
Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  1 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

A1. Random identification 
number 

RANDOM_ID   2286(0)   144508.00-145870.00 

        

A2. Study visit VISIT 1:Study Visit 1 (Month 6) 592(25.9)     
        

  2:Study Visit 2 (Month 12) 585(25.6)     
        

  3:Study Visit 3 (Month 24) 567(24.8)     
        

  4:Study Visit 4 (Month 36) 542(23.7)     
        

<created var> Age at visit, 
yrs 

AGE_VIS   2286(0) 12.62(6.28) 12.15(7.53,17.09) 1.01-28.99 

        

B1a. Weight (kg), measure 1 WT1_114   2285(1) 46.14(22.99) 43.70(26.60,62.70) 7.50-185.80 
        

B1b. Weight (kg), measure 2 WT2_114   2284(2) 46.14(22.99) 43.70(26.60,62.75) 7.50-185.80 
        

B1c. Weight (kg), measure 3 WT3_114   100(2186) 45.91(22.35) 43.95(25.90,63.05) 13.40-91.30 
        

<created var> Mean weight MEANWT_114   2285(1) 46.14(22.99) 43.70(26.60,62.75) 7.50-185.80 
        

B2a. Height/Length (cm), 
measure 1 

HT1_114   2285(1) 157.93(28.53) 164.50(136.60,181.00) 71.50-209.40 

        

B2b. Height/Length (cm), 
measure 2 

HT2_114   2284(2) 157.92(28.54) 164.35(136.50,181.00) 72.40-210.00 

        

B2c. Height/Length (cm), 
measure 3 

HT3_114   33(2253) 150.00(33.67) 143.20(123.30,179.00) 86.00-203.70 

        

<created var> Mean height MEANHT_114   2285(1) 157.93(28.54) 164.45(136.60,181.00) 71.95-209.70 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 
        

<created var> 
BSA(m**2)=0.024265 x 
Echo ht(cm)**0.3964 x Echo 
wt(kg)**0.5378 

BSA_VIS   2285(1) 1.39(0.47) 1.40(1.00,1.76) 0.41-3.24 

        

<created var> Age for 
growth Z-scores cal 
(months) 

AGEMOS   2286(0) 151.45(75.41) 145.75(90.40,205.10) 12.10-347.90 

        

<created var> BMI (kg/m**2) BMI   2245(41) 17.25(4.07) 16.33(14.40,19.23) 10.08-50.67 
        

<created var> Z-score for 
weight-for-age 

WAZ   1973(313) 0.39(1.13) 0.46(-0.25,1.11) -4.93-3.94 

        

<created var> Percentile for 
weight-for-age 

WTPCT   1973(313) 61.38(29.54) 67.64(40.28,86.57) 0.00-100.00 

        

<created var> Z-score for 
bmi-for-age 

BMIZ   1923(363) -1.12(1.72) -0.95(-2.04,-0.03) -9.32-3.55 

        

<created var> Percentile for 
bmi-for-age 

BMIPCT   1923(363) 29.10(30.88) 17.23(2.06,48.75) 0.00-99.98 

        

<created var> Z-score for 
length-for-age 

HAZ   1962(324) 2.04(1.15) 2.10(1.34,2.85) -2.17-5.37 

        

<created var> Percentile for 
length-for-age 

HTPCT   1962(324) 90.75(16.60) 98.21(90.96,99.78) 1.51-100.00 

        

<created var> Z-score for 
weight-for-length 

WHZ   283(2003) -0.97(1.54) -0.73(-1.78,0.00) -8.94-2.42 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

<created var> Percentile for 
weight-for-length 

WHPCT   283(2003) 30.45(28.64) 23.30(3.78,49.91) 0.00-99.23 

        

B2d. How was height 
measured? 

HTMEAS_114  Missing 1(<0.1)     

        

  Recumbent 40(1.7)     
        

  Standing 2245(98.2)     
        

B3. Arm span (cm) ARMSPAN_114   2267(19) 162.49(30.72) 169.50(139.50,187.00) 68.00-225.70 
        

B4. Lower segment (cm) LOWSEG_114   2268(18) 84.76(18.11) 89.00(71.10,98.50) 32.00-140.50 
        

<created var> Arm span to 
height ratio 

ARM_HT_114   2267(19) 1.03(0.04) 1.03(1.01,1.05) 0.82-1.14 

        

<created var> Upper to 
lower segment ratio 

UP_LOW_114   2268(18) 0.88(0.13) 0.87(0.81,0.94) 0.29-1.67 

        

C1a. Skeletal System: 
Pectus carinatum 

PECTUS_C114 -8:Unknown 9(0.4)     

        

  1:Yes 100(4.4)     
        

  2:No 2177(95.2)     
        

C1b. Skeletal System: 
Pectus excavatum 

PECTUS_E114 -8:Unknown 10(0.4)     

        

  1:Yes 92(4.0)     
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  2:No 2184(95.5)     
        

C1c. Skeletal System: 
Scoliosis > 20° OR 
spondylolisthesis 

SCOLIOSIS114 -8:Unknown 76(3.3)     

        

  1:Yes 104(4.5)     
        

  2:No 2106(92.1)     
        

C1d. Skeletal System: 
protrusio acetabuli of any 
degree 

PROTRUSIO114 -8:Unknown 740(32.4)     

        

  1:Yes 8(0.3)     
        

  2:No 1538(67.3)     
        

C1e. Skeletal System: Other OTHSKEL114 -8:Unknown 33(1.4)     
        

  1:Yes 90(3.9)     
        

  2:No 2163(94.6)     
        

C2a. Ocular System: Ectopia 
lentis 

E_LENTIS114 -8:Unknown 264(11.5)     

        

  1:Yes 54(2.4)     
        

  2:No 1968(86.1)     
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

C2b. Ocular System: Flat 
cornea 

CORNEA114 -8:Unknown 478(20.9)     

        

  1:Yes 3(0.1)     
        

  2:No 1805(79.0)     
        

C2c. Ocular System: 
Increased axial length of the 
globe 

GLOBE114 -8:Unknown 494(21.6)     

        

  1:Yes 18(0.8)     
        

  2:No 1774(77.6)     
        

C2d. Ocular System: 
Hypoplastic iris/ciliary 
muscle 

HYPO_IRIS114 -8:Unknown 495(21.7)     

        

  2:No 1791(78.3)     
        

C2e. Ocular System:  Other OTHOCUL114 -8:Unknown 303(13.3)     
        

  1:Yes 153(6.7)     
        

  2:No 1830(80.1)     
        

C3a. Pulmonary System: 
Spontaneous 
pneuomothorax 

THORAX114 -8:Unknown 100(4.4)     

        

  1:Yes 9(0.4)     
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 
        

  2:No 2177(95.2)     
        

C3b. Pulmonary System: 
Apical blebs 

BLEBS114 -8:Unknown 970(42.4)     

        

  1:Yes 6(0.3)     
        

  2:No 1310(57.3)     
        

C3c. Pulmonary System:  
Other 

OTHPULM114 -8:Unknown 78(3.4)     

        

  1:Yes 13(0.6)     
        

  2:No 2195(96.0)     
        

C4a. Skin and Integument: 
Striae distensae 

STRIAE114 -8:Unknown 9(0.4)     

        

  1:Yes 188(8.2)     
        

  2:No 2089(91.4)     
        

C4b. Skin and Integument: 
Recurrent or incisional 
hernia 

HERNIA114 -8:Unknown 13(0.6)     

        

  1:Yes 8(0.3)     
        

  2:No 2265(99.1)     
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

C4c. Skin and Integument:  
Other 

OTHSKIN114 -8:Unknown 19(0.8)     

        

  1:Yes 39(1.7)     
        

  2:No 2228(97.5)     
        

C5a. Dura: Lumbosacral 
dural ectasia 

DURAL114 -8:Unknown 955(41.8)     

        

  1:Yes 7(0.3)     
        

  2:No 1324(57.9)     
        

C6a. Family and genetic 
history: Presence of 
mutation in FBN1 

MUTATION114 -8:Unknown 386(16.9)     

        

  1:Yes 40(1.7)     
        

  2:No 1860(81.4)     
        

C7a. Neurodev.:  Attention 
deficit requiring medication 

ADD_NEW -8:Unknown 4(0.2)     

        

  1:Yes 25(1.1)     
        

  2:No 2257(98.7)     
        

C7b. Neurodev.:  
Hyperactivity requiring 
medication 

HYPER_NEW -8:Unknown 5(0.2)     
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 
        

  1:Yes 9(0.4)     
        

  2:No 2272(99.4)     
        

C7c. Neurodev.:  
Developmental delay 
requiring special therapy 

DELAY_NEW -8:Unknown 2(0.1)     

        

  1:Yes 11(0.5)     
        

  2:No 2273(99.4)     
        

C7d. Neurodev.:  Learning 
differences 

LDIFF_NEW -8:Unknown 3(0.1)     

        

  1:Yes 37(1.6)     
        

  2:No 2246(98.3)     
        

C7e. Neurodev.:  Other OTHNEURO_NEW -8:Unknown 8(0.3)     
        

  1:Yes 31(1.4)     
        

  2:No 2247(98.3)     
        

C8a. Psychiatric:  
Depression requiring therapy 

DEPRESS_NEW -8:Unknown 5(0.2)     

        

  1:Yes 26(1.1)     
        

  2:No 2255(98.6)     
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 
        

C8b. Psychiatric:  Other 
requiring therapy 

OTHPSYCH_NEW -8:Unknown 7(0.3)     

        

  1:Yes 32(1.4)     
        

  2:No 2247(98.3)     
        

D1. Has the subject had any 
cardiac surgeries 

CARDIAC_SURG 1:Yes 6(0.3)     

        

  2:No 2280(99.7)     
        

D1a. AV valve surgery? AVVALVE_SURG 1:Yes 2(0.1)     
        

  2:No 4(0.2)     
        

  Skipped 2280(99.7)     
        

D1b. Other cardiac surgery? OTHCARD_SURG 1:Yes 3(0.1)     
        

  2:No 3(0.1)     
        

  Skipped 2280(99.7)     
        

E1. How many daily meds 
has the subject STOPPED 
taking? 

MEDS_STOP 0 1976(86.4)     

        

  1 185(8.1)     
        

  2 58(2.5)     
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 
        

  3 31(1.4)     
        

  4 14(0.6)     
        

  5 11(0.5)     
        

  6 3(0.1)     
        

  7 1(<0.1)     
        

  8 1(<0.1)     
        

  9 3(0.1)     
        

  11 2(0.1)     
        

  14 1(<0.1)     
        

E1.a1.Medication code, 
part1 

DAILY_MCODE1_0 01 2(0.1)     

        

  03 91(4.0)     
        

  04 2(0.1)     
        

  06 2(0.1)     
        

  07 3(0.1)     
        

  08 5(0.2)     
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  09 16(0.7)     
        

  10 9(0.4)     
        

  11 1(<0.1)     
        

  13 1(<0.1)     
        

  15 1(<0.1)     
        

  16 10(0.4)     
        

  18 25(1.1)     
        

  20 1(<0.1)     
        

  22 27(1.2)     
        

  24 25(1.1)     
        

  25 8(0.3)     
        

  99 81(3.5)     
        

   Missing 1976(86.4)     
        

E1.a2.Medication code, 
part1 

DAILY_MCODE1_1 03 39(1.7)     

        

  04 1(<0.1)     
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  06 1(<0.1)     
        

  09 11(0.5)     
        

  10 4(0.2)     
        

  14 1(<0.1)     
        

  16 4(0.2)     
        

  18 4(0.2)     
        

  22 18(0.8)     
        

  24 2(0.1)     
        

  25 1(<0.1)     
        

  99 39(1.7)     
        

   Missing 2161(94.5)     
        

E1.a3.Medication code, 
part1 

DAILY_MCODE1_2 01 1(<0.1)     

        

  03 17(0.7)     
        

  06 1(<0.1)     
        

  08 1(<0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  13 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  09 3(0.1)     
        

  10 4(0.2)     
        

  16 2(0.1)     
        

  18 6(0.3)     
        

  22 9(0.4)     
        

  24 1(<0.1)     
        

  25 1(<0.1)     
        

  99 21(0.9)     
        

   Missing 2219(97.1)     
        

E1.a4.Medication code, 
part1 

DAILY_MCODE1_3 03 10(0.4)     

        

  04 1(<0.1)     
        

  05 1(<0.1)     
        

  09 2(0.1)     
        

  10 2(0.1)     
        

  16 3(0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  14 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  22 9(0.4)     
        

  99 8(0.3)     
        

   Missing 2250(98.4)     
        

E1.a5.Medication code, 
part1 

DAILY_MCODE1_4 03 5(0.2)     

        

  09 1(<0.1)     
        

  16 1(<0.1)     
        

  22 6(0.3)     
        

  25 3(0.1)     
        

  99 6(0.3)     
        

   Missing 2264(99.0)     
        

E1.a6.Medication code, 
part1 

DAILY_MCODE1_5 03 4(0.2)     

        

  22 4(0.2)     
        

  99 3(0.1)     
        

   Missing 2275(99.5)     
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E1.a7.Medication code, 
part1 

DAILY_MCODE1_6 03 2(0.1)     

        

  10 1(<0.1)     
        

  99 5(0.2)     
        

   Missing 2278(99.7)     
        

E1.a8.Medication code, 
part1 

DAILY_MCODE1_7 03 2(0.1)     

        

  16 1(<0.1)     
        

  22 1(<0.1)     
        

  99 3(0.1)     
        

   Missing 2279(99.7)     
        

E1.a9.Medication code, 
part1 

DAILY_MCODE1_8 03 3(0.1)     

        

  25 1(<0.1)     
        

  99 2(0.1)     
        

   Missing 2280(99.7)     
        

E1.a10.Medication code, 
part1 

DAILY_MCODE1_9 03 2(0.1)     
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  99 1(<0.1)     
        

   Missing 2283(99.9)     
        

E1.a11.Medication code, 
part1 

DAILY_MCODE1_10 03 1(<0.1)     

        

  09 1(<0.1)     
        

  22 1(<0.1)     
        

   Missing 2283(99.9)     
        

E1.a12.Medication code, 
part1 

DAILY_MCODE1_11 99 1(<0.1)     

        

   Missing 2285(100.0)     
        

E1.a13.Medication code, 
part1 

DAILY_MCODE1_12 99 1(<0.1)     

        

   Missing 2285(100.0)     
        

E1.a14.Medication code, 
part1 

DAILY_MCODE1_13 99 1(<0.1)     

        

   Missing 2285(100.0)     
        

E1.a1.Medication code, 
part2 

DAILY_MCODE2_0 00 15(0.7)     
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  01 23(1.0)     
        

  02 13(0.6)     
        

  03 6(0.3)     
        

  04 43(1.9)     
        

  05 21(0.9)     
        

  06 6(0.3)     
        

  08 18(0.8)     
        

  09 6(0.3)     
        

  10 3(0.1)     
        

  11 2(0.1)     
        

  15 1(<0.1)     
        

  16 2(0.1)     
        

  17 1(<0.1)     
        

  19 1(<0.1)     
        

  20 1(<0.1)     
        

  35 1(<0.1)     
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  36 1(<0.1)     
        

  99 146(6.4)     
        

   Missing 1976(86.4)     
        

E1.a2.Medication code, 
part2 

DAILY_MCODE2_1 00 9(0.4)     

        

  01 5(0.2)     
        

  02 1(<0.1)     
        

  03 3(0.1)     
        

  04 11(0.5)     
        

  05 6(0.3)     
        

  07 1(<0.1)     
        

  08 12(0.5)     
        

  09 2(0.1)     
        

  16 2(0.1)     
        

  17 1(<0.1)     
        

  20 1(<0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  19 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  21 1(<0.1)     
        

  22 1(<0.1)     
        

  27 1(<0.1)     
        

  36 2(0.1)     
        

  99 66(2.9)     
        

   Missing 2161(94.5)     
        

E1.a3.Medication code, 
part2 

DAILY_MCODE2_2 00 4(0.2)     

        

  01 3(0.1)     
        

  02 1(<0.1)     
        

  03 1(<0.1)     
        

  04 7(0.3)     
        

  05 3(0.1)     
        

  08 3(0.1)     
        

  09 4(0.2)     
        

  16 1(<0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  20 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  99 40(1.7)     
        

   Missing 2219(97.1)     
        

E1.a4.Medication code, 
part2 

DAILY_MCODE2_3 00 3(0.1)     

        

  01 6(0.3)     
        

  04 2(0.1)     
        

  05 2(0.1)     
        

  09 2(0.1)     
        

  32 1(<0.1)     
        

  36 1(<0.1)     
        

  99 19(0.8)     
        

   Missing 2250(98.4)     
        

E1.a5.Medication code, 
part2 

DAILY_MCODE2_4 01 2(0.1)     

        

  04 3(0.1)     
        

  05 2(0.1)     
        

  06 1(<0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  21 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  08 2(0.1)     
        

  99 12(0.5)     
        

   Missing 2264(99.0)     
        

E1.a6.Medication code, 
part2 

DAILY_MCODE2_5 00 1(<0.1)     

        

  04 1(<0.1)     
        

  05 2(0.1)     
        

  09 1(<0.1)     
        

  99 6(0.3)     
        

   Missing 2275(99.5)     
        

E1.a7.Medication code, 
part2 

DAILY_MCODE2_6 01 1(<0.1)     

        

  04 1(<0.1)     
        

  05 1(<0.1)     
        

  99 5(0.2)     
        

   Missing 2278(99.7)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  22 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

E1.a8.Medication code, 
part2 

DAILY_MCODE2_7 05 1(<0.1)     

        

  08 1(<0.1)     
        

  09 1(<0.1)     
        

  99 4(0.2)     
        

   Missing 2279(99.7)     
        

E1.a9.Medication code, 
part2 

DAILY_MCODE2_8 01 1(<0.1)     

        

  04 1(<0.1)     
        

  05 1(<0.1)     
        

  16 1(<0.1)     
        

  99 2(0.1)     
        

   Missing 2280(99.7)     
        

E1.a10.Medication code, 
part2 

DAILY_MCODE2_9 04 1(<0.1)     

        

  36 1(<0.1)     
        

  99 1(<0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  23 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

   Missing 2283(99.9)     
        

E1.a11.Medication code, 
part2 

DAILY_MCODE2_10 09 1(<0.1)     

        

  99 2(0.1)     
        

   Missing 2283(99.9)     
        

E1.a12.Medication code, 
part2 

DAILY_MCODE2_11 99 1(<0.1)     

        

   Missing 2285(100.0)     
        

E1.a13.Medication code, 
part2 

DAILY_MCODE2_12 99 1(<0.1)     

        

   Missing 2285(100.0)     
        

E1.a14.Medication code, 
part2 

DAILY_MCODE2_13 99 1(<0.1)     

        

   Missing 2285(100.0)     
        

E2. How many NEW 
medications has the subject 
STARTED taking? 

MEDS_START  Missing 1(<0.1)     

        

  0 1794(78.5)     
        

  1 277(12.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  24 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  2 105(4.6)     
        

  3 40(1.7)     
        

  4 24(1.0)     
        

  5 19(0.8)     
        

  6 11(0.5)     
        

  7 2(0.1)     
        

  8 3(0.1)     
        

  9 3(0.1)     
        

  10 4(0.2)     
        

  11 1(<0.1)     
        

  13 1(<0.1)     
        

  14 1(<0.1)     
        

E1.c1. Age when medication 
stopped 

DAILYMEDSAGE_0   301(1985) 12.11(6.41) 11.20(6.80,16.10) 0.90-28.50 

        

E1.c2. Age when medication 
stopped 

DAILYMEDSAGE_1   123(2163) 11.10(6.24) 9.80(6.20,15.50) 0.90-26.60 

        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  25 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

E1.c3. Age when medication 
stopped 

DAILYMEDSAGE_2   64(2222) 10.74(6.34) 9.85(6.00,13.85) 0.90-26.50 

        

E1.c4. Age when medication 
stopped 

DAILYMEDSAGE_3   36(2250) 10.06(5.49) 9.80(6.25,12.85) 2.00-26.60 

        

E1.c5. Age when medication 
stopped 

DAILYMEDSAGE_4   21(2265) 9.54(5.33) 9.80(6.20,11.90) 2.00-26.90 

        

E1.c6. Age when medication 
stopped 

DAILYMEDSAGE_5   10(2276) 9.01(6.93) 7.80(5.10,10.70) 2.00-26.70 

        

E1.c7. Age when medication 
stopped 

DAILYMEDSAGE_6   8(2278) 8.71(8.09) 6.45(4.55,8.95) 2.00-27.80 

        

E1.c8. Age when medication 
stopped 

DAILYMEDSAGE_7   7(2279) 8.49(8.04) 5.80(3.60,8.10) 2.90-26.20 

        

E1.c9. Age when medication 
stopped 

DAILYMEDSAGE_8   6(2280) 5.58(2.35) 5.80(3.60,7.60) 2.30-8.40 

        

E1.c10. Age when 
medication stopped 

DAILYMEDSAGE_9   3(2283) 5.00(3.32) 4.00(2.30,8.70) 2.30-8.70 

        

E1.c11. Age when 
medication stopped 

DAILYMEDSAGE_10   3(2283) 5.03(3.04) 4.50(2.30,8.30) 2.30-8.30 

        

E1.c12. Age when 
medication stopped 

DAILYMEDSAGE_11   1(2285) 2.40() 2.40(2.40,2.40) 2.40-2.40 

        

E1.c13. Age when 
medication stopped 

DAILYMEDSAGE_12   1(2285) 2.40() 2.40(2.40,2.40) 2.40-2.40 

        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  26 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

E1.c14. Age when 
medication stopped 

DAILYMEDSAGE_13   1(2285) 2.40() 2.40(2.40,2.40) 2.40-2.40 

        

E2.a1.Medication code, 
part1 

NEW_MCODE1_0 01 5(0.2)     

        

  02 1(<0.1)     
        

  03 125(5.5)     
        

  04 5(0.2)     
        

  06 2(0.1)     
        

  07 5(0.2)     
        

  08 10(0.4)     
        

  09 27(1.2)     
        

  10 23(1.0)     
        

  11 2(0.1)     
        

  13 1(<0.1)     
        

  14 1(<0.1)     
        

  15 4(0.2)     
        

  16 15(0.7)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  27 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  18 39(1.7)     
        

  19 1(<0.1)     
        

  20 1(<0.1)     
        

  22 52(2.3)     
        

  24 24(1.0)     
        

  25 6(0.3)     
        

  99 142(6.2)     
        

   Missing 1795(78.5)     
        

E2.a2.Medication code, 
part1 

NEW_MCODE1_1 01 1(<0.1)     

        

  03 62(2.7)     
        

  04 1(<0.1)     
        

  05 1(<0.1)     
        

  07 2(0.1)     
        

  08 1(<0.1)     
        

  09 14(0.6)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  28 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  10 14(0.6)     
        

  15 1(<0.1)     
        

  16 14(0.6)     
        

  18 9(0.4)     
        

  19 1(<0.1)     
        

  22 32(1.4)     
        

  24 5(0.2)     
        

  25 2(0.1)     
        

  99 54(2.4)     
        

   Missing 2072(90.6)     
        

E2.a3.Medication code, 
part1 

NEW_MCODE1_2 03 22(1.0)     

        

  07 2(0.1)     
        

  08 1(<0.1)     
        

  09 13(0.6)     
        

  10 9(0.4)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  29 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  15 1(<0.1)     
        

  16 4(0.2)     
        

  18 5(0.2)     
        

  22 19(0.8)     
        

  24 1(<0.1)     
        

  25 2(0.1)     
        

  99 30(1.3)     
        

   Missing 2177(95.2)     
        

E2.a4.Medication code, 
part1 

NEW_MCODE1_3 03 14(0.6)     

        

  08 1(<0.1)     
        

  09 8(0.3)     
        

  10 1(<0.1)     
        

  16 1(<0.1)     
        

  18 3(0.1)     
        

  22 16(0.7)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  30 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  25 3(0.1)     
        

  99 22(1.0)     
        

   Missing 2217(97.0)     
        

E2.a5.Medication code, 
part1 

NEW_MCODE1_4 03 9(0.4)     

        

  04 1(<0.1)     
        

  09 9(0.4)     
        

  16 2(0.1)     
        

  18 2(0.1)     
        

  22 12(0.5)     
        

  25 1(<0.1)     
        

  99 9(0.4)     
        

   Missing 2241(98.0)     
        

E2.a6.Medication code, 
part1 

NEW_MCODE1_5 03 5(0.2)     

        

  09 5(0.2)     
        

  10 1(<0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  31 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  22 8(0.3)     
        

  99 7(0.3)     
        

   Missing 2260(98.9)     
        

E2.a7.Medication code, 
part1 

NEW_MCODE1_6 03 4(0.2)     

        

  10 1(<0.1)     
        

  18 2(0.1)     
        

  22 2(0.1)     
        

  99 6(0.3)     
        

   Missing 2271(99.3)     
        

E2.a8.Medication code, 
part1 

NEW_MCODE1_7 03 5(0.2)     

        

  05 1(<0.1)     
        

  09 1(<0.1)     
        

  16 1(<0.1)     
        

  22 2(0.1)     
        

  99 3(0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  32 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

   Missing 2273(99.4)     
        

E2.a9.Medication code, 
part1 

NEW_MCODE1_8 03 4(0.2)     

        

  10 1(<0.1)     
        

  18 1(<0.1)     
        

  22 1(<0.1)     
        

  25 1(<0.1)     
        

  99 2(0.1)     
        

   Missing 2276(99.6)     
        

E2.a10.Medication code, 
part1 

NEW_MCODE1_9 03 1(<0.1)     

        

  18 1(<0.1)     
        

  99 5(0.2)     
        

   Missing 2279(99.7)     
        

E2.a11.Medication code, 
part1 

NEW_MCODE1_10 03 1(<0.1)     

        

  22 2(0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  33 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

   Missing 2283(99.9)     
        

E2.a12.Medication code, 
part1 

NEW_MCODE1_11 03 1(<0.1)     

        

  99 1(<0.1)     
        

   Missing 2284(99.9)     
        

E2.a13.Medication code, 
part1 

NEW_MCODE1_12 18 1(<0.1)     

        

  99 1(<0.1)     
        

   Missing 2284(99.9)     
        

E2.a14.Medication code, 
part1 

NEW_MCODE1_13 99 1(<0.1)     

        

   Missing 2285(100.0)     
        

E2.a1.Medication code, 
part2 

NEW_MCODE2_0 00 29(1.3)     

        

  01 17(0.7)     
        

  02 20(0.9)     
        

  03 10(0.4)     
        

  04 56(2.4)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  34 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  05 28(1.2)     
        

  06 10(0.4)     
        

  07 3(0.1)     
        

  08 18(0.8)     
        

  09 13(0.6)     
        

  10 4(0.2)     
        

  11 3(0.1)     
        

  12 1(<0.1)     
        

  13 1(<0.1)     
        

  14 2(0.1)     
        

  16 4(0.2)     
        

  17 1(<0.1)     
        

  18 4(0.2)     
        

  19 3(0.1)     
        

  20 1(<0.1)     
        

  21 2(0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  35 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  22 1(<0.1)     
        

  30 1(<0.1)     
        

  35 1(<0.1)     
        

  36 3(0.1)     
        

  37 1(<0.1)     
        

  99 254(11.1)     
        

   Missing 1795(78.5)     
        

E2.a2.Medication code, 
part2 

NEW_MCODE2_1 00 18(0.8)     

        

  01 19(0.8)     
        

  02 3(0.1)     
        

  04 21(0.9)     
        

  05 10(0.4)     
        

  06 2(0.1)     
        

  07 2(0.1)     
        

  08 13(0.6)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  36 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  09 6(0.3)     
        

  10 2(0.1)     
        

  12 2(0.1)     
        

  15 1(<0.1)     
        

  16 2(0.1)     
        

  17 1(<0.1)     
        

  19 1(<0.1)     
        

  20 1(<0.1)     
        

  32 1(<0.1)     
        

  36 1(<0.1)     
        

  99 108(4.7)     
        

   Missing 2072(90.6)     
        

E2.a3.Medication code, 
part2 

NEW_MCODE2_2 00 5(0.2)     

        

  01 7(0.3)     
        

  02 1(<0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  37 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  03 3(0.1)     
        

  04 7(0.3)     
        

  05 5(0.2)     
        

  06 2(0.1)     
        

  08 7(0.3)     
        

  09 7(0.3)     
        

  16 1(<0.1)     
        

  22 1(<0.1)     
        

  27 1(<0.1)     
        

  99 62(2.7)     
        

   Missing 2177(95.2)     
        

E2.a4.Medication code, 
part2 

NEW_MCODE2_3 00 5(0.2)     

        

  01 7(0.3)     
        

  03 2(0.1)     
        

  04 5(0.2)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  05 2(0.1)     
        

  08 5(0.2)     
        

  09 1(<0.1)     
        

  20 1(<0.1)     
        

  21 1(<0.1)     
        

  22 1(<0.1)     
        

  32 1(<0.1)     
        

  36 1(<0.1)     
        

  99 37(1.6)     
        

   Missing 2217(97.0)     
        

E2.a5.Medication code, 
part2 

NEW_MCODE2_4 00 2(0.1)     

        

  01 3(0.1)     
        

  04 3(0.1)     
        

  05 4(0.2)     
        

  08 5(0.2)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  09 1(<0.1)     
        

  10 1(<0.1)     
        

  99 26(1.1)     
        

   Missing 2241(98.0)     
        

E2.a6.Medication code, 
part2 

NEW_MCODE2_5 00 1(<0.1)     

        

  01 5(0.2)     
        

  04 2(0.1)     
        

  05 1(<0.1)     
        

  09 1(<0.1)     
        

  21 1(<0.1)     
        

  99 15(0.7)     
        

   Missing 2260(98.9)     
        

E2.a7.Medication code, 
part2 

NEW_MCODE2_6 00 3(0.1)     

        

  01 3(0.1)     
        

  05 1(<0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  99 8(0.3)     
        

   Missing 2271(99.3)     
        

E2.a8.Medication code, 
part2 

NEW_MCODE2_7 01 2(0.1)     

        

  04 2(0.1)     
        

  05 1(<0.1)     
        

  08 1(<0.1)     
        

  09 1(<0.1)     
        

  16 1(<0.1)     
        

  99 5(0.2)     
        

   Missing 2273(99.4)     
        

E2.a9.Medication code, 
part2 

NEW_MCODE2_8 00 1(<0.1)     

        

  01 1(<0.1)     
        

  04 1(<0.1)     
        

  05 2(0.1)     
        

  06 1(<0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  16 1(<0.1)     
        

  99 3(0.1)     
        

   Missing 2276(99.6)     
        

E2.a10.Medication code, 
part2 

NEW_MCODE2_9 36 1(<0.1)     

        

  99 6(0.3)     
        

   Missing 2279(99.7)     
        

E2.a11.Medication code, 
part2 

NEW_MCODE2_10 09 1(<0.1)     

        

  99 2(0.1)     
        

   Missing 2283(99.9)     
        

E2.a12.Medication code, 
part2 

NEW_MCODE2_11 00 1(<0.1)     

        

  99 1(<0.1)     
        

   Missing 2284(99.9)     
        

E2.a13.Medication code, 
part2 

NEW_MCODE2_12 99 2(0.1)     

        

   Missing 2284(99.9)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

E2.a14.Medication code, 
part2 

NEW_MCODE2_13 99 1(<0.1)     

        

   Missing 2285(100.0)     
        

E2.d1.Dose NEWMEDS_DOSE_0   161(2125) 198.16(367.97) 40.00(12.50,200.00) 0.20-2000.00 
        

E2.c1.Age when medication 
started 

NEWMEDSAGE_0   474(1812) 12.42(6.42) 11.95(6.90,16.40) 0.90-28.50 

        

E2.c2.Age when medication 
started 

NEWMEDSAGE_1   204(2082) 11.67(6.48) 10.65(6.50,15.80) 0.90-27.30 

        

E2.c3.Age when medication 
started 

NEWMEDSAGE_2   102(2184) 10.91(6.28) 9.85(6.10,14.70) 0.90-26.50 

        

E2.c4.Age when medication 
started 

NEWMEDSAGE_3   65(2221) 11.11(5.99) 9.90(6.50,14.60) 2.00-26.50 

        

E2.c5.Age when medication 
started 

NEWMEDSAGE_4   43(2243) 10.85(6.58) 9.50(5.80,13.40) 2.00-26.50 

        

E2.c6.Age when medication 
started 

NEWMEDSAGE_5   25(2261) 10.54(7.22) 7.50(5.80,12.50) 2.00-26.60 

        

E2.c7.Age when medication 
started 

NEWMEDSAGE_6   15(2271) 8.99(6.14) 7.00(5.40,11.90) 2.00-26.90 

        

E2.c8.Age when medication 
started 

NEWMEDSAGE_7   13(2273) 8.55(6.32) 6.30(5.20,10.70) 2.00-26.90 

        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

E2.c9.Age when medication 
started 

NEWMEDSAGE_8   10(2276) 6.58(2.99) 5.85(5.20,8.30) 2.20-11.90 

        

E2.c10.Age when 
medication started 

NEWMEDSAGE_9   7(2279) 7.09(3.60) 6.50(4.00,10.80) 2.20-12.10 

        

E2.c11.Age when 
medication started 

NEWMEDSAGE_10   3(2283) 5.70(3.15) 6.60(2.20,8.30) 2.20-8.30 

        

E2.c12.Age when 
medication started 

NEWMEDSAGE_11   2(2284) 4.45(3.04) 4.45(2.30,6.60) 2.30-6.60 

        

E2.c13.Age when 
medication started 

NEWMEDSAGE_12   2(2284) 4.55(3.18) 4.55(2.30,6.80) 2.30-6.80 

        

E2.c14.Age when 
medication started 

NEWMEDSAGE_13   1(2285) 2.30() 2.30(2.30,2.30) 2.30-2.30 

        

E2.d2.Dose NEWMEDS_DOSE_1   42(2244) 246.41(509.95) 45.00(10.00,350.00) 0.50-3000.00 
        

E2.d3.Dose NEWMEDS_DOSE_2   22(2264) 211.31(339.38) 45.00(10.00,250.00) 1.50-1000.00 
        

E2.d4.Dose NEWMEDS_DOSE_3   12(2274) 250.67(415.95) 7.50(2.00,400.00) 1.00-1200.00 
        

E2.d5.Dose NEWMEDS_DOSE_4   7(2279) 406.29(681.44) 200.00(2.00,500.00) 2.00-1900.00 
        

E2.d6.Dose NEWMEDS_DOSE_5   3(2283) 711.67(1117.48) 130.00(5.00,2000.00) 5.00-2000.00 
        

E2.d7.Dose NEWMEDS_DOSE_6   3(2283) 39.33(30.44) 50.00(5.00,63.00) 5.00-63.00 
        

E2.d8.Dose NEWMEDS_DOSE_7   4(2282) 570.00(368.24) 500.00(350.00,790.00) 200.00-1080.00 
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 

 

 
New England Research Institutes, Inc. 

480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 

04:21  Wednesday, September 26, 2018  44 

Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

E2.d9.Dose NEWMEDS_DOSE_8   3(2283) 436.00(509.79) 300.00(8.00,1000.00) 8.00-1000.00 
        

E2.d10.Dose NEWMEDS_DOSE_9       
        

E2.d11.Dose NEWMEDS_DOSE_10       
        

E2.d12.Dose NEWMEDS_DOSE_11       
        

E2.d13.Dose NEWMEDS_DOSE_12   1(2285) 0.10() 0.10(0.10,0.10) 0.10-0.10 
        

E2.d14.Dose NEWMEDS_DOSE_13       
        

E3. # of dosage changes to 
current meds have there 
been? 

DOSECHANGES 0 2215(96.9)     

        

  1 59(2.6)     
        

  2 7(0.3)     
        

  3 3(0.1)     
        

  5 1(<0.1)     
        

  6 1(<0.1)     
        

E3.a1.Medication code, 
part1 

CHANGE_CODE1_0 01 15(0.7)     

        

  04 4(0.2)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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480 Pleasant Street, Watertown, MA 02472 

Tel:  617-923-7747   Fax: 617-926-8246 

June 20, 2016 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  07 1(<0.1)     
        

  08 10(0.4)     
        

  09 1(<0.1)     
        

  11 1(<0.1)     
        

  16 1(<0.1)     
        

  18 3(0.1)     
        

  22 2(0.1)     
        

  24 21(0.9)     
        

  99 12(0.5)     
        

   Missing 2215(96.9)     
        

E3.a2.Medication code, 
part1 

CHANGE_CODE1_1 01 3(0.1)     

        

  08 1(<0.1)     
        

  18 1(<0.1)     
        

  22 1(<0.1)     
        

  24 2(0.1)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

  99 4(0.2)     
        

   Missing 2274(99.5)     
        

E3.a3.Medication code, 
part1 

CHANGE_CODE1_2 01 1(<0.1)     

        

  04 1(<0.1)     
        

  18 1(<0.1)     
        

  24 1(<0.1)     
        

  99 1(<0.1)     
        

   Missing 2281(99.8)     
        

E3.a4.Medication code, 
part1 

CHANGE_CODE1_3 18 1(<0.1)     

        

  24 1(<0.1)     
        

   Missing 2284(99.9)     
        

E3.a5.Medication code, 
part1 

CHANGE_CODE1_4 18 1(<0.1)     

        

  24 1(<0.1)     
        

   Missing 2284(99.9)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

E3.a6.Medication code, 
part1 

CHANGE_CODE1_5 18 1(<0.1)     

        

   Missing 2285(100.0)     
        

E3.a1.Medication code, 
part2 

CHANGE_CODE2_0 00 1(<0.1)     

        

  01 3(0.1)     
        

  02 22(1.0)     
        

  03 2(0.1)     
        

  04 10(0.4)     
        

  05 9(0.4)     
        

  08 1(<0.1)     
        

  09 2(0.1)     
        

  10 2(0.1)     
        

  14 1(<0.1)     
        

  99 18(0.8)     
        

   Missing 2215(96.9)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

E3.a2.Medication code, 
part2 

CHANGE_CODE2_1 02 4(0.2)     

        

  04 1(<0.1)     
        

  05 1(<0.1)     
        

  10 1(<0.1)     
        

  99 5(0.2)     
        

   Missing 2274(99.5)     
        

E3.a3.Medication code, 
part2 

CHANGE_CODE2_2 02 1(<0.1)     

        

  05 1(<0.1)     
        

  10 1(<0.1)     
        

  99 2(0.1)     
        

   Missing 2281(99.8)     
        

E3.a4.Medication code, 
part2 

CHANGE_CODE2_3 05 1(<0.1)     

        

  10 1(<0.1)     
        

   Missing 2284(99.9)     
        



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 

E3.a5.Medication code, 
part2 

CHANGE_CODE2_4 01 1(<0.1)     

        

  10 1(<0.1)     
        

   Missing 2284(99.9)     
        

E3.a6.Medication code, 
part2 

CHANGE_CODE2_5 10 1(<0.1)     

        

   Missing 2285(100.0)     
        

E3.d1.Current Dose, mg per 
day 

CURRENT_DOSE_0   67(2219) 88.69(187.67) 45.00(15.00,80.00) 0.00-1200.00 

        

E3.c1 Age when dose 
change 

DOSECHANGE_AGE_0   71(2215) 12.58(5.00) 12.10(9.40,16.30) 1.00-24.40 

        

E3.c2 Age when dose 
change 

DOSECHANGE_AGE_1   12(2274) 15.35(6.45) 16.20(14.00,20.15) 1.20-24.50 

        

E3.c3 Age when dose 
change 

DOSECHANGE_AGE_2   5(2281) 16.46(7.17) 16.30(14.40,20.80) 5.90-24.90 

        

E3.c4 Age when dose 
change 

DOSECHANGE_AGE_3   2(2284) 15.60(1.13) 15.60(14.80,16.40) 14.80-16.40 

        

E3.c5 Age when dose 
change 

DOSECHANGE_AGE_4   2(2284) 15.80(1.27) 15.80(14.90,16.70) 14.90-16.70 

        

E3.c6 Age when dose 
change 

DOSECHANGE_AGE_5   1(2285) 16.80() 16.80(16.80,16.80) 16.80-16.80 



Marfan Data Codebook 
A114: Follow-Up Visit Form 

(raw data) 
DATE CREATED 13SEP18 

Number of Observations: 2286 

Number of Variables: 181 

Organization of file: Up to Four Records per Patient 
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Variable Label (VAR) Variable Name Category N(%) N(Missing) Mean(SD) Median(Q1,Q3) Range of Values 
        

E3.d2.Current Dose, mg per 
day 

CURRENT_DOSE_1   11(2275) 47.90(42.31) 20.00(18.70,80.00) 0.20-125.00 

        

E3.d3.Current Dose, mg per 
day 

CURRENT_DOSE_2   5(2281) 324.00(657.53) 30.00(25.00,50.00) 15.00-1500.00 

        

E3.d4.Current Dose, mg per 
day 

CURRENT_DOSE_3   2(2284) 35.00(35.36) 35.00(10.00,60.00) 10.00-60.00 

        

E3.d5.Current Dose, mg per 
day 

CURRENT_DOSE_4   2(2284) 20.00(0.00) 20.00(20.00,20.00) 20.00-20.00 

        

E3.d6.Current Dose, mg per 
day 

CURRENT_DOSE_5   1(2285) 10.00() 10.00(10.00,10.00) 10.00-10.00 

        

Form Version VER_ID A 2286(100.0)     
        

 


