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Data Set Name: nhlbi_acceptability.sas7bdat

Num | Variable | Type | Len | Format | Informat | Label
1| approv Num 8|6. 6. decliners: there are things about genetic testing i don't like
2 | perf Num 8|6. 6. decliners (gene only): i don't want to participate in genetic testing
3 |blood Num 8|6. 6. decliners: i don't want to participate in any blood test
4 | docs Num 8 |6. 6. decliners: i would like to talk to my doc first
5] info Num 8|6. 6. decliners: i would like more information
6 | knows Num 8|6. 6. decliners: i don't want to know if i have hemochromatosis
7 |time Num 8 |6. 6. decliners: i don't have time today
8 | unlike Num 8 6. 6. decliners: it's unlikely that i have hemochromatosis
9| need Num 8|6. 6. decliners: i'm not sure if i need this test
10 | familys Num 8 |6. 6. decliners: the information might disturb my family
11 |tests Num 8 |6. 6. decliners: i might need more medical tests
12 |drawn Num 8|6. 6. decliners: i don't like having by blood drawn
13 | private Num 8 |6. 6. decliners: my information might not be kept private
14 | geninf Num 8 |6. 6. declin_ers (gene only): if the test could be done w/o using genetic info would you
want It
15 | genhlth Num 8|6. 6. in general would you say your health is...
16 | sick Num 8|6. 6. i seem to get sick a little easier than other people
17 | healthy Num 8|6. 6. i am as healthy as anybody i know
18 | worse Num 8|6. 6. i expect my health to get worse
19 | excel Num 8|6. 6. my health is excellent
20 | testtype | Num 8|6. 6. what type of test were you offered today
21 |age Num 8|4. 4, how old are you
22 | gender Num 8|6. 6. gender
23 |edu Num 8|6. 6. what is the highest grade of school you have completed
24 |recr Num 8|6. 6. recruited in HEIRS
25 | group Char 2 geno or pheno / accept or decline
26 | genphen | Char 1 genotype or phenotype (blood) test offered
27 | accdec Char 1 accept or decline offered test
28 |without | Num 8 |6. 6. decliners (blood only): if the test could be done w/o a blood test would you want it
29 | know Num 8 |6. 6. acceptors: i would like to know more about my health
30 | prob Num 8 |6. 6. acceptors: i want to know if i have hemochromatosis/iron problems
31 | test Num 8 |6. 6. acceptors: i appreciate the chance to have a free medical test
32 |doc Num 8 |6. 6. acceptors: i think my doctor would recommend this test
33 | family Num 8 |6. 6. acceptors: knowing might help my family
34 | sympt Num 8 |6. 6. acceptors: i have some symptoms that i would like to get checked
35| hemo Num 8|6. 6. acceptors: i think i might have hemochromatosis
36 | sone Num 8|6. 6. acceptors: i know someone who has hemochromatosis
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Num | Variable | Type | Len| Format | Informat | Label
37 | relative Num 8 6. 6. acceptors: a relative has hemochromatosis
38 | other Num 8|6. 6. acceptors: an other person i know has hemochromatosis
39 | race Num 8 Participant Race
40| ghscale Num 8 Calculated: SF-36 General Health Scale
41| knowtest | Num 8 Calculated: Does participant know which type of test was offered
42 |randomID | Num 8




Data Set Name: ac_participant.sas7bdat

Num | Variable |Type | Len|Format | Informat | Label
1 |addeval Num 8|4. 4. addeval
2 | phlebot Num 8|4. 4. phlebot
3| liverbiop | Num 8|4. 4. liverbiop
4 |swellfeet | Num 8 4. 4. swellfeet
5| skincolor | Num 8 4. 4. skincolor
6 | wtloss Num 8 4. 4. wtloss
7| fluid Num 8 4. 4. fluid
8| weakness | Num 8 4. 4. weakness
9| shortbreath | Num 8 4. 4. shortbreath
10 | jointstiff | Num 8|4. 4. jointstiff
11| thirst Num 8 4. 4. thirst
12 | polyuria Num 8|4. 4. polyuria
13 |abdompain | Num 8|4. 4, abdompain
14 | confusion | Num 8|4. 4. confusion
15 | bleeding Num 8|4. 4, bleeding
16 | arrhythmin | Num 8|4. 4, arrhythmin
17 | sexdrive Num 8|4. 4. sexdrive
18 | othchanges | Num 8|4. 4, othchanges
19 | changepcp | Num 8|4. 4, changepcp
20| dvisit Num 8|4.
21| dexam Num 8|4.
22 |sid_di Char 11
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Data Set Name: ac_physician.sas7bdat

Num | Variable Type | Len |Format | Informat | Label
1| seensince Num 8|4. 4. seensince
2 | diaghemo Char 1/$1. $1. diaghemo
3 | diagironover Char 1/$1. $1. diagironover
4 | diagotherironover Char 1/$1. $1. diagotherironover
5| diagporphyria Char 1/$1. $1. diagporphyria
6 | diagnoironover Char 1/$1. $1. diagnoironover
7 | patientdied Num 8|4. 4. patientdied
8 | heptocellular Num 8|4. 4. heptocellular
9| liverfailure Num 8 4. 4. liverfailure
10 | livertransplant Num 8|4. 4. livertransplant
11 | liverbiopsy Num 8|4. 4. liverbiopsy
12 | quanphlebotomy Num 8|4. 4. quanphlebotomy
13| addevalironoverload | Num 8|4. 4. addevalironoverload
14| erytreatment Num 8|4. 4, erytreatment
15 | eryirondepleted Num 8|4. 4, eryirondepleted
16 | serumferritin Num 8|6. 6. serumferritin
17 | transferrin Num 8 transferrin
18 | symptironover Num 8|4. 4, symptironover
19 | symptanemia Num 8|4. 4, symptanemia
20 | symptsickle Num 8|4. 4, symptsickle
21 | symptthalassemia Num 8|4. 4, symptthalassemia
22 | symptbleeding Num 8|4. 4, symptbleeding
23 | symptdiabetes Num 8|4. 4, symptdiabetes
24 | symptliverdisease Num 8|4. 4. symptliverdisease
25 | symptthyroiddisease | Num 8|4. 4. symptthyroiddisease
26 | symptheartfailure Num 8|4. 4. symptheartfailure
27 | symptarrhythmia Num 8|4. 4. symptarrhythmia
28 | symptheartattack Num 8|4. 4. symptheartattack
29 | symptarthritis Num 8|4. 4. symptarthritis
30 | symptosteoporosis | Num 8|4. 4. symptosteoporosis
31 | symptporphyria Num 8|4. 4. symptporphyria
32 | symptlupus Num 8|4. 4. symptlupus
33 | chemotherapy Num 8|4. 4. chemotherapy
34 | diaghep Char 1/$1.
35| dvisit Num 8|4.
36| livertransdate Num 8|4.
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Num | Variable Type | Len | Format | Informat | Label
37 | serumferritindate Num 8 4.
38| transferrindate Num 8|4.
39 |sid_di Char 11




Data Set Name: cce_participants.sas7bdat
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Num | Variable Type | Len | Format | Informat | Label
1| bldstore _is Num 8 4.
2 | constsigned_is Num 8|4.
3| bldstore_cce Num 8 4.
4 | constsigned_cce Num 8|4.
5 | cce_attend Num 82.
6 | hipaaauth Num 8|4. 4. hipaaauth
7|sf is Num 8110.2
8|ts is Num 8110.2
9 | hours_is Num 8110.2
10 | elevated_indicator | Num 82.
11 |in_initial_screening | Num 82.
12 | age Num 8 4.
13 | prefLang Num 8|6. 6. prefLang
14 | gender Num 8 4. 4, gender
15 | firstime Num 84. 4. firstime
16 | hithres Num 84. 4. hlthres
17 |drpart Num 8 4. 4, drpart
18 | ironprob Num 8 4. 4, ironprob
19 | havehemo Num 84. 4. havehemo
20 | might Num 8 4. 4, might
21| medcond Num 84. 4. medcond
22| relahemo Num 84. 4. relahemo
23| elsehemo Num 84. 4. elsehemo
24 | othreas Num 8|4. 4. othreas
25 | toomuch Num 8|4. 4. toomuch
26 | arthriti Num 8|4. 4. arthriti
27 | diabetes Num 8|4. 4. diabetes
28 | liver Num 8|4. 4. liver
29 | hrtfail Num 8|4. 4. hrtfail
30 | impot Num 8|4. 4. impot
31 |bldrela Num 8|4. 4. bldrela
32| anyone Num 8 4. 4. anyone
33| pregnant Num 8 4. 4. pregnant
34 | health Num 8|4. 4. health
35 | sickeasy Num 8 4. 4, sickeasy
36 | hithany Num 8 4. 4, hlthany
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Num | Variable Type | Len | Format | Informat | Label
37 | hithwors Num 8|4. 4. hlthwors
38| hlthexc Num 84. 4. hlthexc
39 | nervous Num 8|4. 4. nervous
40 | downdump Num 8 4. 4, downdump
41 |calm Num 84. 4. calm
42 | blue Num 84. 4. blue
43| happy Num 8 4. 4, happy
44 | genetest Num 8|4. 4, genetest
45| goodtrt Num 8 4. 4, goodtrt
46 | chglife Num 8 4. 4, chglife
47 | prepfutu Num 8 4. 4, prepfutu
48 | shareinf Num 84. 4. shareinf
49 | insure Num 8|4. 4. insure
50 | helpless Num 8|4. 4. helpless
51 | feelless Num 8|4. 4. feelless
52 | badnews Num 8|4. 4. badnews
53 | heredity Num 8|4. 4. heredity
54 | environ Num 8|4. 4. environ
55 | fate Num 8|4. 4. fate
56 | psycho Num 8|4. 4. psycho
57 | lifestyl Num 8|4. 4. lifestyl
58 | docvisit Num 8|4. 4. docvisit
59 | phcall Num 8|4. 4. phcall
60 | cameinto Num 84. 4. cameinto
61 | newstv Num 8|4. 4. newstv
62 | hearoth Num 84. 4. hearoth
63| fmember Num 84. 4. fmember
64 | shouldsh Num 84. 4. shouldsh
65 | serum Num 8|7.2 7.2 serum
66 | uibc Num 882 8.2 uibc
67| tibc Num 882 8.2 tibc
68 | case_control Num 8|2.
69 | height Num 8 4.
70 | weight Num 8/6.1 6.1 weight
71| BMI Num 816.1
72 | temper Num 871 7.1 temper
73 | pulse Num 8|4. 4. pulse
74| sbp Num 811. 11. sbp
75 | dbp Num 811. 11. dbp
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Num | Variable Type | Len | Format | Informat | Label

76 | hepatom Num 8|4. 4. hepatom

77 | splenom Num 8 4. 4, splenom

78 | brady Num 8 4. 4, brady

79 | tachy Num 8 4. 4, tachy

80 | premacon Num 8 4. 4, premacon

81| abnormal Num 84. 4. abnormal

82 | murmur Num 8|4. 4. murmur

83| edema Num 84. 4. edema

84 | pigment Num 8 4. 4, pigment

85| blister Num 84. 4. blister

86 | hypertri Num 8 4. 4, hypertri

87 | mpjoints Num 8|4. 4, mpjoints

88| sf cce Num 8 4. sf_cce

89 |ts_cce Num 8| 4. ts_cce

90 | hgb Num 8 hgb

91|crp Num 8 crp

92 | alt Num 8 alt

93 | ast Num 8 ast

94 | hapt Num 8 hapt

95 | bilt Num 8 bilt

96 | dhil Num 8 dbil

97 | ibil Num 8 ibil

98|1d Num 8 Id

99 | febr Num 8 febr

100 | fer Num 8 fer

101 | ggt Num 8 got

102 | gluc Num 8 gluc

103 | hal Num 8 hal

104 | ha2 Num 8 ha2

105 | hbelp Num 8 hbelp

106 | hct Num 8 hct

107 | hf Num 8 hf

108 | hgc Num 8 hgc

109 | hge Num 8 hge

110 | hother Num 8 hother

111 |hs Num 8 hs

112 |ins Num 8 ins

113 | mch Num 8 mch

114 | mche Num 8 mchc
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Num | Variable Type | Len | Format | Informat | Label
115 | mev Num 8 mcv
116 | rbc Num 8 rbc
117 | rdw Num 8 rdw
118 | whc Num 8 whc
119 retic Num 8/6.1 6.1 retic
120 | plt Num 8 plt
121 | wneut Num 8 wneut
122 | wlymp Num 8 wlymp
123 | wmono Num 8 wmono
124 | weos Num 8 weos
125 | whaso Num 8 whaso
126 | aneut Num 8 aneut
127 | alymp Num 8 alymp
128 | amono Num 8 amono
129 | aeos Num 8 aeos
130 | abaso Num 8 abaso
131 | hours_cce Num 8
132 | ssFeetSw Num 8|4. 4, ssFeetSw
133 | ssSkinCh Num 8|4. 4. ssSkinCh
134 | ssWeight Num 8|4. 4. ssWeight
135 | ssAdomSw Num 8|4. 4. ssAdomSw
136 | ssLossDr Num 8|4. 4, ssLossDr
137 | ssChrFt Num 8|4. 4. ssChrFt
138 ssShrtBr Num 84. 4. ssShrtBr
139 | ssIntStf Num 84. 4. ssIntStf
140 | ssThirst Num 84. 4. ssThirst
141 | ssPlyUr Num 8 4. 4, ssPlyUr
142 | ssUnxAdm Num 84. 4. ssUnxAdm
143 | ssUnxCon Num 8|4. 4. ssunxCon
144 | mhHemo Num 84. 4. mhHemo
145 | mhAnemia Num 84. 4. mhAnemia
146 | mhSC Num 84. 4. mhSC
147 | mhThal Num 84. 4. mhThal
148 | mhBlood Num 84. 4. mhBlood
149 | mhDiab Num 8|4. 4. mhDiab
150 | mhDiabMd Num 8|4. 4. mhDiabMd
151 | mhDiabln Num 8|4. 4. mhDiabln
152 | mhDiabPI Num 8|4. 4. mhDiabPI
153 | mhDiabTr Num 8|4. 4. mhDiabTr
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Num | Variable Type | Len | Format | Informat | Label
154 | mhLiver Num 8|4. 4. mhLiver
155 | mhLivFat Num 84. 4. mhLivFat
156 | mhLivCir Num 84. 4. mhLivCir
157 | mhLivCan Num 84. 4. mhLivCan
158 | mhThyr Num 8 4. 4, mhThyr
159 | mhHrt Num 84. 4. mhHrt
160 | mhHrtAb Num 84. 4. mhHrtAb
161 | mhHrtOth Num 84. 4. mhHrtOth
162 | mhArth Num 84. 4. mhArth
163 | mhOsteo Num 84. 4. mhOsteo
164 | mhPorph Num 8 4. 4, mhPorph
165 | mhChrinf Num 84. 4. mhChrinf
166 | mhCancer Num 8|4. 4. mhCancer
167 | mhChemo Num 8|4. 4. mhChemo
168 | rhMenPr Num 8|4. 4. rhMenPr
169 | rhBleed Num 8|4. 4. rhBleed
170 | rhStop Num 8|4. 4. rhStop
171 | rhPreg Num 8|4. 4. rhPreg
172 | rhPregNm Num 8|4. 4. rhPregNm
173 | rhBirths Num 8|4. 4. rhBirths
174 | rhPregC Num 8|4. 4. rhPregC
175 | rhMen Num 8|4. 4. rhMen
176 | rhMenAge Num 8|4. 4. rhMenAge
177 | rhMenar Num 84. 4. rhMenar
178 | rhHyst Num 8 4. 4, rhHyst
179 | rhHysAge Num 8 4. 4, rhHysAge
180 | btEver Num 84. 4. btEver
181 | btTotal Num 84. 4. btTotal
182 | btWhole Num 84. 4. btWhole
183 | btWholeU Num 84. 4. btwWholeU
184 | liBrRest Num 84. 4. liBrRest
185| liBrLvel Num 84. 4. liBrLvel
186 | 1iBrQuik Num 8|4. 4. liBrQuik
187 liAlcoh Num 84. 4. liAlcoh
188 | liAlcAge Num 8|4. 4. liAlcAge
189 | liAlcPr Num 8|4. 4. liAlcPr
190 | liAlcYr Num 8|4. 4. liAlcYr
191 | liAlcYrN Num 8|4. 4. liAlcYTrN
192 | liAlcNum Num 8|4. 4. liAlcNum
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Num | Variable Type | Len | Format | Informat | Label
193 | dmGrade Num 8|6. 6. dmGrade
194 | gt10 Num 8|4. 4, gt10
195 | phleb Num 8 4. 4, phleb
196 | biopsy Num 8 4. 4, biopsy
197 |iron Num 815.3 15.3 iron
198 | alc Num 815.3 15.3 alc
199 |slron Num 8153 15.3 slron
200 | slron2 Num 8153 15.3 slron2
201 | DMFPIron Num 8153 15.3 DMFPIron
202|368 Char 181 $1. q368
203|369 Char 181 $1. q369
204 | g370 Char 1|$1. $1. g370
205|371 Char 181 $1. g371
206|372 Char 181 $1. q372
207|375 Char 181 $1. q375
208|376 Char 181 $1. q376
209|377 Char 181 $1. q377
210|378 Char 181 $1. q378
211|q379 Char 181 $1. q379
212 | letterld Char 2|%2. $2. letterld
213 | ghscale_is Num 8
214 | mhscale_is Num 8
215| diagnone Num 8|4. 4. diagnone
216 | diagalcohol Num 8|4. 4, diagalcohol
217 | diagcirrhosis Num 8 4. 4, diagcirrhosis
218 | diagnash Num 8 4. 4, diagnash
219 | diagfatliver Num 8 4. 4, diagfatliver
220 | diagfibrosis Num 8 4. 4, diagfibrosis
221 | diagprime Num 8 4. 4, diagprime
222 | diagsecond Num 8 4. 4, diagsecond
223 | diagnospec Num 8 4. 4, diagnospec
224 | diagsecio Num 8 4. 4, diagsecio
225 | diagotherio Num 8 4. 4, diagotherio
226 | diagotherld Num 8 4. 4, diagotherld
227 | hepaprose Num 8|4. 4. hepaprose
228 | hepagrade4 Num 8|4. 4. hepagrade4
229 | hepagrade6 Num 8|4. 4. hepagrade6
230 | dryweightl Num 871 7.1 dryweightl
231 | dryweight2 Num 871 7.1 dryweight2




01:00 Friday, May 04, 2012 12

Num | Variable Type | Len | Format | Informat | Label

232 | wetweightl Num 871 7.1 wetweightl

233 | wetweight2 Num 871 7.1 wetweight2

234 | partage Num 8|11. 11. partage

235 | path_biliary Num 8

236 | path_hepironconc | Num 8

237 | path_kupffer Num 8

238 | path_mallory Num 8

239 | pathsum Num 8

240 | adeghist Num 8|11. 11. adeghist

241 | adegiron Num 8|11. 11. adegiron

242 | microhepa Num 8|11. 11. microhepa

243 | fibrosis Num 8| 11. 11. fibrosis

244 | fatchange Num 811. 11. fatchange

245 | inflam Num 8|11 11. inflam

246 | celltype Num 811. 11. celltype

247 | cr_biliary Num 8

248 | cr_hepaironconc Num 8

249 | cr_kupffer Num 8

250 | cr_mallory Num 8

251 | crliver Num 8

252 | faAiPh Num 8|4. 4. 1a - phone call or written material from HIERS

253 | faAiFam Num 8|4. 4. 1b - family member

254 | faAiLib Num 8|4. 4. 1c - the library

255 | faAilnf Num 84. 4. 1d - the internet

256 | faAiDoc Num 8 4. 4, 1e - your doctor or other health workers

257 | falnfClr Num 8 4. 4, 2a - | found the info I received to be clear and easy to understand

258 | falnfEn Num 8 4. 4, 2b - | received enough information

259 | falnfQst Num 8 4. 4, 2¢ - | still have questions about hemochromatosis and 10 or my test results

260 | faGenTst Num 8 4. 4, 3 - in general, | think genetic testing to find out about disease risk is a good

idea

261 | faTrGv Num 8 4. 4, 4a - | do not have any known hemo gene variations

262 | faTrHHB Num 8 4. 4, 4b - | have hemo gene variations in both genes

263 | faTrHHO Num 8 4. 4, 4c - | have hemo gene variations in one, but not both genes

264 |faTrNo Num 8|4. 4. 4d - I do not have iron overload

265 |faTrDo Num 8|4. 4. 4e - | do have iron overload

266 | faTrVf Num 8|4. 4. 4f - 1 have hemo gene variations that may also be present in members of

my family
267 | faResNoS Num 8|4. 4. 5a - there were no specific recommendations made to me
268 | faResPP Num 8|4. 4. 5b - talk to my personal physician about my test results
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Num | Variable Type | Len | Format | Informat | Label

269 | faResTst Num 8|4. 4. 5c¢ - have my personal physician test the amount of iron in my blood...

270 | faResBId Num 8 4. 4, 5d - have my blood drawn to lower the amount of iron in my blood

271 | faResFam Num 8 4. 4, 5e - talk to family members about their possible risk for hemo or 10

272 | faFollow Num 8 4. 4, 6 - have you followed the recommendations...

273 | faRecHIp Num 8 4. 4, 7 - do you think that these recommendations are helping your health

274 | faExpSad Num 8|4. 4, 8a - feeling upset, sad or anxious about your test results

275 | faExpRel Num 8 4. 4, 8b - feeling releived that no known hemo gene variations exist in your
family

276 | faExpLoc Num 8 4. 4, 8c - feeling a loss of control because of your test results

277 | faExpEnj Num 8 4. 4, 8d - having problems enjoying your life because of your test results

278 | faExpRsk Num 8|4. 4, 8e - worrying about your risk of developing 10 or hemo or having your
condition get worse

279 | faExpMoc Num 8|4. 4. 8f - feeling more in control ofyour future health

280 | faExpPrb Num 8|4. 4. 8g - thinking about you yest results has caused problems in your work or
family life

281 | faExpFru Num 8|4. 4. 8h - feeling frustrated that no known hemo gene variations have been
found to explain the 10 in your family

282 | faExpGdl Num 8|4. 4. 8i - feeling relieved that the guidelines are so clear and easy to follow

283 | faExpCnf Num 8|4. 4. 8j - worrying about the confidentiality of your test results

284 | faExpGd Num 8|4. 4, 8k - feeling that people don't think you are as good as they are

285 | faExpFam Num 8 4. 4, 8l - worrying about the risk to your family members

286 | faExpGld Num 8 4. 4, 8m - feeling glad that you took part in this research

287 | faGrShr Num 8 4. 4, 9 - infomration about a person's genetic risk should be shared with other
family members

288 | faGrFam Num 8 4. 4, 9a - the person who has the genetic risk should share the info directly with
family members

289 | faGrPer Num 8 4. 4, 9b - the doctor of the person at risk should inform family members only if
the person gives permission

290 | faGrDoc Num 8|4. 4. 9c - the doctor of the person at risk should inform family member if the
person at risk will not share the info

291 | falSp Num 8 4. 4. 10a - spouse or partner

292 | falCh Num 8|4. 4. 10b - children

293 | falPar Num 8|4. 4. 10c - parents

294 | falBro Num 8|4. 4. 10d - brothers and sisters

295 | falOth Num 8|4. 4. 10e - other relatives

296 | falFri Num 8|4. 4. 10f - close friends

297 | falDoc Num 8|4. 4. 10g - doctor

298 | falEmp Num 8|4. 4. 10h - employer

299 | faShSug Num 8 4. 4, 11a - the doctor or genetic counselor suggested it

300 | faShAlw Num 8 4. 4, 11b - I always share thinks with the perons(s) I told

301 | faShFeel Num 8 4. 4, 11c - it made me feel better emotionally to get this off my chest
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Num | Variable Type | Len | Format | Informat | Label

302 | faShRisk Num 8|4. 4. 11d - | wanted the person to be able to check out their own risk...

303 | faShGlty Num 8 4. 4, 11e - I would have felt guilty not sharing the information

304 | faShTalk Num 8 4. 4, 11f - my family tends to talk about and share info about health...

305 | faShStdy Num 8 4. 4, 11g - | wanted my family to be included in the HEIRS family study

306 | faNSTold Num 8 4. 4, 12a = no one told me to share info about my test results

307 | faNSTalk Num 8|4. 4, 12b - there are certain family members | don't talk to

308 | faNSProb Num 8 4. 4, 12c¢ - the people I didn't rell have too many other problems right now

309 | faNSStr Num 8 4. 4, 12d - the people I didn't tell don't handle stress well

310 | faNSInfo Num 8 4. 4, 12e - my family tends not to talk about health info

311 | faNSObl Num 8 4. 4, 12f - 1 don't feel that | had an obligation to share this info

312 | faNSEmb Num 8 4. 4, 12g - 1 would have felt ashamed or embarassed to let others know

313 | faNSBurd Num 8|4. 4, 12h - 1 don't burden others with my problems

314 | faNSRght Num 8|4. 4. 12i - no one else has a right to know about my health

315 | faNSSer Num 8| 4. 4, 12j - I didn't think this disease was serious enough to bother my family
with

316 | faPYENnc Num 8|4. 4. 13a - encouraged your spouse to be tested for hemo/IO

317 | faPYUnbC Num 8|4. 4. 13b - had prenatal testing of your unborn children for risk of hemo/IO

318 | faPYNewb Num 8|4. 4. 13c - had your newborn children tested for risk of hemo/10

319 | faPYUn18 Num 8|4. 4. 13d - had your children under 18 tested for risk of hemo/10

320 | faPYRisk Num 8|4. 4. 13e - encouraged adult children to get genetic testing for risk of hemo/10

321 | faPYMar Num 8|4. 4. 13f - encouraged adult children to get genetic testing before they get
married

322 | faPYAdIt Num 8 4. 4, 139 - encouraged adult children to get genetic testing before they have
children

323 | faOpHere Num 8 4. 4, 14a - heredity

324 | faOpEnv Num 8 4. 4, 14b - the environment

325 | faOpFate Num 8 4. 4, 14c - fate or chance

326 | faOpPsy Num 8 4. 4, 14d - psychological factors

327 | faOpLife Num 8 4. 4, 14e - lifestyle

328 | faHealth Num 8 4. 4, 15 - in general would you say your health is...

329 | faTFSick Num 8 4. 4, 16a - | seem to get sick a little easier than other people

330 | faTFHIth Num 8|4. 4. 16b - | am as health as anybody | know

331 | faTFWrse Num 8|4. 4. 16¢ - | expect my health to get worse

332 | faTFExc Num 8|4. 4. 16d - my health is excellent

333 | faPYNerv Num 8|4. 4. 17a - have you been a very nervous person

334 | faPYDown Num 8|4. 4. 17b - have you felt so down in the dumps that nothing could cheer you up

335| faPYCalm Num 8|4. 4. 17c¢ - have you felt calm and peaceful

336 | faPYBlue Num 8|4. 4. 17d - have you felt downhearted and blue

337 | faPYHapy Num 8|4. 4. 17e - have you been a happy person

338 | faRankHH Num 8|4. 4. 18 - compared to other medical conditions, | would rank hemo as...
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Num | Variable Type | Len | Format | Informat | Label

339 | faHPArth Num 8|4. 4. 19a - arthritis-like pain

340 | faHPImp Num 8 4. 4, 19b - impotence

341 | faHPMen Num 8 4. 4, 19c¢ - painful menstrual periods

342 | faHPPros Num 8 4. 4, 19d - prostate or ovarian cancer

343 | faHPHTrt Num 84. 4. 19e - heart abnormalities

344 | faHPDiab Num 84. 4. 19f - diabetes

345 | faHPMS Num 8 4. 4, 199 - multiple sclerosis

346 | faHPFat Num 8 4. 4, 19h - fatigue

347 | faHPAsth Num 84. 4. 19i - asthma

348 | faTFBad Num 8 4. 4, 20a - too much iron in the blood is always bad

349 | faTFDamg Num 8 4. 4, 20b - in hemo, iron builds up in the body and causes damage

350 | faTFDie Num 8|4. 4, 20c - people never die because of hemo

351 | faTFBId Num 8|4. 4. 20d - the best way to treat hemo is to have blood removed...

352 | faTFTrt Num 8|4. 4. 20e - there is no treatment for hemo

353 | faTFPrev Num 8|4. 4. 20f - people with hemo can prevent symptoms by drinking water

354 | faTFOrg Num 8|4. 4. 20g - it is not important to treat hemo until organ damage has occurred

355| faTFNoKn Num 8|4. 4. 20h - a person can have hemo and not know it

356 | faTFMuch Num 8|4. 4. 20i - a person with hemo has too much blood...

357 | faTFGene Num 8|4. 4. 20j - a gene test can tell you if you already have 10

358 | faTFHHGe Num 8|4. 4. _20k - everyone who has variations in their hemo genes will have too much
iron...

359 | faTFWhte Num 84 4 201 - only white people are at risk for 10

360 | faTFHHIN Num 84 4 20m - all variations in hemo genes increase risk of 10 by the same amount

361 | faTFWomn Num 84 4 20n - women tend to develop hemo earlier in life than men do

362 | faTFBrSi Num 84 4 200 - if someone has hemo, their brothers and sisters are also at risk for
hemo

363 | faTFInd Num 8 4. 4 20p - an individual may have one variation in their hemo genes, but others
in same family have two

364 | faGITrt Num 84 4 21a - there might be a good treatment by the time you develop the disease

365 | faGIRass Num 84 4 21b - you might not have the gene for the disease and would be reassured

366 | faGIKnow Num 84 4 21c - it is always good to know whatever you can about your health

367 | faGIScrn Num 84 4 21d - you could get frequent medical screening to catch the disease at a
curable stage

368 | faGIChng Num 8|4. 4 21e - you could change to a healthier lifestyle

369 | faGITrpy Num 8|4. 4 21f - there might be gene therapy that could prevent you from getting the
disease

370 | faGIShr Num 84 4 219 - you could share this risk info with family members

371 | faGlIPrep Num 84 4 21h - you could prepare better for the future

372 | faNIHins Num 84 4 21i - you might have trouble getting or keeping health insurance

373 | faNIFeel Num 84 4 21j - you might feel helpless because you can't change your genes
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374 | faNIProb Num 8|4. 4. 21k - it could be a problem if an employer found out

375 | faNIWory Num 84. 4. 211 - you could spend a lot of time worrying about something bad that is
still in the future

376 | faNILIns Num 8 4. 4, 21m - you might have trouble getting life or disability insurance

377 | faNIHIty Num 8|4. 4, 21n - knowing that you have a gene that put you at risk could make you
feel less healthy

378 | faNINews Num 8 4. 4, 210 - you could be bringing bad news into your family

379 | falHCan Num 8 4. 4, 22 - in the past year, have you had a problem finding/keeping a job...

380 | falHCanH Num 8 4. 4, 22flup - was problem related to hemo/IO

381 | falDCan Num 8|4. 4, 23 - in the past year, have you been turned down as a volunteer for blood
donation

382 | falDCanH Num 8|4. 4. 23flup - was problem related to hemo/IO

383 | falLCan Num 8|4. 4. 24a - problems with health insurance

384 | falLCanH Num 8|4. 4. 24af/up - was problem related to hemo/10

385| faPYJob Num 8|4. 4. 24b -problems with disability insurance

386 | faP'YJobH Num 8|4. 4. 24bf/up - was problem related to hemo/1O

387 | faPYDnr Num 8|4. 4. 24c - problems with life insurance

388 | faPYDnrH Num 8|4. 4. 24cf/up - was problem related to hemo/10

389 | ELSI_1y Char 1 returned ELSI 1-year followup form

390 | ghscale_1y Num 8 SF36 general health scale at 1-year followup

391 | mhscale_1y Num 8 SF36 mental health scale at 1-year followup

392 | dep Num 8|11. 11. dep

393 | totiron Num 8/6.2 6.2 totiron

394 | health_pr Num 8 4.

395 | sickeasy_pr Num 8 4.

396 | nervous_pr Num 8 4.

397 | downdump_pr Num 8 4.

398 | calm_pr Num 8 4.

399 | happy_pr Num 8 4.

400 | arthriti_pr Num 8 4.

401 | diabetes_pr Num 8 4.

402 | genetest_pr Num 8 4.

403 | helpless_pr Num 8|4.

404 | badnews_pr Num 8|4.

405 | environ_pr Num 8|4.

406 | fate_pr Num 8|4.

407 | goodtrt_pr Num 8|4.

408 | heredity_pr Num 8|4.

409 | lifestyl_pr Num 8|4.

410 | shareinf_pr Num 8|4.
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411 | heirsmat Num 8|4. 4. heirsmat
412 | famember Num 84. 4. famember
413 | library Num 8 4. 4, library
414 |internet Num 84. 4. internet
415 | yourdoc Num 8 4. 4, yourdoc
416 | notifyl Num 8|4. 4, notifyl
417 | feelnoti Num 84. 4. feelnoti
418 | clreasy Num 8 4. 4, clreasy
419 | enough Num 8 4. 4, enough
420 | stilques Num 8 4. 4, stilques
421 | goodidea Num 8 4. 4, goodidea
422 | nogenes Num 8 4. 4, nogenes
423 | bothgene Num 8|4. 4. bothgene
424 | onegene Num 8 4. 4. onegene
425 | donotio Num 8|4. 4. donotio
426 | doio Num 8|4. 4. doio
427 | infamily Num 8|4. 4. infamily
428 | norecomm Num 8|4. 4, norecomm
429 | talkmydr Num 8|4. 4. talkmydr
430 | mydrtest Num 8|4. 4. mydrtest
431 | blddrawn Num 8|4. 4. blddrawn
432 | talkfam Num 8|4. 4. talkfam
433 | rechelp Num 8|4. 4. rechelp
434 | followre Num 84. 4. followre
435 | upset Num 8 4. 4, upset
436 | relieved Num 84. 4. relieved
437 | losscont Num 84. 4. losscont
438 | probjoy Num 8 4. 4, probjoy
439 | worse Num 8|4. 4. worse
440 | morecont Num 8|4. 4. morecont
441 | thinking Num 8 4. 4, thinking
442 | frustrat Num 84. 4. frustrat
443 | easyfoll Num 8 4. 4, easyfoll
444 | worrying Num 8 4. 4, worrying
445 | asgoodas Num 8|4. 4. asgoodas
446 | riskfam Num 8|4. 4. riskfam
447 | feelglad Num 8|4. 4. feelglad
448 | rskshare Num 8|4. 4. rskshare
449 | drperm Num 8|4. 4. drperm
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450 | drinform Num 8|4. 4. drinform
451 | spouse Num 8|4. 4, spouse
452 | children Num 84. 4. children
453 | parents Num 8 4. 4, parents
454 | brothsis Num 84. 4. brothsis
455 | othrela Num 84. 4. othrela
456 | friends Num 84. 4. friends
457 | doctor Num 84. 4. doctor
458 | employer Num 8 4. 4, employer
459 | spoutest Num 8 4. 4, spoutest
460 | prenatal Num 8 4. 4, prenatal
461 | newborn Num 84. 4. newborn
462 | kids18 Num 8 4. 4. kids18
463 | adultkid Num 8|4. 4. adultkid
464 | bdmarry Num 8|4. 4. b4marry
465 | b4child Num 8|4. 4. b4child
466 | stress Num 8|4. 4, stress
467 | ashealth Num 8|4. 4. ashealth
468 | getworse Num 8 4. 4. getworse
469 | excellen Num 8|4. 4. excellen
470 | feltblue Num 8|4. 4. feltblue
471 | rankhemo Num 8|4. 4. rankhemo
472 | impotent Num 8|4. 4. impotent
473 | painmens Num 8|4. 4, painmens
474 | prostate Num 8 4. 4, prostate
475 | heartab Num 84. 4. heartab
476|ms Num 8|4. 4. ms
477 | fatique Num 8 4. 4, fatique
478 | asthma Num 84. 4. asthma
479 | ironbad Num 84. 4. ironbad
480 | ironbuil Num 84. 4. ironbuil
481 | neverdie Num 84. 4. neverdie
482 | bldremov Num 84. 4. bldremov
483 | notreat Num 8|4. 4. notreat
484 | waterday Num 8|4. 4. waterday
485 | organdam Num 8|4. 4. organdam
486 | notknow Num 8|4. 4. notknow
487 | highbp Num 8|4. 4. highbp
488 | everyone Num 8 4. 4. everyone
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489 | whites Num 8|4. 4. whites
490 | allvary Num 8 4. 4, allvary
491 | womenear Num 8|4. 4. womenear
492 | sibsrisk Num 84. 4. sibsrisk
493 | fam2gene Num 8 4. 4, fam2gene
494 | reassure Num 8|4. 4. reassure
495 | whatever Num 84. 4. whatever
496 | curable Num 84. 4. curable
497 | changels Num 8 4. 4, changels
498 | genether Num 8 4. 4, genether
499 | sharefam Num 84. 4. sharefam
500 | prepare Num 8 4. 4, prepare
501 | insuranc Num 8|4. 4. insuranc
502 | futuemp Num 8|4. 4. futuemp
503 | worrybad Num 8|4. 4. worrybad
504 | lifeins Num 8|4. 4. lifeins
505 | lesshlth Num 8|4. 4. lesshith
506 | droffice Num 8|4. 4. droffice
507 | howlong Num 8|4. 4. howlong
508 | cholest Num 8|4. 4. cholest
509 | seatbelt Num 8|4. 4. seatbelt
510 sunscrn Num 8|4. 4, sunscrn
511 | hlthins Num 8|4. 4. hlthins
512 | mostcost Num 8|4. 4. mostcost
513 | disabins Num 84. 4. disabins
514 | lifepoli Num 8 4. 4, lifepoli
515 | school Num 84. 4. school
516 | unemploy Num 8 4. 4, unemploy
517 | selfemp Num 8 4. 4, selfemp
518 | fedgov Num 8 4. 4, fedgov
519 | stategov Num 8 4. 4, stategov
520 | privs0 Num 8 4. 4, privs0
521 | privsl Num 8 4. 4, privsl
522 | ghscale_pr Num 8
523 | mhscale_pr Num 8
524 | final_decision Num 8 final_decision
525|QPH_CCE_Flag |Char | 35
526 | QPH_PRIOR_CCE | Char 2
527 | QPH_PRIOR_QPH | Char 2
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528 | hepatitis Char 15| $15.
529 | mhhep Num 8|1
530 | diaghep Char 15| $15.
531 | dsigned_is Num 8 4.
532 | dwithdrawn_is Num 8 4.
533 | disform Num 84.
534 | dsigned_cce Num 8 4.
535 | datehipaa Num 8 4.
536 | dwithdrawn_cce Num 8 4.
537 | dcavisit Num 84.
538 | dmhvisit Num 84.
539 | dmhavisit Num 84.
540 | path_dvisit Num 8|4.
541 | dbiopsy Num 8|4.
542 | cr_dvisit Num 8 4.
543 | dprvisit Num 8|4.
544 | dvisit_1y Num 8|4.
545 | race Num 8|4.
546 | genotype Num 82.
547 |sid_di Char 11
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Num | Variable Type | Len | Format | Informat | Label
1| prefLang Num 8|6. 6. prefLang
2 |age Num 8
3| gender Char 20| $20.

41 MGS Num 8 |BEST5. |5.

5| Proband Num 8|12. 12. Proband
6 | firstime Num 8|4. 4. firstime
7| hithres Num 8|4. 4. hlthres
8 | drpart Num 8|4 4. drpart

9 |ironprob Num 8|4 4. ironprob
10 | havehemo Num 8|4. 4. havehemo
11 | might Num 8|4 4. might
12| medcond Num 8|4. 4. medcond
13| relahemo Num 8| 4. 4. relahemo
14 | elsehemo Num 8| 4. 4. elsehemo
15| othreas Num 8| 4. 4. othreas
16 | toomuch Num 8| 4. 4. toomuch
17 | arthriti Num 8| 4. 4. arthriti
18 | diabetes Num 8| 4. 4. diabetes
19| liver Num 8| 4. 4. liver

20| hrtfail Num 8| 4. 4. hrtfail
21 | impot Num 8|4. 4, impot
22| bldrela Num 8| 4. 4. bldrela
23| anyone Num 84. 4, anyone
24 | pregnant Num 8|4. 4. pregnant
25 | health Num 8|4. 4. health
26 | sickeasy Num 8|4 4. sickeasy
27 | hlthany Num 8|4 4. hlthany
28 | hithwors Num 8|4. 4. hlthwors
29 | hithexc Num 8|4. 4. hlthexc
30 | nervous Num 8 4. 4, nervous
31 | downdump Num 8|4 4. downdump
32 |calm Num 8|4. 4. calm

33| blue Num 8|4. 4. blue

34 | happy Num 8|4 4. happy
35| shouldsh Num 8| 4. 4. shouldsh
36 | genetest Num 84. 4, genetest
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37 | goodtrt Num 8|4 4. goodtrt
38 | chglife Num 8|4. 4, chglife
39 | prepfutu Num 8|4. 4, prepfutu
40 | shareinf Num 8| 4. 4. shareinf
41 |insure Num 8| 4. 4. insure
42 | helpless Num 8|4. 4, helpless
43 | feelless Num 8| 4. 4. feelless
44 | badnews Num 8| 4. 4. badnews
45| heredity Num 8|4. 4, heredity
46 | environ Num 8| 4. 4. environ
47 | fate Num 8| 4. 4. fate
48 | psycho Num 8|4. 4, psycho
49 | lifestyl Num 8|4 4. lifestyl
50 | docvisit Num 8|4. 4. docvisit
51 | phcall Num 8|4 4. phcall
52 | cameinto Num 8|4. 4. cameinto
53 | newstv Num 8 4. 4, newstv
54 | hearoth Num 8|4. 4. hearoth
55 | bldstore Num 8|4. 4. bldstore
56 | hours Num 8/6.1 6.1 hours
57 | serum Num 8|7.2 7.2 serum
58 | sf Num 8|10.2 10.2 sf
59 |ts Num 8|7.2 7.2 ts
60 | uibc Num 8|8.2 8.2 uibc
61| tibc Num 8/8.2 8.2 tibc
62 | labresult Char 11
63 | height Num 8
64 | weight Num 8|6.1 6.1 weight
65 | BMI Num 8
66 | temper Num 8(7.1 7.1 temper
67 | pulse Num 8|4. 4, pulse
68 | shp Num 8|11 11. shp
69 | dbp Num 8|11 11. dbp
70 | hepatom Num 8|4. 4, hepatom
71 | splenom Num 8|4 4. splenom
72 | brady Num 8|4 4. brady
73 | tachy Num 8|4 4. tachy
74| premacon Num 8|4. 4. premacon
75 |abnormal Num 8|4. 4. abnormal
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76 | murmur Num 8 4. 4, murmur

77| edema Num 8| 4. 4. edema

78 | pigment Num 8|4. 4, pigment

79| blister Num 8| 4. 4. blister

80 | hypertri Num 8|4. 4, hypertri

81 | mpjoints Num 8|4. 4, mpjoints

82 |ts_cce Num 8 ts_cce

83 |sf _cce Num 8 sf_cce

84 |crp Num 8 crp

85| alt Num 8 alt

86 | ast Num 8 ast

87 | hapt Num 8 hapt

88 | bilt Num 8 bilt

89 | dhil Num 8 dhil

90 | ibil Num 8 ibil

91|ld Num 8 Id

92 | febr Num 8 febr

93 | fer Num 8 fer

94| ggt Num 8 got

95 | gluc Num 8 gluc

96 | hal Num 8 hal

97 | ha2 Num 8 ha2

98 | hbelp Num 8 hbelp

99| hct Num 8 hct

100 | hf Num 8 hf

101 | hgb Num 8 hgb

102 | hgc Num 8 hgc

103 | hge Num 8 hge

104 | hother Num 8 hother

105| hs Num 8 hs

106 |ins Num 8 ins

107 | mch Num 8 mch

108 | mche Num 8 mchc

109 | mev Num 8 mcv

110 |rbc Num 8 rbc

111 | rdw Num 8 rdw

112 | wbc Num 8 whc

113 | retic Num 8/6.1 6.1 retic

114 | plt Num 8 plt
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115 | wneut Num 8 wneut
116 | wlymp Num 8 wlymp
117 | wmono Num 8 wmono
118 | weos Num 8 weos
119 | whaso Num 8 whaso
120 | aneut Num 8 aneut
121 |alymp Num 8 alymp
122 |amono Num 8 amono
123 | aeos Num 8 aeos
124 | abaso Num 8 abaso
125 | ssFeetSw Num 8|4. 4. ssFeetSw
126/| ssSkinCh Num 8| 4. 4. ssSkinCh
127 | ssWeight Num 8|4 4. ssWeight
128 | ssAdomSw Num 8|4. 4. ssAdomSw
129 | ssLossDr Num 8 4. 4, ssLossDr
130 | ssChrFt Num 8|4. 4. ssChrFt
131 | ssShrtBr Num 8|4. 4. ssShrtBr
132 | ssdntStf Num 8|4. 4. ssJntStf
133 | ssThirst Num 8|4. 4. ssThirst
134 | ssPlyUr Num 8|4 4. ssPlyUr
135 | ssUnxAdm Num 8|4. 4. ssUnxAdm
136 | ssUnxCon Num 8 4. 4, ssUnxCon
137 | mhHemo Num 8|4. 4. mhHemo
138 | mhAnemia Num 8| 4. 4. mhAnemia
139| mhSC Num 8| 4. 4. mhSC
140 | mhThal Num 8| 4. 4. mhThal
141| mhBlood Num 8| 4. 4. mhBlood
142 | mhDiab Num 8| 4. 4. mhDiab
143 | mhDiabMd Num 8| 4. 4. mhDiabMd
144 | mhDiabln Num 8| 4. 4. mhDiabln
145 | mhDiabPI Num 8| 4. 4. mhDiabPI
146 | mhDiabTr Num 8| 4. 4. mhDiabTr
147 | mhLiver Num 8| 4. 4. mhLiver
148 | mhLivFat Num 8| 4. 4. mhLivFat
149 | mhLivCir Num 8|4. 4. mhLivCir
150 | mhLivCan Num 8|4. 4. mhLivCan
151 | mhThyr Num 8|4 4. mhThyr
152 | mhHrt Num 8|4. 4. mhHrt
153 | mhHrtAb Num 8|4. 4. mhHrtAb
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154 | mhHrtOth Num 8|4. 4. mhHrtOth
155 | mhArth Num 8| 4. 4. mhArth
156 | mhOsteo Num 8| 4. 4. mhOsteo
157 | mhPorph Num 8|4. 4, mhPorph
158 | mhChrinf Num 8| 4. 4. mhChrinf
159 | mhCancer Num 8| 4. 4. mhCancer
160 | mhChemo Num 8| 4. 4. mhChemo
161 | rhMenPr Num 8| 4. 4. rhMenPr
162 | rhBleed Num 8| 4. 4. rhBleed
163 | rhStop Num 8|4. 4, rhStop
164 | rhPreg Num 8|4. 4, rhPreg
165 | rhPregNm Num 8|4. 4, rhPregNm
166 | rhBirths Num 8|4. 4. rhBirths
167 | rhPregC Num 8|4 4. rhPregC
168 | rhMen Num 8|4. 4. rhMen
169 | rhMenAge Num 8|4 4. rhMenAge
170 | rhMenar Num 8|4. 4. rhMenar
171 | rhHyst Num 8|4 4. rhHyst
172 | rhHysAge Num 8|4 4. rhHysAge
173 | btEver Num 8|4. 4. btEver
174 | btTotal Num 8|4. 4. btTotal
175 | btWhole Num 8|4. 4. btWhole
176 | btWholeU Num 8|4. 4. btWholeU
177 | liBrRest Num 8| 4. 4. liBrRest
178 | liBrLvel Num 8| 4. 4. liBrLvel
179 | 1iBrQuik Num 84. 4. liBrQuik
180 liAlcoh Num 8| 4. 4. liAlcoh
181 | liAlcAge Num 8|4. 4, liAlcAge
182 | liAlcPr Num 8| 4. 4. liAlcPr
183 | liAlcYr Num 8| 4. 4. liAIcYr
184 | liAlcYrN Num 8| 4. 4. lIAICYrN
185 liAlcNum Num 8| 4. 4. liAlcNum
186 | dmGrade Num 8|6. 6. dmGrade
187 | dmgender Num 8|6. 6. dmgender
188 | gt10 Num 84. 4. gt10
189 | phleb Num 8|4 4. phleb
190 | biopsy Num 8|4 4. biopsy
191 | 9368 Char 1/$1. $1. q368
192 | 9369 Char 1/$1. $1. q369
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193|370 Char 1/$1. $1. q370
194|371 Char 181 $1. g371
195|372 Char 181 $1. q372
196 | 375 Char 181 $1. g375
197 |q376 Char 181 $1. q376
198 |q377 Char 181 $1. q377
199 378 Char 181 $1. g378
200 |q379 Char 181 $1. g379
201 |alc Num 8|15.3 15.3 alc
202 |iron Num 8|15.3 15.3 iron
203 |siron Num 8|15.3 15.3 siron
204 |siron2 Num 8|15.3 15.3 siron2
205 | dmfpiron Num 8115.3 15.3 dmfpiron
206 | diagnone Num 8|4 4. diagnone
207 | diagalcohol Num 8|4 4. diagalcohol
208 | diagcirrhosis Num 8|4 4. diagcirrhosis
209 | diagnash Num 8|4 4. diagnash
210 | diagfatliver Num 8|4 4. diagfatliver
211 | diagfibrosis Num 8|4 4. diagfibrosis
212 | diagprime Num 8|4 4. diagprime
213 | diagsecond Num 8|4 4. diagsecond
214 | diagnospec Num 8|4 4. diagnospec
215 diagsecio Num 8|4 4. diagsecio
216 | diagotherio Num 8|4. 4, diagotherio
217 | diagotherld Num 8|4. 4, diagotherld
218 | biliary Num 8|4. 4, biliary
219 | mallory Num 8|4. 4, mallory
220 | kupffer Num 8|4. 4, kupffer
221 | hepaprose Num 8|4. 4, hepaprose
222 | hepagrade4 Num 8|4. 4, hepagrade4
223 | hepagrade6 Num 8|4. 4, hepagrade6
224 | hepironconc Num 8|4. 4, hepironconc
225 | dryweightl Num 87.1 7.1 dryweightl
226 | dryweight2 Num 87.1 7.1 dryweight2
227 | wetweightl Num 87.1 7.1 wetweight1
228 | wetweight2 Num 87.1 7.1 wetweight2
229 | partage Num 8|11. 11. partage
230 | phlebtrt_count Num 8
231 |told1st Num 8|4 4. 1 - who first told you about the HEIRS study
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232 | knowhemo Num 8|4 4. 2 - how much did you know about hemo or 10 before...

233 | heirsmat Num 8|4. 4, 3a - phone call or written material from HIERS

234 | famember Num 8|4. 4, 3b - family member

235/ library Num 8|4. 4, 3c - the library

236 | internet Num 8|4. 4. 3d - the internet

237 | yourdoc Num 8|4. 4, 3e - your doctor or other health workers

238 | hemofam Num 8|4. 4, 4 - did you know there might be hemo in your family

239 | donate Num 8|4. 4, 5 - did you know of any fam members who donate blood regularly for health

240 | clreasy Num 8|4. 4, 6a - | found the info | received to be clear and easy to understand

241 | enough Num 8|4. 4, 6b - | received enough information

242 | stilques Num 8|4. 4, 6¢ - | still have questions about hemochromatosis and 10 or my test results

243 | goodidea Num 8|4. 4, _7d— in general, | think genetic testing to find out about disease risk is a good
idea

244 | nogenes Num 8|4 4. 8a - | do not have any known hemo gene variations

245 | bothgene Num 8|4 4. 8b - | have hemo gene variations in both genes

246 | onegene Num 8|4 4. 8c - | have hemo gene variations in one, but not both genes

247 | donotio Num 8|4 4. 8d - | do not have iron overload

248 | doio Num 8|4 4. 8e - I do have iron overload

249 | infamily Num 8|4 4. 8f - | have hemo gene variations that may also be present in members of my
family

250 | norecomm Num 8|4 4. 9a - there were no specific recommendations made to me

251 | talkmydr Num 8|4. 4, 9b - talk to my personal physician about my test results

252 | mydrtest Num 8|4. 4, 9c - have my personal physician test the amount of iron in my blood...

253 | blddrawn Num 8|4. 4, 9d - have my blood drawn to lower the amount of iron in my blood

254 | talkfam Num 8|4. 4, 9e - talk to family members about their possible risk for hemo or 10

255 | rechelp Num 8|4. 4, 10 - do you think that these recommendations will help your health

256 | followre Num 8|4. 4, 11 - do you feel that you can follow the recommendations

257 | upset Num 8|4. 4, 12a - feeling upset, sad or anxious about your test results

258 | relieved Num 8|4. 4, 12b - feeling releived that no known hemo gene variations exist in your
family

259 | losscont Num 8|4. 4, 12c¢ - feeling a loss of control because of your test results

260 | probjoy Num 8|4 4. 12d - having problems enjoying your life because of your test results

261 | worse Num 8|4 4. 12e - worrying about your risk of developing 10 or hemo or having your
condition get worse

262 | morecont Num 8|4 4. 12f - feeling more in control ofyour future health

263 | thinking Num 8|4 4. 12¢ - thinking about you yest results has caused problems in your work or
family life

264 | frustrat Num 8|4 4. 12h - feeling frustrated that no known hemo gene variations have been found
to explain the 10 in your family

265 | easyfoll Num 8|4. 4, 12i - feeling relieved that the guidelines are so clear and easy to follow

266 | worrying Num 8|4. 4, 12j - worrying about the confidentiality of your test results
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267 | asgoodas Num 8|4 4. 12k - feeling that people don't think you are as good as they are

268 | riskfam Num 84 4 121 - worrying about the risk to your family members

269 | feelglad Num 8|4. 4, 12m - feeling glad that you took part in this research

270 | rskshare Num 84 4 13a - the person who has the genetic risk should share the info directly with
family members

271 | drperm Num 8|4. 4, 13b - the doctor of the person at risk should inform family members only if
the person gives permission

272 | drinform Num 8|4. 4, 13c - the doctor of the person at risk should inform family member if the
person at risk will not share the info

273 | spouse Num 8 4. 4. 14a - spouse or partner

274 | children Num 8|4. 4. 14b - children

275 | parents Num 8|4. 4. 14c - parents

276 | brothsis Num 8|4. 4. 14d - brothers and si