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Abstract

Background—Shared decision-making is an important component of patient-centered care and
is associated with improved outcomes. Little is known about the extent and predictors of patient
involvement of their family in decisions about cancer treatments.

Methods—The Cancer Care Outcomes Research and Surveillance (CanCORS) study is a large
multi-regional prospective cohort study of cancer care and outcomes of lung and colorectal cancer
patients. Participants reported the roles of their families in decisions about treatment. We used
multinomial logistic regression to assess patient factors associated with family roles in decisions.

Results—Among 5284 patients, 80 (1.5%) reported family controlled decisions, with highest
adjusted rates (12.8%) among non-English-speaking Asians. Among the 5204 remaining patients,
49.4% reported equally sharing decisions with family, 22.1% reported some family input, and
28.5% reported little family input. In adjusted analyses, married, female, older, and insured
patients more often reported equally-shared decisions with family (all P<0.001). Adjusted family
involvement varied by race/ethnicity and language, with Chinese-speaking Asian (59.8%) and
Spanish-speaking Hispanic (54.8%) patients equally sharing decisions with family more often than
whites (47.6%). Veterans Affairs patients were least likely to report sharing decisions with family,
even after adjustment for marital status and social support (P<.001).

Conclusions—Most newly diagnosed lung or colorectal cancer patients involve family
members in treatment decisions. Non-English speaking Asians and Hispanics rely significantly on
family. Further studies are needed to determine the impact of family involvement in treatment
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decisions on outcomes; until then, physicians should consider eliciting patients’ preferences for
family involvement.
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cohort study; colorectal neoplasms; lung neoplasms; decision-making; shared; professional-family

relations

Introduction

Shared decision-making is an important component of patient-centered care and is
associated with improved health outcomes.1=3 The recent Institute of Medicine report,
“Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis”
highlighted the central role of engaged patients and the need for a health care system that
supports all patients in making informed medical decisions consistent with their needs,
values, and preferences.3: 4

Family members play an important role in providing care for most cancer patients,® and
often are present when decisions about cancer care are being made.6-8 Evidence suggests
that family involvement in decision-making is associated with greater patient satisfaction
and treatment adherence in general medical care.® 10 However, few data are available about
the involvement of family members in decisions about cancer care. Some evidence from
studies examining end-of-life decision making suggests that certain ethnic groups, such as
Asians and Hispanics, may prefer family-centered decision making more than whites. 11 12
Additionally, research suggests that for some cultures, such as Navajos, certain Asian
groups, and Hispanics, some individuals believe that terminally-ill patients should not be
informed of their diagnosis.12 For such patients, the role of families in decision-making
becomes central to their care. Evidence is lacking about the extent to which demographic
factors are associated with involvement of patients in decisions.

In this study, we surveyed a large, population-based cohort of patients with recently
diagnosed lung or colorectal cancer about the roles of their families in decisions about
cancer care. Because other evidence suggests substantial participation of family members in
care and some types of decisions,> 12 we hypothesized that patients who were racial/ethnic
minorities or non-English speakers, would report more family involvement in their treatment
decisions than other patients. In addition, we also explored whether other characteristics of
patients or their cancers were associated with participation of family members in decisions.

METHODS

Design

Data were collected as part of a large national study of care and outcomes for patients with
lung or colorectal cancer conducted by the Cancer Care Outcomes Research and
Surveillance (CanCORS) Consortium.13 The CanCORS study enrolled approximately
10,000 patients diagnosed with lung or colorectal cancer during 2003 to 2005 who were
living in Northern California, Los Angeles County, North Carolina, lowa or Alabama or
who received their care in one of five large health maintenance organizations or at one of 15
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Veterans Affairs Medical Centers. The study was approved by the Institutional Review
Boards at all participating institutions.

Patients aged >21 years who were diagnosed with lung or colorectal cancer were identified
by cancer registries within weeks of their diagnoses through rapid case ascertainment.
Patients, or their surrogates (if they had died or were too sick to participate), were
interviewed approximately 3—6 months after diagnosis; a brief version of the survey was
also available for patients who were too sick to participate in the full version. We restricted
this analysis to the 5462 patients who were alive and completed the full version of the
interview themselves, rather than a surrogate, and we focused on the 5404 patients who
reported they discussed surgery, radiation, and/or chemotherapy with a clinician. We
excluded 120 patients who did not report the roles of their families in decision-making,
leaving 5284 patients for analysis.

Data Collection

Interviewers used computer-assisted telephone interviewing to navigate complex skip
patterns. Surveys were translated into Spanish and Chinese and administered by bilingual
interviewers for patients who preferred these languages.1# 15 The American Association for
Public Opinion Research survey response ratel® was 51.0%, and the cooperation rate was
59.9%. Information about cancer site, histology, and stage at diagnosis was obtained from
registry data and medical records (available for 79% of patients in the cohort).

Dependent Variable

Each patient was asked, “Which statement best describes the role your family played when
decisions about treatment for your [cancer] were made?” (Interviewers referred to the cancer
as the “lung problem” or “colorectal problem” for patients who did not acknowledge a
cancer diagnosis.) Response options were: “You made the decisions with little or no input
from your family” (little family input), “you made the decisions after considering your
family’s opinion” (some family input), “you and your family made the decisions together”
(equally-shared decisions with family), “your family made the decisions after considering
your opinion,” and “your family made the decisions with little or no input from you” (Table
1). The fourth and fifth responses reflected family-controlled decisions, which we believed
was a different construct than sharing of decisions with family and worth understanding
better. This question was adapted from Degner’s Cancer Preference Scale, the gold standard
for assessing patient preferences in medical decision-making.1’

Independent Variables

Patients reported their age, sex, marital status, race/ethnicity, education, income, comorbid
conditions, treatment modalities (surgery, chemotherapy, radiation) discussed, health status,
insurance status, and their preferred role in decisions. We documented the language of the
survey, considering those who chose Spanish or Chinese to be less comfortable with
English. We used an 8-item version of the Center for Epidemiological Studies-Depression
Scale (CES-D), with a threshold of =6 symptoms to identify current depression.18 We
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collected information on instrumental and affective social support using the Medical
Outcomes Study social support scale questionnaire.1® We used a 4-item scale to assess
fatalistic thinking.2? We obtained cancer stage from registry data and medical record data.
Variables were categorized as in Table 2.

Statistical analysis

Results

Item non-response was infrequent, less than 4.5% for all variables except income (8.7%).
We used multiple imputation?l: 22 to impute missing data items other than the family role
variable (for which no data were missing by cohort definition, as described above).

A single model predicting the four levels of family role in decision-making (little family
input, some family input, equally-shared decisions, and family-controlled decision), such as
a multinomial logit model, makes the assumption that each alternative response is distinct
and an equal substitute. Because we believed family-controlled decisions were a different
construct than sharing of decisions with family, we instead fit two models. We first
examined factors associated with family-controlled decisions. We then fit a second model
predicting sharing of decisions with family after excluding patients with family-controlled
decisions. This sequential approach assumes that choices at each stage are independent. In
sensitivity analyses we fit a multinomial logistic regression model to the 4 categories and
found similar results.

We used logistic regression in the first stage and multinomial logistic regression to identify
patient factors independently associated with family roles in decisions. In both cases we
included all independent variables described above. We calculated rates of each category of
family role for categories of each covariate, adjusted for all other covariates, by direct
standardization under the regression model.23

In sensitivity analyses, we repeated adjusted analyses after individually removing variables
for which we were concerned that collinearity could create problems with interpreting
results. The VA site had predominantly male patients, most patients in the health
maintenance organizations and VA were insured at the time of diagnosis, and most Asian
and Hispanic patients lived in California. We ran five models, individually excluding (1)
women to understand the VA association, (2) VA patients to understand the female variable
in other sites, (3) VA patients and patients from the 5 health maintenance organizations to
understand the insurance variable, (4) uninsured patients to assess the study site variables
and (5) all sites except the California sites to understand the ethnicity variable.

All tests of statistical significance were two-sided. We conducted analyses using SAS
statistical software, version 9.2 (SAS Institute, Inc., Cary, North Carolina).

Of the 5284 patients, 53% were male, over 50% were 70 years of age or younger,
approximately 70% were white, 63% were married and 96% of participants completed the
survey in English (Table 2).
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Factors associated with family-controlled decisions

Among 5284 patients, 80 (1.5%) reported family controlled decisions. In adjusted analyses,
Chinese-speaking Asian patients were significantly more likely to report family controlled
decisions than white patients (12.8% vs. 1.3%, adjusted OR=7.41, 95%C1=4.93-11.40)
(Table 2). English-speaking Asian patients were also more likely than white patients to
report family-controlled decisions, although the association was more modest (OR=1.93,
95%CI1=1.17-3.16). Other factors associated with family-controlled decisions included age
>81 years vs. age 21-56 (OR=1.82, 95%CI=1.25-2.65), stage IV vs. stage I/1/11l disease
(OR=1.45, 95%CI1=1.11-1.88), having 1 or 2 comorbid conditions versus none, depression
(OR=1.91, 95%CI1=1.46-2.51), and patient-reported preference for physician-driven
decisions vs. preference for patient-driven decisions. Study site was also associated with
family-driven decisions, with highest rates for patients in Northern California and lowest
rates for patients from North Carolina. Patients with income greater than $40,000 vs.
<20,000 and those with good, fair, or poor health status (vs. excellent/very good) were less
likely to report family controlled decisions (Table 2).

Factors associated with family involvement in decisions

Among the 5204 patients who did not report family-controlled decisions, 28.5% of patients
reported little or no role of family in decisions, 22.1% reported some involvement, and
49.4% reported equally sharing decisions with family.

In adjusted analyses, most factors we studied were associated with family roles in decisions,
although some differences were modest (Table 3). Married patients were more likely than
unmarried patients to report equally sharing decisions with their family (56.8% vs. 35.3%,
overall p<0.001). Male patients were more likely to report no family involvement than
female patients (32.9% vs. 28.9%, overall P<0.001).

Family involvement in decision-making varied by race/ethnicity, with 63.5% of Asian
Chinese-speaking patients and 56.8% of Hispanic Spanish-speaking patients, and 56.1% of
English-speaking Asian patients reporting equally sharing decisions with family, versus
48.3% of whites and 48.3% of English-speaking Hispanics. The proportion of black patients
reporting equally sharing decisions with family (51.1%) was only modestly higher than the
proportion of whites.

Older patients were more likely than younger patients to report equally sharing decisions
with family. Patients with the least and the most education were more likely than patients
with some college education to report equally sharing decisions with family. Differences in
family involvement by income were modest, with generally similar rates of reporting
equally sharing decisions with family, but fewer in the highest income category reporting no
family involvement. Uninsured patients were more likely to report no family involvement
than insured patients.

Family involvement differed only minimally by cancer type and stage, comorbidity, and
health status, and was not associated with depression. Similarly, differences were relatively
modest by type of therapy discussed.
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Patients’ preferred role in decision making was also associated with degree of family
involvement; patients who preferred sharing decisions with physicians were most likely to
report equally sharing decisions with family compared with those who preferred patient-
driven decisions (58.1% vs. 34.5%). Patients with the highest levels of fatalism and social
support were more likely to involve family members in decisions than those with the lowest
levels. Study site was also associated with significant differences in family involvement,
with patients from Veterans Affairs hospitals least likely to report a lot of family
involvement.

As above, we were concerned that collinearity might influence some parameter estimates
and interpretation of results. Accordingly, we conducted sensitivity analyses where we
repeated adjusted analyses after individually removing variables. Results were generally
similar to the main model, with two exceptions when females were omitted from the model;
insurance status was not significantly associated with family role in decision and the
proportion of VA patients reporting equally sharing decisions with family was higher than in
the full model (40.2% vs. 36.6%), although this rate was still the lowest across the study
sites, data not shown.

Discussion

In this large population-based cohort of patients with recently diagnosed lung or colorectal
cancer, we found that very few patients (1.5%) had family controlled decisions about their
cancer treatment, although rates were higher for certain racial/ethnic groups, particularly
non-English speaking Asians. Among patients who did not report family-controlled
decisions, approximately half (49.4%) of patients reported that their family members
participated equally in their treatment decisions, and only 28.5% of patients reported little or
no input from their families. Thus, families played an important role in decisions for many
patients. This is consistent with the finding that 46% of patients are accompanied to routine
medical visits by caregivers/family members,24 a number that may be higher for medical
oncology visits.25 Studies suggest that family involvement in oncology care has an
important role and may even improve outcomes, with evidence suggesting that married
patients are less likely than unmarried patients to die of their cancer, regardless of other
demographic factors.28 In addition, findings from one study suggest that family involvement
in oncology visits is associated with better satisfaction with care and understanding of
cancer-related information.2’

In our study, several factors were associated with sharing treatment decision making with
family. Women, married patients, and older patients were more likely than others to report
equally shared decision making with their families; these characteristics have also been
found to be associated with greater patient involvement in decisions relative to their
physicians.28-30 Patients who preferred shared decision-making with physicians and who
reported higher levels of social support were also more likely to report equally shared
decisions with family. This suggests that patients who choose to share decision-making with
providers and family members may not have strong preferences regarding with whom the
decision is made, but simply value the input of others in decision-making. Patient navigators
are increasingly being used in cancer care settings; they could potentially assist with
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decisions for patients who do not have family members who can engage in this role. On the
other hand, patients’ preferences regarding those with whom decisions are shared may vary
depending on the decision, as has been noted in other studies.3! A limitation of this study is
that patients were asked only one question about preferences regarding decision-making
with family and did not ask patients to specify which family members they preferred to
include in their decision-making.

Language and ethnicity were strongly associated with family involvement. Non-English
speakers reported significantly higher amounts of family involvement than whites, and more
often reported family-controlled decisions. This could be attributed to cultural differences
regarding the role of family in decisions or to a greater dependency on family members to
assist with translation. Among patients not reporting family-controlled decisions, non-
English-speaking Hispanics and Asians reported sharing decisions with family more
frequently than English-speaking Hispanics and Asians, respectively, although English-
speaking Hispanics reported a similar degree of family involvement as whites. Blacks
reported slightly more family involvement than whites, although less than Asians and
Spanish-speaking Hispanics.

The findings of family involvement and language in Hispanics may reflect acculturation of
English-speaking Hispanics, consistent with other reports.32 For example, one study
assessing acculturation among Hispanic women and receipt of mastectomy found that less-
acculturated Hispanic women more often reported that family was very important in
decision making than more-acculturated Hispanic women.32

Study site was also associated with family involvement, with patients from the VA reporting
the least amount of family involvement, even after adjustment for marital status and social
support. Other evidence suggests that VA populations have fewer social supports than non-
VA populations,33 and more challenges with social functioning.34 Patients with the most
and least education reported more family involvement than those with intermediate levels of
education; this is consistent with other evidence that patients with less than high-school
education more commonly present to visits with a companion.24 Cancer stage, type and
number of comorbid conditions, health status and depression had minimal or no association
with family involvement in decisions after adjustment for other factors.

The strengths of this study include its large, population-based cohort of patients from
various regions in the United States, with detailed information obtained about the role of
families in treatment decisions. However, the following limitations should be considered.
First, patients were surveyed at one time point, close to initial diagnosis, and it is possible
that family involvement may change over time. In addition, we asked about involvement in
decision making overall, not for each specific decision, and patients may not accurately
recall their family’s involvement in all decisions. Also, although we observed differences in
family involvement based on race, ethnicity and language, most patients completed the
survey in English, and although 30% of the cohort was non-white, Hispanic and Asian
patients primarily resided in California; thus the generalizability to populations living in
other areas remains uncertain. The CanCORS cohort, however, has been demonstrated to be
representative of patients with lung and colorectal cancer in the U.S.35 Cancer type was not
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associated with family involvement, additional studies are needed to determine if these
findings are applicable to patients with cancers other than lung and colorectal cancer.
Finally, we did not adjust p values for multiple comparisons, and thus our analyses should
be considered exploratory.

In conclusion, family members play an important role in decisions about care for many
patients. Certain groups, such as non-English speaking Hispanics or Asians rely significantly
on family, and for these groups, it is important that physicians respect and make efforts to
integrate family members in decisions. Further studies are needed to determine if
involvement of family members in oncology decision-making correlate with patient
outcomes. In the meantime, it may be helpful for physicians’ to elicit patients’ preferences
for involvement of their family in treatment decisions. For patients who desire family
involvement, engaging families may help to achieve the Institute of Medicine’s key goal of a
delivery system with truly engaged patients.3

Acknowledgments

This work of the Cancer Care Outcomes Research and Surveillance (CanCORS) Consortium was supported by
grants from the National Cancer Institute (NCI) to the Statistical Coordinating Center (U01CA093344) and the
NCI-supported Primary Data Collection and Research Centers (Dana Farber Cancer Institute/Cancer Research
Network U01CA093332, Harvard Medical School/Northern California Cancer Center U0O1CA093324, RAND/
UCLA U01CA093348, University of Alabama at Birmingham U01CA093329, University of lowa U01 CA093339,
University of North Carolina U01CA093326) and by a Department of Veteran’s Affairs grant to the Durham VA
Medical Center CRS02-164.

We are grateful to Hocine Azeni for expert programming assistance.

References

1. Greenfield S, Kaplan SH, Ware JE Jr, Yano EM, Frank HJ. Patients’ participation in medical care:
effects on blood sugar control and quality of life in diabetes. J Gen Intern Med. 1988; 3:448-457.
[PubMed: 3049968]

2. Peek ME, Odoms-Young A, Quinn MT, Gorawara-Bhat R, Wilson SC, Chin MH. Race and shared
decision-making: perspectives of African-Americans with diabetes. Soc Sci Med. 2010; 71:1-9.
[PubMed: 20409625]

3. Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis. The National
Academies Press; 2013.

4. Ganz PA, Levit LA. Charting a new course for the delivery of high-quality cancer care. J Clin
Oncol. 2013; 31:4485-4487. [PubMed: 24248695]

5. Mitnick S, Leffler C, Hood V. Professionalism ftACoPE, Human Rights C. Family Caregivers,
Patients and Physicians: Ethical Guidance to Optimize Relationships. J Gen Intern Med. 2010;
25:255-260. [PubMed: 20063128]

6. Eggly S, Penner LA, Greene M, Harper FW, Ruckdeschel JC, Albrecht TL. Information seeking
during “bad news” oncology interactions: Question asking by patients and their companions. Soc
Sci Med. 2006; 63:2974-2985. [PubMed: 16962218]

7. Beisecker AE, Helmig L, Graham D, Moore WP. Attitudes of oncologists, oncology nurses, and
patients from a women’s clinic regarding medical decision making for older and younger breast
cancer patients. Gerontologist. 1994; 34:505-512. [PubMed: 7959109]

8. Merckaert I, Libert Y, Delvaux N, Razavi D. Breast cancer: communication with a breast cancer
patient and a relative. Ann Oncol. 2005; 16(Suppl 2):ii209-212. [PubMed: 15958458]

9. Wolff JL, Roter DL. Hidden in plain sight: medical visit companions as a resource for vulnerable
older adults. Arch Intern Med. 2008; 168:1409-1415. [PubMed: 18625921]

Cancer. Author manuscript; available in PMC 2016 April 01.



1duosnue Joyiny 1duosnue Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Hobbs et al.

10.

11.

12.

13.

14.

15.

16.

17

19.

20.

21.

22.
23.

24,

25.

26.

27.

28.

29.

30.

31.

Page 9

DiMatteo MR. Social support and patient adherence to medical treatment: a meta-analysis. Health
Psychol. 2004; 23:207-218. [PubMed: 15008666]

Mitnick S, Leffler C, Hood VL. Family caregivers, patients and physicians: ethical guidance to
optimize relationships. J Gen Intern Med. 2010; 25:255-260. [PubMed: 20063128]

Kwak J, Haley WE. Current research findings on end-of-life decision making among racially or
ethnically diverse groups. Gerontologist. 2005; 45:634-641. [PubMed: 16199398]

Ayanian JZ, Chrischilles EA, Fletcher RH, et al. Understanding cancer treatment and outcomes:
the Cancer Care Outcomes Research and Surveillance Consortium. J Clin Oncol. 2004; 22:2992—
2996. [PubMed: 15284250]

Keating NL, Beth Landrum M, Arora NK, et al. Cancer patients’ roles in treatment decisions: do
characteristics of the decision influence roles? J Clin Oncol. 2010; 28:4364-4370. [PubMed:
20713872]

Malin JL, Ko C, Ayanian JZ, et al. Understanding cancer patients’ experience and outcomes:
development and pilot study of the Cancer Care Outcomes Research and Surveillance patient
survey. Supp Care Can. 2006; 14:837-848.

American Association for Public Opinion Research. Standard definitions: Final dispositions of case
codes and outcome rates for surveys. http://www.aapor.org/uploads/
Standard_Definitions_04_08_Final.pdf

. Degner LF, Sloan JA, Venkatesh P. The Control Preferences Scale. Can Nurs Res. 1997; 29:21-43.
18.

Turvey CL, Wallace RB, Herzog R. A revised CES-D measure of depressive symptoms and a
DSM-based measure of major depressive episodes in the elderly. Intl Psychogeriatr. 1999; 11:139-
148.

Sherbourne CD, Stewart AL. The MOS social support survey. Soc Sci Med (1982). 1991; 32:705-
714.

Jacobson CK. Denominational and racial and ethnic differences in fatalism. Rev Rel Res. 1999:9—
20.

He Y, Zaslavsky AM, Harrington DP, Catalano PJ, Landrum MB. Multiple imputation in a large-
scale complex survey: a practical guide. Stat Methods Med Res. 2010

Little, RJ. Statistical Analysis with Missing Data. New York: Wiley; 1986.

Little RJ. Direct standardization: a tool for teaching linear models for unbalanced data. Am
Statistician. 1982; 36:38-43.

Wolff JL, Roter DL. Family presence in routine medical visits: a meta-analytical review. Soc Sci
Med. 2011; 72:823-831. [PubMed: 21353358]

Albrecht TL, Blanchard C, Ruckdeschel JC, Coovert M, Strongbow R. Strategic Physician
Communication and Oncology Clinical Trials. J Clin Oncol. 1999; 17:3324-3332. [PubMed:
10506636]

Aizer AA, Chen MH, McCarthy EP, et al. Marital status and survival in patients with cancer. J Clin
Oncol. 2013; 31:3869-3876. [PubMed: 24062405]

DuBenske LL, Chih MY, Gustafson DH, Dinauer S, Cleary JF. Caregivers’ participation in the
oncology clinic visit mediates the relationship between their information competence and their
need fulfillment and clinic visit satisfaction. Patient Educ Couns. 2010; 81 (Suppl):S94-99.
[PubMed: 20880656]

Deber RB, Kraetschmer N, Irvine J. What role do patients wish to play in treatment decision
making? Arch Intern Med. 1996; 156:1414-1420. [PubMed: 8678709]

Degner LF, Sloan JA. Decision making during serious illness: what role do patients really want to
play? J Clin Epidemiol. 1992; 45:941-950. [PubMed: 1432023]

Degner LF, Kristjanson LJ, Bowman D, et al. Information needs and decisional preferences in
women with breast cancer. JAMA. 1997; 277:1485-1492. [PubMed: 9145723]

Keating NL, Beth Landrum M, Arora NK, et al. Cancer patients’ roles in treatment decisions: do
characteristics of the decision influence roles? J Clin Oncol. 2010; 28:4364-4370. [PubMed:
20713872]

Cancer. Author manuscript; available in PMC 2016 April 01.


http://www.aapor.org/uploads/Standard_Definitions_04_08_Final.pdf
http://www.aapor.org/uploads/Standard_Definitions_04_08_Final.pdf

1duosnue Joyiny 1duosnuely Joyiny 1duosnuey Joyiny

1duosnuey Joyiny

Hobbs et al.

32.

33.

34.

35.

Page 10

Hawley ST, Griggs JJ, Hamilton AS, et al. Decision involvement and receipt of mastectomy
among racially and ethnically diverse breast cancer patients. J Natl Cancer Inst. 2009; 101:1337-
1347. [PubMed: 19720966]

Stellman S, Stellman J, Koenen K. Enduring social and behavioral effects of exposure to military
combat in vietnam. Ann Epidemiol. 2000; 10:480. [PubMed: 11018428]

Kazis LE, Miller DR, Clark J, et al. Health-related quality of life in patients served by the
Department of Veterans Affairs: results from the Veterans Health Study. Arch Intern Med. 1998;
158:626-632. [PubMed: 9521227]

Catalano PJ, Ayanian JZ, Weeks JC, et al. Representativeness of Participants in the Cancer Care
Outcomes Research and Surveillance Consortium Relative to the Surveillance, Epidemiology, and
End Results Program. Med Care. 2012

Cancer. Author manuscript; available in PMC 2016 April 01.



1duosnue Joyiny 1duosnuen Joyiny 1duasnuen Joyiny

1duasnuen Joyiny

Hobbs et al. Page 11

Table 1

Role of families in decisions

Original survey responses and recategorization

| N |Percent

Little family input (Patient made decisions with little or no input from family) | 1506 | 28.5

Some family input (Patient made decisions after considering family’s opinion) | 1166 | 22.1

Equally-shared family decisions (Patient and family made decisions together) | 2532 | 47.9

. .. *
Family-controlled decisions

Family made decisions after considering patient’s opinion 38 0.7

Family made decisions with little input from patient 42 0.8

*

Because we believed that family-controlled decisions involved a distinct construct than sharing decisions with family, we fit two models. We first
examined factors associated with family-controlled decisions; we then fit a second model predicting shared decisions with family after excluding
patients with family-controlled decisions.

Cancer. Author manuscript; available in PMC 2016 April 01.



1duosnue Joyiny 1duosnuen Joyiny 1duasnuen Joyiny

1duasnuen Joyiny

Hobbs et al.

Table 2

Factors associated with family-controlled decisions, adjusted

Variable N(%) % Reported Family-Controlled Decisions | Adjusted OR 95%CI
Total 5284(100%) 15

Sex

Male 2821(53) 1.2 1.00

Female 2463(47) 18 1.17 (0.93-1.47)
Marital status

Married 3306(63) 13 1.00

Unmarried 1974(37) 1.9 1.20 (0.95-1.52)
Race

White 3682(70) 13 1.00

Black 715(14) 2.2 0.85 (0.59-1.22)
Hispanic, English language 241(5) 2.3 0.91 (0.52-1.58)
Hispanic, Spanish language 121(2) 25 1.81 (0.99-3.31)
Asian, English language 78(3) 2.3 1.92 (1.17-3.17)
Asian, Chinese language 78(1) 12.8 7.41 (4.93-11.4)
Other 273(5) 15 1.26 (0.78-2.01)
Age at diagnosis (years)

21-56 1254(24) 15 1.00

56-70 2236(42) 1.0 0.66 (0.49-0.89)
71-80 1345(25) 19 124 (0.91-1.69)
81+ 449(9) 2.9 1.82 (1.25-2.65)
Education

<High school diploma 882(17) 1.9 1.00

High school diploma 1590(30) 1.8 1.18 (0.88-1.57)
Some college 1481(28) 1.2 0.73 (0.53-1.01)
College graduate 837(16) 1.2 0.70 (0.47-1.04)
Graduate degree 470(9) 11 0.84 (0.51-1.39)
Income

<$20,000 1400(29) 2.0 1.00

$20,000-39,999 1405(29) 1.4 0.85 (0.66-1.09)
$40,000-59,999 814(17) 0.9 0.64 (0.45-0.91)
$60,000+ 1209(25) 0.8 0.64 (0.44-0.93)
Cancer type

Colorectal 2352(45) 1.4 1.00

Lung 2932(55) 16 1.26 (0.98-1.89)
Stage

-1 3981(75) 1.8 1.00

v 1052(20) 15 1.45 (1.11-1.88)
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Variable N(%) % Reported Family-Controlled Decisions | Adjusted OR 95%CI
Unknown 251(5) 0.8 0.62 (0.32-1.19)
# of comorbid conditions

0 2655(50) 1.2 1.00

1 1673(32) 1.9 1.50 (1.19-1.89)
2 641(12) 1.9 155 (1.12-2.14)
3+ 315(6) 13 0.98 (0.61-1.59)
Radiation offered or discussed

No 1746(33) 16 1.00

Yes 3538(67) 15 1.21 (0.95-1.53)
Chemotherapy offered or discussed

No 3423(65) 1.4 1.00

Yes 1861(35) 18 0.87 (0.69-1.11)
Surgery offered or discussed

No 4213(80) 16 1.00

Yes 1071(20) 1.2 1.45 (1.05-2.00)
Depression

No 4242(84) 13 1.00

Yes 807(16) 24 191 (1.46-2.51)
Patient preferred role in decisions

Preferred doctor driven role 299(6) 4.7 3.06 (2.23-4.21)
Preferred shared role 3063(58) 1.4 1.23 (0.97-1.56)
Preferred patient driven role 1902(36) 1.2 1.00

Self-reported health status

Excellent/very good 2260(43) 1.6 1.00

Good 1801(34) 1.4 0.73 (0.57-0.93)
Fair/poor 1202(23) 17 0.73 (0.55-0.97)
Fatalism™

Tertile 1 (least) 2562(49) 18 1.06 (0.82-1.37)
Tertile 2 1296(25) 15 0.89 (0.67-1.18)
Tertile 3 (most) 1426(27) 11 1.00

Social Support

Tertile 1 (lowest) 1805(34) 1.8 1.00

Tertile 2 1693(32) 17 1.21 (0.95-1.54)
Tertile 3 (highest) 1786(34) 1.0 0.86 (0.65-1.14)
Uninsured

Yes 5157(98) 16

No 127(2) 0 ™™ n/a™*
Study site

5 health maintenance organizations 819(16) 1.2 1.00
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Variable N(%) % Reported Family-Controlled Decisions | Adjusted OR 95%CI

8 counties in Northern California 1102(21) 2.7 1.62 (1.14-2.30)
State of Alabama 605(11) 1.7 1.28 (0.84-1.94)
Los Angeles County 1113(21) 11 0.73 (0.49-1.09)
State of lowa 486(9) 17 1.31 (0.83-2.06)
23 counties in North Carolina 606(12) 0.7 0.49 (0.29-0.84)
15 VA Hospitals 553(10) 11 0.79 (0.48-1.29)

*

Page 14

16 patients completed a brief version of the survey instrument which did not include the question about education and it was not imputed; these

patients are excluded from the model.

VA=Veterans Affairs

£

Insurance status was omitted from the model because there were no uninsured patients who reported family-controlled decisions.
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Table 3
Adjusted probability of family involvement in decisions by patient characteristics”
Variable % Little or no family % Some family input | % Equally shared decisions | p yajue*
input with family

Overall 28.5 221 49.4

Sex <0.001
Male 32.6 225 449

Female 285 25.7 45.8

Marital status <0.001
Married 20.2 23.0 56.8

Unmarried 42.6 22.1 35.3

Race <0.001
White 29.3 23.1 47.6

Black 30.3 18.5 51.2

Hispanic, English language 30.7 21.3 48.0

Hispanic, Spanish language 19.3 24.2 56.5

Asian, English language 21.8 234 54.8

Asian, Chinese language 20.0 20.2 59.8

Other 29.6 23.9 56.5

Age at diagnosis (years) <0.001
21-55 29.6 23.6 46.8

56-70 29.7 23.2 47.1

71-80 28.3 20.7 51.0

81+ 25.3 19.6 55.1

Education <0.001
<High school diploma 40.0 18.2 50.9

High school diploma 29.2 19.3 51.5

Some college 26.7 25.1 48.2

College graduate 31.3 24.7 44.0

Graduate degree 27.3 27.2 455

Income <0.001
<$20,000 304 20.7 48.9

$20,000-39,999 29.6 21.9 48.5

$40,000-59,999 29.0 23.2 47.8

$60,000+ 25.7 244 49.9

Insurance 0.002
Insured 30.8 24.6 44.6

Uninsured 36.5 19.0 445

Cancer type <0.001
Colorectal 278 23.7 48.5
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Variable % Little or no family % Some family input | 9% Equally shared decisions | p yajue*
input with family

Lung 29.8 214 48.8

Stage 0.11
=11 29.1 22.7 48.2

v 28.3 214 50.3

Unknown 28.8 224 48.8

Number of comorbid conditions <0.001
0 285 22.0 495

1 30.5 22.3 47.2

2 27.1 22.3 50.6

3+ 26.9 27.2 459

Self-reported health status 0.002
Excellent 29.8 221 48.1

Good 27.4 23.2 494

Poor 29.5 22.0 48.5

Depression 0.49
No 28.9 22.2 48.9

Yes 29.0 234 46.6

Radiation offered or discussed <0.001
No 30.1 21.9 48.0

Yes 26.5 23.6 49.9

Chemotherapy offered or discussed <0.001
No 31.1 20.4 48.5

Yes 27.7 235 48.8

Surgery offered or discussed 0.001
No 31.3 21.3 47.4

Yes 28.3 22.7 49.0

Patient preferred role <0.001
Preferred doctor driven 40.3 18.1 41.6

Preferred shared decisions 255 16.4 58.1

Preferred patient driven 32.7 32.8 345

Fatalism <0.001
Tertile 3 (least) 30.9 24.4 44.7

Tertile 2 30.1 222 47.7

Tertile 1 (most) 26.4 20.9 52.7

Social support <0.001
Tertile 1 (lowest) 376 23.7 38.7

Tertile 2 29.5 259 44.6

Tertile 3 (highest) 24.8 245 50.7

Study site <0.001
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Variable % Little or no family % Some family input | 9% Equally shared decisions | p yajue*
input with family
5 health maintenance organizations 31.3 24.9 43.8
8 counties in Northern California 33.6 229 435
State of Alabama 228 244 52.8
Los Angeles County 34.0 23.8 42.2
State of lowa 255 225 52.0
23 counties in North Carolina 28.8 26.5 44.7
15 VA Hospitals 345 28.9 36.6

*

Adjusting for all variables in the table using multinomial logistic regression. P value reflects the overall association of each independent variable
with patients’ roles in decisions. 16 patients completed a brief version of the survey instrument which did not include the question about education
and it was not imputed; these patients are excluded from the model.

VA=Veterans Affairs
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