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Abstract

Objectives: This study aimed to systematically identify and
evaluate the readability and document complexity of cur-
rently available family history tools for the general public.
Methods: Three steps were undertaken to identify family
history tools for evaluation: (a) Internet searches, (b) expert
consultation, and (c) literature searches. Tools identified
were assessed for readability using the Simple Measure of
Gobbledygook (SMOG) readability formula. The complexity
of documents (i.e., forms collecting family history informa-
tion) was assessed using the PMOSE/IKIRSCH document
readability formula. Results: A total of 78 tools were identi-
fied, 47 of which met the criteria for inclusion. SMOG reading
grade levels for multimedia-based tools ranged from 10.1 to
18.3, with an average score of 13.6. For print-based tools,
SMOG ranged from 8.7 to 14.1, with an average score of 12.0.
Document complexity ranged from very low complexity
(level 1 proficiency) to high complexity (level 4 proficiency).
Conclusion: The majority of tools are written at a reading
grade level that is beyond the 8th grade average reading
levelin the United States. The lack of family history tools that

are easy to read or use may compromise their potential ef-
fectiveness in identifying individuals at increased risk for
chronic diseases in the general population.

Copyright © 2010 S. Karger AG, Basel

Health literacy has been defined as ‘the degree to
which individuals have the capacity to obtain, process,
and understand basic health information and services
needed to make appropriate health decisions’ [1]. Health
literacy consists of a constellation of skills, which include
the ability to perform basic reading tasks and compre-
hend text, such as written instructions (prose literacy) as
well as the ability to locate information and use docu-
ments such as medical forms, charts, and tables (docu-
ment literacy) [2, 3]. Approximately 90 million adults in
the United States have limited literacy skills, or difficulty
understanding health information [1].

Evidence for the negative impact of poor health liter-
acy is accumulating. Adults with limited health literacy
haveless knowledge of disease managementand ofhealth-
promoting behaviors, are less likely to use preventive ser-
vices, and report poorer health status [1, 2]. Not surpris-
ing, health literacy levels are lower among minority pop-
ulations, those with limited English proficiency, the el-
derly, poor, and less educated [4, 5].
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Related to health literacy, the issue of genetic literacy
has received much attention in recent years. Genetic lit-
eracy pertains to one’s capacity to understand and apply
genetic information to make appropriate health and life-
style decisions. Advances in genomics have led to exciting
possibilities for the future of medicine, health care, and
public health initiatives. The growing understanding of
how genetics play a role in chronic diseases has spurred
an ambitious vision of genomics for medical science em-
phasizing the potential health benefits for all [6]. Prelim-
inary studies, however, have found that the general public
has limited knowledge of basic concepts related to genet-
ics [7, 8]. As such, genomic advances have prompted con-
cerns about the general public’s readiness to process and
utilize the knowledge gained to make informed decisions
about their health [8].

To facilitate the use of genomic information for health
promotion and disease prevention, several government
agencies, including the Office of the Surgeon General and
the Centers for Disease Control and Prevention (CDC),
have advocated for the use of family history assessment
as atool to increase genetic literacy [9-11]. Family history
offers an ideal proxy to assess genomic risk and is the
simplest applied ‘genomic tool’ available [9]. An individ-
ual’s family history is more than genetics alone, but rath-
er reflects the consequences of genetic susceptibilities,
shared environmental and cultural factors, and common
behaviors [10]. All of these factors are important when
estimating disease risk.

In spite of public health communication efforts that
have been undertaken to promote increased awareness of
family history, several factors may severely limit the im-
pact of these endeavors. Complex health information that
is traditionally conveyed on family history tools (e.g., ge-
netic predisposition, heredity, blood relative, index pa-
tient, pedigree) are inherently difficult to understand and
may not lend themselves to easy simplification. More-
over, little is known about how the public responds to
family history tools. For example, it is unclear whether
the public is able to access available tools, understand
how to use them, and apply that information in terms of
taking health protective actions [10, 11], which may com-
promise their potential effectiveness. Readability, com-
prehension and cultural/linguistic appropriateness of
available family history tools are rarely, if ever, assessed.
Underserved populations, in particular, may face distinc-
tive literacy-related barriers for the effective use of such
tools because of less access to culturally and linguisti-
cally appropriate health information. By not addressing
literacy-related barriers, public health efforts to encour-
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age the use of family history as a tool for prevention may
inadvertently serve to magnify health disparities [12].

To better delineate the barriers to the effective use of
family health history tools, the present study was de-
signed to systematically identify and evaluate the read-
ability and document complexity of currently available
family history tools for the general public.

Materials and Methods

Identification of Family History Tools

We undertook 3 steps to systematically identify existing fam-
ily history tools to be included in the present study. First, we con-
ducted general Internet searches using search terms such as ‘fam-
ily history tool’, ‘family health history’, ‘family history risk assess-
ment’ as well as targeted searches on government websites focused
on disseminating family history information: CDC (www.cdc.
gov/genomics/public/famhix/links.htm) and National Human
Genome Research Institute (www.genome.gov/11510372). Sec-
ond, upon generating an initial list of print and multimedia-based
tools, we contacted a total of 9 experts in family history or genet-
ics for feedback and to identify tools that were not included on our
original list. These were identified by the study team because of
their prior work either in promoting the importance of family his-
tory or developing family history tools. Experts identified were
from various backgrounds including public health professionals,
genetic counselors, nurses, and physicians. Third, we examined
the published literature using similar search terms as noted ear-
lier for other family history tools to be included. The reference
section of published articles was also examined for additional
tools.

Our definition of what constituted a ‘tool’ per se was broad in
scope. Criteria were established by the research team to determine
what constituted an appropriate tool for literacy assessment, in-
cluding (a) availability and appropriateness for general public (vs.
targeting provider), (b) focus on family history assessment and
not behavior risk factor assessment (e.g., traditional health risk
appraisals), and (c) availability of an English language version.
Tools that did not meet these criteria were not included in the lit-
eracy assessment (see complete list of tools identified in table 1).
For example, questionnaires or single-page forms used to collect
family history information were included in our literacy as-
sessment(s). We also included web sites that provided information
on the importance of knowing one’s family health history and
detailed how to collect the information (e.g., instructions for
which family members to include, information to include). How-
ever, we limited these web sites that provided family history
guidelines to those representing national organizations (e.g., Na-
tional Society of Genetic Counselors) or that were referenced by
other government websites such as the CDC (e.g., Mayo Clinic).

In contrast, we did not include family history tools that were
embedded in existing electronic medical record systems of a par-
ticular medical or hospital establishment even though several ex-
ist (e.g., Hughes risk Apps [13], Centricity™ EMR) or are in devel-
opment (e.g., Fox Chase Cancer Center [14], Intermountain
Healthcare [15]). Other tools that were identified but no longer
accessible either online or through the developer were also not
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included. In addition, we did not include medical research sur-
veys that included a family history component (e.g., National
Health Interview Survey —- NHIS; National Health and Nutrition
Examination Survey - NHANES). Publications that discussed a
family history tool but either (a) did not present the actual tool
(i.e., in appendix) or (b) pertained to family history question-
naires administered via face-to-face or telephone interviewers,
were also not included. Family history tools provided through
commercial companies that required a fee to access were also not
included in our assessment.

All tools were identified and assessed over the period of Janu-
ary 2008 to June 2009.

Literacy Assessment

Family history tools exist in many different formats and as
such, we undertook different literacy assessment approaches to
accommodate the various formats. We assessed reading grade
level for all family history tools that contained sentence-type text.
For all print-based tools that contained questionnaires, charts, or
family history tree diagrams to be ‘filled in’, we assessed docu-
ment complexity. As a result, tools were assessed for either read-
ability or document complexity, although some tools (N = 16)
were assessed for both.

To assess readability, we used the Simple Measure of Gobble-
dygook (SMOG) readability formula [16] calculated through 2
methods: (1) ‘Readability Plus’ (a computer software program de-
signed by Micro Power & Light Co. to assess the reading level of
materials) and (2) by hand - as a quality check to confirm results
from the software program. The SMOG formula calculates for the
reading grade level based on the number of polysyllabic words, or
words with 3 or more syllables, for every 30 sentences. The SMOG
reading grade level assumes 100% comprehension and is a more
stringent criterion for comprehension compared to other read-
ability formulas available [17]. We chose this formula because of
its robustness and accuracy, strict criterion for comprehension,
and widespread use in prior published literature assessing health
education materials [17-19].

To prepare materials for readability assessments, we omitted
numbered and bulleted lists, removed any punctuation including
periods, colons, semi-colons, exclamation and question marks
not indicating the end of a sentence, and omitted headings and
sub-headings. Using ‘Readability Plus’ we took samples of ap-
proximately 300 words from each document (100 from 3 different
sections). Text samples were taken from the beginning, middle
and end of each family history tool. For tools that contained 300
words or less, we assessed all the available text. For hand calcula-
tions of SMOG, 10 sentences were taken from the beginning, mid-
dle, and end of every tool for a total of 30 sentences. For tools with
less than 30 sentences, all of the material was used.

Some of the interactive family history tools calculated risk as-
sessments based on family history and provided detailed sum-
mary reports based on risk level. For these tools, we separately
assessed and reported the readability assessments for the instruc-
tions (i.e., front matter including description of tool, purpose, and
instructions on how to complete) and actual tool for collecting
family history information versus the summary report generated
based on the information provided by an individual. This was
undertaken to allow for more consistent comparison across tools
and to capture any differences in language used between the 2
sections.

224 Public Health Genomics 2011;14:222-237

Document complexity was assessed by hand on all print-based
family history tools that included ‘fill in” sections, including ques-
tionnaires, charts, or family tree diagrams. Often, print-based
family history tools contained insufficient text for traditional
readability assessments (N = 9). Document complexity was par-
ticularly useful for assessing the tools that did not have sufficient
text to perform SMOG readability assessments and allowed for
another form of literacy comparisons across available tools. To
assess document complexity, we used the PMOSE/IKIRSCH doc-
ument readability formula [20]. Assessment of document com-
plexity entails identifying and scoring documents based on the
complexity of their structure (e.g., simple list, nested lists, etc) and
their density (e.g., number of labels and items on the list). The
majority of tools assessed for document complexity were print-
based questionnaires or family history tree forms that are used to
collect family history information (with the exception of one mul-
timedia tool that consisted of a single screen or ‘page’ to complete
family history information). Scoring on the PMOSE/IKIRSCH
ranges from Level 1 proficiency - very low complexity (range in-
cluding grade 4 equivalent to less than 8 years of schooling) to
Level 5 proficiency - very high complexity (range including 16
years of schooling to more advanced postgraduate degree).

Results

A total of 78 tools were identified, 47 of which met the
criteria for inclusion (table 1). Overall, 13 of the family
history tools were multimedia-based, 5 were websites that
detailed how to collect family history information, and
29 were print-based. A total of 8 of the multimedia-based
tools were capable of generating summary assessment re-
ports (e.g., risk assessments and/or preventive messages)
and, as such, SMOG was assessed separately for the in-
structions/tool versus the summary report.

Several tools included in our assessment were devel-
oped for specific disease conditions, especially cancer
(N =13, tool #1, 2, 10, 11, 12, 16, 50, 57, 60, 63, 64, 67, 77).
Five tools focused on metabolic conditions including cor-
onary heart disease, stroke, and diabetes (#28, 29, 30, 55,
69). Some tools were developed for specific target popula-
tions such as African Americans (N = 3, #24, 47, 55). Sev-
en tools were available in Spanish (#18, 28, 35, 40, 52, 66,
76), whereas only two tools have been translated into
multiple languages for use (#40, 66). Only 3 of the tools
included in our assessment collected family history in-
formation and generated risk estimates for multiple dis-
eases (#3, 15, 21).

A list of the tools assessed for readability is included in
table 2, organized by type of tool (i.e., multimedia, web-
site, print). Overall, SMOG reading grade levels for the
multimedia-based tools ranged from 10.1 to 18.3, with an
average score of 13.6 that is equivalent to a college level

Wang/Gallo/Fleisher/Miller



(HD) 2SeasIp 118y AIeU0I0D pue

[¥€] (8007) T8 12 A][2)] Os[e 29
'800¢ ‘87 3sndny passadoe
¢/soneuagooues /uoryuaadid

(furysowe( A1our1o)) urpyi[ed Ajrure
pEIlCg)

TO[Qe) - X J9DURD JO YSLI £I10)sTy ATuurej Surssasse [00) Ga M /s10y1s1ApuESIURnIed /woddursawe( Mmm/:dy  1e0ue)) darsuayprduro)) A)IsIoATuN) 2)eIS OIYOQ ST
YSOTY UAIISYINO T,
- dIreuuonsSaNY) AI0)STH Iodue)) A[rure]
“w)sAs "190Ued JO A10)STY ATurej Belliciel
[exdsoy ur asn 10§ padofaasp - N 393[[05 0] [00) YsOD| U212sYdN0} 1nduro) [£€] (0007) ‘Te 10 uBUIISIA 99§ IddUR)) dAISUAYRIdWO)) AJISIOATUN) eIS OO ¥
“UOTJRULIOJUT 8007 F 1sndny passadoe ‘uny 9217, YI[edH
79[q®) - X A1038TY 3y A[TUIE] JD9[[0D 0} [00) GOAN  "XOPUI/IY}[edY/WOd UOTuNydIMIOwMmm//:dny uorun) YoIMION €1
suoneIauan) AN
:(aredyeay
PERI( () 8007 ‘8 1sndny passadoe ‘dse rasnmou UI2)SIMYIION] U0JSUBAY A[TOULIO)
79198 - X 10§ Yst1 £103s1y A[runrey Surssasse [00) I /qemyud/3ro-yuarsuoryerauadiur//:sdyy wa)sASUI[eaH AJISISATUN) JIOYSYIION  CT
“190ued JOo A103STY 8007 % 1sndny passadoe ‘uny opmo) £I10)STH Iaoue))
7oIq®) - X A[Turey uo UOIRULIOJUT 199[[0D 0) [00} GI M *103sTYI2OURD /WI0D"s)sA)peLIAuUr- Mmm//:d1y DU ‘SaLI0JRIOQRT O1)OUID) PRLIAIN 1
221, A[rure; [ed1paN
:19JUD)) [EDIPIA] BYSBIQIN] JO AJISIDATUN)
RERLIL:] 8007 ‘g 1sndny 1091ua)) 19oue)) Lorddy o) pue uonelIqeysy
79[q®) - X 10§ st A103s1Y Arurey Surssasse [00) QM passaooe ¢/1eoueduad/npaowun-dde//:dny PUE SO1JUSD) 10J )MISU] JOAIA-00IUNN (T
‘s1op1aoid a1es
yireay/suenisdyd sjaSre], “sorurp
JUSTUSSISSL YSLI PUL SIDIJJO 28D “JOOUED UBLIBAO/}SEAIq ATRIIPAIAY 10] sddyysrysoydny
Arewrrd ur osn 10y padofoasp — N YSLI Je USWOM AJIUapT 03 widyshs pazrrandwo)) [£1] (6007) ‘e 30 suueZQ 99§ ‘[e31dSO}] [eIDUAD) SPISNYIESSLI 6
*103STY A[TUIR} U0 PIsNOOJ JOU “IadUERD 8007 I9QUUADA(] Passadoe ‘dse'uononponur/Iaoue)) a8y ey
15©21q 10J JUSUISSISSE YSLI [BIOUIS — N *I9OUED JSBAIq J0 YSLI SUISSIsSe [00) QI Jsearg/sapmSyieay/uroo-afeearmmm//:dny DIOMIDN] S, USWIOAN ISTBOH 8
"a301)s pue ‘s1s010d021so
*A10381 A[TUrey wo pasnooy jou 9SISIP 11BIY ‘$9JqRIP ‘TIDULD SISLISIP 800 T9QUIAD(J PIssadoe Xopu] STy dseasI(q
(003 Testexdde ystx yipeay — N ¢ Surdopoaap 10§ ystx Surssasse [00) QAL ¢/21epdn/npapreArey XopursLIaseasIp mmm//:dny ‘J[eaH O1[qNd JO [00YDS pIeATR £
‘I[eay [eyuow s)981e ], ‘WO BUWLIOJUL 8007 I19qUIAd( wrerdoxd 9217, ATruue] yI[esH [eIUdIA
7o[qe) - X A10181Y [3[eaY AJTUIR] 1D9[[0D 01 [00) GOAN  PIsSSdoe ‘/aamAfruue)/310-aremedrure; mmm//:dny 'ssauaIemy uorssaxda(g 10§ sarfrue, 9
*A103S1Y A[Turey uo pasnooy *SI90UED [2J03I0[0D PUE ‘UBLIBAO ISBIIQ (SDID) w2IsAS axeIu STy I120U.)) Y],
JOU “IOOULD JOJ JUOWISSISSE NSII — N[ JOJ YSII $53sse 0} 1aindurod 19[qe) “Uaa1osyono], [2€] (5007) ‘Te 10 TouUDS 995 1IOJUR)) [BIIPIN ANISIDATUN) NT §
*f10381 8007 T0QUIAII(] PIssaroe (190UBD) [£39910[0D)
A[rurey uo pasnooj Jou ‘OuwIoIpuAs «dseynejop/10je[no[Ed-010/[PUnSAIUTOT)SES sisodAjoduoN Arejrpasof]) swrorpuAg yous
[OUAT 10§ JUIWISSISSE YSLT — N *2WOIPULS YOULT 10§ Ys1I Jurssasse [00} Ga M /190ued/yed /310 10qTR)-RURp MMM/ /:dNY 22)NSU] 10UR)) 1dqQIel-eUR
"I90UED UBLIBAO PUE }SBAI] ‘UO[0D PUB
€59)0qRIP “OO1)S DSLISIP 1IBIY ATRUOIOD :SISBISIP 800¢ wpRTemMuTeal] Aqrure]
7o[qe) - X 9 J03 stx L10)s1y Aruuey Surssasse (003 1onduro) 1oquia)dag passadoe 1ado[aAdp woly J[qe[IeAy ‘UOTJUIAIJ PUE [01)UO)) ISLISI(] 10] SIIUI)D) ¢
“190Ued Jo A103STY [1€] (9007) 'Te 30 UOSAYOY 0S[e 39S (LVAYD) [00.], WUIWSSISSY Aseq YSTY dJ1dUIL)
7o[qey - X Aqrurey sfedsip pue s309[[05 Jeyy (003 :indwo) g0z ¥ 1snSny passadoe /npa-asedAruey//:sdny :AJISIOATUN) UIDISIA 358D ¢
8007 Joquadaq
's190URd A18IIpaIay passaooe ‘dserj00)-Gurusaios/Suresunosonouad [00.], JUSWISSISSY ST J20Ue)) AIeIIPIISF]
¢ pue g s3[qe) - X 10§ yst1 A10351Y Arurey SUIssasse [00) QI /190UBD/SIOIAISS /310 d1edY )[Ry RIOINE MMM //:d11Y :2I8)) YI[EH BIOINY I
erpawnmy

(NI/A) Jusuissasse ur papnpuf

uondrosag

W01J /1€ J[qR[IRAY

[001 JO dureN [00],

PayTIuapI s[003 £103STY ATurey jo 3siy 2397dwo)) | ajqer

225

Public Health Genomics 2011;14:222-237

Family Health History Tools



“TIWOM
Suoure aseastp 11eay s3a81e], “A10381Y YI[eay

€ pue ¢ s3[qe) - X Ayrurey no Surddewr 10y 9a1) 10381y ATUre,

800T 19qUIdd9( PIssadIe ‘F9F650€=1oyHuap!
s[uny(1ayuasard/3roresyuestowe mmm//:dny

2217, A[Ture,] USWO A\ 10J Py 0D
[UONBIOOSSY MBI UBDLIDWY Q7

g

"uoTjeULIOfuT A10)STY

8007 ¥ umSWSAN Poassadde JH@U.NM@GH

amynJ mog :A103STH AJrure mox

7o[qel - X Ieay Aqrurey 1097[0o 0) moy Surrejap a8ed qa JoanAurey/rowmnsuod/31003summm//:dny :SIO[SUNOY) J1J2URL) I0J £12100G [BUOTIEN /T
2217, A[rure,] [eOIpajA
‘uopeurIojur £103S1Y 8007 ¥ 1sndny passadoe ‘£0L10OH/A103S1q 1o apidwoy) 03 MOY] :A103STY [EITPIN
To[qeI - X yi[eay Arurey 1097[00 03 moy Surjrejap a8ed qa -[ed1pat/y3[eay/wod drurpofewrmmm//:dny D) okel 97
Aro1s1y eay
A[ruurey e 153[[02 0} MOY[ U0 UOTJRULIOJUT SIPN[OU]
‘s1opraoxd *a1e2 Juaned ojur sonauad SunerSayur uo 800T 12qUIA(] PISSIIOL “TUIq'XIPUT 21)08IJ MO K PUE SINIUID)

axed yeay/suerdisyd syodre) - N $301n0sa1 pue worewrojut Surpraoxd 231 qap

/ouruod4£83/uroosawtpyoyprew mmm//:dny

SIUWI(T JO YOIRIN ST

‘uoTjeULIOfuT A10)STY

To[qeI - X yi[eay Arurey 1097[00 03 moy Surjrejap a8ed qap

8007 12qUUADI(] PIsSSIIE ‘W
*AI0)STHITES HATU B, 1IN0 £ 193[[00) /A TUNTItod
/NP pIEMOY 1)udddWoudd Mmm//:dNny

£10381H yieaH Aqruue,] Mo 303[[0D
LI91Ud)) 2awouan)
ueWN] [eUONeN] - AJISIOATU() PIEMOT] T

"£10)s1y A[rurey Suryoa[[od 10§ (pI003y
ey A[rure,] A7) WIOJ & SOPN[OUT "UOTIBWLIOJUT
K10351y AJrarey 103[]05 01 Moy pue A103STY

€ pue ¢ s3[qe) - X A[rurey jo aoueyroduur a1y Sur[reap 918 qo M

6007 dUn{ passadde
U WO/ YUJ/Ne w0 sonauad-mmm//:dny

(p1029y YireaH
Aqrure,g A7) 1017eIA7 UBD) A103STH Y3l AJruure,]
190TAISG SOT)AUID)

MSN Y} JO UOTIBONPH SONAUID) I0J dNUYD) €7

‘uorewLIOJuT
Sunoaq[oo 105 9213 A103STY ATUIE] © SOpNOUT
"@HAV 01 payefa1 sasouderp 1o swoldwAs jo

¢puegso[qe) - X AI03s1y A[rurey 1097[00 03 moy Surrejop a8ed qapn

8007 12quIadd( passadoe xdse[oo)
-uorjen[esd-pype/wod-yroddnspype mmm//:dny

2217, Afrure,y oy vo sapddy
aroddng qHAV 7T
SIYISGI M.

"SUONIPUOD I[eaY 6§ 10]

[9€] (2007) 'Te 32 dzury] 0s[e 235 800T
% ysndny passaooe .Emu.wEos\wwﬁinﬁEmE\wam

aSeioy ey

72198 - X st A10)s1y A[rurey urssasse 003 QAN (Owd(T) /JUIUI/NPI BIUISIIA WR)SASTI By MMM //:d)IY eruiInA jo L)is1oAtun  Ig
NS G2 M [ePYJO [PPOIN uonenfeAy
“Axoysty Ajrurey ST UONBINN CVOd PUe [VOYE 11 Utad ST,

‘suoreInuI
TVOYE 10 [ VDY 10§ 3s11 Bulssasse [00) ga M

UO Pasnd0j J0U ‘SNje)s UOTIeIN
VDY 10J JUSWISSISSL NSTI — N

8007 19quIada(J passadoe ‘dse-xopur/zuuad/ooe)r
/zzog:npa uuadn roye mmm//:sdpnyg

BEIlES
I20UR)) UOSWEIQY BIUBAJASUUIJ JO AJISIOATUN) 0T

-Sumpos
[eorurp ur asn 10§ padofaasp — N

"[00} JUWISSISSL ST IOULD
jseaiq Areyrpaay pazrrayndwoo ad£jojorg

[s€] (5007) Te 12 ArempreIq 33

(HOVYD) JusWuoIIAUY [eTUL[D)
Y} UT JUDUISSISSY UOTBN[BAY YSTY d1}AUIL)
:a8prquie)

Jo Ayis1oATu) /uopuo a8a[o) ANsIoAtun 61

"IOOUED UBLIBAO PUE JSBAI] “UO[0D PUB

(6007 Arenue[ uorsioa payepdn

‘59J9QRIP ‘OYOI3S ‘OSLISIP JIe3Y AIBUOIOD :SISEISIP 6007 ~ UOISIoA Q9 M) TenI0d I[edl A[rure,] AN
79198} - X 9 10§ A10)STY A[TUrey s303[[00 Je[} [00} A ‘97 Keq passaooe ¢/a03 sy A1oystyhrurey//:sdpy ;[00], £10)STH A[ruue] s erouan) woading ‘g 81
‘uonewLIOfuI £1038TY 6002 [001, £103STH] yaear] Aqrwe
R CEEDS AJrurey 1097[00 03 [00) 20131pad A[rurey qapy  aun( passadoe /w0 ATwepAwursunnrmmm//:dny ‘oo A[rure JAN UTSUNYI] ouf sotwoudadng /]
8007 19quIa3(]
PaSSI00E WY JUSWISSISSE YSLI TOOULD
/SIUDUSSISS® HSLI 190U /AJUNUILIOD /UOTJEINPS JUSWISSISSY ST 10Ue))
79[q®e) - X *I9OURD UO[OD 10§ YSII SUISSasse [003 I M “yoeranno/raoueds/npansdowymmm//:dny PIMNSU 1dUR) AeIG UUD 9]

(NI/A) Jusuissasse ur papnpuy uondrrsaq

WI01J /1€ J[qR[IRAY

[001 JO dureN [00],

(panunuod) | ajqer

Wang/Gallo/Fleisher/Miller

Public Health Genomics 2011;14:222-237

226



8007 ‘Sg Toquuadag passadoe
QU ISIPRRYD/s1deou0d/s[00) /=aureuary
R05OV=mpRA=udgpuk|ly LH0SqPO=42186

ISIPPAYD) 25BISI(T A[TUre,] S[00 ], d1}oUa5)
:dnoin Gunyrop A103sTH] A[rure]

¢ o[qer - X *A[ruuey o) Ul s3seISIP YoRI} 01 ISIPOAYD)  §8888=PIsSSa00¢/19[ATds/S10°s)sa10uad mmm//:dny 993(01d (DdD) 218D ATRWILIJ UT SONAUID)  ¢f
“NSLI SUIULIANAP 0) £10)SIY
Afrurey asn 0) moy uo 1opraoxd areoyjeay
‘s1opraoxd 10§ S[qB[IeA® UOTJRULIOJU] "UOTJRULIOJUT 8007 ¥ 3sndny passaooe Yyyoo=I133]yy PpIeD IOPIAOI] AIEDYI[I
ared yyeay/suerdisdyd syodre) - N £1038TY ATTUIR] 103[[0D 0] AITEUUONSINY) sdseAerdsip~sm /310 ouereonouad/ :dny (OUBI[[Y OOUD) 7
"UOTJBULIOJUT 8007 ¥ 1sndny passadde Yyyod=12)[1j arreuuonsang) A10)sT yIedH Afrure
¢ pue  s3[qel - A10ST ATUTe 199[]00 0} ITRUTONSINY) sdseLerdsip~sm/3ro-aouereonouad; :dny OURI[Y ONAURD) ¥
AI10ISTE YI[eaH]
‘uonyeurIojur A103S1Y yjeay Afrurey 8007 ‘g7 3snSny passaooe ‘Yuyoo=1a)ysdse  A[ure o) opmo) y zA[rure] ay) ur uny [ s20(q
79198 - X 193[[00 0} MOY] SUI[TeISP JAP[O0] I[QBZITU0ISN]) “Kerdstp~sm/S10-oouerreonouad-mmm//:dny 2JURI[[Y ORUID)  (F
aIreuuon}sang) AT0)sTp A[rure,
“120Ued ‘[e3rdSOF] [eISUIL) $1JaSNYDESSLIA
"3[013I. UT J[QB[IEAR JOU — N Jo A103STY ATUrey 399[[00 0} 2ITRUUONSINY) [0%] (37007) ‘Te 32 12A015) 225 pue )MIsu] I190UR)) I9qIBI-eUR  6E
*IOOUED [B}DI0]0D
"3[oT)Ie UT J[qR[IBAR JOU — N J0 £10)STY] ATTUUIE) 1939[[0D 0] AITRUUONSINY) [6€] (S007) ‘Te 32 Lyeae[f] 298 AyIsIoATUN SNTUdWOD) 8¢
8007 ‘87 Isndny A103STH] [e2IPaIAl S A[Ture,] anox Sunoojo)
‘10381 3[Ry Passaooe ‘WY 210§ /JISIA /IO ULI-ATR)IPAIAY :I9JU))
72198 - X Aqrurey 1097[00 03 moy Surquidsap amnyporg  /y/eydpe/oas/S1o suaipyoneuunu mmm//:diy [e21P2IA [e3IdSOY S URIP[IYD Neuunur) /¢
[00], yuouussassy A103STH AJrure
rweadorg
‘s1opraoad axed yypeay/suemdisyd $O1)OUDD) [BUOISNY OLIBIU() UId)Sey
ZunaSre) [00) JudISSISSE NSLI — N “190Ued JO A10)STY A[IUey pIo2al 03 [00], [8€] (0007) ‘Te 32 urdio) aag orejuQ urd)seq Jo [edsoH s uaIpy)  9¢
“f10381Y
A[rurey umo Jnoqe uIea] 0} Moy pue A103S1Y 8007 ‘87 3Sndny passadoe ‘uny yIreay 10y yueyroduuy s A103STH Arure,g
72198 - X Arurey o soueyroduur ayy Sur[reap joays o8] *sy/xryureyorqnd/sorwouad /Ao opommm//:dny UOTJU2AIJ PUE [0IJUO)) 2SeSI(T 10J SIAQU)  G§
wrro,] A103STE A[rue,
"SISBISIP IOYJO DUDIPIIA] [BIAUIK) JO
"3[0T}Ie UT J[qR[IBAR JOU — N pue 190UEd JO £10)STY A[TUIR] 19[[0D 0) ULIO] [£€] (£007) 'Te 32 JANIA 93 UOISIAI(] ‘[e31dSO}] s,uswop pue weydug — H¢
199U 108 A10)STH A[Tuue,]
"221) A[Turey e melp pue A10)sTq [)[eay 8007 ¥ 3sndny passadoe :2DURI[[Y dTJAUID)
79198 - X AJrurey e 1991705 0) Moy SUIqLIDSIP 199YS 108 FIunys swnsuod/ssaxd/3ro-Syse-mmm//:dny 33 $O1}OUD) UeWN] JO A191D0G UBILIDWY €€
*£10)STY I[eY A[TUUIe] B 103[[0D
0} MOY UO UOIJBULIOJUT SOPN[OU] ‘SUOHIPUOD
‘s1apraoxd pajuayur 1oy sSefy pa1, oY) pue 10381 8007 ‘¥ ISndny passadde qUIY  UOTJUIAIJ ISESI(] UT AIOISTE] [eIIPIIA] A[Tture,
axed yyyeay/suerdisdyd syodre) — N Arurey yo soueyzoduir o) Suryrejap jopjoog  "08¢/A1031e0/qnd /eure/S10 usse-eure' mmm/ /:diy {UOTJRIDOSSY [JIPIJA UBDLIdWY 7€
"UOTJRULIOJUT 8007 ‘S 3sndny passadoe ‘uny ur1o] £103sTH A[ruue ynpy
¢ o[qe) - X A10381y ATUrey 309[[00 03 axreuuonsan) 08¢ g/A10391e0/qnd eure /310 usse-euwremmm//:dny {UONRIOOSSY [BIIPIJA] UBDLISWY  [¢
-a1mssaxd 9217, A103STH Tl Arure ajqronpoxday
pooq ydry pue ayjons syadre ], *A103STY Yieay 8007 12qQUI03(J PSS ‘G509S0E=IoTJuapI :22))TWW0))
¢ o[qe) - X Aprurey no Surddewr 105 9913 A1038TY ATrUre squny(-1yuasard/S1oyresyuestrowe mmm//:d1)Y  9OI)S UISTOIST A -UOTJRIDOSSY JIBIH] UBILIDWY (O
*SUOT)IPUOD
pajea pue sajoqerp syodie], “A103S1y Y3[eay 8007 I9QUIII( PIsSIIL ‘@880 =1 UIPI $939qeI(] JO JIedH oY,
¢o[qer - X Arurey yno Surddewr 10y 9o1) A1035TY ATure, suny(-1ayuasaid/3roresyuestrowre mmm//:dny ‘UOTJBIDOSSY JIBIL] UBDLIDWY 6T

(N/X) JUQuussasse ur papnjouy

uondrsaq

{WOIJ/Je S[qe[IeAY

[00) Jo sureN [00],

227

Public Health Genomics 2011;14:222-237

Family Health History Tools



I2)U9)) UOT}U2AIJ Jooue)) Sueng

*3[0T3IE UT J[QBIBAR JOU — N “190UED JO A103STY A[TUrey 109][00 03 ULI0] [£¥] (£66T1) ‘T& 32 Jana1g 23 “I2)Ud)) [BDIPAIN [[PUI0D)-[eNdSO] IOX MAN 65
arrequonsany) A10)sTH Afrureg
“UOTJeULIOJUT 1$O1JUID) UL UOTIeINPH
€o[qer - X A103sTU] ATUTR] 393[[00 03 2ITRUUONSINY) 8007 F 1sndny passadoe ¢/310-3adyoured//:dny [BUOISS2J0IJ eI 10 UONI[EO)) [PUOTIEN 86
BERli:R) arreuuonsang) AI10)s1py A[rure,
¢ puegso[qel — X 1seaIq Jo £10)sIy A[Tuuej 199[[0d 0) AITEUUON)SINY) [9%] (£007) T 32 I9YSL] 998 :2I)UD)) IDURD) ISLAI [PUOTIEN /S
“UOTJRULIOJUT 8007 J9QUUADI(J PISSIIIL ‘[UIS SPIBIIOL] I[edH Ino & pue A103sTH Aruue]
7o[qer - X A103s1y A[Turey 109[00 03 moy Sur[rejap 329ys 10 /310 u0onOUUOSIPUAGTU MMM/ :dNY  preal Aytunwrwao)) Jo Judunedaq ueSIYOIA 95
"3Y01)$ pue ‘aseasIp Jreay dnssaid [22] (S007) uasIay ], os[e 29§ 21nssa1J poorg YSIH pue L10)sTE A[rure,]
poolq y3ry uo uoneurIojur A10)s1y Arurej '800¢ ‘S 3sndny passadoe Jpd 10 HET0 F0 e
¢ pue ¢ s3[qe) - X 193[[00 0} J23YSHIOM B SIPN[OUT Jey) JNOpULE] /3pd/ade/sooz/sonssi/pod/a0d-opo-mmmy/:dnyg Ayrunurwo)) jo yusunredaq ueSydIN - 65
arreuuonsany) A10)s1py A[rure;g
*I90UED [B)II0[0D :0)U0I0 ], JO A)SIDATU) 3} pue
*3[0T3IE UT J[QBIBAR JOU — N JO £10)sTU] A[TUIR} 199[[0D 0) AITRUUONSINY) [s¥] (£007) ‘Te 32 U2315) 328 PUB[PUNOIMIN JO AJISIOATUN) [PLIOWRI  $S
a1reuuonsang) AI10)sTp A[rure,
*I9OUED UBLIBAO PUE DD
"3[0T3IE UT J[QB[IBAR JOU — N[ }SB2Iq JO AI0ISTY A[TUIe] J09[[0D 0} 2ITeUUOI}SaNY) [#%] (£007) 'Te 32 saydnpy 208 AoyeT pue [e3IdSOF] [BIoUDD) $))asNYDeSSe]N €6
‘uoryeurIojur £103s1y A[rurey 8007 F 1sndny passacoe dse'601 1 6cH ([eyeud1q) aireuuonsany) I Aqrure
¢puezsa[qel — X 3997[0d 03 axreuuonsanb [ejeuard/uondoouosaig /2aqud/wos sawrpyoydreurmmm//:dny SOWI( JO YPIBRN 7S
"I2OUED [€)0210[0D
"3[OT)IE UT A[qR[IBAR 10U — N JO £10)sT A[TULIR} 309[[0D 0) AITBUUOT)SINY) [€¥] (9002) 'Te 32 Suo[ ap 298 2IUD)) [BIIPIIA AJISISATU) USPIDT TS
Jded UOTIEN[BAY MSTY I2dURD)
“190ued Jo A103STY A[rurey 8007 12quIadd(] passadoe ‘dse’ I L1 119JU)) JUIWSSISSY
¢ pue g sa[qe) — X Sunoayoo 10§ saareuuonsanb utpnpuriaypey  TOVYDI/DVUDI/[BIPIN/S10  oyermmm/ Ay ysTy Jeoue)) [er[rure,] uonepunog orur) ASyeT 05
A103STH WITRoH
‘papnyoul sem jety “UOTJRULIOJUT 8007 19quIada(] passadoe Jpd-umyifseoq  Arure 03 opmo) v ;A[Iwe] Y3 ur uny [ s20(Q
[00.], 20UBI[[Y JT)2UAL) 03 Je[IUIS — N A10381y A[TUrey 109705 03 moy Jurfrelap 1opjoog /syuaumodop/Sio-sdiysraumredfern)no-mmm :sdiysioupred [eany[n) 10y Aninsu]  6F
arreuuonsany) AI10)sTH Aqrure;g
*UOT)RULIOJUT 1$21}2URL) [eIIPAIA] JO Judunreda
€9[qe - X £10)sTY ATUre] 199[[05 0) ITRUUONSINY) [2¥] (8L61) Te 12 9[0D) 298 SUDIPAIA] JO [00YIS AJISIDATU) BUBIPU]  §F
‘UOTJRULIOJUT SUT)II[[0D 10] 301} £103sTH Ieay AfTuue] jo
A103STY] ATTUTey @ SOPNOU] "UOTJRULIOJUT A10)STY souejrodwi] 2y, :aaning Ayjfesy e 1oy Suruuelg
Arurey axeys pue asn 129[[02 03 moy Surrejap AyiszoAtun 119JU3)) WIOUID)
¢ pue 7 s3[qe) - X SUBDLISWY ULy 10§ padoaasp Japjoog PIEMOH] “I9}U3)) SWIOUIL) URWINE] [EUOLIEN uewWN [euoneN - A)ISIGATU) PIEMOY  /F
arreuuonsany) AI10)sTH Aprure;g
"I9OUED URLIBAO pUR :A3010ouQ jo Juaunedog
"3[0T}IE UT J[R[IBAR JOU — N 1SBAIq JO A10)STY A[IUIe] 103[[0D 0} dITBUUONISINY) [1¥] (0007) 'Te 32 €[OI 29§ ‘[eadsol [enua)) ANSIOATUN D[UISPH 9%
10001, ATOISTH W[eaH A[ruue]
119JU))
'£10381Y 8007 “Toquua)dag passadoe ‘Uny s[00}LI0)STYATuIe) SIOUDIOG I[BIH BUIOYRPO JO AIISIOATUN)
79[qe) - X I[eay A[rurey 399[[0d 03 moy SuI[reIdp N[00, /810" K10)styAruneypuepresy - mmm//:dny 19)u2)) SurjeuIpIOO)) [BUOISNY PUBRIed G
8007 ‘57 12quua)dag passadoe
QU ISTH paw/s3daou0d/s[00) /=dWe UG- X/ AI10ISTE] [edIPIIAl A[Ttre,] 1o X
“UOTJRULIOJUT =MPA=UDPRIF[IN9OCINPE AID=£3976 :dnoioy Sunyropn A103sTH A[rureg
€o[qer - X A103ST A[TUrey J09[[05 03 2ITEUUONSINY)  88QYY=PIs5500%/12[A12s/310°s)s9)ouad Mmmm//:dny 903fo1d (DED) 218D Arewiniq ur sd1)PUID) B

(NI/A) Jusuissasse ur papnpuy

uondrrsaq

WI01J /1€ J[qR[IRAY

[001 JO dureN [00],

(panunuod) | ajqer

Wang/Gallo/Fleisher/Miller

Public Health Genomics 2011;14:222-237

228



"swa)sAs pI102a1 [eydsoy o1u01329[9 Jo 11ed 10 Tado[aAdp oY) woy s[qereseun JuawrdooAdp UT 9q 0) UMOUY AT€ JBY[) S[O0) IPNIOUT J0U S0P [qE] SIY T, :9JON

ur1o,] A103STH Arure
*3[0T3IE UT J[QB[IBAR JOU — N “190UED JO A103STY A[TUrey 109[00 03 ULIO] [29] (1007) ‘Te 32 N 235 :A)ISIOATU() S910,] eM 8/
a1reuuonsany) AI10)sTp AJrure,
"3[0T)IE UT J[qR[IBAR JOU — N “T90UeD JO AI03ISTY A[IUrey J03[[00 0} ITRUUOLSINT) [19] (9002) 'Te 32 U 293§ :A)ISIOATU) I[eoMUOWIWIOY) RIUISITA £/
"UOT)RWLIOfUT SUT}OA[[0D
10§ 9913 £10)STY A[Tuurej e sapnpou] "A10)s1y 8007 ‘g7 IsNSny passadde qunyI[00) ID[[00], A10ISTH] Yi[ed] A[ruue]
¢ pue g sa[qe) - X i[eay A[rurey 199[[09 03 moy Sur|relap I{[00 ], /K10ystyArurey/sorurousS/a03 yein yireay//:dny ey jo yuaunredaq yen 9/
"aWOIPULS 195Ued
UBLIPAO PUE }SBIq A18)IPaIaY JO uoniudosar 3I190Ue)) 1SBAIY ATRIIPAISH 10J ST 18 NOX 1Y
¢ pue g so[qe) — X pue UOTIOI[[0D Y} IBII[IDE] 03 JINYD0IG [09] (8007) ‘e 32 UyoD) 23 'SWA)SAS YI[eal] BIUISIIA JO A)ISIOATU) G/
*I9OUED [B}D210]0D JO AI0)SIY [BITpaUI
*3[0T3IE UT J[QB[IBAR JOU — N Arurey pue [euosiad 103[[05 03 aIrRUTONSINY) [6S] (S66T) e 32 UMY 235 [00YDS [BJIPIJA pue[su2aNY) Jo AJISIAATUN)  F/
“UOI}RULIOJUT arreuuonsany) A10)sT AJrure,
"3[0T)IE UI J[E[IBAR JOU — N £10)sTY] ATUrR) 109[[05 0] AITRUUONSINY) [8S] (S007) ‘T 32 TysaInQ) 235 ‘wreySunjoN Jo Ayis1oAtun ¢/
‘s1apraoxd 001, JUSWISSISSY JOOURY) [RI[TUIE;]
axed yyeay/suerdisAyd sjodre) - N "100ued Jo £103STY A[TUIR) 19[[0D 0} JITBUUOTISINY) [£S] (£007) 'Te 32 utwe(uag 29§ :[00dI2AIT JO A)ISIOATUN) T/
*I90UED [B)D2I0[0D UO JUISNO0]
*3[0T}IE UI J[qR[IBAR JOU — N J0UBD JO A10)STY A[IUIe] JO3[[0D 0} IBUUONISINY) [9] (6661) ‘T 32 ZUB[D) 998 MeMBE] Jo AyIsIoAtun 1/
800C A103s1H yareay Arureg
*10)s81Y 3TRRY 1oquuaydag passanoe ‘wy102(01JAI0)STHAIUIe ] :dnoiny Sunyrop
79[q®) - X Arurey e 3199[[05 0} Moy SUIqLIDSIP 199Ys o8] /28/mpaonsyes mmm//:dny A103sTH A[rure neuunur) jo Ajs1oAun 0/
*3SBASIP TB[NISBAOTIPIED arreuuonsang) A10ystp] A[rure, £3o[orpae))
¢ pue g s3[qe) - X Jo £10)sT A[TUIR) 399[[09 0) AITBUUONSINY) [$S] (8007) 'T& 32 POYTORIN 998 :08eo1yD jo Ayis1oAtuny 69
A10)STH Arure,] 190Ue)) UO SITBUUONSINY)
"3[OT)IE UI J[qE[IeAR JOU - N "I20Ued JO AI10)STY A[TUre) 109][00 0) 2ITBUUONSINT) [#5 ‘€51 (000 ‘6661) e 32 Ne33o7 229 :a8puquie)) jo £yis1oatun 89
*I90UED [B)I9I0[0D dIreUUONSINY) YT,
€9[qe) - X J0 £30)sTY] A[TUIR) 199[[0D 0) AITRUUONISINY) [2S] (6661) T8 12 9SNOH 93§ ;[oystig jo Ayis1oatupny /9
“UOI}RULIOJUT 8007 ‘g7 3snSny passadoe (uorszaa 1ade ) Jrenzod yiresy Aqrureg LA
¢ pue ¢ s3[qe) - X £10)sTY ATUre) 109[[00 0] AITRUUONSINY) ‘uny 19pIo/A103styk ey /A0S syymmm//:dny ;[00], A103STH A[rure,] s [eIouan) uoading ‘s’ 99
“190Ued d3eysoxd anuaD
*3[0T}IE UT J[qR[IBAR 10U — N Jo £10)sT A[TUrej 399[[00 0) AITBUUON)SINY) [15] ($007) ‘Te 39 Jjen) 2933 I100uR)) [er[rure ‘e)idsof] suInoqPIA [eA0y  S9
aareuuonsany) A10)sTH Afrureg
¢ pue 7 so[qe) — X “I190Ued JO A10)SIY A[IUrey 193[[0d 0} AITBUUONSINY) [0S] (6007) T& 32 [PWLIY 99§ ;reyrdsopq yoxedrey ssouLy  $9
8007 ‘81 I9qQUIII(J PIssdIeL
"UOT)RULIOJUT AI0)STY A[TUIR] JO3[[0D 0} 3213/)Ied gpd’ £0-607%2PpMB07%120uBd()7%[qeIuaaaid 125UR)) [qBIUIAIJ O} 2pIND)
¢ pue ¢ s3[qe) - X [eoTpaur £10)STY A[Tuej € sapnpour jey) 19p[oog /3d1o/sagewnpbs/woo rewrdese sopio//:diy :UONEPUNO,] IOOURD) JUIALJ €9
“UOTJRULIOJUT
*3[OT}IE UT J[qR[IBAR JOU — N A10381Y A[rurey 103[[05 03 2ITRUUONISINY) [6%] (¥661) Te 32 SIYL, 99 2JMsuf I2due)) OLIRIUO 79
“UOTJRULIOJUT
*9[o1IR UI d[qR[IBAR JOU — N A103ST A[TUIR 102[[0D 0} 2ITEUUONISINY) [8%] (€£007) Te 12 0ZZ21g 93§ A)ISIOATU() UIDISIMUIION  T9
8007 19qUIAd(T passadoe ‘uny [ [puadde/roouesqo  arreuuonsony) A103s1H A[rure] 1oue)) sjduwresg
¢o[qe} - X I9oued Jo AI0ISTY A[Iurey 109[00 0} JITBUUOTISINY) /120Ued /qopsAu/snAuraje)s yredy mmm//:dny ieay jo yusunreda 91eI§ YIOX MAN 09

(N/X) JuQuwssasse Ul papnjouy

uondrrsaq

WOIJ/Je A[qe[IeAY

[001 JO dureN [00],

229

Public Health Genomics 2011;14:222-237

Family Health History Tools



Table 2. Reading grade level of family history tools

Name of tool Available Reading level SMOG
in Spanish

Multimedia
Aurora Health Care:

Hereditary Cancer Risk Assessment Tool - Instructions/Tool No 15.9

Hereditary Cancer Risk Assessment Tool — Report 16.4
Case Western University:

Genetic Risk Easy Assessment Tool (GREAT) - Instructions/Tool No 13.7

Genetic Risk Easy Assessment Tool (GREAT) - Report 13.8
Centers for Disease Control and Prevention:

Family Healthware™ — Instructions/Tool No 10.1

Family Healthware™ - Report 11.8
Families for Depression Awareness:

Mental Health Family Tree Program No 13.5
Munroe-Meyer Institute for Genetics and Rehabilitation and the Eppley Cancer Center University of Nebraska Medical Center:

Medical Family Tree - Instructions/Tool No 12.6

Medical Family Tree - Report 13.4
Myriad Genetic Laboratories, Inc.:

Cancer History Guide No 14.3
NorthShore University HealthSystem (Formerly Evanston Northwestern Healthcare):

My Generations — Instructions/Tool No 12.6

My Generations - Report 12.8
Norwich Union:

Health Tree No 18.3
Ohio State University Comprehensive Cancer Center Family History Cancer Risk Assessment:

Family HealthLink (formerly JamesLink) - Instructions/Tool No 11.7

Family HealthLink (formerly JamesLink) - Report 13.2
Penn State Cancer Institute:

Cancer Risk Assessment — Instructions/Tool No 11.5

Cancer Risk Assessment — Report 14.8
SGgenomics Inc., ItRunsInMyFamily.com:

Family Health History Tool No 13.7
U.S. Surgeon General’s Family History Tool:

My Family Health Portrait — updated version January 2009 Yes 10.7
University of Virginia:

Health Heritage — Instructions/Tool No 11.1

Health Heritage — Report (Limited Sample) 16.1
Websites
ADHD Support:

Apples on the Family Tree No 11.1
Centre for Genetics Education of the NSW Genetics Service:

Family Health History Can Matter (My Family Health Record) No 12.6
Howard University — National Human Genome Center:

Collect Your Family Health History No 11.9
Mayo Clinic:

Medical History: How to Compile Your Medical Family Tree No 16.1
National Society for Genetic Counselors:

Your Family History: Your Future No 12.6
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Table 2 (continued)

Name of tool Available Reading level SMOG
in Spanish

Print
American Heart Association:

Go Red for Women Family Tree Yes 11.2
American Society of Human Genetics & Genetic Alliance:

Family History Fact Sheet No 13.5
Centers for Disease Control and Prevention:

Family History Is Important for Health Yes 12.7
Cincinnati Children’s Hospital Medical Center:

Collecting Your Family’s Medical History No 13.5
Genetic Alliance:

Does It Run in the Family? A Guide to Family Health History Yes (also available 12.8

in Chinese)

Genetic Alliance:

Family Health History Questionnaire No 10.9
Heartland Regional Coordinating Center
University of Oklahoma Health Sciences Center:

Family Health History Toolkit No 12.2
Howard University - National Human Genome Center:

Planning for a Healthy Future: The Importance of Family Health History No 13.5
Lahey Clinic Foundation Familial Cancer Risk Assessment Center:

Cancer Risk Evaluation Packet No 13.7
March of Dimes:

Family Health Questionnaire (Prenatal) Yes 14.1
Michigan Department of Community Health:

Family History and High Blood Pressure No 11.5
Michigan Department of Community Health:

Family History and Your Health No 11.9
National Breast Cancer Centre:

Family History Questionnaire No 10.3
Prevent Cancer Foundation:

Guide to Preventable Cancer No 12.5
Princess Margaret Hospital:

Family History Questionnaire No 8.7
U.S. Surgeon General’s Family History Tool: Yes (also available

My Family Health Portrait (paper version) in Chinese, French, 11.9

Polish, and Portuguese)

University of Chicago:

Cardiology Family History Questionnaire No 11.1
University of Cincinnati Family History Working Group:

Family Health History No 11.3
University of Virginia Health Systems:

Are You at Risk for Hereditary Breast Cancer? No 10.3
Utah Department of Health:

Family Health History Toolkit Yes 11.5

Family Health History Tools
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reading ability. Differences in SMOG reading grade lev-
el between the instructions/tool and summary reports
ranged from 1 to 5 (i.e., less than 1 grade level to 5 grade
levels). Websites that contained information on how to
collect family history information contained text written
at grade levels ranging from 11.1 to 16.1, with an average
score of 12.9. For the print-based family history tools, we
were able to conduct a SMOG assessment on 20 of them.
Reading grade levels for these tools ranged from 8.7 to
14.1. The average score was 12.0, which is equivalent to a
12th grade or high school level reading ability.

A total of 25 family history tools included fill-in sec-
tions or questions that could be assessed for document
complexity (table 3). Overall, document complexity for
the tools ranged from level 1 proficiency to level 4 profi-
ciency. Level 1 is equivalent to a range of 4th grade to less
than 8th grade reading ability. Level 4 is equivalent to a
range of 15 years of schooling to college degree reading
ability. Almost half of the tools (48%) scored at level 2
proficiency, which is equivalent to a range of 8th grade to
high school diploma reading ability. Over a quarter (28%)
of the tools scored at level 4 proficiency and are consid-
ered to be highly complex.

Discussion

The overarching goal of this study was to systemati-
cally identify and evaluate family history tools available
to the general public for readability and document com-
plexity. Although readability assessments on either a sin-
gle family history tool [21, 22] or a group of familial can-
cer risk assessment tools [23] have previously been con-
ducted, this is the first study to our knowledge that
systematically conducts literacy assessments of available
family history tools for the general public focused on all
diseases to allow for comparison across tools. A better
understanding of the readability and document complex-
ity across family history tools may help health practitio-
ners and public health educators to better chose a tool
that is appropriate for the audience they are working
with.

Overall, our findings suggest that most tools are writ-
ten on average at a 12-13 grade level that is beyond the 8th
grade average reading level in the United States. This is
consistent with evaluations of patient education materials
in general which are often written at a 10th grade reading
level or higher [1, 4, 24], and raises concerns about wheth-
er patients and individuals in the general public under-
stand the materials they are provided with. Developers of
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patient materials and education products are often faced
with the challenge of producing materials at a low reading
grade level despite the fact that the majority of individu-
als, including those who are highly educated, prefer sim-
ple materials [25]. However, the design and evaluation of
simple and easy to use materials is an increasing neces-
sity given the prevalence of limited health literacy in the
U.S. population [1, 26, 27].

The family history tools assessed for document com-
plexity varied widely in their scores, with tools ranging
from very low to high complexity. These results highlight
the need for the developers of family history question-
naires to take into consideration how information is
structured and organized. Highly complex forms that
have multiple subheadings and nested columns have a
greater likelihood of confusing the respondent and may
result in inaccurate reporting of important family history
information (fig. 1 illustrating the difference between
low versus high complexity forms). Although it is desir-
able for family history questionnaires to collect the most
detailed and accurate information, developers should
also take into consideration how the forms will be used.
For example, if the goal of the family history question-
naire is to obtain a quick ‘screen’ of a patient’s family his-
tory that can be taken to a provider who can then prompt
for more detailed information (e.g., age of diagnosis, oth-
er family members), then a simple tool may be all that is
necessary to serve that purpose.

There were several limitations to the present study.
First, the rapid proliferation of family history tools posed
a challenge to this study as tools are constantly being de-
veloped, adapted, and modified on a regular basis. As
such, the findings reported in this study are only accurate
to the extent that the tools listed have not been modified
since the time of submission (June 2009). Second, all the
experts included in the study were based in American
academic, non-profit, or government settings. Although
efforts were made to identify family history tools from
other countries including the United Kingdom (tool #19,
67, 68, 72, 73), Canada (#36, 54, 62), and Australia (#23,
57, 65, 74), the study likely has an American bias.

All theliteracy assessments were performed by a single
coder (R.E.G.), which serves as a limitation to this study.
However, SMOG calculations conducted by hand were
compared to the computer derived SMOG and were high-
ly correlated (r = 0.95, p < 0.001). Moreover, extensive
discussions occurred between the coder and the lead au-
thor when there were ambiguities to be resolved while
coding family history tools using PMOSE/IKIRSCH.
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Table 3. Document complexity of fill-in family history forms

Fill-in family history forms Available Disease focus ~ Document complexity level
in Spanish

ADHD Support:

Apples on the Family Tree (Family Tree) No ADHD Level 2 proficiency - low complexity
American Heart Association:

Go Red for Women Family Tree Yes Heart disease ~ Level 2 proficiency - low complexity
American Heart Association:

The Heart of Diabetes No Diabetes Level 2 proficiency - low complexity
American Heart Association - Wisconsin Stroke Committee:

Reproducible Family Health History Tree No Stroke and high Level 2 proficiency - low complexity

blood pressure

American Medical Association:

Adult Family History Form No Multiple Level 3 proficiency — moderate complexity
Aurora Health Care:

Hereditary Cancer Risk Assessment Tool No Cancer Level 2 proficiency - low complexity
Centre for Genetics Education of the NSW Genetics Service:

Family Health History Can Matter

(My Family Health Record) No Multiple Level 1 proficiency - very low complexity
Genetic Alliance:

Family Health History Questionnaire No Multiple Level 2 proficiency - low complexity

Genetics in Primary Care (GPC) project, Family History Working Group:

Genetic Tools Family Disease Checklist No

Multiple

Level 4 proficiency - high complexity

Genetics in Primary Care (GPC) project, Family History Working Group:

Your Family Medical History No Multiple Level 3 proficiency - moderate complexity
Howard University - National Human Genome Center:

Planning for a Healthy Future: The Importance of

Family Health History (Family Health History Tree) No Multiple Level 3 proficiency — moderate complexity
Indiana University School of Medicine Department of Medical Genetics:

Family History Questionnaire No Multiple Level 4 proficiency - high complexity
Lahey Clinic Foundation Familial Cancer Risk Assessment Center:

Cancer Risk Evaluation Packet No Cancer Level 4 proficiency - high complexity
March of Dimes:

Family Health Questionnaire (Prenatal) Yes Prenatal Level 4 proficiency — high complexity

syndromes

Michigan Department of Community Health:

Family History and High Blood Pressure No Blood pressure Level 2 proficiency — low complexity
National Breast Cancer Centre:

Family History Questionnaire No Breast cancer  Level 2 proficiency - low complexity

National Coalition for Health Professional Education in Genetics:

Family History Questionnaire No Multiple Level 4 proficiency - high complexity
New York State Department of Health:

Sample Cancer Family History Questionnaire No Cancer Level 2 proficiency - low complexity
Prevent Cancer Foundation:

Guide to Preventable Cancer No Cancer Level 2 proficiency - low complexity

(Family Medical History Chart)
Princess Margaret Hospital:

Family History Questionnaire No Cancer Level 4 proficiency - high complexity
U.S. Surgeon General’s Family History Tool:

My Family Health Portrait (paper version) Yes Multiple Level 3 proficiency — moderate complexity
University of Bristol:

The Questionnaire No Colorectal Level 1 proficiency - very low complexity

cancer
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Table 3 (continued)

Fill-in family history forms Available Disease focus ~ Document complexity level
in Spanish
University of Chicago:
Cardiology Family History Questionnaire No Cardiovascular Level 4 proficiency - high complexity
disease
University of Virginia Health Systems:
Are You at Risk for Hereditary Breast Cancer? No Breast and Level 2 proficiency — low complexity
ovarian cancer
Utah Department of Health:
Health Family Tree Tool Yes Multiple Level 2 proficiency - low complexity

Note: Grade level equivalent range for proficiency levels. Level 1: grade 4 equivalent to less than 8 years of schooling; Level 2: grade
8 equivalent to high school diploma; Level 3: grade 12 equivalent to some education after high school; Level 4: 15 years of schooling to
college degree equivalent; Level 5: 16 years of schooling to more advanced postgraduate degree.

Our study used the SMOG to assess readability and
may have provided grade reading level estimates that are
higher than estimates provided by other readability for-
mulas (e.g., Fry, Fog, Flesch). We calculated readability
using the Fry formula [28] on a subset of family history
tools and noted that scores on average were one grade
level lower than the SMOG results. Although researchers
have noted that readability estimates using different for-
mulas can vary widely for the same material [17], others
have shown strong positive correlations between com-
monly used readability formulas [19]. In spite of potential
discrepancies across readability formulas, our use of a
single approach, nonetheless, enables us to compare
across family history tools using the same criteria. Devel-
opers of family history tools may want to assess materials
using multiple readability formulas to ensure a more reli-
able readability score and help to guide text revision until
readability is at a suitable level [17].

All family history tools were assessed without any prior
editing for jargon. For example, ‘family history’ was count-
ed as 2 polysyllabic words each time it was presented. Be-
cause the words ‘family history’ would be used repeatedly
in family history tools, this may inflate the SMOG esti-
mates calculated. To account for the potential impact of
jargon, we performed an additional set of SMOG assess-
ments on a subset of 6 tools where the words ‘family his-
tory’ was counted only once. The results of our assessment
demonstrated that SMOG levels were reduced by an aver-
age of 0.8 (range 0.1-1.4). Nonetheless, SMOG reading
grade levels for these tools remained high, ranging from
9.7 to 12.8, suggesting that family history tools would ben-
efit from additional efforts to reduce reading grade levels.
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Although we used the PMOSE/IKIRSCH document
readability formula to assess print-based family history
tools, we were unable to apply the same approach to assess
the complexity of interactive multimedia-based family
history tools. This approach was developed specifically to
assess the readability of static print-based documents.
Hence, it was not possible to capture the unique features
and dynamic nature of electronic media, given its inter-
activity capabilities (e.g., prompts to correct for entry er-
rors) and the extent to which the reader helps to deter-
mine the text (Irwin Kirsch, personal communication).
As such, we were unable to provide comparative data on
document complexity between print and multimedia-
based family history tools.

In a related vein, this study did not address the usabil-
ity and navigation challenges of multimedia-based fam-
ily history tools. Although SMOG assessments can pro-
vide researchers with a sense of prose literacy (i.e., knowl-
edge and skills needed to search, comprehend, and use
information from continuous texts), the dynamic nature
of multimedia-based programs may facilitate the process
of collecting family history information and overcome
some of the challenges of using more complicated text
(e.g., glossary pop up for complex words). On the other
hand, multimedia-based family history tools may usher
in a new set of challenges that will need to be addressed,
such as unfamiliarity and lack of skills in using comput-
ers, especially among older target audiences.

This study does not address issues related to the use of
plain language among the family history tools. Plain lan-
guage (also called plain English) is communication an au-
dience can understand the first time they read or hear it
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Fig. 1. Example of documents with differ-
ing complexity levels.

(www.plainlanguage.gov). Materials are considered to be
written in plain language if audience members can find
what they need, understand what they find, and use what
they find to meet their needs. Elements of plain language
include appearance/appeal (i.e., text layout, illustrations),
organization (i.e., headings, short paragraphs), and writ-
ing style (i.e., active voice). Although approaches to as-
sessing plain language are currently available (e.g., Suit-
ability Assessment of Materials - SAM [29]), we chose not
to use this approach in this study. Rating materials using
SAM is a subjective process and therefore not as objective
of a measurement compared to either SMOG or PMOSE/
IKIRSCH. Further, the categories for rating on the SAM
are more applicable to health education type materials
and are less appropriate for evaluating forms that collect
(family history) information from a respondent. For ex-
ample, SAM requires scoring for categories including
graphics and learning stimulation. Although this would
be useful for some of the family history tools included in
our list (in particular, some print-based tools that are
structured like health education materials and contain
personal stories), it would be less useful for tools that sim-
ply ask respondents to complete information about their
family members. The lack of comparative information
across family history tools on the elements of plain lan-
guage is a limitation in this study.

Finally, we should note that the assessment of read-
ability and document literacy, while important, does not

Family Health History Tools

address issues related to the accuracy or value of a family
history tool. Future work is needed to examine the clini-
cal validity and utility of these tools on identifying indi-
viduals at increased disease risk and improving health
outcomes. We refer readers to other references for further
discussion on this issue [10, 30].

In sum, the findings from this study suggest the need
to consider ways to simplify family history tools. We rec-
ommend some of the following strategies, based on the
findings from the study, and that are commonly used by
plain language experts (www.plainlanguage.gov) when
developing education materials for the general public: (a)
use simpler language (e.g., ‘use’ instead of ‘utilize’, ‘doc-
tor” instead of ‘physician’), (b) use shorter sentences, (c)
use active voice, (d) avoid unnecessary words, (e) avoid
technical jargon, (f) write short sections to break up ma-
terial, using clear headings and sub-headings, (g) use an
easy-to-read layout by including lists, illustrations or ta-
bles to simplify information, (h) identify and write for a
specific target audience, and (i) pretest the tools with in-
dividuals in target audience. To reduce document com-
plexity, developers of family history tools may want to
consider using a simpler structure for fill-in forms (e.g.
avoid using a nested list structure) and reducing the den-
sity or the total number of headings/labels in tables. In
addition, shortening the length of a form and reducing
the number of items in general that people are asked to
fill in would also reduce the complexity of documents.

Public Health Genomics 2011;14:222-237 235



Conclusion

The proliferation of tools in recent years to facilitate the
collection of family history information may serve to en-
hance genetic literacy among the general public and there-
by assist in the translation of discoveries stemming from
the Human Genome Project. Disparities in health literacy,
however, may serve as a critical barrier to the effective use
of family history tools, particularly among underserved
populations. The lack of family history tools that are easy
to read or use may compromise their potential effective-
ness in identifying individuals at increased risk for chron-
ic diseases in the general population. Future efforts are
needed to examine strategies for overcoming barriers to
the effective use of family history tools, in particular, by
those in the general population who may face the greatest
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