
major focus of research investigalions or supportive
services but are hikely to be experiencing a high demand
for emotional support - cacegiving daughters. The
anxiety and concern daughters experience over their
farmilial risk status may be compounded by the stress
they encounter providing assistance and support to ther
il mother METHOD: We present findings from an
Longoing study of breast cancer survivorship and the
famly. As part of this mvestigation, 90-nunute n-depth
interviews have been conducted with a diverse sample of
adult daughters involved in caring for their mothers with
breast cancer. Qualitative analysis ol the 60 interviews
conducted to date inform our understanding of the
caregiving daughters' psychosocial i1ssues and concerns
following their mother's diagnosis of breast cancer and
subsequent treatment coursc, RESULTS. These inter-
views document that a mother's cancer diagnosis and
involvement in care-provision has a broad psychosocial
impact on the adult daughter. Specifically, the
daughters’ narratives demonstrate that this experience
has: altered their perception of their mother, intensified
therr bond with her, presented challenges in mother- -
daughter interactions, prompted the daughters' compre-
hension  of personal cuncer risk, confirmed their
membership in an undesirable “club”, provided a call
to action to reduce their personal risk, redefined their
personal values, altered their perceived future, and
generaled concerns for their children's future. CON.
CLUSIONS: These findings demonstrate that cancer is a
disease impacling the family unit. Caregiving daughters
hold a dual status. While they are commonly regarded as
part of the care team, they are also aHected by the cancer
experience and their own perceived risk. Programs and
scrvices need 1o target not only patients but the special
needs of affected family members

Psycho-Oncology 13. S1-S75 (2004)

Copyright © 2004 John Wiley & Sons, Ltd.
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EXISTENTIAL PLIGHT OF ADULT DAUGHTERS
FOLLOWING THEIR MOTHER’S BREAST
CANCER DIAGNOSIS

VICTORIA H. RAVEIS® and SHEINDY PRETTER®*
#Center for the Psychosocial Study of Health and Illness, Mailman School of Public Health, Columbia University,
100 Haven Avenue, Suite 64, New York, NY 10032, USA

®Center for the Psychosocial Study of Health and lllness, Columbia University, U, i

SUMMARY

Daughters caring for a mother with breast cancer represent a vulnerable populatiof
having to integrate their emotional reactions to their mother’s illness while simul
about their own personal quscephbllxly Through their caregiving, daughters obi
mother’s breast cancer experience. As part of a study of breast cancer sury
interviews were conducted with a diverse sample of adult daughters caring
Analysis of the daughters’ narratives documents that their mother’s cai
crisis fraught with severe emotional distress and life and death concerns

“They:are confronted with
neoligly processing concerns
imate knowledge of their

g
jat parallels the ‘existential plight’ that

patients encounter following the cancer diagnosis and inception Qf;pe_atme‘ri;_‘g. Specifically, the daughters’ accounts

demonstrate that the diagnosis intensified their bond with their il

ther, while also presenting challenges in their

relationship. It precipitated a re-definition of personal valucs' nd al cx(,d their perceived future. Their mother’s
illness prompted recognition of increased family risk and ren ered: daughtcrs with a heightened sense of personal

vu]nerablllty Clinicians need to appreciate the extent to.w

experience. Copyright © 2004 John Wiley & Sons, L

INTRODUCTION

et al., 20(}0; Kristjanson an'
Lewis, 1986; Northous
Valanis, 1988). That is

treatment, and res utlo
members as wel S econd- oxdcr patients’ (Ralt
and Ledcrberg,i : Investigations have docu-
motxonal and peychologxcal

Bmetimes to an even greater extent
patients themselves (Keitel et al., 1990;
Kornblith er al, 1994; Northouse ez al., 2000).

*Correspondence to: Columbia University, 100 Haven Avenue,

Suite 6A New ;C'k NY 10032, USA, E-mail: \lh!‘]lﬂl(‘(\]l\m.

bia.edu

Copyright © 2004 John Wiley & Sons, Ltd.

daughters can be impacted by their mother’s cancer

Yet, our understanding of the various ways in
which cancer impacts upon the family is still
evolving. . It has been suggested that as family
members learn of their loved one’s diagnosis and
process its implications they experience a period of
crisis fraught with severe emotional distress and
life/death concerns (Veach and Nicholas, 1998)
that parallels the ‘existential plight’ patients en-
counter in the initial months following the diag-
nosis (Weisman and Worden, 1976-1977). Indeed,
studies have documented a range of emotional
responses to a relative’s cancer diagnosis, includ-
ing shock and numbness; disbelief and denial;
panic, desperation, confusion, and fear; helpless-
ness, frustration, and guilt; and a combination of
worry and sadness (Leedham and Meyerowitz,
1999; Northouse, 1984, 1992; Tarkan, 1999).

Efforts to investigate family members’ reactions
to a cancer diagnosis have mostly centered on
spouses of cancer patients (Manne, 1998; North-
ouse er al., 1991; Raveis, 1999) or on offspring
who were either young children or adolescents at
the time of their parents’ diagnosis (Leedham and
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Meyerowitz, 1999; Lewis, 1996; Siegel et al., 1992).
Little research has been focused on adult children -
struggling with the aftermath of a parent’s
diagnosis with cancer (Oktay, 2004; Raveis et al.,

1999 Wellisch and Lindberg, 2004).

Whereas limited attention has focused on how
the cancer experience affects adult children (Ger-
mino and Funk, 1993; Wellisch ez al., 1996), there
has been even less investigation of the ramifica-
tions of a cancer diagnosis on adult children who
may themselves be at higher risk for developing
cancer, such as daughters of women with breast
cancer (Oktay, 2004, Tarkan, 1999; Wellisch and
Lindberg, 2004). A family history of breast cancer
is indicative of heightened susceptibility to the
disease (Lindblom, 1995; Madigan er al., 1995;
Pharoah et al., 1997). Because of the hereditary
component of breast cancer, a daughter learning
of her mother’s diagnosis is at the same time
learning of her own membership in a high risk
group. That is, she must integrate her reactions to
her mother’s illness while simultaneously proces-
sing her reactions to her personal susceptibility.

Indeed, as public awareness of a hereditary
component to breast cancer risk has grown,
investigations have documented an increased fear
of cancer and a greater perception of breast cancer
risk among women with a family history of brea
cancer (Baider et al., 1999 Gagnon et al.,

of deve]opmg cancer (Daly et a[ ]z 6.

]995; Lindberg and We]lisch, 2004 Meisei et al.,
2001; Sagi et al., 1998). : )

These issues may be particulatly exacerbated
when daughters are p1ov1d1_ die and support to
their mothers during her:illness, Experiencing first-
hand the details of 1’s ordeal, caregiv-
ing daughters may ﬁn themselves vicariously
‘living the bredst cancer experience’ (Chalmers
‘The intimate knowledge of

finding that among women with family histories
of breast cancer those who had cared for
their mothers with breast cancer reported higher
levels of breast cancer-specific distress (i.e. intru-
sive thoughts and avoidance) than those who
had not. A similar process has been posited

Copyright © 2004 John Wiley & Sons, Ltd.

with other diseases in which a family history
is associated with increased risk. Prohaska
(personal communication) attributes some of
the heightened concern and distress experienced
by adult children caring for an elderly parent
with Alzheimer’s to their ‘seeing Alzheimer’s
face’ and fearing that this fate awaits them in
the future.

Thus, daughters of breast cancer patients are a
potentially vulnerable population. Despite grow-
ing recognition of the necessity to address the
familial impact of cancer, relatively little research
attention has focused on adult daughters’ reac-
tions to their mother’s breast c: iagnosis, the
meaning of this illness to thém; the implica-
tions of these issues. The pos‘ :of the present
analysis, then, is to eofitri ute’ to our undel-’
stdndmg ofthe famlly iste

ughters of brcast cancer
their reactions to their

the cxperience :
patients and

METHODS

ibility criteria and recruitment

The data were drawn from an investigation of
informal caregiving to older women with breast
cancer. Caregiving daughters were identified by
contacting female breast cancer outpatients from a
major metropolitan hospital center, whose catch-
ment area includes diverse socioeconomic and
racial/ethnic neighborhoods. Potentially eligible
patients were sent a letter notifying them of the
study. Included with the letter was a return post
card with a check-off for those who did not wish to
be contacted. A clinician researcher then contacted
patients by telephone to answer their questions
regarding the investigation, determine the patients’
willingness to participate, find out whether the
patients had a caregiving daughter and solicit their
permission to contact their daughter regarding the
study. Patients were assured that their participa-
tion was entirely voluntary and would not affect
their medical treatment at the hospital center. The
daughters were accrued in the same manner: a
letter was sent, followed by a phone conversation
with the clinician researcher about the study. Only
those patient-daughter dyads in which both
members were willing to participate were accrued.
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Caregiver daughters were eligible for the study if
they were 21 or older, did not have a history of
cancer, and were involved in providing assistance
or support to their mothers who were diagnosed
with breast cancer.

Procedure

As part of the study, each daughter met
once with a research clinician for a face-to-face
focused interview lasting, on average, 53min.
The interviewers were female social workers
or health educators who had been trained for
the study in open-ended focused interviewing
techniques. Interviews were conducted in English
or Spanish. A bilingual interviewer conducted
interviews with participants who preferred to
be interviewed in Spanish. At the onset of
the research mecting, signed informed consent
was obtained. The protocol for the study was
reviewed and approved by an Institutional Review
Board.

Throughout the interview, the clinician inter-
viewers encouraged caregiving daughters to talk

freely, spontaneously, and in-depth about a variety

of issues. Topics addressed during the interview
included: circumstances leading to the daughter,

assumption of caregiving, their reactions to theiri

mothers’ illness and treatment, changes i
relationships with their mothers since their:
involvement in carcgiving, and thei
and support piov1510n The daugh

about these
unstructured question

elaboration or
couraged to
the flow of#th

stories
eliciting

input Of mﬂuence from the interviewers. The
interview was audiotaped, with the daughters’
permission, for later transcription and narrative
analysis. Also at this research mecting, daughters
completed a brief questionnaire in which they
reported sociodemographic information and health
status.

Copyright © 2004 John Wiley & Sons, Ltd.

Qualitative analysis

The audiotaped focused interviews were tran-
scribed verbatim in computer text files and
subjected to content/thematic analysis. This al-
lowed for the systematic identification of topics of
discourse (themes) present in the daughters’
narratives and the specification of relationships
among these themes and/or with contextual
factors (Polkinghorne, 1989).

To facilitate the content analysis of the data
we developed an initial set of codes, informed
by the topic guide, that reflected .our provi-
sional conception of the fact ely to be of
theoretical importance in. erstanding  the
daughters’ cancer experiencés. These initial codes
was based on the available “literdture, our prior
research, and clinic
caregivers. As theadz

inadequately captured by
This revised codina sc,heme

Two members of the research team inde-
pendently read and analyzed all of the tran-
scripts; they identified the various themes
and assigned them specific codes. Inter-rater
agreement of the codes assigned was assessed
on a subsample of interviews and was found
to be excellent (i.e. exceeding 90% agree-
ment). Isolated coding discrepancies were
resolved through joint discussion and verifi-
cation of the text with other interviews having
the same code.

The qualitative research design employed in
this study is extremely useful for discerning
and describing the broad range of reactions,
feelings, and concerns experienced by caregiving
daughters of breast cancer patients. It is not,
however, well suited to deriving reliable estimates
of the true prevalence of the various phenomena
reported by women in the population under study.
For this reason, the findings are not reported
as percentages of women expressing a particular
theme. To do so would imply a precision that
is inappropriate to the methods employed. In
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intensive qualitative research, the emphasis is on
deriving valid insights into a phenomenon, not on
generalizing the findings to populations or uni-
verses (i.e. emphasis is on analytic generalization
rather than statistical generalization). Thus, our
data analysis focused on understanding the
daughters’ cancer expericnces; i.e. fully articulat-
ing their reactions to their mothers’ diagnosis, the
changes they encountered in their relationships
with their mothers, and the impact of their
mothers’ illness and their caregiving involvement
on their sense of personal risk and vulnerability to
cancer.

Sample characteristics

The findings presented below were derived
from a sample of 50 caregiver daughters of
older women with breast cancer. Daughters
ranged in age from 21 to 62, with a mean age of
38.3 years (S.D.=9.6). The majority of daughters
were between 30 and 50 (72%), 18% were under
the age of 30, and the remaining 10% were
50 years or more. Seventy percent of the sample
self-identified as white, non-Hispanic; almost

a quarter (24%) as Hispanic; and 4% as black,.

non-Hispanic.
Twelve percent of the daughters had dhlg

Approximately three-quarters (74

men were employed at the tlme ;
Only 14% of the daughters
household size = 3.3, |
half (56%) were marri

6) Morc than
ving w1th a pa1tne1

were parents (",_ean miber of children = 2.5,
S.D.=14). <
The avera

dlagn031s was

gth of time since their mother’s
‘months (S.D. = 2.8). For almost
1 2 ”o) the length of time since diagnosis
was 1 S thwn six months; for dpproxunately two-
thirds (64 %) it was between six and 12 months;
with it being greater than one year in 6% of
the cases. In over two-thirds (68%) of the cases,
their mother’s disease was localized. Whereas all
of the mothers had undergone surgery, 38% had
also received chemotherapy and 46% received
radiation.

Copyright © 2004 John Wiley & Sons, Ltd.

RESULTS

The daughters’ narrative accounts document that
the diagnosis of cancer is an event of significant
importance to family functioning and demonstrate
that patients’ family members also undergo a
period of crisis and existential plight. The salient
issues and impact of the cancer diagnosis that have
emerged from an examination of the daughters’
interviews can be grouped into three broad
categories: (1) emotional responses to the mother’s
diagnosis, (2) perceived changes in* the mother—
daughter relationship, and (3) (
personal risk of breast cance
.(1) Emotional responses
nosis. The daughters r
emotional responses arning of their
mother’s cancer diagnosis:“and processing its
implications. As_theit narratives below illustrate,
the shock, denidl; parnic; fear, distress and sadness
daughters expetienced was intense. Some of these
reactions dissipated over time. Others, however,

were more en jrmg in their impact.
6k Chief among the initial responses that

of their mothcl s breast cancer dlagnoms As one
daughter recounted in a statement that was typical
this experience: ‘I was in shock. ...And
you’'re—you—I was in such a state of shock that
you don’t—you freeze, and you don’t know what
to do.” For some, the shock they encountered was
precipitated by a lack of forewarning:

It was a shock. I—my heart started racing and—be-
cause she started crying as she was telling me. So that
kind of—Il got very upset. I was crying, I was
breathing heavily; I remember I was hyperventilating.
It just came out of left field. I had no idea. ... And it
just—it was just a complete shock. It was like I got
cold-cocked in the face.

Similarly, another daughter recounted how the
shock she felt was due to a complete lack of
awareness that anyone in their family could be at
risk for cancer: ‘1 was surprised. I was shocked. I
was—T just, you know, that word, that ‘C’ word, I
just didn’t—we had never had it in our family
before, so I was a little, well, ‘How could that be?’

Disbelief. Closely following the initial shock
daughters experienced upon learning the news was
a range of other emotions, such as disbelief, panic,
and fear. The surprise and lack of forewarning

Psycho-Oncology 13: 1-12 (2004)
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about the event contributed to some daughters

" having a difficult time accepting the diagnosis and

initially reacting to the news with disbelief. As one
daughter recalled:

Well, at first, I was in, in denial. T just didn’t want
to—a lot of things were going through my mind. . . it
took me a while for me to really come to terms with
reality, that in reality that was cancer.

Echoed another—*[E]ven though the doctors are
saying all this. . . you kind of don’t believe it.’
Some daughters found it hard to accept that this
Part of the
incredulity associated with the event was their
absence of prior exposure to such issues. They
found themselves faced with a situation that they
knew happened to others, but not to them:

And T just was thinking like: this cannot be my life.
But 1 won’t—TI don’t believe this. It was such shock
and disbelief, like—it is not like my life has—like I
have friends who like every day there’s something
else. That her grandmother had a heart attack and
her this and that. No, that’s not my life. I don’t know
from these traumas. I don’t know from these horrible
mishaps. You know? Like I don’t know from bad
things much.

In the wake of their ‘shattered assumptions’
safety (Janoff-Bulman, 1992) and their realizatio

that their family was not immune or pxyotected“"

from health threats, some daughters
feeling panicked and fearf ul.

Panic. The daughters’ accounts
that in some instances the panic they

splattere-
your

'youxc
lattered~ all over;

countcd [Y]ou re
d—your head is
thoughts are Jumpm'
direction to go

The dauOhte_
revealed thdt '

filc and desperation they felt
emanate deep-rooted concern for their
mother’s:wéll:being. This consideration is clearly
evidént in the following description provided by a
daughtér récalling the panic she felt upon hearing
about her mother’s breast cancer diagnosis and the
frenzy of activity that ensued:

1 would say just panic, and just—desperation—I just
started trying to call anybody who I knew who had a
wife, a mother, or somebody, to just try to find out as
much as I could, to try to help her.

Copyright © 2004 John Wiley & Sons, Ltd.

Fear. Fear was another common response to
learning of their mother’s cancer diagnosis. Cancer
can be a life-threatening illness. The daughters’
accounts of their initial response when they heard
the news illustrate that this information evoked an
instinctual reaction that raised fears and worries
about their mother’s survival:

I was just scared and terrified . . . 1 didn’t know a lot
about it because I hadn’t spoken to my parents yet.
How advanced was the cancer? T just—all these
thoughts were running through my head. So [ was
just kind of going off the deep end~I didn’t know
how advanced it was, and T jus {ist wanted to
know that she was okay, that.sh i

SO qcarcd So scar cd Cdon’t ’know, it’s just a—so
many feelings at the s ¢ time—TI got so scared .
lots of things: 20, ough your head. And they re
not the greates

Although the Initial concerns that daughters felt
upon Jéarning of their mother’s diagnosis usually
d1m1mshed .gradually, for some these fears and
it _have endured. As one daughter noted:

still—to this day—if someone would tell me she will

¢ a hundred percent fine, which I don’t know if Ihey

. ever will, I'm going to be scared for her life. I'm going
to be scared for her health and TI'll be scared of
something happening.

Overwhelmed. Several of the daughters found it
extraordinarily difficult to deal with their mother’s
diagnosis and recalled being extremely distressed
and demoralized following the event. In their
narratives they recounted how it was almost more
than they could bear. They recalled that they felt
very drained and were unable to function. Said one
daughter, ‘I completely fell apart. . . . I was in
complete tears and I had that pif in my stomach,
and it was just a horrible horrible feeling.” Another
recalled, ‘[A]t that period of time, I was crying
so much at home, and I just felt like every time
my husband saw me, I was a mess.’” In some
instances the daughters’ distress was so severe that
it impacted their ability to relate to other people,
as this daughter’s account illustrates:

In the beginning, when it just happened, 1 couldn’t
deal with it. I didn’t want to talk to anyone, I just
wanted to lay in my bed. Like people would come to
my house, I would just close them out.

Psycho-Oncology 13: 1-12 (2004)
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For these women the event was traumatizing.
Not only was their initial distress and demoraliza-
tion intense, but the upset surrounding this event
was so strong that subsequent events or circum-
stances continued to re-awaken these emotional
memories. As one daughter articulated:

[W]e didn’t have phone service, and I'll never forget
having a cell phone for about a week, and trying to
call doctors and get information, and to this day,
when I hear that ring, I like jump through the ceiling.
We actually changed the ring on the phone, because I
can’t—you know, . . . if I hear that tone, it just hits
me—it just brings me back.

Sadness. Although sadness was another persis-
tent emotional response that daughters reported, it
generally emerged over time, once the initial
emotional responses abated or receded in intensity.
Daughters found it very difficult to see their
mothers in this situation and it saddened them.
Said one daughter, ‘I felt very sad. Very sad for
her, very pained by the whole thing.” The sadness
daughters experienced was very pervasive and
enduring. One daughter commented that: ‘I must
have cried for days.’

Daughters’ sadness often accompaniced their
feeling helpless to remedy the situation. As one
daughter shared: “There was really nothing I coul

do to help her. You sort of feel helpless. . . . Ifelt:

very bad for her. I was sad.” Another daughter’s
comments illustrate that these feelings, were
pervasive and shared by the family:

Well, when my mother was diagp
all of us, her children and whole .
that the world had ended bec:
big thing for us . . .. How
very sad thing when your’
cancer.

$¢ it"was a very
uld:l say it? It's a
theris diagnosed with

(2) Perceived .changes in the mother-daughter
relationship. The breast cancer diagnosis also
impacted  the other-daughter  relationship.
The daughter ries delineate how this event
altered .ithei tception of their mother and

created ing challenges in their interaction
with hi
Seeing'their mothers as vulnerable. One change

that daughters commonly reported related to their
fundamental perception of their mother as strong
and invincible. For many daughters, the cancer
diagnosis challenged these long-held images of
their mother and represented the first time they
perceived her as vulnerable or fragile. As one

Copyright © 2004 John Wiley & Sons, Ltd.

participant confessed:

We call her the Iron Maiden, because she’s been
through so much, and she just takes it all in stride.

And it was the first time that 1 had actually witnessed -

her more as, you know, someonc who’s fragile or
delicate.

This strongly held preconception of their mother
as immune to life’s trauma also contributed to
the difficulty daughters experienced dealing
with the news of their mother’s cancer diagnosis.
Acceptance of this aberrant eyent compelled
daughters to adjust to a changed reality:

For her to get cancer was— Cthat's why T went
numb, because it just didn’t“make sense in the way I
saw my mother. She—shic doesn’t ger sick. . . . I guess
it just brought home':that "she’s susceptible to—to
disease, and illnes

One daughter’s:.comments succinctly epitomize the
life cycle de mental issues that this realization
precipitates when she characterized this event as ‘a

pillar 6f. your “life coming down.” For some
daughters;itheir caregiving involuntarily exposed
them “to_their mother’s vulnerability and forced
m to experience images they viewed with
reluctance. The following daughter’s statement
illustrates how a simple caregiving task—accom-

panying her mother to obtain a wig—evoked

strong emotions and presented profound percep-
tual challenges:

And T took her; my mother sat on the chair, like
getting fit for the wig, crying. And like, again, for me,
I did not want to be sitting there watching her,
because | don’t want—I don’t want to see her break
down. Like I need my vision of her as her being this
strong, ultimate—my Mom—Ilike my strength, my
support. Like the family backbone.

Seeing their mothers as mortal. Closely allied
to the awareness that their mothers were not
immune from illness and suffering, the cancer
diagnosis also precipitated life and death
concerns. As one daughter commented,
‘Once your parents get sick, it changes—things
change. . . .Your perception of their immortality—
or mortality.” Although mortality in old age
may be a normative event, the cancer diagnosis
raised the possibility that this loss may occur
prematurely. For some daughters, this prospect
forced them to confront a life cycle transition
with which they felt ill-prepared to deal. This
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response is typified in the following thoughts onc
daughter shared:

Even though I know we all have to die, at
some point—because ['ve always lived with her and
I have grown so accustomed to living with my
mother, that I—it’s just like —it’s just impossible for
me to really think that my mother’s not going to be
there. And, and I think that I have to get maybe a
little bit—stronger.

Another daughter expressed holding similar con-
cerns: ‘Is she going to live through this?
How many years is she going to be around?
What would T do without her, not having her
around?

The prospect of losing their mother to cancer
was especially difficult for daughters who had
already experienced their father’s death. For
these women, their mother’s cancer diagnosis
raised fears of being orphancd. As one daughter
recalled: ‘One of my initial reactions was, ‘Oh my
God, if something happens to my mother, I—
I don’t have parents anymore.” So that was a little
scary.’

Apprehension over the pain and suffering they
envisioned their mother would endure dying from
cancer contributed to the daughters” worries abou
the possibly fatal nature of their mother’s illne

As one daughter described her thoughts: ‘for mé "

cancer is a bad kind of death sentence that's slo
and painful.’ This concern was ech

quote illustrates, even tho

readily acknowledged::
were troubled by the
to the process of dyi

relatxonshxps with theu mother One
commonly acknowledged change was an intensifi-
cation of their relationship with her. As one
daughter described this impact: ‘It just made me
more aware that I need to love every minute 1
have with her.” Sometimes this intensification in
the relationship was coupled with a shift in the

Copyright © 2004 John Wiley & Sons, Ltd.

daughters’ personal priorities, as reflected in the
following account:

I noticed that, all of a sudden, my life, and my
world—everything that [ planned, in—nothing
meani—nothing meant anything to me. . . [ learned
what she meant to me more than ever. . . . I'd say:
‘What if T have this house? And then I said to myself,
‘So what—what is it good for? It means nothing.
Nothing at all.

Another daughter’s acknowledged that her fear of
possibly losing her mother motivated her to
become her mother’s careglver ‘I felt like—maybe
this is why I became the caregive was afraid
not to spend time with her. Lawas afraid to not be
with her. T was afraid to not be around her a lot.’
For some, though thcn' mother’s:tancer diagnosis
i felationship that was
laughter explained her

better But then, at the same time, I think maybe 1
on’t want-to spend that much time with her, because
if'something happens, then I won’t miss her at much.

Increased protective and supportive behavior.
Accompanying the intensification of their bond
with their mothers was an increase in behavior
intended to be protective and supportive. Daugh-
ters described a variety of actions that they
engaged in to shield their mother from distress
and spare her additional emotional pain. One type
of behavior daughters frequently mentioned was
the effort they took to keep hidden from their
mother their worries and feelings about the cancer
diagnosis and its ramifications. As one daughter
confided, ‘T didn’t want my mother to know that
we were worried. Because, letting her know that,
we probably increase her pain. We probably would
scare her.” Another daughter noted her efforts in
this regard:

I only cried when my mother was not around . . . I
don’t know, just in my mind, I felt I needed to be
strong for her. . .it just became that I had to be there

for her and I had to support her, and I had to—1I had
to be the strong one.

These attempts to be protective and shield their
mother from undue distress and worry were often

Psycho-Oncology 13: 1-12 (2004)
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achieved at some cost to the daughter. As the
following account illustrates, this effort could
require intense self-control and exert an emotional
toll:

It took me a while for me to really come to terms
with reality, that in reality that was cancer. . . . [Tlhe
other problem that 1 had was, having to deal with
that struggle, and, at the same time, having to present
myself to my mother, as if it—as if nothing was
happening. As if, ‘Oh, well, so what? We deal with it,
it happens.” Well, 1 was hurning inside. 1 was
suffering. But I could never let my mother know
that I was worried, because, number one, 1 knew she
was worried . . . and to me, it was a struggle, because
I have to deal with my own anxiety, and, at the same
time, 1 have to be able to show something different to
my mother.

Role reversal. Another lifecycle development
precipitated by the cancer diagnosis was the
reversal of roles that accompanied the assumption
of caregiving activities. For many daughters, this
represented a marked and unprecedented bcha-
vioral shift in their relationship with their mother.
As one daughter succinctly stated, ‘There was a
definite role reversal, where I would always look to
her for support and now she looks to me for
support. So, that was a big change.” Daughte

necded to work through the significance of thi »_v

event and deal with the perceptual chang
this life transition represented. The emotio
this occurrence can engender are illustr;
following narrative: -

It was really weird for me, like ny
taking care of me. So hkc 1
beginning stages of me takin
weird.. . . She was scared:An
llke I h'tve to be slron fi

her was very
’t know, I felt

vefa kid, to a certain extent
mother’s my child, like I have

pect of their mothers bxeast cancer
as the impact this information made on
ers’ awareness of personal risk. The
narratives document that this can

g
daughters’
generate an emotional crisis that mirrors their life
and death concerns for their mothers and can alter
their perceived future.

Realization of personal vulnerability. For a
number of daughters, the unanticipated occur-

Copyright © 2004 John Wiley & Sons, Ltd.

rence of their mother being diagnosed with breast
cancer profoundly impacted their perception of
personal risk. These daughters recalled that prior
to their mother’s diagnosis they had not given
much thought to the threat of breast cancer. That
changed as this event destroyed any beliefs they
may have previously beld about immunity from
cancer. As one daughter observed, ‘[I]f it happened
to her, it can happen to me.” Their new status as a
woman with a family history of breast cancer also
contributed to some daughters’ sense of vulner-
ability. Commenting on this process, one daughter
related: ‘[Y]ou know, beforehang I felt T had no
risk whatsoever. And now, with I feel I am
much—I am at a higher 1i tven jmy history.’
Another ddughter presente a clear image of this
“her mother’s diagnosis:

jout it; not my mother,
ed to have my annual
ought that in my family this
eré:has never been anybody in my
fdmlly withi 1at illness, nobody. . .. This has been an
expenence has opened my cyes It makes you
‘my mother have that illness, I could have it

né da ghter shared how since the diagnosis she
. become concerned that her awareness of
Sonal vulnerability will adversely impact her

“dife perspective. As she explained, she wondered:

‘What would my life be like, knowing that T will
have this risk factor, and how would that affect
me, and would it affect my ability to enjoy my
health in my day-to-day life?

Confirmation of family history. Some daughters
who were already living with a family history of
breast cancer, regarded their mother’s diagnosis as
further confirmation of their family’s vulnerability
to breast cancer and as adding to their risk of the
disease. As one daughter explained:

I definitely feel as though I'm now at a much higher
risk for breast cancer than I was. | knew that breast
cancer was in our family...but with my mother being
diagnosed, and having had her grandmother die of
breast cancer, just makes it all that much more—a
risk for us. Both for my sister and myself, and my
children.

Although for these daughters the diagnosis may
have been an anticipated event, this awareness did
not necessarily lessen the emotional intensity of the
diagnosis. In fact, its occurrence, by affirming a
long-feared reality, served to enhance long-held
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fears of personal vulnerability. As one daughter
described this experience:

Coming from the family that I came from . . .
grandparents who had cancer, et cetera, so I feel like
Pve always been aware of being vulnerable. At the
beginning, 1 was—when [ realized: ‘Oh, I'm higher
risk now.” You know? And my cousins, the daughters
of my aunt, who had the breast cancer, said: ‘Oh,
well, welcome to the high-risk club—ha, ha, ha.” And
I didn’t—it wasn’t a club I was very eager to join. I
felt really scared.

For some daughters, knowledge of their mother’s
breast cancer not only served to increase their
perception of risk, but it also contributed to their
sense of disease inevitability, reaffirming a pre-
viously held belief that this was what the future
holds for them. This perception is dramatically
illustrated in the following account:

[Flor me, it kicked up a lot of fears of being a
daughter, and that—okay, 'm next in line. . . . T once
heard my mother say that she always felt like she was
waiting for a train, because of our family history.
Like it was a train she was waiting to get on. You
know? It was like inevitable. And I guess I feel that
way now: I’'m next.

DISCUSSION

contnbutcd to our undelst'
plight that family membe
the cancer diagnosis.:of

ncounter following
ovcd one. These

and implications of a

insights into t :
‘ hel daughtm’s life The

mother’s dldgn :
analyses :

nto one of the followmg thlcc
I)iemotional responses to the mother’s
2) perceived changes in the mother—
elationship, and (3) perceptions of
personal risk of breast cancer.

The daughters reported experiencing a broad
range of intense emotional responses upon learn-
ing of their mother’s breast cancer diagnosis
and assimilating its implications. Some of
these emotions were short-lived, such as the shock

Copyright © 2004 John Wiley & Sons, Ltd.

and disbelief they encountered. The impact of
other responses, such as panic, fear, distress and
sadness, were more long-lasting. The daughters’
accounts documented the traumatic nature of the
diagnosis and provided compelling examples of
how subsequent occurrences or circumstances
triggered strong emotional memories about the
event, _

Their stories also established that the breast
cancer diagnosis precipitated marked changes in
their relationship with their mother. The daughters
disclosed how the illness altered thelrb_perceptlon of
their mother with many for the firstitime regarding
her as vulnerable and susceptlble to life’s adver-
sities. Their reports delineated how"the diagnosis
and its implications intensified th mother—daugh-
ter bond. Daughters shdred t:their efforts to be
protective and supporfive st metimes complicated
their interactions, as:.they deemed it necessary to
shield their motherifrom extreme personal or
family reactions, o it “of 4 belief that such exposure
could be : ful“and further increase their
mother’s suffefing.

h significant progress has been made
cmj,’ ates of cancer mortality, a diagnosis
“is still often equated with a death
- For some daughters, the cancer diagnosis
forced them to confront a life cycle transition
with which they felt ill-prepared to deal. The

possibility of such a premature loss engendered a

cacophony of emotions and a shift in their life
priorities, as they reevaluated what was important
to them.

In those instances where the mother had
previously been otherwise healthy, the cancer
diagnosis also marked the beginnings of first-time
caregiving, bringing with it a marked role reversal.
The significance of this life cycle turning point is

noteworthy. For many daughters this represented -

an unprecedented behavioral shift in their relation-
ship with their mother. As they were thrown into
the unfamiliar role of giving support and encour-
agement to their mother, rather than being the
recipient of such support, they found the experi-
ence challenging and emotionally distressing.
Daughters needed to work through the signifi-
cance of this development and deal with the
implications of this life transition.

Daughters’ caregiving responsibilities played an
integral role by exposing them to images and
realities that challenged long-standing beliefs and
conceptions they held about their mother. In their
reports daughters revealed how involvement in
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their mother’s care placed them in settings that
exacerbated their distress and contributed to their
feeling overwhelmed and powerless to alleviate
their mother’s condition.

Another ramification of the breast cancer
diagnosis for daughters was the implication of
this event for their assessment of their own cancer
risk. The daughters’ accounts documented the
emotional crisis that this information engendered,
as it challenged their previously held beliefs about
immunity from cancer. Simultaneous with their
efforts to be supportive of their ill mothers,
daughters were faced with processing the news
that they themselves were now at increased risk for
breast cancer. With their new status as a woman
with a family history of breast cancer, they
confronted personal life and death concerns that
mirrored those they held for their mothers.
Daughters who were already living with a family
history of breast cancer, regarded their mother’s
diagnosis as further confirmation of their family’s
vulnerability to breast cancer. By affirming a long-
feared reality, this development enhanced long-
held fears of personal vulnerability. For some, it
also served to increase their sense of discase
inevitability and confirmed their previously held
belief that this was what the future held for them

Clinical implications. It is important to consi
the family’s response to the cancer diagnos

to the illness (Northouse, »
Garwick, 1994) and impact upon
mvo]vement in care px ovmon (Ra

cing. These findings suggest that
tegies that exclusively focus on the

may ina v'ex tently omlt consideration of the broad
array of salient issues and concerns that contribute
to a family’s plight. Consistent with a growing
body of evidence in this area (Oktay, 2004; Raveis

et al., 1999; Wellisch and Lindberg, 2004) the
present analysis documents that caregiving daugh-
ters may be potentially vulnerable to a range of

Copyright © 2004 John Wiley & Sons, Ltd.

adverse reactions. As a function of their involve-
ment in caregiving, they are exposed to various
aspects of the discase and its treatment, giving
them a first-hand knowledge of what it might be
like to personally experience breast cancer. This
potent combination of caring for a mother with
breast cancer while worrying about one’s own
personal risk of developing the disease can
engender considerable distress. Indeed, as the
daughters’ narratives suggest, personal experiences
with their mothers’ illness may increase their sense
of personal vulnerability and contribute to a
dlmlmshed sense of Iutme options;

ntia] plight
ypc of illncss

p‘rescnt analysis
family, a numb
are present
response to

ljfe-t:yclc dcvclopmcntal issues
pact the daughter’s emotional
11 mothers dldEnOSIS alter the

w1th the adult ddughter becommg the
egivers of their mother, possibly for the first

oss, fear of being orphaned, and worry over being
next in line for the disease. Awareness that such
issues are particularly germane when cancer strikes
an older parent may help inform clinical encoun-
ters with family members.
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