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Abstract

Although US research regulations allow for de-identified biorepositories to be developed without
formal informed consent from the patients whose samples are included, it is unknown whether this
model will be well-received by community members. Based on early evidence that such a biobank
could be successful if patients who object have the opportunity to opt-out, Vanderbilt University
developed a biorepository named BioVU that follows this model. This study reports the findings
from two large-scale surveys among communities important to this biorepository. In the first, a
population-based phone survey of Nashville residents, we found that approval for BioVU is high
(93.9%) and that this approval is similar among all population groups. A hypothetical biobank that
does not obtain some form of written permission is much less well received. In the second, an
online survey of VVanderbilt University faculty and staff, we found a higher level of support for
BioVU (94.5%) among faculty and staff working throughout the university. In this survey,
employees least likely to approve of BioVVU are those employees who prefer not to receive
medical care at Vanderbilt University. These surveys demonstrate the highest level of approval for
a genomic biobank ever reported in the literature, even among groups traditionally cautious about
such research. This high level of approval may reflect increasing comfort with genomic research
over time combined with the effect that trust in a specific institution can have on approval for an
operating biobank compared with approval of a hypothetical biobank.
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INTRODUCTION

Vanderbilt University Medical Center broke new ground in creating BioVU, its biobank
combining a de-identified version of its electronic medical record with DNA derived from
residual blood samples [Roden et al., 2008]. Although this biobank is exempt from the
requirements of the federal regulations for the protection of human research subjects
[OHRP, 2008], Vanderhilt decided early on to offer patients the opportunity to choose not to
have their DNA included in the biobank, an option that to date has been exercised by
approximately 5% of patients [Pulley et al., 2010]. Research on patients' and the public's
opinions of BioVVU has been an important element of this model for a number of reasons.
First, we are interested in assessing whether the opt-out form is an effective tool for enabling
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patients who do not want their samples to be included in research to exercise this preference.
Second, we wish to identify whether the opinions of patients vary across demographic
groups, including racial and ethnic groups, in order to assess community engagement and
oversight needs. Third, we want to provide the evidence base required for investigators at
other institutions to develop biorepositories using the opt-out model.

The institution has examined patient perceptions through a variety of methods over time,
including focus groups and exit interviews with patients [Brothers et al., 2010; Pulley et al.,
2008]. We report here the results of two large surveys. The first was part of a larger,
population based survey of Nashville citizens, designed to sample the diversity of the
population here. Because the opt-out rate has been low, we hypothesized that approval for
the opt-out model among members of the community would be high. Studies, however, have
shown repeatedly that minority groups tend to be more cautious of medical research,
including genetic biorepositories, so we hypothesized that minority respondents would be
less supportive of the opt-out model. The second survey was an online survey of Vanderbilt
faculty and staff. There has been only limited research on approval of genomic biobanking
among employees of research institutions, but we were interested in this group because
Vanderbilt employee health insurance incentivizes the use of VVanderbilt healthcare services
and because employment within the institution could sharpen concerns related to privacy
and voluntariness. We hypothesized that non-Medical Center faculty would have especially
strong concerns regarding privacy, and would therefore be more critical of BioVU.

MATERIALS AND METHODS
Study Design - Nashville Community Health Survey

The Nashville Community Health Survey (NCHS) is a population-based survey of adults
living in the Nashville, Tennessee area conducted from August 2008 to March 2009. The
topic of the survey was health, broadly construed to include sections on general health and
mental health, health behaviors and injury, neighborhood and crime, discrimination,
religion, social support, labor force participation, attitudes and experiences related to racial
discrimination, and general demographics. The sample was drawn from lists of pre-screened
random-digit dial (RDD) phone numbers supplemented by targeted lists of cell phone
numbers and phone numbers listed to persons with Hispanic surnames and was conducted
by the University of Chicago Survey Lab. This survey was designed to generate a sample
representative of the population of Nashville, with the exception of African Americans, who
were intentionally oversampled to facilitate analysis within these groups.

In order to attain the target sample mix, a rigorous selection process was followed. In the
first stage of the survey, households were called using the RDD and cell phone lists. A
single adult was selected from each household using the “next-birthday” method. Any adult
resident of Davidson County, Tennessee was eligible to participate. In the second stage of
the survey, callers oversampled Hispanic households by calling phone number listed to
persons with Hispanic surnames. Respondents were eligible to participate in this stage if
they were adult residents of Davidson County who self-identified as Hispanic. In the third
stage, callers oversampled African American households by calling RDD numbers and
screening for race. Respondents were eligible to participate in this stage if they were adult
residents of Davidson County and self-identified as African American. Researchers
attempted to contact participants on average five times (mean=4.99, SD=4.149). Over 50
percent of respondents were reached by the third attempt. 7649 households were contacted
to generate the initial sample of 786 completed surveys. An additional 3539 households
were contacted in stages 2 and 3. These oversampling stages generated an additional 157
completed surveys from Hispanic respondents and 79 surveys from African American
respondents. In all, 11,188 households were contacted to complete a total of 1022 completed
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surveys and 34 partial surveys (Table I). A subset of 677 respondents was selected to
respond to questions on genome-based biorepository research. The resulting sample was
weighted by race and analyzed using PASW 18.0 (IBM Corporation, Somers, New York),
with partial respondents included in our analysis.

The sections of the survey analyzed and reported here contain two types of questions.
Collaborators in the Department of Sociology developed and adapted basic demographic
questions, including age, race, gender, and religious affiliation. Questions related to genomic
biorepository research were developed by two physicians working in biorepository research
ethics and a sociologist with experience in survey design. The content validity and
feasibility were ensured by employing an iterative process. We elicited feedback on an

initial draft from a collaborator in the Department of Sociology and with an expert at another
institution who investigates perceptions of genomics from a medical sociology perspective.
The draft was revised based on this input and then re-circulated for additional feedback. The
final survey included 11 questions designed to elicit respondents' perspectives on
biorepository research along with questions generated by other groups of investigators
covering a wide range of topics mentioned above. The complete survey contained
approximately 100 questions, but only findings related to demographics and the 11 questions
related to biorepository research are reported here.

Study Design - Vanderbilt Faculty and Staff Survey

The Vanderbilt Faculty and Staff Survey (VFSS) is a cross-sectional study of perceptions of
biorepository research among faculty and staff employed by Vanderbilt University. All
employees were solicited by e-mail to participate in an online survey. Responses were
collected during November of 2008. In order to increase response rates, respondents were
entered into a drawing for one of twenty digital music players. Out of 25,450 employees
who were invited to participate, 4050 completed the survey, for a response rate of 16%.

This questionnaire was developed based on the questions asked in the NCHS, retaining
wording and question order wherever possible. A few questions required significant revision
based on the field experience of the NCHS, and several questions were omitted to minimize
respondent fatigue. Drafts of this second questionnaire were also shared with an expert at
another institution who investigates perceptions of genomics from a medical sociology
perspective and revised based on her input.

Both surveys were determined by the Vanderbilt Institutional Review Board to meet criteria
for non-human subjects research.

Outcome Variables

The primary outcome variable for these two surveys was the approval of a genomic
biorepository that utilizes an opt-out procedure. This perspective was clarified by additional
questions intended to assess the importance of ethics panel oversight and deidentification
procedures. In order to assess the importance of providing an opportunity for patients to opt
out, we asked respondents about their approval of a biorepository that does not seek written
permission from patients whose samples could be included.

Background Variables

Comprehensive sociodemographic factors were included in the NCHS, including age,
gender, race, ethnicity, education, and income. For the VFSS, demographic factors were
abbreviated in order to keep the survey brief and to ensure anonymity. The demographics
included in this survey were age, gender, campus location (medical center vs. central
campus) and Faculty/Staff classification.
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Questions about attitudinal factors were largely shared between the two surveys and
included past participation in research, attitudes toward research, experience with genetic
testing, and trust in Vanderbilt or other research institutions.

Data Analysis

RESULTS

All data were coded and analyzed with the PASW 18.0 software program (IBM Corporation,
Somers, New York). Sociodemographic data for the NCHS were compared between the
study sample and the entire Nashville population, while sociodemographic data for the
Faculty and Staff Survey were compared between the study sample and VVanderbilt
employee data. Comparisons of the study samples with the associated populations are listed
in Table Il. Descriptive and univariate analyses for the NCHS such as means, frequencies,
and other basic statistics were performed using data weighted to mirror the Nashville
population at the time the survey was conducted. Analyses for the VFSS were not weighted,
since the faculty and staff members were not sampled through randomized or stratified
methods. Despite this, proportions of respondents closely reflected actual faculty and staff
levels.

Sample Characteristics

The mean age of respondents in the NCHS was 49 years old (SD=17.9), and most
considered their health either good (32.7%), very good (29.9%), or excellent (20.8%). More
than half of respondents in the Faculty and Staff Survey reported that they were between 30
and 49 years of age (51.5%). Compared with the population of all VVanderbilt employees,
women and employees aged 18-29 were overrepresented in the sample that completed the
survey (Table I).

Experience with and Views on Genetic Testing and Research

Although respondents to the VFSS were significantly more likely to have participated in
research (13.7% in NCHS, 48.8% in VFSS, p<0.0001 by y?2 test), the overwhelming
majority of the respondents in both surveys reported that they considered research to be
somewhat or very important in improving health care (99.1% in NCHS, 99.7% in VFSS).
Vanderbilt employees were twice as likely to report that they had been offered a genetic test
for their clinical care (2.7% in NCHS, 7.0% in VFSS, p<0.001). There was also a trend
toward more employees' reporting that they had donated blood or tissue for genetic research
compared with the general population.

Trust in Medical Research Institutions

The majority of respondents in both surveys reported that they were somewhat or very
confident that research hospitals such as VVanderbilt do a good job of protecting patients'
medical information. In the NCHS, respondents were also asked about their confidence in
the privacy of genetic information generated for research; responses to this question
demonstrated slightly lower confidence compared with the privacy of medical record
information (Table I11).

Approval of Opt-Out Biobank

Respondents were presented with a brief description of a DNA biorepository and then asked
several questions about biorepositories. The majority of respondents in the NCHS responded
that they somewhat or strongly agreed that “DNA biobank research is fine as long as people
can choose not to have their DNA included.” Similarly, the majority of respondents in the
VESS responded that they somewhat or strongly agreed that “DNA databanks with all
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identifying information removed are fine as long as people can choose to opt out of having
their DNA included” (Table 1VV). We noted very little variation in approval of an opt-out
biobank among all groups of respondents across both surveys. Due to this low amount of
variation, we do not report multivariate logistic regression on this question.

Importance of Deidentification, Oversight, and Data Sharing

Participants were asked in both surveys about their agreement with statements highlighting
different elements of this biobanking model, although these questions were worded
differently. In the NCHS, 88.5% of respondents approved of a biorepository in which
investigator access depends on ethics committee review, while 87.3% approved of a
biorepository in which identifying information is removed. In contrast, just 45.5% of
respondents agreed that researchers should be allowed to use de-identified genetic
information without getting written permission from patients (Table V).

By comparison, among VFSS respondents 93.3% approved of a biorepository in which
identifying information is removed. 91.6% approved of the use of deidentified information
as long as research conducted using samples is approved by an ethics committee. 88.9% of
respondents agreed that deidentified information could be used as long as written permission
from patients is required (Table V). We also asked faculty and staff respondents whether
depositing deidentified information into a national database would make them more or less
likely to allow their sample to be included. 18.5% said more likely, while 12.1% said less
likely, and 69.5% said it would make no difference.

DISCUSSION
Approval of Opt-Out Biobanking

We found that the approval of the opt-out biobank model adopted in Vanderbilt's genomic
biobank BioVU is high among faculty and staff as well as among members of the
community at large. In both groups, more than 90% of respondents approved of the biobank.
This finding indicates that support for the opt-out model adopted for BioVU is strong. Even
though a very large proportion of potential patients in the Nashville community and among
Vanderbilt employees support this model, we want to ensure that the small proportion of
patients who disapprove of the use of their sample are afforded an opportunity to exercise
that preference. If the opt-out procedures are successful, the percentage of patients who
disapprove of the biorepository should correlate closely with the percentage of patients who
opt-out of the inclusion of their sample in the biobank. Although neither of these surveys
provides a perfectly representative sample of patients, the NCHS should fairly represent the
perspective of potential patients living in Vanderbilt's catchment area. The approval of this
model within this population is 93.9%, which correlates closely with the observed opt-out
rate in adult patients of about 5% [Pulley et al., 2010].

While approval for this opt-out biorepository is high, it is possible that patients would prefer
a brief opt-in approach. We were interested in examining, therefore, whether a similar
biobank that only included samples from patients who had given affirmative signed
permission would receive stronger support compared with an opt-out model biobank. In our
survey of faculty and staff, 2.1% of respondents do not approve of a genetic biobank
regardless of the consent method. Three and three-tenths precent of respondents object to a
biobank when only an opt-out is available, but agree that DNA biobanks are fine as long as
formal written permission is required. These respondents seem cautious of genetic
biorepositories, and would likely object to the opt-out model adopted by BioVVU. Nine
percent accept a biobank that makes an opt-out available but do not also believe that written
consent needs to be required. Eighty-five and six-tenths percent approve of genetic
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biobanking as long as patients can choose to opt out of having their DNA included but also
agree that written permission should be required for the DNA of a patient to be included in a
biorepository. At least two interpretations of this last finding are possible. It may be that
over 80% of respondents agree with biobanking as long as there is some opportunity for
patients to make a choice. Alternatively, it may be that respondents did not understand that
these consent procedures are mutually exclusive—that is, a biobank cannot operate using an
opt-out and require written permission from patients. Respondents may have considered
each question, and each consent procedure, independently and therefore express a
perspective that seems contradictory. This hypothesis is supported by the fact that the
questions related to these consent procedures were not adjacent in the survey form.

Factors Associated with Approval of an Opt-Out Biorepository

The findings of these surveys are also significant because they represent one of the highest
levels of approval ever reported for a genetic biorepository although other investigators have
also found high levels of support for biobanks. Goldman et al [2008] found that 80% of
Rhode Islanders were willing to have their sample included in a biobank. Hoeyer et al
[2004] found that 71% of Swedish respondents approved of genetic research using a
biobank, and in a separate study Kettis-Lindblad et al demonstrated that 89.0% of Swedes
would allow for their de-identified sample to be included in a biobank [2006]. A similar
number (89%) of participants in a Baltimore epidemiological study agreed to have their
DNA stored for research [Mezuk et al., 2008]. The level of support for Vanderbilt's biobank
among African Americans (89.8%) and Hispanics (96.5%) was particularly striking. This
finding demonstrates higher support for Vanderbilt's biobank among Hispanics than among
non-Hispanics, and support among African Americans that is only slightly lower than
among Whites. Although this findings is consistent with those reported by Pentz and her
colleagues [2006], most previous studies have reported lower interest in biobank
participation among respondents who are not White [Henderson et al., 2008; Neidich et al.,
2008; Sanner and Frazier, 2007].

We hypothesize that this high level of approval can be attributed to two factors. First, it is
possible that as time passes, members of the general public are becoming more familiar with
genetic research and their level of caution related to this research is decreasing. This could
explain why our recent results show a higher level of support than studies conducted in the
past. However, studies that have looked at this question over recent years have not shown a
clear trend. Second, respondents were not being asked about a hypothetical biobank, but
rather about a biobank already in operation at an institution about which respondents were
likely to have an impression. Therefore, responses may have been affected by the level of
trust placed in this institution. Among members of the Nashville community at large, 94.4%
reported that they were somewhat or very confident that research hospitals like Vanderbilt
adequately protects patients' medical information, which is strongly correlated with approval
of the opt-out model (bivariate correlation of .978, p<.0001). Eighty-eight and eight-tenths
percent were confident that researchers would protect the identity of those whose samples
are used in genetic research, which is also strongly correlated with approval of the opt-out
model (bivariate correlation of .972, p<.0001). This trend is also evident in the VFSS, where
employees who prefer not to receive medical care at Vanderbilt were among those least
likely to approve of BioVU. Because approval of the opt-out biorepository model is closely
correlated with trust in research hospitals, and this institution in particular, the exportability
of this biobank model to other healthcare institutions may be affected by the relationship
these institutions have with the communities they serve.
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Methodological Considerations

The Nashville Community Health Survey was conducted using well-established methods for
population-based social surveys, in this case a phone survey. The study design required
callers to field a very large number of phone numbers. Two factors contributed to this large
number. First, cell phone numbers were only considered eligible if the respondent reported
that he or she did not also have a residential landline, leading to a low eligibility rate.
Second, 3000 additional phone numbers were called in order to oversample for African
American respondents. This large number was required because only 10.0% of those
contacted at random self-identified as African American.

Eligibility, therefore, was a major driver of the requirement to field a large number of phone
numbers. However, participation bias remains a consideration. The response for the rate
entire survey was moderate at 31.8%, with slightly higher response rates during the portion
of the study focused on oversampling Hispanic and African American residents (Table I)
[AAPOR, 2011]. Because this survey sample used both random-digit dial and cell phone
number lists, bias common in surveys that utilize land-line numbers only was mitigated.
Underrepresented in this sample were native-born men, persons below age 35, persons with
less than a college degree, and those living alone.

Sampling for the VVanderbilt Faculty and Staff Survey was less structured. All employees
were sent an e-mail invitation and needed access to a computer to complete the survey.
Computer literacy and access were thus prerequisites for participation in the survey. The
response rate was 16%, which may contribute to non-response bias in this study. Despite
this low response rate, those who responded to the survey were reasonably representative of
employees of Vanderbilt University (Table I1).

It is unclear how informed the views expressed by respondents were. Both surveys included
a brief description of the biorepository, but understanding of this description and knowledge
of genomic research were not assessed. In the VFSS, 62.7% of respondents reported that
they had prior knowledge or awareness of the biorepository. Although we did not ask this
question to respondents of the NCHS, we would expect that awareness of the biorepository
is much lower in the general population compared with Vanderbilt faculty and staff who
have had the opportunity to read numerous stories in university media. There would be a
great deal of value in ascertaining perceptions of the biorepository in settings where more
information could be provided and understanding could be assessed; we have already
performed some of this work with parents of pediatric patients who might be included in the
biobank [Brothers et al., 2010]. In the present surveys, however, we were interested in
evaluating the reactions patients, employees, and community members would have to the
idea of such a biorepository as they would be more likely to learn about in the real world.
That is, we were interested in understanding how patients and members of the public are
likely to respond when they are provided with only brief information about the
biorepository, such as the information they might receive from clinic staff or through
pamphlets or educational posters.

These studies are also limited by differences in the wording of similar questions. The NCHS
was designed and fielded first. Feedback from this process was used to modify similar
questions in the VFSS. This process led to significant differences in wording between
questions targeting similar topics in the two surveys. These wording differences make
drawing comparisons between the two studies difficult. For this reason, we have refrained
from emphasizing quantitative similarities or differences between the samples.
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CONCLUSIONS

In two large-scale surveys, we found that support for a genomic biorepository that utilizes an
optout model is very high. In our population-based survey of Nashville community
members, we found that support for Vanderbilt's biobank is high across all demographic
groups. In our online survey of Vanderbilt employees, we found that support for this
biobanking model is high among faculty and staff working throughout the university. These
survey findings confirm earlier qualitative work we have conducted demonstrating that a
biorepository operating on an opt-out model has the potential to be well-received by
community members, particularly if trust in the institution is high.

Acknowledgments

The authors would like to acknowledge the contributions of Katharine Donato, Gail Henderson, Jill Pulley, Jill
Fisher, Larry Churchill, Dan Roden, Dan Masys, Denise Lillard, and Melissa Basford to this work. These studies
were funded by the Vanderbilt Genome-Electronic Records Project, NIH/NHGRI grant 5U01HG004603-03, and
the Vanderbilt Institute for Clinical and Translational Research (VICTR), NCRR/NIH grant UL1 RR024975.

REFERENCES

AAPOR. Standard Definitions: Final Dispositions of Case Codes and Outcome Rates for Surveys. 7th
edition. American Association for Public Opinion Research; 2011.

Brothers, KB.; Clayton, EW.; Morrison, DR.; Pulley, JM.; Masys, DR. Acceptability of an Opt-Out
Pediatric Biobank Based on Electronic Medical Record and Residual Blood Samples. Pediatric
Academic Societies; Vancouver, Canada: 2010.

Goldman RE, Kingdon C, Wasser J, Clarkt MA, Goldberg R, Papandonatos GD, Hawrot E, Koren G.
Rhode Islanders' attitudes towards the development of a statewide genetic biobank. Personalized
Medicine. 2008; 5:339-359.

Henderson G, Garrett J, Bussey-Jones J, Moloney ME, Blumenthal C, Corbie-Smith G. Great
expectations: views of genetic research participants regarding current and future genetic studies.
Genetics in Medicine. 2008; 10:193-200. 10.1097/GIM.0b013e318164e4f5. [PubMed: 18344709]

Hoeyer K, Olofsson BO, Mjdrndal T, Lynde N. Informed consent and biobanks: a population-based
study of attitudes towards tissue donation for genetic research. Scandinavian Journal of Public
Health. 2004; 32:224-229. [PubMed: 15204184]

Kettis-Lindblad A, Ring L, Viberth E, Hansson MG. Genetic research and donation of tissue samples
to biobanks. What do potential sample donors in the Swedish general public think? Eur J Public
Health. 2006; 16:433-440. [PubMed: 16207726]

Mezuk B, Eaton WW, Zandi P. Participant characteristics that influence consent for genetic research in
a population-based survey: The Baltimore epidemiologic catchment area follow-up. Community
Genetics. 2008; 11:171-178. [PubMed: 18376114]

Neidich AB, Joseph JW, Ober C, Ross LF. Empirical data about women's attitudes towards a
hypothetical pediatric biobank. American Journal of Medical Genetics Part A. 2008; 146:297-304.
[PubMed: 18205141]

OHRP. Guidance on Research Involving Coded Private Information or Biological Specimens. Office
of Human Research Protections; Rockville, MD: 2008.

Pentz RD, Billot L, Wendler D. Research on Stored Biological Samples: Views of African American
and White American Cancer Patients. American Journal of Medical Genetics Part A. 2006;
140:733-739. [PubMed: 16523508]

Pulley JM, Brace MM, Bernard GR, Masys DR. Attitudes and perceptions of patients towards methods
of establishing a DNA biobank. Cell and Tissue Banking. 2008; 9(1):55-65. [PubMed: 17960495]

Pulley JM, Clayton E, Bernard GR, Roden DM, Masys DR. Principles of Human Subjects Protections
Applied in an Opt-Out, De-identified Biobank. Clinical and Translational Science. 2010; 3:42-48.
[PubMed: 20443953]

Am J Med Genet A. Author manuscript; available in PMC 2012 December 1.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Brothers et al.

Page 9

Roden DM, Pulley JM, Basford MA, Bernard GR, Clayton EW, Balser JR, Masys DR. Development
of a Large-Scale De-ldentified DNA Biobank to Enable Personalized Medicine. Clinical
Pharmacology & Therapeutics. 2008; 84(3):362-369. [PubMed: 18500243]

Sanner JE, Frazier L. Factors That Influence Characteristics of Genetic Biobanks. J Nurs Scholarsh.
2007; 39:25-29. [PubMed: 17393962]

Am J Med Genet A. Author manuscript; available in PMC 2012 December 1.



Page 10

Brothers et al.

(0x9+Q)/(4 + 3J) :Se paje|n|ed sI ¢ ajey asuodsay “(srey An|1qi6113 9as) sjedioned 0 91q161]8 USaQ dABY PINOM PaUILWISIBP 8q Jou pInod
Anqibijs ssoym sjuspuodsal Jo uoriodoid e ey sswinsse uonuyap siyl "[T102 HOdv] Yydo4easay uoiuidQ 91jgnd 4O UOIRID0SSY URILISWY 8y} AQ pauliap Se ¢ aley asuodsay uo paseq si alel mmcoammmm

(@+g)/Q :se anfeA siuy» paje|nafed aney apA "a]qibija Ajjenioe ale Jeyl sased Aujiqibija umouun jo uopodoid sy} s7ewIISa 01 Pasn S| ayed \a___g_m__m_h

‘[110Z2 YOdVvV] sdn-Buey pue ‘syjoxeslq ‘sfesnyas Buipnjoul ‘sainpadold Bulusalos a19jdwod Jou pip Juspuodsal ay) asnedaq a)q1b1a sem Juspuodsal sy JaY1ayM aullIalap
0} 3]qeun Sem Jaj[ed ay 41 Jo (ssauisng e 03 pasoddo se) 3iun Buisnoy e ylim pareldosse Sem Jaguinu e Jeyl WAIU0d 10U PIN0d J3[[ed 8y I UMOUXUN Se PalIsse|d sem Jaquinu auoyd e jo Anjiqibie mﬁm

"UBDLIBWY UBJLIYY J0 d1uedSIH Se AJ1nuapl-§|as Jou pIp }npe Bulismsue syl §1 € pue z sabels ul a|qibijaul a1am siaquinu auoyd "auljpue| [eljuspisal e pey os[e ays Jo ay Jeyl

palealpul Juapuodsal Butismsue ay} 41 a1qiBijaul paiapisuod a1am siaquinu auoyd |30 “papisal AJUn0D UospIAeq JO SIUSPISal 3NPe ou 81aym Hun Buisnoy e Yyim pale1oosse Sem Jaguinu ayl eyl WiUod pjnod
J3][e2 3y} J1 Jo ‘(UonNMISUL 10 SSAUISNG B "8°1) 1un BuIsNoy B YlIm Paje1dosse 10U Sem Jaquuinu ay Jey) WILUOD PINod Ja|[ed ay} ‘pajdsuuodsIp Sem Jaguunu ayl 41 a1qib1|a 1ou Se palyIsse|d alam siaquinu ococau

'sdnoJf pajdwiesiano ayy 104 Ajiqibie Aluspi 03 1aplo ul

AN21UYId pue 3JkJ J0) PauUdaIds Ajfeuonippe aiam sjuedioited ‘g pue z sabiels uj "aassauua] ‘AlunoD UOSPIABQ JO JUapISal JNpe Ue aam Aay J1 sabels aaiys [fe ul uonedionued 1oy a|qibije aiam &:muco%mm_o

sawruINS o1uedsIH UYiM suosiad 0} paist| siequinu ococ&g

‘uoising
sAsauaD) ‘(9-S-IN) dnolo) swalsAs Bunaxtely ‘JopusA e wody paseyaind alsm sisi| Jaquuinu suoyd |1 “siaquinu auoyd ssauisng-uou ‘Burydom aq 03 pausalds-aid aiam siaquunp “[eig 161g wopuey = n_n_mm

%8'TE %0'ZY % i %.'8E %0°ZE f oed esuodsey “H
%L62 %001 %98y %92 %9'Sh e Aunaiba o
ve 9 €T 4 £1 sAaning pajsjdwo) Ajfened "4
220'T 0ct LGT 6. 999 sAanung pajsjdwod '3
66€'C 06T ¢0€ 9T 18L'T 31q16113 umouy| "a
TIT'e T0T'T A 960'T oL o Auna1by3 umowiun *o
8/9'G 60L'T 6T€ 92S'T ¥e1'e
88T'TT 000'c 6L 8v.L'c 6v9'v pap|aly Jsquinu [e1ol v
UeoLIsWY UedLyy pannuapl-4es | owedsiy paynuspi-ies auoN auoN | 5-BMeID Anniqibi3 paysbre L
MalelS  SPWeUINS JIUedSIH [ 3519 auoyd (a0 | QY 1804N0S JBQUINN Buoyd
el ¢ abe1s Z 3abe1s 1 abe1s :abe1s Aaning

$S320.d UONI3JaS ajdwes SHON
| a|qeL

NIH-PA Author Manuscript NIH-PA Author Manuscript NIH-PA Author Manuscript

PMC 2012 December 1.

in

available

Am J Med Genet A. Author manuscript



Page 11

Brothers et al.

(L'T1) S8v'8y r11) €L a8.6aQ srenpels
(T'12) L18'28 (ezo) eyt aa1bap Jeak-y
(6°9) €05've (8'9) /¢ 93169 Jeak-g
(002) 96'¢8 (g67) Get afajj00 awos
(z'92) 526'80T (7'12) €T @39 1o |0o0yds ybIH
(T°5T) €50'€9 (2'67) 92T | 10049S UBIH UeY) SS9
uonesnp3
(526) 985'€LS (922) 28y oluedsiH JON
(0'gv) 208T | sreak G ueyy alo (5'2) 819'0y (7'L2) 281 dluedsiH
(0'55) 66T¢ | sieak G ueyy ssa PSTRIViE]

JuswAo[dw3 Jo uoeang
4 (s2) sev'st (cea) vat 1BYo
(0'81) 028'Y (¥'LT) 569 Hels NA (20) g9y (T2 Uelpu| UedLswy
(8'9) z8v'T (Sv) 18T Aynoeq NA (5¢) 065'TC (c1)8 Id Jo uelsy
(2'59) 922'91 (z'69) T9L2 HEIS DNNA (L'L2) 916'TLT (L'22) v81 UedLISWY UBdLYY
(501) 2L9'C (6'8) v5e Ayngeq4 DNNA (6'99) 9v8'¥TY (8'9v) T1€ 3HUM
uoIedlisse[d sskojdwg 30ey
(8'€) 098 (60) 8¢ 0Ag9< (evT) 2€6'29 (r'e2) est 0AG9<
(6'82) €£9¢'L (L'72) €66 0A59-05 (7'€2) TvL'0TT (z'ze) vyt 0A59-05
(9z9) 6LE'ET (2'15) 0802 0A6y—0¢g (¢'Tv) 190'S56T (6'8¢) €52 0A6y—0¢
(T'ST) 5v8'€ (L'22) v16 0A6Z-81 (T'12) ¥18'66 (¥'ST) 00T 0A6Z-81
N umm<
(z'99) vv8'9T (T'92) 690€ aewad (e'19) TE0'ETE (5'09) cov alewad
(8'€€) 909'8 (6'€2) 296 aleN (L8v) eL1'20€ (5'6€) €92 aleN
19pus 19pus

(%N (%)N Asnuns yeis

5 saako|dwig 1j1q48puUeA |1V

pue A1jnoe4 1jigJapues

(%)N PRI DIIAUSEN 11V

(%)N Aening LpjesH AHunWwoD allIAYseN

NIH-PA Author Manuscript

NIH-PA Author Manuscript

Il a|qeL

sl1010e4 o1ydelfowapoldos

NIH-PA Author Manuscript

Am J Med Genet A. Author manuscript; available in PMC 2012 December 1.



Page 12

Brothers et al.

‘pariodal 10U BB UOITRIABP pJepuels Se yons sonsiess ‘sny | “ebuel abe sreridosdde ay) 10818s 01 paxse a1am sjuapuodsal ‘suIsouod Aoeatid 0y anag

'SIe||op 800z PaIsnipe-uomnejsul ul 8Wooul pjoyasnoy [e1o) se paliodal st awooul uoireindod 200z Ul 8W0dUl Pjoyasnoy [e1o) se paiiodal st awooul AsAINg

3

A10Ba3ed UeY) 810w Ul PaIs] g Aew suostad [eIdeINW 8SNedIaq 9%00T €101 JoU Op mmmﬂcmemaw

8002—9002 Wwouy abeiane Buluuni Jesh-g ‘“AsAing AUNWWOD UBDLIBWY ‘Neaing SNsua) *S'M :824N0S

'G9 afe punoJe uosLedwod 19311p apnjdaid 8104818} Sa110Ba1Rd abe Ul Saoualayid "G9< PUe ‘0Ay9—0S ‘0A6Y—0E ‘0A6Z—8T 40 sdnoib abe ul eep sapinoid AsAInNS Alunwiwo) uedLBWY

p

eeq JuswAo|dw s824n0say UeWINH AMSIBAIUN J|IGIBPURA 80In0s,

a

*119 01 dn ppe 10U Op saNjeA 0s ‘ANo1UYI8 pue 3.l Aq palyBiam usaq aney elea,

(979) 8¢ 1004

(0vT) G6 e

(e'1€) 2TC poog

(e'0¢) 502 poo9) AIsp

(8'81) 22T W8|[39X3

UaTesH patioday-J1ss

(o) Ly Buissiiny/pasngay

(5L1) ¥T2'YY (To1) 99 000°00T $<
(€'01) 6T0'0C (8'TT) 2L 000'00T-5.$
(T'62) v1e'eL (Tog) 26T 000'G.-0v$
(T'ev) 62L'80T (8'ov) 292 000'0v$>
g OHooUT

5 saakojdwig 1

(9%)N Aonuns yye1s
pue Aynde4 1j1quspues

(%)N  SHUOPISaY DIIAUSEN 11V

(%)N Aenins LpjesH AHUNWWOD 8|lIAYseN

NIH-PA Author Manuscript

NIH-PA Author Manuscript

NIH-PA Author Manuscript

Am J Med Genet A. Author manuscript; available in PMC 2012 December 1.



1duasnuey Joyiny vd-HIN 1duasnue Joyiny vd-HIN

wduosnue Joyiny vd-HIN

Brothers et al.

TABLE Il

Respondents' Perceptions about Protection of Information

Page 13

Nashville Community Health Survey N(%)

Vanderbilt Faculty and Staff Survey N (%)

How confident are you that research hospitals such as Vanderbilt Medical Center
do a good job of protecting patients 'medical information?

Responses: 639
Somewhat or Very Confident: 603 (94.4)
Only a Little or Not at All Confident: 36 (5.6)

How confident are you that your identity is protected when genetic information is
used for research?

Responses: 614
Somewhat or Very Confident: 546 (88.8)
Only a Little or Not at All Confident: 69 (11.2)

How confident are you that Vanderbilt Medical Center
adequately protects patients' medical information?

Responses 4,026
Somewhat or Very

Confident 3,713 (92.2)
Not very or not at all

confident 217 (5.4)
Don't Know 96 (2.4)
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Table V

Respondents' Views on Biobank Models

Page 16

Nashville Community Health Survey N(%)

Vanderbilt Faculty and Staff Surve

y N (%)

have their DNA included.

DNA biobank research is fine as long as people can choose not to

DNA databanks with all identifying information removed are fine as
long as people can choose to opt out of having their DNA included.

Responses 629 Responses 4033
Somewhat or Strongly Agree 590 (93.9) Strongly or Somewhat Agree 3816 (94.6)
Somewhat or Strongly Disagree 38(6.1) Somewhat or Strongly Disagree 217 (5.4)

You are comfortable with your DNA

being used for research as long

as personal information that can identify you is not included

DNA databanks are fine as long as al
removed.

| identifying information is

Responses 639 Responses 4037
Somewhat or Strongly Agree 557 (87.3) Strongly or Somewhat Agree 3766 (93.3)
Somewhat or Strongly Disagree 81 (12.7) Somewhat or Strongly Disagree 271 (6.7)

ethics review board.

If all personal information is removed, researchers should be able
to use leftover blood for research that has been approved by an

DNA databanks with all identifying information removed are fine as
long as an ethics review panel approved research with DNA in the

databank

Responses 630 Responses 4020
Somewhat or Strongly Agree 557 (88.5) Strongly or Somewhat Agree 3682 (91.6)
Somewhat or Strongly Disagree 73 (11.5) Somewhat or Strongly Disagree 338 (8.4)

Researchers should be allowed to use de-identified genetic
information without getting written permission from patients.

DNA databanks with all identifying information removed are fine as

long as written permission from patie
be included.

nts is required for their DNA to

Responses 639 Responses 4017
Somewhat or Strongly Agree 291 (45.5) Strongly or Somewhat Agree 3573 (88.9)
Somewhat or Strongly Disagree 348 (54.5) Somewhat or Strongly Disagree 444 (11.1)
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