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Abstract The purpose of this study was to better under-
stand older women’s experience with breast cancer treat-
ment decisions. We conducted a longitudinal study of non-
demented, English-speaking women > 65 years recruited
from three Boston-based breast imaging centers. We
interviewed women at the time of breast biopsy (before
they knew their results) and 6 months later. At baseline, we
assessed intention to accept different breast cancer treat-
ments, sociodemographic, and health characteristics. At
follow-up, we asked women about their involvement in
treatment decisions, to describe how they chose a treat-
ment, and influencing factors. We assessed tumor charac-
teristics through chart abstraction. We used quantitative
and qualitative analyses. Seventy women (43 > 75 years)
completed both interviews and were diagnosed with breast
cancer; 91 % were non-Hispanic white. At baseline,
women 75+ were less likely than women 65-74 to report
that they would accept surgery and/or take a medication
for > 5 years if recommended for breast disease. Women
75+ were ultimately less likely to receive hormonal ther-
apy for estrogen receptor positive tumors than women
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65-74. Women 75+ asked their surgeons fewer questions
about their treatment options and were less likely to seek
information from other sources. A surgeon’s recommen-
dation was the most influential factor affecting older
women’s treatment decisions. In open-ended comments, 17
women reported having no perceived choice about treat-
ment and 42 stated they simply followed their physician’s
recommendation for at least one treatment choice. In
conclusion, to improve care of older women with breast
cancer, interventions are needed to increase their engage-
ment in treatment decision-making.
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Introduction

The aging of the population combined with the increased
use of mammography in Medicare beneficiaries has led to
greater numbers of women aged 65 and older being
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diagnosed with breast cancer [1]. However, many breast
cancer treatment trials have excluded older women, espe-
cially those with multiple comorbidities [2]. As a result, the
benefits of some treatments are controversial for older
women, and decision-making about breast cancer treatment
may be challenging. Numerous studies have found that as
women age they are less likely to receive standard treat-
ments for breast cancer; however, variations in treatment are
not fully explained by differences in patient health or tumor
characteristics [3]. Meanwhile, less aggressive treatment is
often associated with worse outcomes for older women [3].
Data suggest that some older women are over-treated for
breast cancer based on their estimated life expectancy and
tumor characteristics, while others are under-treated [4].

Despite known variations in breast cancer treatment and
the potential effect on older women’s morbidity and mor-
tality, few studies have examined how older women choose
their treatments [5, 6]. Several studies have examined older
women’s preferred role in treatment decisions and have
found that many older women prefer a more passive role [7—
13]. Yet, these findings are not consistent [14], and a more
active role is associated with greater satisfaction [11, 15-17].
To better understand physicians’ breast cancer treatment
recommendations for older women, we previously reviewed
physician notes from sixty-five women aged 80 and older
diagnosed with breast cancer. We found that many factors,
such as tumor characteristics, history of breast cancer,
patient age, health, transportation, family support, and the
ratio of treatment benefits to risks, interact to influence
physician recommendations [18]. However, this study did
not examine older women’s views of treatment decision-
making. To better understand older women’s perspectives,
we conducted a longitudinal study of women aged 65 and
older beginning at the time of breast biopsy. We interviewed
women before they were told their diagnosis and then
6 months later. By identifying women before their diagnosis,
we were able to assess older women’s intentions to accept
breast cancer treatment which is important since intentions
may affect behavior [19]. We hypothesized women > 75 -
years would be less engaged in treatment decision-making
and more reliant on family than women 65-74 years. We
used both quantitative and qualitative methods to deepen our
understanding of older women’s decision-making experi-
ence around breast cancer treatment.

Methods
Study design
Between August 2007 and December 2011, we interviewed

English-speaking older women without dementia [deter-
mined by problem list and/or primary care physician
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(PCP)] at the time of breast biopsy but before women knew
their results (baseline interview), and 6 months later (fol-
low-up interview). This study was restricted to women who
were diagnosed with ductal carcinoma in situ (DCIS) or
invasive breast cancer (confirmed by pathology reports) at
follow-up.

Participants

We recruited women from breast imaging centers at Beth
Israel Deaconess Medical Center, Brigham and Women’s
Hospital, and Boston Medical Center. An administrator at
each site provided the research staff with the names of
women > 65 years scheduled for breast biopsy every
week. Since we aimed to include similar numbers of
women > 75 years as women 65-74 years, we recruited
women > 75 years continuously and women 65-74 years
every third week. Women were contacted for this study by
(1) telephone if their PCPs gave permission or (2) in the
waiting room at the time of breast biopsy. Participants gave
verbal informed consent. The Institutional Review Board at
each site approved this study.

Data collection
Baseline

At baseline, we asked participants about their use of
mammography, history of benign breast biopsy or breast
cancer, and family history of breast cancer. We also
assessed older women’s willingness to undergo treatment if
diagnosed with breast cancer. We asked, if recommended,
would you accept (1) surgery, (2) radiation therapy (use of
certain type of energy to kill cancer cells), (3) chemo-
therapy, or (4) a medication that you had to take for
5-10 years, for treatment of a breast abnormality? Women
could respond yes, no, maybe, or do not know. We also
assessed participants’ educational attainment, social sup-
port (Medical Outcomes Study tangible support scale, 4
items scored on a 5 point Likert scale and summed) [20],
marital status, living arrangement, cognition (Short Blessed
Test, range 0-28, scores from 0 to 8 are considered within
normal limits) [21], geography, and race/ethnicity. In
addition, we estimated life expectancy using the Schonberg
index. This index incorporates comorbidity, function,
hospitalizations, tobacco use, body mass index, and scores
of eight or more suggest 9-year life expectancy or less [22].

Follow-up questionnaire
Quantitative outcomes (1) Information received At

6 months follow-up, we asked women about their percep-
tions of the amount of information received around breast
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cancer treatment (adequate, too much, too little) [23]. We
also asked women if they obtained information from other
sources besides their physicians (e.g., pamphlets, internet,
videos, books, other people, newspaper, and television).

(2) Shared decision-making We used the Perceived
Involvement in Care Index to assess patients’ perceptions
of how information was shared with their surgeons and
whether patients’ preferences were elicited in treatment
decisions [5, 24, 25]. The index includes two scales of two
questions each (patient information seeking and surgeon-
initiated communication). The patient information seeking
scale asks participants how much they agree (strongly
disagree [1] to strongly agree [5]) with the statements, “I
asked my surgeon to explain treatments and/or procedures
to me in greater detail” and “I asked my surgeon a lot of
questions about treatment options.” The surgeon-initiated
communication scale asks participants how much they
agree with the statements “my surgeon asked me about my
worries about breast cancer” and “my surgeon encouraged
me to give my opinions about treatment.” Responses to
each item are summed for each scale (scores range from 2
to 10, higher scores indicate greater patient involvement).

(3) Factors influencing treatment decisions We asked
women to report how much 11 different factors (surgeon’s
recommendations, oncologist’s recommendation, advice of
family, maintaining quality of life, PCP’s recommenda-
tions, health, age, faith, friend’s advice, transportation, and
cost of treatment) influenced their treatment decisions from
“Not at all” to “Influenced a lot” (range 0-3).

(4) Decision-making role We modified the controlled
preferences scale and asked women whether they made
their final treatment decision themselves, whether they
shared the final treatment decision with their physicians,
whether they shared the final treatment decision with their
physicians and family, or whether their physicians and/or
family (but not the patient) made the final treatment deci-
sion [10].

Qualitative component We asked women to describe how
they decided on each of their breast cancer treatments. We
also asked “if you had to go through the process again what
would you do differently?” A research assistant wrote
down participants’ answers to these questions verbatim and
noted any additional comments made by participants
related to their experience at any point during the
interviews.

Chart abstraction

We abstracted from participants’ charts information on
tumor size, estrogen (ER) and progesterone (PR) recep-
tivity, stage at diagnosis, and treatments received (mas-
tectomy, lumpectomy, radiotherapy, chemotherapy, and

hormonal therapy). If treatments received were not avail-
able in the medical record, then we used information col-
lected from patient report (n = 5).

Analyses
Quantitative outcomes

We used y* statistics to compare sociodemographic and
tumor characteristics, treatments received, and decision-
making by age (65-74 and > 75 years). For continuous
variables, we used the two sample #-test or the Wilcoxon
Rank-Sum Test when data were not normal. All statistical
analyses used SAS version 9.3 (SAS Institute, Cary, NC.)

Qualitative Component

We used progressive coding techniques to identify themes
in participants’ open-ended comments [26, 27]. Initially,
one investigator (MAS) reviewed all participants’ com-
ments to identify themes and create a code dictionary. Two
investigators (BLB and LH) then used the code dictionary
to recode participants’ comments. Three additional codes
were added after this review. One investigator (MAS)
recoded participants’ comments using the newly identified
codes and reviewed the coding of the other investigators. If
at least two investigators labeled a comment with a code,
then the code was applied to that comment. We combined
codes to identify major themes.

Results
Sample population (Fig. 1)

We contacted 257 eligible women of whom 70 refused to
participate. The remaining 187 women began the baseline
interview but six did not complete it, eight refused follow-
up, eight could not be reached for follow-up and one
woman died. A total of 164 women completed both base-
line and follow-up (64 % of eligible women). Of these, 70
women were diagnosed with DCIS or invasive breast
cancer (43 > 75 years).

Sample characteristics (Table 1)

Overall, 91 % (n = 64) of women were non-Hispanic
white and 66 % (n = 46) had attended at least some col-
lege. The majority (83 %, n = 58) underwent mammog-
raphy screening annually, and 23 % (n = 16) had a prior
history of breast cancer. Women > 75 years were signifi-
cantly more likely to live alone, not be currently married,
and to have less than 9-year life expectancy than women
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Fig. 1 Study sample

257 eligible women approached (65+, English-speaking,
without dementia, recommended for breast biopsy)

N

~)
| 70 Refused |

| 187 Started Baseline interview |

N

| 181 Completed Baseline interview |

v

| . L .
>| 2 Refused to be contacted again after Baseline interview |

| 179 agreed to Follow-up

J 6 Refused to participate when reached for follow-up |
Cd !

v

8 Lost to follow-up

1 Died

| 164 Completed Follow-up interview |

o~

| 94 Benign breast biopsy |

70 Diagnosed with breast
cancer or DCIS

65-74 years. Median follow-up time was 5.6 months
(interquartile range 5.2—-6.5 months).

At baseline, women > 75 years were significantly less
likely than women 65-74 years to report that they would
accept surgery or take a medication for 5-10 years if
diagnosed with breast disease and tended to be less likely
than women 65-74 years to report that they would accept
radiation and/or chemotherapy if recommended.

Tumor characteristics and treatments received
(Table 2)

Sixteen women (23 %) were diagnosed with DCIS, 74 %
(n = 52) with stage I-III breast cancer, 1 % (n = 1) with
stage IV breast cancer, and one woman with a phyllodes
tumor. The majority (94 %, n = 50 of 53) of stage I-IV
tumors were ER+. For treatment of DCIS, 38 % (6 of 16)
underwent mastectomy and 50 % (8 of 16) underwent
lumpectomy plus radiotherapy. The five women diagnosed
with DCIS with estimated life expectancy <9 years were
treated with mastectomy or lumpectomy plus radiotherapy.
For the treatment of stage I-II1 breast cancer, 21 % (11 of 52)
of women underwent mastectomy and 71 % (37 of 52)
underwent lumpectomy plus radiotherapy; the four women
who did not receive radiotherapy after lumpectomy were
all > 75 years and had estimated life expectancy < 9 years.
Women > 75 years were significantly less likely than
women 65-74 years to take hormonal therapy for ER+
tumors [61 % (200f33) vs. 100 % (n = 17),p = 0.003] and
to receive chemotherapy for stage I-IV breast cancers [0 (0
of 35) vs. 44 % (8 of 18), p < 0.001].
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Quantitative outcomes (Table 3)

Overall, 41 % (n = 29) of women reported making their
treatment decisions with their physicians and family,
34 % (n = 24) reported sharing treatment decisions with
their physician (but not family), 17 % (n = 12) reported
that they made their final decision on their own, and
8 % (n =15) reported that their physician or family
made their final treatment choice. There were no sig-
nificant differences by age. Eighty-two percent of
women (56 of 68; 2 did not respond) felt that they
received adequate information about their breast cancer,
while 7 % (5 of 68) reported receiving too much
information, and 10 % (7 of 68) reported receiving too
little information. Women > 75 years (33 %, n = 14 of
42) were less likely than women 65-74 years (62 %,
n = 16 of 26) to report that they obtained information
from other sources besides their physicians (p = 0.02).
Women > 75 years were also less likely than women
65-74 years to ask their surgeons questions about their
treatment options (p = 0.01) and tended to be less
likely than women 65-74 years to report that their
surgeons asked them about their treatment preferences
(p = 0.12).

As for factors influencing treatment decisions, older
women gave the highest value to their surgeon’s recom-
mendations and then to their oncologist’s recommenda-
tions. Although transportation was only an issue for a few
women, women > 75 years were significantly more likely
to note the importance of this factor than women
65-74 years.
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Table 1 Sample and tumor characteristics (n = 70)

Women 65 + (n = 70) 65-74 years 75 + years p value
% (n)* (n=27,39 %) % (n) (n=43,61 %) % (n)
Race/ethnicity
Non-hispanic white 91 % (64) 89 % (24) 93 % (40) 0.44
Non-hispanic black 7 % (5) 11 % (3) 5% (2)
Other 1% (1) 0 2% (1)
Education
High-school or less 34 % (24) 30 % (8) 37 % (16) 0.52
Some college and beyond 66 % (46) 70 % (19) 63 % (27)
Geography
Rural 14 % (10) 11 % (3) 16 % (7) 0.76
Semi-urban 54 % (38) 59 % (16) 51 % (22)
Urban 31 % (22) 30 % (8) 33 % (14)
Gets mammogram every year 83 % (58) 89 % (24) 79 % (34) 0.29
History of breast cancer/DCIS 23 % (16) 15 % (4) 28 % (12) 0.20
History of benign breast biopsy 31 % (22) 44 % (12) 23 % (10) 0.06
Family history of breast cancer 17 % (12) 18 % (5) 16 % (7) 0.81
Lives alone 49 % (34) 22 % (6) 65 % (28) 0.001
Currently married 36 % (25) 59 % (16) 21 % (9) 0.001
Estimated remaining life expectancy®
>9 years 50 % (35) 89 % (24) 26 % (11) <0.001
>5-9 years 39 % (27) 11 % (3) 56 % (24)
< 5 years 11 % (8) 0 19 % (8)
Functional dependency 19 % (13) 19 % (5) 19 % (8) 0.99
Breast imaging site
Beth Israel Deaconess 57 % (40) 63 % (17) 53 % (23) 0.34
Brigham and Women’s 38 % (27) 37 % (10) 40 % (17)
Boston Medical Center 4 % (3) 0 7 % (3)
Tangible social support [mean, SD, range 4-20 16.0 (£5.0) 17.3 (£/4.3) 15.3 (£5.2) 0.07
(none to all the time)]
Needs more help with daily tasks® 20 % (14) 26 % (7) 17 % (7) 0.35
Needs more emotional support 22 % (15) 11 % (3) 29 % (12) 0.09
Short Blessed Test* 1.4 (£1.9) 1.4 (£ 1.4) 1.5(£22) 0.49
Willingness to undergo treatment
Accept surgery if recommended 80 % (56) 93 % (25) 72 % (31) 0.04
Maybe/don’t know 20 % (14) 7% (2) 28 % (12)
Accept radiation if recommended 67 % (47) 74 % (20) 63 % (27) 0.32
Maybe/don’t know 29 % (20) 26 % (7) 30 % (13)
No 4 % (3) 0 7% (3)
Accept chemotherapy if recommended 59 % (41) 70 % (19) 51 % (22) 0.23
Maybe/don’t know 34 % (24) 22 % (6) 42 % (18)
No 7 % (5) 7% (2) 7% (3)
Accept medication if you had to take it for 5-10 years 69 % (48) 85 % (23) 58 % (25) 0.05
Maybe/don’t know 29 % (20) 15 % (4) 37 % (16)
No 3% (2) 0 5% (2)

% Not all groups add to 100 % due to rounding

° Estimates of life expectancy based on Schonberg index (scores 0-7 suggest >9-year life expectancy, scores from 8 to 13 suggest >5- to 9-year life
expectancy, and scores of 14 or more suggest <5-year life expectancy) [22]

¢ One patient answered “do not know” and was excluded
4 Short Blessed Test scores range from 0 to 28, a score from 0 to 8 suggests that cognition is within normal limits [21]

p values <0.05 are in bold
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Table 2 Tumor characteristics

Tumor characteristics Overall n = 70 65-74 years n = 27 75+ years n =43 p value
Stage®
DCIS % (n) 23 % (16) 30 % (8) 19 % (8) 0.43
Stage I % (n) 60 % (42) 52 % (14) 65 % (28)
Stage I % (n) 10 % (7) 7% (2) 12 % (5)
Stage III % (n) 4 % (3) 4% (1) 5% (2)
Stage IV % (n) 1% (1) 4 % (1) 0
Phyllodes tumor % (n) 1% (1) 4% (1) 0
Estrogen receptor (ER), DCIS (n = 16)
ER positive 81 % (13) 88 % (7) 75 % (6) 0.58
ER negative 13 % (2) 13 % (1) 13 % (1)
Unknown 6 % (1) 0 13 % (1)
Estrogen receptor, stages [-IV (n = 53)
ER positive 94 % (50) 94 % (17 of 18) 94 % (33 of 35) 0.98
ER negative 6 % (3) 6 % (1 of 18) 6 % (2 of 35)
Progesterone Receptor (PR), stages I-IV (n = 53)°
PR positive 79 % (42) 67 % (12 of 18) 86 % (30 of 35) 0.16
PR negative 2% (1) 6 % (1) 0
Unknown 19 % (10) 28 % (5) 14 % (4)
Tumor size, stages I-1V (n = 53) 0.35 TOT®
1 cm or less 53 % (28) 61 % (11) 49 % (17)
>1-2 cm or less 28 % (15) 22 % (4) 31 % (11)
>2-5 c¢cm or less 15 % (8) 17 % (3) 14 % (5)
>5 cm 4 % (2) 0 6 % (2)
DCIS treatment (n = 16)
Mastectomy 38 % (6) 38 % (3) 38 % (3) 1.0
Lumpectomy and radiotherapy 50 % (8) 50 % (4) 50 % (4)
Lumpectomy alone 13 % (2) 13 % (1) 13 % (1)
Received hormonal therapy, DCIS, if ER+ (n = 14) 6 % (1) 0 % 13 % (1) 0.30
Stage I-III treatment (n = 52)
Mastectomy 21 % (11) 18 % (3 of 17) 23 % (8 of 35) 0.28
Lumpectomy plus radiotherapy 71 % (37) 82 % (14 of 17) 66 % (23 of 35)
Lumpectomy alone 8 % (4) 0 % (0) 11 % (4 of 35)
Received hormonal therapy, stages I-IV, if ER+ (n = 50) 74 % (37) 100 % (17) 61 % (20 of 33) 0.003
Received chemotherapy, stages [-IV (n = 53) 15 % (8) 44 % (8 of 18) 0 % (0 of 35) <0.001

4 TOT test of trend

® None of the estrogen receptor negative tumors were known to be progesterone receptor positive

p values <0.05 are in bold

Qualitative outcomes (Table 4)

Forty-two women noted simply following their physi-

Twenty-two women reported that their diagnosis made
them anxious; however, six stated that they were not that
concerned by their diagnosis, and four noted that the
emotional impact was less due to their age. To cope with
their diagnosis, women reported seeking support from
friends and/or family (n = 13) and trying to think posi-
tively (n = 12).
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cians’ recommendations for at least one treatment choice.
Twenty women specifically mentioned following their
surgeon’s recommendation, while other women referred to
their physicians collectively. Seventeen women did not
perceive being given a choice about at least one treatment,
and nine women commented that it would be hard to
choose not to do something recommended by their physi-
cians. Nineteen women described following their doctor’s
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Table 3 Decision-making around breast cancer treatment

Treatment decision-making outcomes Overall n = 70 65-74 years n = 27 75+ years n = 43 p value
Role in treatment decisions 0.90
Patient made the final decision 17 % (12) 19 % (5) 16 % (7)
Decision shared with physician but not family 34 % (24) 37 % (10) 33 % (14)
Decision shared with physician and family 41 % (29) 41 % (11) 42 % (18)
Physician and family but not patient shared the decision 2% (1) 0 2% (1)
Physician made the final decision 6 % (4) 3% (1) 7 % (3)

Information received about breast cancer
Adequate
Too much
Too little
Obtained information from other sources besides physicians

Perceived involvement in care

82 % (56 of 68)
7 % (5 of 68)
10 % (7 of 68)
44 % (30 of 68)

85 % (22 of 26)
8 % (2 of 26)
8 % (2 of 26)
62 % (16 of 26)

81 % (34 of 42) 0.86
7 % (3 of 42)

12 % (5 of 42)

33 % (14 of 42) 0.02

Patient information seeking scale 7.1 (£2.2) 8.0 (£2.0) 6.6 (£2.2) 0.01
Surgeon-initiated communication 6.9 (£2.5) 7.6 (£2.4) 6.5 (£2.4) 0.12
Factors influencing treatment decisions (range 0-3, 3 = a lot, 0 = not at all, mean £ SD)
Surgeon’s recommendations 2.4 (£1.0) 2.5 (£0.9) 2.4 (£1.0) 0.86
Oncologist’s recommendation (n = 57) 1.9 (£1.2) 2.2 (£1.2) 1.7 (£1.1) 0.10
Advice of family 1.3 (£1.3) 14 (£1.4) 1.3 (£1.3) 0.65
Maintaining quality of life 1.3 (£1.3) 14 (£1.3) 1.3 (£1.3) 0.82
Primary care physician’s recommendations 1.2 (£1.3) 1.2 (£1.3) 1.3 (£1.3) 0.74
Health 1.1 (£1.3) 1.2 (£1.4) 1.0 (£1.3) 0.58
Age 1.0 (£1.2) 1.1 (£1.1) 0.9 (1.1) 0.75
Faith/religion 0.6 (£1.2) 0.7 (£1.2) 0.6 (£1.2) 0.90
Advice of a friend 0.5 (£0.9) 0.6 (£1.0) 0.4 (£0.8) 0.46
Transportation 0.4 (£0.9) 0.1 (£0.6) 0.5 (£1.1) 0.047
Cost of treatment 0.1 (£0.4) 0.1 (£0.4) 0.1 (£0.3) 0.68

p values <0.05 are in bold

recommendation for one treatment choice while describing
a shared decision-making process for another treatment
choice.

While 22 women commented that they received ade-
quate information about their diagnosis, ten women wished
they received more information about some aspect of their
care. Four women felt that they could not absorb all the
information provided and seven noted that they brought a
“second pair of ears” to help learn the information. Thir-
teen women stressed the importance of asking the right
questions to obtain high-quality care.

While 22 women were satisfied with their care, 13
described dissatisfaction with some aspect of care. Six
women regretted an aspect of treatment and five women
questioned whether they were over-treated. Four women
regretted not getting a mastectomy first since they had
to undergo multiple surgeries before undergoing a
mastectomy.

Twenty-two women noted at least one side effect of
breast cancer treatment (e.g., fatigue, change in body
image, and joint pain). Ten women expressed some anxiety

about recurrence and seven noted that they now had to take
more pills and/or go to more medical appointments. Eight
women felt their experience helped them re-evaluate life.

Discussion

Women > 75 years were less likely to ask their surgeons
about breast cancer treatment options, were less likely to
obtain information about their treatment choices from
sources beyond their physicians, and were less likely to
receive standard medical therapy (chemotherapy and hor-
monal therapy) than women 65-74 years. While 75 % of
older women reported that their final treatment decision
was made in conjunction with their physicians, with or
without the help of family, in open-ended comments many
women felt that their treatment decision was really whether
or not to follow their physicians’ recommendations rather
than making an informed preference-sensitive choice
between two or more options. Several women commented
that they followed their physician’s recommendation for
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Table 4 Themes about older women’s experience with breast cancer and treatment decisions

Theme Frequency  Quotations (age in years)
n=70
Reaction to diagnosis
Anxious 22 The diagnosis made me worry. (67)
The impact of hearing the news was incredible, such awful anxiety. (83)
Not that concerned 6 I was not concerned to the point that it became a real worry. (81)
I was not frightened about it. (85).
Shock 5 I was really shocked to be diagnosed with breast cancer. (82)
It was a shock. (90)
Less affected due to age 4 Considering my age, I don’t worry much about this. (82)
I’'m sure it was because of my age that it didn’t scare the hell out of me. (90)
Coping mechanisms
Social support 13 My friends supported me. (83)
A friend of mine had gone through the process before was supportive. (85)
Positive thinking 12 I always expected to come up on top. (82)
It is not going to happen to me again. (82)
Faith 2 My faith helped a lot. (70)
My sister in the church helped me. (82)
Diversion 2 I keep working and doing my normal things. (66)
I just put it aside and go on with things. (77)
Decision-making
Doctor made recommendation- 42 It was just recommended (radiation) so I did it. (69)
patient followed 1 just followed whatever the doctor recommended. (87)
Patient made final decision 15 It was pretty much my decision (lymph node dissection). (70)
I did not want radiation. (72)
Patient and doctor shared 13 They [surgeons] made the decision with me. (69)
decision In my case, I think it was a collaborative decision. (70)
Patient made decision with 12 It seemed to be what everyone recommended, oncologist, surgeon, family.(68)
doctor and family My daughter and I concurred with what the doctors were suggesting. (90)
Patient and family made decision 2 Surgery was unquestioned, for the rest my family and I made the decision. (81)
I was supposed to have radiation, my family and I decided it was not good.(83)
Decision challenges
No perceived choice 17 Ha...I wasn’t really given a choice. (77)
I don’t think there was a decision. I don’t think it was presented to me. (83)
Importance of asking questions 13 My daughter helped me ask a lot of the questions. (78)
You have to know enough about the subject to ask pertinent questions. (81)
Hard to choose not to do 9 They give you a choice, but they recommend it (radiation). (78)
something recommended 1 think doctors can present things is a way so that you choose their option. (78)
Decision regret 6 I wouldn’t accept the radiation if I had to do this again. (70)
I think they took too much but what can I do now. (83)
Over treatment 5 Did I over treat this? That’s something I keep asking myself. (72)
Looking back now it all seems a little aggressive (treatment). (86)
Get mastectomy first 4 I wish I had the mastectomy the first time around. (67) I would never have had the
lumpectomies, I would’ve gone straight for the mastectomy. (82)
Influencing factors
Confidence/faith in doctor 16 I had faith with whatever she (surgeon) told me. (66)
I left it up to the doctor that I trusted. (82)
Side effects 15 Is there anything besides something that would give me joint pain or a heart

attack? (76) Why would I make myself sick at this age (hormonal therapy). (82)
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Table 4 continued

Theme Frequency  Quotations (age in years)
n=70
Want it out 13 I did not want cancer in my body. (70)

I want to get rid of this. (83)
To prevent recurrence 12 Did not want to deal with it again. (68)
I’d rather not get cancer again. (70)

Age 10 I’m old so I couldn’t do more surgery in the future. (82)
I am too old (radiation). (90)
Competing health issues 10 Had problem with my kidney, was late for radiation. (82)
Too frail, I guess. (85)
Tumor characteristics 6 Both oncologists I spoke too thought it would be best for the type of cancer. (65) There were

two areas so the doctors recommended a mastectomy. (75)
Past history of cancer 6 No radiation because I had radiation in the same place before. (81)
Since I had radiation as a child, I had a mastectomy. (82)
Quality of life 3 I want the rest of my life to be quality not necessarily quantity. (81)
So I can live healthy and long. (83)
Transportation 3 The transportation was a nightmare (radiation). (77)
An hour car ride - it would have been a transportation problem. (90)

Costs 3 I’m still battling with the insurance. I will live in debt paying off these meds. (67)
They first prescribed tamoxifen, but it was way too expensive. (86)
Family 3 My daughter’s input confirmed my decision. (84)
My daughter wanted me to go there, which I'm okay with. (83)
Care-taking role 3 I can’t be running off every day, I have a sick husband, I take care of. (82)
I am thankful for the mastectomy, I am caring for 2 grandchildren. (73)
Information
Adequate 22 I had the perfect amount of information. (68)
There was an adequate amount of information. (81)
Sought information from family/ 11 I have a friend who went through it and she told me what to expect. (70)
friend One friend who went through it - I talked to her. (89)
Not enough 10 I wish I had more information in order to have better decision-making. (69)
More information would be good, I didn’t have enough. (77)
Importance of a second set of 7 My daughter in law was a good second set of ears. (66)
cars My daughter was there as a second set of ears.(81)
Prefer not to know 7 I think the more you know the more you worry. (67)
I didn’t want to know the details, I just wanted it taken care of quickly. (78)
Sought second opinion 7 I had a second opinion - that was a wise choice. (70)
I asked for a second opinion and got one. (82)
Did own research 5 I also went and looked up a lot of information on the internet. (71)
I looked up very specific things online. (82)
Could not absorb it all 4 It was an overload. I didn’t absorb a lot of it. (68) I would have been
overwhelmed emotionally and would not have been able to take it in. (83)
Too much 3 I had more information than I wanted to look at. (69).
I got more than a sufficient amount. (81).
Outcomes
Satisfied 22 I’'m satisfied, everything went well. (77)
I am satisfied with what happened. (87)
Side effects 22 I am experiencing hot flashes and not sleeping well from Al. (78)
I have a little pinch every now and then where they removed the breast. (81)
Dissatisfied 13 When I asked questions they gave me very generic answers. (72)

I was very dissatisfied with it all. (82)

@ Springer



220

Breast Cancer Res Treat (2014) 145:211-223

Table 4 continued

Theme Frequency  Quotations (age in years)
n=70
Needed two or more surgeries 10 I had two lumpectomies than a mastectomy, hopefully we are done now. (72)
I had two lumpectomies and finally a mastectomy, it was a long road. (76)
Anxiety about recurrence 10 I’m nervous about breast cancer coming back. (84)
Once in a while I’ll think I hope it doesn’t pop up somewhere else. (85)
Re-evaluate life 8 This experience changed my perspective and how I value important things.(67)
Everything you go through shapes who you are. (70)
More pills/appointments 7 I am already taking enough pills. Is there something else he can give me? (76)
I do have to take more pills than I used too. (89)
More stressful issues 6 The breast cancer was a drop in the bucket in comparison. (83)
Right now my breast cancer has taken a backseat to caretaking. (85)
Body image 4 It is pretty ugly right now (after mastectomy). (82)

Living without a breast is emotional, always wondering if it will come back. (84)

one treatment choice but engaged in a shared decision-
making process for another treatment choice. These find-
ings suggest that older women may prefer different levels
of involvement in decision-making depending on the
treatment decision. While many women reported feeling
satisfied with their breast cancer care, several were over-
whelmed by the information they received, and some
questioned whether they were over-treated. These data
suggest that to improve care of older women with breast
cancer, interventions are needed to improve sharing of
information and eliciting older women’s preferences
around treatment.

Interestingly, many women in our study did not perceive
having a choice about treatment or decided to simply
follow their physicians’ recommendations. Although we
asked participants how they made their surgical choice, few
discussed making a decision between lumpectomy or
mastectomy. An international consensus panel highly rec-
ommended lumpectomy for treatment of breast cancer
among older women when possible [28]. Therefore, sur-
geons may simply be recommending lumpectomy to older
women for whom they deem it appropriate rather than
discussing the advantages and disadvantages of both
options. However, some older women when given balanced
information about both surgical options may reasonably
choose to undergo mastectomy rather than lumpectomy so
as not to be faced with the decision of whether or not to
undergo radiotherapy, to avoid multiple surgeries, and to
decrease the chance of local recurrence. In fact, several
women in our study expressed frustration at having to
undergo multiple surgeries only to end up ultimately
needing a mastectomy. Also, despite data suggesting that
radiotherapy offers only a small reduction in chance of
local recurrence and no improvement in overall survival for
women > 70 years [29], most older women are treated
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with radiation after lumpectomy [4, 30]. In our study, 91 %
of older women were treated with radiotherapy after
lumpectomy. However, radiotherapy can cause fatigue,
breast pain, and edema and increases the risk of ischemic
heart disease [31, 32]. A previous study found that 59 % of
women (mean age 55 years) reported hearing a discussion
about both lumpectomy and mastectomy [33]. Our data
suggest that discussion of both surgical treatment options
may be even less common among older women. Future
studies should examine surgeon discussions of breast
cancer treatment options with older women.

Consistent with findings from larger studies, 88 % of
women in our study diagnosed with DCIS underwent
mastectomy or lumpectomy plus radiotherapy [34, 35].
However, only around one-third of cases of DCIS are
thought to progress to invasive breast cancer after
10-15 years, and recurrence is less common among older
women [36, 37]. To avoid overtreatment of DCIS,
increasingly experts are calling for the need to identify a
group of women based on life expectancy, tumor charac-
teristics, and preferences, where DCIS could be managed
through surveillance; however, no study to date has iden-
tified such a population [38]. Clinical trials are needed to
test different treatment regimens for DCIS among older
women, particularly those with short life expectancy, to
inform treatment decisions.

Even before being diagnosed with breast cancer,
women > 75 years were less likely than women 65-74
years to report that they would accept recommended
treatments for breast cancer. These findings suggest that
choosing not to undergo a specific therapy for breast cancer
may represent older women’s preferences. In fact, one
recent study found that 17 % of women aged 75 and older
“refused” chemotherapy that was recommended for
treatment [39]. Physicians may need to become more
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comfortable allowing older women to choose not to receive
a therapy, provided that both benefits and harms of such a
choice are described.

Although study participants noted the importance of
asking their physicians the right questions to ensure high-
quality care, women > 75 years were less likely than
women 65-74 years to report asking their surgeons about
their treatment options. Cohort differences, trust of medical
authority, and avoidance of cognitive burden may help
explain these findings [40]. Our study highlights the need
for interventions to meaningfully engage older women in
breast cancer treatment decision-making. Communication
aids such as question lists and consultation audio-recording
have been shown to increase question-asking and infor-
mation recall among women of all ages [41, 42]. Decision
aids may also be useful [43]. However, more data are
needed to understand the types of information that older
women need to ensure high-quality decision-making
without information overload since several women in our
study reported that they could not absorb all the informa-
tion provided to them. Engaging older women, especially
those with short life expectancy, in treatment decisions, is
important because the benefits of some treatments may not
be achieved for years, while the side effects may be more
immediate. Also, perceived involvement in decision-mak-
ing about breast cancer treatment has been found to be
associated with better quality of life [44], and engaged
patients are a key component of the Institute of Medicine’s
conceptual framework of a High-Quality Cancer Care
Delivery System [45].

There are known barriers to improve shared decision-
making between physicians and older women with breast
cancer. Despite equivalent information needs [46], physi-
cians are less likely to discuss the likelihood of breast
cancer recurrence, side effects of lymph node removal,
chemotherapy rationale, and post-treatment appearance
with older women [47]. Oncologists may be more direct
and less likely to elicit patient preferences when commu-
nicating with older women [17]. In addition, physicians
feel inadequately trained to incorporate shared decision-
making into their practices [48], especially under current
time constraints [49]. Therefore, interventions are needed
to help physicians provide a balanced presentation of breast
cancer treatment choices to older women and elicit their
preferences.

To better inform older women’s treatment decisions, it
would be helpful to know how often older women expe-
rience treatment side effects and the duration of symptoms.
Anecdotally, 22 women in our study described some side
effects of treatment. In addition, it would be helpful to
understand what patient and physician factors lead to a
greater exchange of information and more engaged deci-
sion-making by older women. Guidelines standardizing the

information that should be provided to older women with
breast cancer might improve treatment decisions and care.
In addition, physicians may need to collect more infor-
mation about older women’s health either as part of a
geriatric assessment or in calculating patients’ estimated
life expectancy to inform treatment decisions [50].

Our study has several important limitations. Because we
recruited older women from one geographical location, our
results may not generalize to other areas. Our sample was
predominantly non-Hispanic white, and we did not collect
information from proxies of older women with dementia.
Also, our data are based on patients’ perceptions rather than
taped interviews of physician consultations. Finally, our
sample size was small limiting power for some analyses.

In summary, older women are less engaged in breast
cancer treatment decision-making than younger women
and tend to accept whatever treatments are recommended
by their physicians. Interventions are needed to help older
women engage in treatment decisions to improve the
quality of their care. Ideally, older women’s breast cancer
treatment decisions would consider their life expectancy,
risk of recurrence, and preferences.
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