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Abstract Little is known about African American women’s
collection of family health history (FHH) information and
use of FHH tools. Most FHH research has investigated tools
that use a biomedical paradigm, but other kinds of tools,
such as those that include information about family social
context, have been developed for use in diverse populations.
Using mixed methods, we interviewed 32 African American
women about behavioral steps to collecting FHH, family
communication about health, and reactions to a biomedical
FHH tool. Participants chose one of two FHH tools to take
home. A follow-up call three weeks later assessed tool use.
Many participants expressed support for writing down FHH
information, but at baseline few had done so; most partic-
ipants who had collected FHH information had done so
verbally. Participants reacted positively to the biomedical
FHH tool used during the interview, with many saying it
allowed them to see patterns in their FHH. At follow-up,
67 % reported using their FHH tool, primarily to promote
discussion among family members; only 32 % used the tool
to write down FHH information. Although participants
thought collecting FHH information was important and
had positive reactions to both tools, the majority did not

use the tools to write down information and instead collect-
ed FHH informally. These findings underline the importance
of separating the components of FHH collection behaviors
to analyze the steps used in FHH creation. Practitioners
should consider additional methods of encouraging patients
to create written FHHs in order to share the information with
health care providers.
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Introduction

Many evidence-based guidelines for disease prevention and
screening use family history information to guide clinical
interventions and recommendations (Carmona and
Wattendorf 2005). In cancer screening, for example, family
history informs screening guidelines for several common can-
cers (American Cancer Society 2012). Stratifying risk based
on family history usually requires information about first- and
second-degree relatives, including the specific type of disease
and age of onset (Hampel et al. 2004; Tyler and Snyder 2006;
Scheuner et al. 1997; Valdez et al. 2010). Because family
history can affect risk for multiple diseases, this information
can inform multiple prevention or screening recommenda-
tions (Guttmacher et al. 2004; Yoon et al. 2009; Cree et al.
2009; Audrain-McGovern et al. 2003).

Evidence suggests, however, that family history informa-
tion is underutilized in clinical practice. Although patients are
interested in talking to primary care physicians about disease
risk (Buchanan et al. 2005), primary care physicians often do
not collect enough family history information for risk stratifi-
cation or tailored disease prevention and control recommen-
dations (Schroy et al. 2002; Acton et al. 2000; Grover et al.
2004; Sweet et al. 2002). In addition, although the majority of
respondents to one nationwide U.S. survey believed that
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knowing their family health history (FHH) information was
important for their own health, few adults reported collecting
health information from family members in order to create a
family health history (Yoon et al. 2004). Factors that may
affect the collection of FHH information include gender, as
well as personal history of chronic disease (Yoon et al. 2004).
A survey of community health center patients found that
people reporting a family history of cancer were more likely
to report talking frequently with family members about FHH
information (Kaphingst et al. 2012).

Identifying optimal methods for encouraging patients’
collection of FHH information is a critical step toward
increasing the use of this information in clinical practice
(Berg et al. 2009). FHH tools, which offer systematic
approaches to capturing and documenting family history
(Qureshi et al. 2009), hold promise in helping individuals
collect and retain this information. A number of initiatives
have been launched in the USA and elsewhere to educate
the public about the importance of collecting and recording
FHH information (Guttmacher et al. 2004; Dunlop and
Barlow-Stewart 2009), often promoting the use of one or
more FHH tools to be completed by patients prior to a
provider visit (Yoon et al. 2002; Acheson 2003; Rich et al.
2004; Fuller et al. 2010). However, prior research has gen-
erally considered completion of a FHH tool as a binary
outcome; few studies have examined the various behavioral
steps required to complete a written FHH record using one
of these tools (e.g., discussing FHH with different family
members, selecting a FHH tool, recording the information in
a FHH). Understanding whether and how individuals com-
plete each of these steps is critical to informing intervention
approaches to encourage the completion of a FHH record.

In addition, the best paradigms for FHH tools have not
been systematically investigated. More than 75 different
FHH tools have been created for public use (Wang et al.
2011), but few have been evaluated for use in clinical (Wang
et al. 2011; Reid et al. 2009) or population-based settings
(Petruccio et al. 2008). Most FHH tools are based on a
biomedical paradigm, focusing only on the collection of
information about disease diagnoses of relatives (Qureshi
et al. 2005; Feero et al. 2008). The U.S. Surgeon General’s
FHH tool, My Family Health Portrait (MFHP), is one such
tool that has been widely promoted in the USA as a means
of helping people collect FHH information (U.S. Surgeon
General’s Office 2011). Tools using a biomedical approach,
however, may be difficult for lay individuals without spe-
cialized genetics knowledge or with limited health literacy
(Wang et al. 2011; Kelly and Sweet 2007), due in part to
unfamiliar terms and concepts (Clarke 2009; Fuller et al.
2010; Wallace et al. 2009). Some researchers have investi-
gated alternate paradigms for FHH tools, such as tools that
collect information about the social context of the family in
addition to disease history information. One such tool is

Does It Run in the Family?, which was developed as part
of a larger culturally competent intervention encouraging
the collection of FHH information (Petruccio et al.
2008). Although preliminary evaluation research has
shown the acceptability of this FHH tool in six diverse
communities in the U.S. (Petruccio et al. 2008; O'Leary
et al. 2009), the majority of participants in one inter-
vention still did not create a written FHH pedigree
(Petruccio et al. 2008).

Research on users’ reactions to and use of biomedical
FHH tools is limited. One study of the Health Heritage FHH
tool found that only 30 % of participants completed a 1st
and 2nd-degree family history (Cohn et al. 2010). The U.S.
National Human Genome Research Institute has imple-
mented demonstration projects to promote FHH collection
using the MFHP tool in various communities (Wallace et al.
2009; Murray et al. 2007; National Human Genome
Research 2011). In the two weeks following the completion
of MFHP during an educational session, 75 % of urban
Appalachian participants reported sharing their FHH with
a family member or significant other; many (78 %) planned
to share the FHH information with their health care pro-
viders (Wallace et al. 2009).

In addition to the need for research on the behavioral
steps to complete a written FHH record and to examine the
underlying biomedical paradigm, more investigation of col-
lection of FHH by non-White individuals is needed. Despite
persistent health disparities between Whites and many other
racial and ethnic groups in the USA (American Cancer
Society 2011), most research on collection of FHH infor-
mation and use of FHH tools has included mainly white
participants (O'Neill et al. 2009; Acheson et al. 2010;
Wideroff et al. 2010; Cohn et al. 2010). One study of
African Americans participating in a FHH and genetics
intervention suggests that pledging to collect FHH informa-
tion might be an effective strategy for promoting the collec-
tion of such information in this population (Butty et al.
2012). In addition, FHH interventions with tailored health
education materials may foster discussion of FHH informa-
tion in diverse families (O'Leary et al. 2009).

This mixed-methods study was designed to address these
research gaps by examining different behavioral steps need-
ed to collect FHH information and comparing different
paradigms for FHH tools among an underserved racial/eth-
nic group in the United States. We examined how African
American women viewed FHH collection, how they per-
ceived and used FHH tools, and whether reactions to and
use of tools differed between those with and without a
personal history of cancer. This study population was cho-
sen because previous research indicated that women and
people with a family history of cancer may be more likely
to collect or discuss FHH information (Yoon et al. 2004;
Kaphingst et al. 2012).
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Methods

Design overview

A mixed-methods baseline interview was used to collect
primarily qualitative data, but it also included some quanti-
tative, closed-ended items. The in-person interview, which
lasted approximately 90 min, had five parts: (a) closed-
ended questions about past FHH collection and related
beliefs; (b) semi-structured, open-ended questions about
family communication about health and collection of FHH
information; (c) completion of the My Family Health
Portrait (MFHP) online tool (U.S. Surgeon General’s
Office 2011) and response to open-ended questions about
the tool; (d) closed-ended questions about immediate reac-
tions to the MFHP online tool and participant character-
istics; and (e) selection of a paper-based FHH tool to take
home (either a printed version of MFHP or Does It Run in
the Family? (Genetic Alliance 2009)).

Participants were interviewed by telephone 3 weeks after
baseline to assess short-term use of their selected FHH tool.
Follow-up interviews used a combination of open-ended
and closed-ended questions.

Participants

From January 2011 to July 2011, we recruited 32 African
American women from two databases composed of people
who had volunteered to participate in studies about health.
In this purposeful sample, half of the participants (16) had a
past diagnosis of cancer and half (16) did not. This sample
size was chosen because best practice recommendations for
qualitative individual interviews suggest that saturation (the
point at which researchers no longer discover new themes or
ideas) can occur with sample sizes as small as 10 (Willis
2005; Beatty and Willis 2007). To reach saturation, we
therefore planned to enroll 15–16 participants per group.

Participants were 21 years of age or older, had at least
basic English skills, and had not seen a genetic counselor.
Potential participants were contacted by phone, and inter-
ested women who met eligibility criteria were invited to
participate.

Two participants (one with a history of cancer and one
without) were lost to follow up, a retention rate of 94 %.
This study was approved by the Human Research Protection
Office at Washington University in St. Louis.

Interventions

We selected two FHH tools for this study that focused on
multiple diseases, were publicly available, had lower print
and document health literacy demands (Wang et al. 2011),
and had prior usability data. For use during the baseline

interview, we chose the online version of the Surgeon
General’s biomedical MFHP tool because it could be started
based on participants’ current knowledge of their FHH.
Participants were asked to use the MFHP tool to enter
FHH information during the baseline interview and create
a family history diagram. This tool collects basic biomedical
information such as relatives’ names, relationship to the
participant, diseases (with age at diagnosis), and (if applica-
ble) date of death. An interviewer was present but did not
assist participants in completing the tool, except to ask them
to create a FHH diagram for viewing as part of the interview.
During the interview, one participant had difficulty navigat-
ing the online tool and switched to a print version.

At the end of the baseline interview, participants selected
either the paper version of MFHP or Does It Run in the
Family? to take home. The paper version of MFHP collects
the same information as the online version, but participants
complete a simple grid. Does It Run in the Family? includes
suggestions and sample questions for talking with family
members about diseases and health behaviors, as well as
stories about people who have gathered health information
from their families and instructions for creating a FHH
chart. Does It Run in the Family? was designed to be
customizable, and we used culturally appropriate photo-
graphs to create a customized version for African
American women in our community.

Measures

Baseline interview measures

Open-ended items

Open-ended questions explored participants’ prior collection
of FHH information and their reactions to the MFHP tool.

Collection of FHH information was explored through
questions such as “Is there someone in your family who
keeps track of information about diseases that run in the
family?” and “For your family, what would be the most
useful way to keep track of information about diseases that
run in the family? How would you share this information?”

Reactions to the MFHP tool were explored through ques-
tions such as “How well do you feel that this chart summa-
rizes your family?” and “How useful does it seem to write
down this type of information about your family?”

Closed-ended items

Perceptions of the importance of FHH were assessed by
three, 3-point Likert scale items adapted from Orom et al.
(2007) (e.g., “How important do you think knowledge of
your family’s health history is to your personal health?”).
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Prior FHH collection was assessed by two yes/no items
(“Have you ever actively collected health information from
your relatives for purposes of developing a family health
history?” (Yoon et al. 2004) and “If yes, did you write down
the family health history information?”).

Reactions to the FHH tool: Five seven-point Likert scale
items, ranging from 1 (“strongly disagree”) to 7 (“strongly
agree”) assessed ease of use, ease of understanding, per-
ceived fit between the tool and the participant’s family,
helpfulness in talking to family members about cancer, and
interest in further using the tool (for example, “Would you
agree or disagree that this tool was easy to use to fill out
your family health history?”).

Cancer screening history was assessed by items asking
whether participants had had a Pap test, mammogram, colo-
noscopy, sigmoidoscopy, or fecal occult blood test, as well
as the screening intervals for those tests (Vernon et al. 2004).

Health literacy was assessed with one 5-point Likert
scale item: “How confident are you filling out medical
forms by yourself?” (Chew et al. 2008).

Demographic information collected included education
level, age, marital status, and household composition.

Follow-up interview measures

Open-ended items

During the 3-week follow-up interview, participants were
asked open-ended questions about using the FHH tool and
discussing FHH since the baseline interview. Our initial
follow-up interview questions did not distinguish between
using the tool and using the tool to write down FHH infor-
mation, but based on initial participant responses in which
people reported using the tool but not writing down FHH
information, the interview guide was revised after the first
two participants to differentiate between using the tool to
prompt discussion and using the tool to create a written
family health history.

Close-ended items

Participants who reported using the FHH tool were asked to
rate time spent, satisfaction, and experience with the tool
using three 7-point Likert items (for example, “Would you
say that you were satisfied using the tool to fill out infor-
mation about your family health history?”).

Analysis

Baseline interviews were audio recorded and tapes were
transcribed verbatim. We checked all transcripts against
the tapes for accuracy. Four trained student coders were
responsible for qualitative coding using Atlas.ti. Each

transcript was coded for content by two independent coders,
using directed thematic analysis (Miles and Huberman
1994; Coffey and Atkinson 1996; Sandelowski 1995;
Miles 1983). Coders first independently reviewed the tran-
scripts using a preliminary codebook developed from on
prior literature. The research team then discussed these
themes and refined the codebook with additional deductive-
ly developed codes. Coders independently coded all tran-
scripts using the final codebook, and discrepancies were
resolved through a consensus coding process conducted by
two student coders in consultation with the study team.
Although quotations were initially stratified by participant
cancer history (participant numbers in the 200s indicate a
personal cancer history; numbers in the 100s indicate no
cancer history), that stratification yielded few differences
and we collapsed the two strata in analysis. We examined
descriptive statistics for closed-ended questions using SPSS
19.0. Because of the small sample size, we did not examine
whether descriptive statistics significantly varied across sub-
groups. Open-ended follow-up interview responses were
quantitatively coded using closed-ended categories for
analysis.

Results

As shown in Table 1, most participants had a high school
education or higher (72 %), and the mean age was
55.0 years. Although a large majority of participants
(94 %) thought that knowing FHH information was “very”
important, only 56 % reported collecting such information
(either systematically or informally) before the baseline
interview. More participants without a cancer history had
collected FHH previously than participants with a personal
cancer history (75 % vs. 38 %).

Behavioral steps to complete FHH

A major theme that emerged from the qualitative data was
that, for most participants, people in their family do not
track FHH information in any systematic, written way.
Many participants stated that no one in their families keeps
track of FHH information, although some qualified this
statement by saying family members do keep track in their
heads; the word “tracking” was used differently by different
people, with some participants counting only written track-
ing and others counting mental tracking. Many participants
reported family members kept track of FHH information in
their heads and shared it verbally through family discus-
sions. Table 2 includes quotations selected because they are
either typical responses or important discrepancies. In some
cases, these FHH discussions were seen as a way to bring
family members closer together and promote a shared
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understanding of the family’s history. As Participant 213
said about discussions with her family, “the more I talk
about [FHH information], the more I explain to them and
show them, the more they understand.” A few participants
stated that mental tracking could be problematic in the case
of older relatives who developed memory problems or
passed away. Although some participants saw benefits to
writing FHH information down, including increased reli-
ability, accuracy, and ease of sharing, few had actually done
so. While some participants thought that online or computer
tracking could be useful, a few raised concerns about priva-
cy or computer literacy among certain family members.

Reactions to biomedical FHH tool at baseline

Asking participants to use theMFHP tool during the interview
yielded several themes related to the potential usefulness of
this FHH tool for this audience. Participants had mixed but
generally positive reactions to the tool. Table 3 includes
quotations selected because they are either typical or represent
important discrepancies. One major theme was that the FHH
tool output enabled participants to see patterns in their family
history. Many participants believed that a visual depiction of
those patterns was useful, with Participant 116, for example,
saying that seeing the FHH information on paper “opens up
your eyes,” and Participant 209 saying “[I]f you don’t see it in
black and white like this, it doesn’t seem like there’s any
pattern.” A few people, however, thought the tool only
showed them information they knew already.

Another major theme was that most participants felt the
FHH tool was inclusive and fit their family well. Some partic-
ipants, however, did not like the fact that family members such
as cousins were not easily added to the tool. Although some

were bothered by this omission, others thought that adding
extended family members would significantly increase the
time needed to complete the tool. A few participants expressed
concern about the time necessary to complete the tool.

A third major theme was that using the FHH tool made
participants realize they were missing information about
their family. According to Participant 105, “I really don’t
know much about my family, and it worries me. So I
definitely have to find out more.” A few participants named
people they could ask for more information, but others
accepted of their lack of FHH information, in some cases
because they knew they would be unable to obtain it (due,
for example, to family division or deceased relatives).

These qualitative themes were supported by participants’
responses to closed-ended questions about the MFHP tool.
On average, participants found the tool to be easy to use (6.2
[out of 7], SD=0.8), understandable (6.6, SD=0.7), a good
fit for their family (6.1, SD=1.4), and a good support for
talking to their family about family history of cancer (6.4,
SD=1.5). Participants were interested in using the tool to
learn more about FHH (6.3, SD=1.4).

Choice of FHH tool

When participants were asked to choose one paper FHH tool
to take home, they were given a chance to examine both
MFHP and Does It Run in the Family?. The paper version of
MFHP was chosen by 38 % (n=12) of the participants, and
63 % (n=20) chose Does It Run in the Family? Although a
few participants said they felt the two tools were very
similar, many mentioned liking Does It Run in the Family?
because it was detailed and informative, and they liked that
it included stories and strategies for collecting FHH

Table 1 Participant character-
istics and baseline family
health history (FHH) beliefs
and practices among 32
African American women

aFor cancer screenings,
responses indicate percentage
of participants who had received
each screening on schedule
bn=16 women with cancer
history and 15 women without
cancer history were 40+
cn=15 women with cancer histo-
ry and 11 women without cancer
history were 50+

Participant characteristics Personal history
of cancer (n=16)
M (SD) or % (n)

No personal history
of cancer (n=16)
M (SD) or % (n)

Total (N=32)
M (SD) or % (n)

Mean age 57.6 (6.8) 52.4 (10.5) 55.0 (9.1)

High school or higher 68.8 (11) 75.0 (12) 71.9 (23)

Confident filling out medical forms
all/most of the time

93.8 (15) 93.8 (15) 93.8 (30)

Married/partnered 31.3 (5) 43.8 (7) 37.5 (12)

Pap smeara 100.0 (16) 100.0 (16) 100 (32)

Mammogram (if 40+)b 87.5 (14) 86.7 (13) 87.1 (27)

Colon cancer screening (if 50+)c 73.3 (11) 81.8 (9) 76.9 (20)

Beliefs and practices about FHH

Believes FHH very important 93.8 (15) 93.8 (15) 93.8 (30)

Believes FHH of cancer very important 100.0 (16) 93.8 (15) 96.9 (31)

Very sure about collecting FHH 81.3 (13) 68.8 (11) 76.9 (24)

Has collected FHH information 37.5 (6) 75.0 (12) 56.3 (18)

Collected and wrote down FHH information 12.5 (2) 31.3 (5) 21.9 (7)
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information and information about lifestyles in general.
Participant 110 said, “I like this one better because it’s easy
to read, then it has suggestions on how to obtain a portrait
and ways to help you share while [your family is] sharing
with you.” Participant 112 said, “It seems like it gives me
more questions to talk about, more thoughts that come
across my mind. … Talking about how you eat, smoke
and exercise.” A few participants saw the benefit of using
both tools together; according to Participant 214, “I will
probably use [Does It Run In the Family?] along with the
Family Health Portrait. It’ll help me modify [MFHP]…

because it doesn’t just give a health history, it also gives
the lifestyle history. And that’s also important.”

Use of FHH tools based on different paradigms

After 3 weeks, we examined use of the selected tool and
self-reported barriers to use (see Table 4). The primary “use”
of both tools seemed to be to promote discussion among
family members. Of the 20 people who reported using the
selected tool, 75 % said that they had shared it with someone
else, and a large majority (93 %) discussed FHH

Table 2 Qualitative themes about discussion and recording of FHH information among African American women (N=32)

Theme Representative Quotes Discrepant Quotes

Mental and verbal collection. Many people
reported that they or their relatives kept
track of FHH information in their heads
and shared it verbally with others but
did not record it in writing.

Participant 116: “I just think communication
[is the best way to share FHH information].
Because the more I talk about it, the more
I explain to them and show them, the more
they understand… So a lot of times, you
don’t have to keep everything on paper.
If you keep informing people and keeping
them up to date, they remember. And they
love you.”

Participant 104: “Me, I need to write
stuff down.”

Written collection. Some participants
believed that writing down FHH
information could be useful, but few
reported that they or relatives had
done so.

Participant 102: “When you write things
down you got it there and you can always
go back and look at it and reference and
when you go by just your memory…sometimes
your memory fails you and you forget stuff.
Like I had forgotten when I was talking about
cancer that anybody in my family had had
cancer. Well, as we talked, I remembered my
sister had ovarian…I mean colon cancer so
if you write down you will have it. I think
writing is better. Definitely.”

None.

Participant 215: “I don’t necessarily think
computer but probably a log of, you know,
we have now where you can go in and do a
family tree on the computer I guess, but you
can also start it in a book and just start your
family tree and, I don’t know, you can list
what this person has. I mean it’s a lot of
work but that’s one thing, that’s one way
you could do it.”

Electronic collection. Some participants
thought a computer or the internet
would be a helpful way of recording
FHH information, but only a few
people had done so. Electronic
resources raised concerns about
privacy and accessibility, especially
for older family members.

Participant 212: “Well, I guess you could
[collect FHH information] by computer
but I just never thought about doing it.”

Participant 210: “The phone, you know,
in person… But, you know, this e-mail
stuff, the e-mail is OK. The Facebook
is not. And, and I’ve noticed that, you
know, people will put out a little more
information out there than they should.”

Participant 201: “I’ve got pieces of paper and
records and stuff like that, but I need to get
it together. As a matter of fact, when I leave
here I’m going to call [my brother] - telephone
call - and ask him how can we put this on the
web you know, because we’re trying to tie the
family up more because the basic 10 [children
there] is 7 of us left. We need to prepare them
to take over. Cause we’re tired, and we’ve lost 3.”

No collection. Some participants reported
that no one collects or records information
about diseases that run in their family.

Participant 213: “I don’t know any families that
[keep track].”

None.
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Table 3 Qualitative themes related to reactions to the biomedical FHH tool after initial use (N=32)

Theme Representative Quotes Discrepant Quotes

Showing patterns and connections.
Many people thought that the FHH
generated by the tool enabled them
to see patterns in their family history,
and many believed a visual depiction
of those patterns was useful.

Participant 116: “I think just seeing
it on paper, it just kind of opens up
your eyes. You know, ’cause you can
talk about things, but until people actually
see it written down, it kind of changes
everything…. ’Cause like my kids know,
well, your uncle so-and-so has this, and
your aunt has this.… I think that would
help them more if they saw it more on paper.”

Participant 212: “There was nothing I
didn’t already know…. It’s not like
all of a sudden someone jumps out
and you say, I didn’t know that….
It would be helpful for someone
else if they were looking at it you
know and see what’s going on, but
as far as I’m concerned I, you know,
I pretty much know.”

Participant 209: “[I]f you don’t see it in
black and white like this, it doesn’t seem
like there’s any pattern. It doesn’t seem
like it ….You don’t really think about it
until after you see, oh that connects.”

Seeing missing information. Many
participants said the tool made
them realize they were missing
information about their family.

Participant 105: “I see…an empty
page and …I’ve pretty much filled out
everything I can actually confirm….
And it makes me feel like I really
need to do some research.…I really
don’t know much about my family,
and it worries me. So I definitely
have to find out more.”

None.

Participant 114: “I don’t know all of
the information, I’m sure there is other
information I don’t know. But, basically
this is, this is, the information I have so far.”

Inclusiveness of tool. Most
participants felt the tool fit their
family well, but many participants
also noted that some extended
family members such as cousins
were difficult to include.

Participant 116: “I think it summarizes
my family very well. I think it’s a very
useful tool.”

Participant 110: “[I feel] like that’s
not a complete history. Incomplete….
my cousins were like my brothers
and sisters, that’s just the way my
family raised us.”

Participant 106: “My spouse and
in-laws [were left out]…. I was
surprised, but it’s about me and
they’re not blood-related to me
so…they’re blood related to my
children not me so I understand.”

Time and effort to use the tool.
Some participants thought the
FHH tool was time-consuming.

Participant 201: “[A barrier to collecting
FHH is] just taking the time to talk to
individuals and write and record their
information, because it’s time-consuming.”

Participant 213: “I don’t think it
takes much [time].”

Participant 212: “In my family…people
[would] just be too busy to [use the tool]
or would not take the time to do it.”

Table 4 Use of FHH tool at
3-week follow-up by selected
tool (N=30)

aTwo participants lost to follow-up
are excluded from these analyses
bDue to missing data for this item,
n=10 for My Family Health Por-
trait and n=18 for Does It Run in
the Family?

Chose My Family
Health Portrait (n=11)

Chose Does It Run
in the Family? (n=19)

Total (N=30)a

Discussed FHH 90.9 % (10) 94.7 % (18) 93.3 % (28)

Used tool 54.5 % (6) 73.7 % (14) 66.7 % (20)

Used tool and wrote down informationb 10.0 % (1) 44.4 % (8) 32.1 % (9)

Intends to use tool in future 90.9 % (10) 94.7 % (18) 93.3 % (28)

Time spent using tool, scale 1–7 (SD) 4.3 (1.2) 5.3 (.8) 5.0 (1.0)

Satisfaction using tool, scale 1–7 (SD) 5.8 (1.0) 6.1 (1.2) 6.0 (1.1)

Good experience using tool, scale 1–7 (SD) 6.0 (0.9) 6.5 (0.7) 6.3 (0.8)
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information since the baseline interview. Of the people who
used the selected tool, level of satisfaction was high (6.0,
SD=1.1). Larger numbers of people who chose Does It Run
in the Family? used the tool (74 % vs. 44 %) and wrote
down information (44 % vs. 10 %) compared with MFHP.

Few types self-reported barriers to using either FHH tool
were consistently mentioned. Of those who had used their
tool, 40 % mentioned specific barriers, the most common of
which were lack of time (30 %) and lack of information
about FHH (10 %). All 10 participants who did not use their
tool cited at least one barrier, the most common of which
were lack of time (40 %), distance from family (20 %), and
forgetting to use the tool (20 %). There was no clear differ-
ence in self-reported barriers by tool type.

Discussion

This study examined different behavioral steps needed to
collect FHH information and compared different paradigms
for FHH tools among an underserved racial/ethnic group in
the United States. Participants clearly separated discussing
FHH and writing the information down. At baseline, partic-
ipants reported believing that it is important to know and
collect FHH information, which is consistent with prior
research (Yoon et al. 2004). However, although many
agreed that writing down such information could be useful,
few had previously done so. Many people reported that their
families track FHH information verbally, and the FHH tools
also prompted more discussion than recording of FHH in-
formation. At the three-week follow-up, many participants
discussed FHH information with their families using the
tools, but few had recorded the information on paper.
Overall reaction to the biomedical MFHP online tool was
positive, with some participants stating that it helped them
see FHH patterns and gaps in FHH awareness. However,
more participants selected the Does It Run in the Family?
tool, and many reported liking the fact that it gave detailed
suggestions for talking with family members about FHH.
Overall, more people who chose Does It Run in the Family?
recorded FHH information in writing than those who chose
the MFHP tool.

Behavioral steps to collect FHH

Many people reported keeping track of FHH information
informally, either in their heads or through discussions with
family members. Our findings extend the literature by sug-
gesting that, while these discussions could be a way to
promote family closeness, people may also be receptive to
creating a written FHH record if prompted by an interven-
tion; many people thought that writing down FHH informa-
tion was an effective way to keep track of it, and seeing

some family history information in a chart prompted many
to want to collect more information.

Our sample was purposefully comprised in equal numb-
ers of cancer survivors and people without a personal histo-
ry of cancer. It was surprising that, at least in this small
sample, people with a personal history of cancer were less
likely to have collected FHH information at baseline than
people without a personal history of cancer. Although these
findings need to be explored in larger samples, the results
suggest that a cancer diagnosis by itself may not make the
discussion or recording of FHH information more salient,
despite the fact that biological relatives may need to know
the information for their own care. We did not collect
information about when our participants had been diagnosed
with cancer; it is therefore possible that, for some of our
participants, their cancer diagnosis and treatment predated
recent public campaigns to collect FHH information. Our
results suggest, however, that patients who are diagnosed
with cancer or other chronic diseases may need explicit
encouragement to record that information and share it with
other biological family members.

Reactions to biomedical FHH tool at baseline

Participants generally reacted positively to the online bio-
medical tool used during the baseline interview. Although a
few participants found the MFHP tool time-consuming,
many believed it helped them to understand family health
patterns, helped them see FHH information they were miss-
ing, and was a good fit for their family. These results suggest
dissatisfaction with biomedical FHH tools may not be a
major barrier to FHH collection.

Use of FHH tools based on different paradigms

The majority of participants reported using their FHH tool
during the three week follow-up period; however, few wrote
down this information. People who used either FHH tool
during the follow-up period generally reported having a
positive experience and feeling satisfied. Our follow-up
interview findings highlight the importance of precision in
assessing use of FHH tools by separately investigating com-
ponent steps. Many participants, for example, reported “us-
ing” the tool, but most of those did not write down FHH
information. These results are especially concerning be-
cause the characteristics of our study participants (e.g., high
adherence to screening, high levels of self-efficacy to collect
FHH information) suggest that they might be somewhat
more likely than the general population to collect written
FHH. It is important to note that more participants used the
non-biomedical FHH tool than the biomedical one and
recorded more information, which may be due to the differ-
ence in underlying paradigm or to the cultural tailoring of
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the Does It Run in the Family? tool. Participants liked
the fact that the tool provided suggestions for talking to
family members about FHH, as well as information
about collecting health information other that disease
history. This difference between use of the tools certain-
ly warrants exploration in future quantitative studies
powered to detect statistically significant differences
between FHH tools.

Participants reported few types of barriers to using either
FHH tool. The fact that all participants who did not use their
tool mentioned at least one barrier could mean those partic-
ipants actually faced more barriers, they were motivated to
explain their lack of tool use to the interviewer, or both.
Participants did not mention several barriers to FHH collec-
tion commonly cited in the literature, such as lack of inter-
est, difficulty understanding FHH materials, poor or distant
relationships with family members, or lack of health infor-
mation (Wallace et al. 2009; Petruccio et al. 2008; Murray et
al. 2007). However, both people who used the tools and
people who did not use the tools cited lack of time as the
main barrier, consistent with prior research (Petruccio et al.
2008; Wallace et al. 2009; Murray et al. 2007). This finding
suggests that, although people consider collecting FHH
information to be important, other tasks may take short-
term priority. People may need additional interventions that
can motivate them to prioritize creating a written FHH
record that can be shared with health care providers.
Having primary care providers explain the importance of
FHH, for example, may be one way to encourage partici-
pants to collect FHH information (Murray et al. 2007).

It is also important to note that all 32 participants were
willing to create the beginning of a written FHH during the
baseline interview. This finding is consistent with a demon-
stration project in which 100 % of the participants created a
FHH while participating in an educational session (Wallace et
al. 2009), and it suggests that having a designated time and
place, as well as in-person encouragement, may be helpful in
promoting the creation of written FHHs. Strategies such as
asking patients to complete a FHH form prior to coming in for
an appointment, giving patients time to record the information
they do have before seeing a provider (e.g. while in the
waiting room), and supplying support from a patient educator
or nurse may be effective in encouraging people to create
written FHH records.

Strengths and limitations

Most research on family history has studied highly selected
populations, often those who are white and of high socio-
economic status (O'Neill et al. 2009; Acheson et al. 2010;
Wideroff et al. 2010; Cohn et al. 2010). The present study
extends current research by focusing on members of one
minority population in the United States. In addition, we

addressed important research gaps in the literature by ex-
amining separately different behavioral steps needed to col-
lect and record FHH and by investigating different
paradigms for FHH tools. The use of qualitative methods
allowed us to explore these questions in much greater depth
than we could have in a quantitative study.

Because the sample size was based on our primarily
qualitative approach to the interviews, we did not have
adequate statistical power to compare results between sub-
groups, but future research should investigate these ques-
tions in larger, quantitative studies. We pre-selected the
FHH tools used in the study and it is possible that different
FHH tools would better motivate the collection and record-
ing of FHH information. In addition, our convenience sam-
ple was drawn from a single metro area, and women who
were motivated to collect and discuss FHH may have been
overrepresented.

These data suggest that future intervention research
should develop strategies to encourage the creation of writ-
ten FHHs in different subgroups as well as exploring how
different FHH tool paradigms affect this outcome. Future
studies of FHH interventions should explore which para-
digm for FHH tools might best bridge the gap between
verbal/mental FHH tracking and the creation of a written
FHH that could be shared with family members and health
care providers, as well as whether using tools based on
different paradigms in conjunction with one another may
improve collection of FHH information. Future research
should also analyze the effects of diagnoses of different
types of cancer, as well as other chronic diseases, on use
of different kinds of FHH tools. In addition, our findings
suggest that researchers assessing FHH collection should
employ carefully constructed survey items that differentiate
between different behavioral steps required to complete a
written FHH record. Taken together, these steps can expand
the current knowledge base about FHH collection and
strengthen the use of FHH information in clinical practice.

Conclusion

Simply making FHH tools available for patients to use on
their own may be insufficient to promote creation of a
written FHH record, a step critical to sharing this informa-
tion with health care providers. Although most participants
endorsed the importance of collecting FHH information and
felt confident in their ability to do so, few took the addition-
al step of writing down FHH information, even when given
a FHH tool. Providers and public health practitioners should
consider additional ways to encourage patients to create
written FHHs in order to maximize the potential of FHH
information to inform and tailor prevention and screening
recommendations.
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