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1. Title: Predicting Loss to Follow-up and Succesful Tracing in a Cohort of Childhood Cancer
Survivors

2. Working Group and Investigators: This proposed publication will be within the
Epidemiology/ Biostatistics Workang Group. Proposed investigators (name/ e-mail/ fax) will
include:

Roberta Sposato Walls  Rsposatof@uhe com 612-936-7270

3. Background and Rationale: In order for the results of research studies to be generalizable
to the population of childhood cancer survivors, follow-up on a sample of this sample of this
population needs to be as complete as possible. Follow-up of cohort members 15 a major
issue¢ in research studies. To keep bias to a minimum and ensure that the sample is
representative of the population, researchers must undenake mzjor effors to find all eligible
members. Depending upon the methods of the study, contact information can be obtained
from the study subject at the time of the survey or from another source such as a medical
record or hospital dalabase.

Follow-up has been studied in relation to the methods used to locate individuals and the
differences between those who were lost to follow-up and those who were nol. The factors
that have been found to be related o loss to follow-up include age, mobility, health siatus,
socioeconomic factors, and gender,

4. Specific Aims and Hypotheses: The purposc of this paper is to explore the issues of age,
mobility, SES, race, and gender in relation 10 tracing a cohort of childhood cancer survivors

L Idemify the factors that predict the need to trace cenain individuals.
Hypothesis: Individuals that need tracing are most likely going to be diagnosed carly (prior
to 1975), be older now, and be women

IL Identify the factors that predict successful racing.

Hypothesis: Individuals that are successfully traced are going to have a social security
number on record al registration, reside in the same state, be alive, have a middle name or
initial on record at registration, and have an uncommon last name

. Compare individuals successfully traced to individuals that did not need tracing.
Hypothesis: Individuals that need tracing will have fewer adverse health related outcomes,
be in a minority group, and have lower socioeconomic status.



&, Analysis Framework:

2. Ouicome of interest: tracing status, follow-up statws, and completion status.

b, Subject population: all CCSS cases

¢. Exploratory variables gender, age. age at diagnosis, year of diagnosis, diagnosis type,
years since last contact, alive/dead status, commonness of last name, presence of middle
initial or name at registration, presence of social secunity number at registration, mobility
(moved 10 different state), race/ ethnicity, educational level, personal income, specific
medical conditions (by system), and health related conditions reponted in the last year.

d. Specific tables: Analvsis was run with 20848 indivichuals and will be updated with
camplete data. Please refer 1o the following example tables.

Table 1. Demographics of entire cohon

All elegible e Mlales ' Fermales
sampls siec 20846 11833 9313
N Currend age (in years), 26,85 2692 26,76
{mnge) (1145 = 48 59) {11465 - 45, 8i) (1143 - 48.89)
mean ape M dugnous 829 &30 217
{im years)
YEAR OF DIAGNOSIS
| 1970-1975, mumber (%) 5036 (24.16) 1758 03 %) 1282 (24.50)
1976-1981, numiber (36) 7786 (37,35 4338 (37.99) 3451 (37.06)
19521986, number (%) RO23 (38,49 4443 (38,53) 3550 (35.44)
DIAGHOSIS*
Leukemia & (%) &817 (32.70) 3630 (31.91) AT (3369)
CNS umor, ¥ (%%) 3050 (14 54) 1687 (14.63) 1344 (14.43)
Hodighin's discase, # (o) 1749 (13.19) 1579 (13.69) 1170 (12.56)
Non-Hodgkin's lvmphoma, # (%) 1089 (7.36) 1089 (3.44) 464,79
Kidngy mumors, # (%) 1761 (8.45) R816(7.15) 925 {9.93)
Meusoblastomas, # (%) 1352 i6.4%) 696 (6.04) 656 (7.04)
Sofl tisswe sarcoma, # (%) 1555 (% .90) 1018 (REX) BIT(R99)
Bone cancer, # (%) 1744 ®.37T) 94T (R 21) 797 (R.56)




Table 2: Demographics between those study subjects who did or did not need tracing.

* Pearson chi=sgquare p<03

** Pearson cha-squase p< 001

334 siudy subjecis are pending o this dme in regards g tmacimg,.

All cases Neoded Tracing Did not need tracing
wample size R4 TR 13130
curreni mean age# 26,85 2743 16,51

{in years), (mngeh (114548 89) (114348 81) {11 4618 86)
mcan age ai dagnosis 229 35 B15
{in years)
GENDER*®
Male, Number (%) 11346 (35.33) 4212 (57.09) 7134 (54.34)
Female, Mumber (%) Q303 (44.6T) 166 (42.91) 5995 (45.60)
YEAR OF DIAGNOSIS**
1970-1973, number (%) 4950 (24.16) 2056 (27.87) 2594 (22.04)
19761981, mumber (*a) 654 (37.35) 2526 (38.30) 4828 (36, 77)
19821985, mumber (%6) ToOd (3E.49) 2496 (33 K3) 5407 (41.18)
DIAGNOSIS*
Leukemia, # [¥a) &T27 (32,70} 274 {30.82) 4453 (33.92)
CNS mmors. # (%) 29TE (14.534) 1133 §15.36) IE43 (14.05)
Wih'i disease £ () 679413.19) D2 (13.43) 168% (12.36)
Non-Hodghin's lymphoma.# (*e) 1304 (7.36) 338 (7.29) 966 (7.36)
Kidney mmers, # (%) 1736 (8. 45) 621 (8.42) 1118 (% 49)
Neuroblasiomas, # (Vo) 1333 i 49%) 512 (6.4} B2 (5.25)
Soft tiasue sarcomas. # (%) 1830 8. 90) G689 (9.34) 1141 (B.6%
Bone Cancer, # (*a) 1719 ®.37) 620 (8.40) 1092 8.37)
W i-icsl pe.03




Table 3: Univanate Analysis of Factors related to the need for tracing.

pitential factors Of | vl
gender M-F LIl 1.056-1_ 1584 0001
year of diaznosis

diagnosed 1.339 14301 657 O]
1970-1973

dingnosed 1269 11871350 0.1
1976-1981

diagnosed 1 -

19821986

agc

apes 10-14 1 - -
ages 13-19 0,904 0 T6K=1 063 0218
ages 2-24 1,041 O PG=1. 254 05387
ages 25-29 1.1%9 1.015-1.392 00323
ages 30-34 1.365 1.162-].604 (Wl
ages 35.39 1.315 11091 559 0.0017
OVEr 440 1.16% 05631 416 01150
years since last contact

less than 5 1 . -
G- 2016 | 2609:2 1T 1, s
mscre than 11 4,743 43375158 13, (e

Note: p-valuss are from Wald chi-square.



Table 4: Demographics of those study subjects traced comparing those found and not found

All traced Found Mo foarnd
enple sixe 73R 2638 4740
R current age (in vearsh, (rngeh T4 192 T
(114545 81) (117248 685 (14343 R0
eI A o diagnosis £36 51 %10
{in yEars)
GENDER
Blnle, Mumber [%5) A21Z (3T 1y 1492 (56.56) 2720 (57.38)
Female, Number (%) 166 (42.91) 108 (43 ) 2020 (42.61)
YEAR OF DIAGSOSIS
1970: 1975, pumber (35 XkG (ITET) T53 (28.34) 1303 (2749
19761951, number (%) 2826 (3R 30) Ra (37,3200 1842 (38800
19821986, mamber (%) 490 (33.81) 901 {34.15) 1595 (31.65)
DIAGMOSIS
Leukensa, # (%3) 2274 (30.82) 794 (30.10) 1480 (31.22)
CNS pamor, § (%) 1133 (15.36) 413 (15.66) TS 1
Hodghon's disease, # (%) 221 (12.43) 3BT (14.67) G0 (12 74)
Mon-hodghin's hymphoma, ¥ (%) 338 (7.29) 192 (7.28) R (7.30)
Kidney tamor, # (%) 621 (R42) 217 (8.23) 404 (8,52
Meuroblasioma, # (%) S0 {94} 175 (6.63) EXP X RN
Soll tissue sarconu, ¥ (%) 6% (9.34) 239 (2.06) 303 L9
Bone cascer, & (%) 620 (B _40) 33 (R.38) IR




‘Table §: Univariate Analysis of Factors related o suceessful tracing:

patential factors OR cl pvaluc
pender M-F 0,968 0.879-1.065 0.501
vear of diagnosis

1970-1975 1023 0M0G=1. 155 T
19761981 i1 946 0 E45.1 058 0331
9821986 | . -
age

ages 10-14 1 - .
ages 15-19 1.290 0a3R-1.737 0L0F3
ages 20-24 L1 ETD-1.575 0274
ages 25-29 1.545 1071791 45
nges 3034 1,42% 1 eR-1, 909 000G
ages 35-39 1.597 11792164 0.003
ages 40+ 1.¢50 I ITR-2.311 N0
ST Gimce kst comnact

less than 3 I . -
6= 10 0,7 O TOT0 902 (1M
e than | 0782 [(TAFERTE. 1 v .00
Middlc mame .ol 08251 11% 0,750
or el

Al 0.7 DLERG-0 K5 LI (]
Social security number 1.079 GATI-1.0199 0,157
Common lasi rame 0.670 i 2880 765 0,00

Maote: p-values are from Wald chi-square




Table 6. Demographics of study subjects lost 10 follow-up and with known addresses

All eligibde cases Losn 1o follmwup Address known

Sample size 20507 4740 15767
Mleam curreni age (in vrs), (mage) 1685 nn 16,80

{11.45-4889) {11.51-4887) (11.52-4892)
Wican ape al diagnosis (in yre) g819 £.10 834
mll
Male, Number (%) 11345 (5533) 2720 (57.38) 625 (54.71)
Female, Number (%) G161 {44.67) 2020 (42.62) TI41 (45.29)
YEAR OF DIAGNOSIS™
1970 - 1975, number (%) 4950 (24.2) 1303 27.49) 3647 (23.13)
1976~ 1981, mumber (%) 7653 (37.4) 1842 (35.86) 5811 (36.86)
1982 -1 986, nunmber (%) T4 (36.5) 1595 (33.65) B0 (40.01)
DIAGNOSIS
Leukemin, # (%) 6727 (32.70) 1480 (31.23) 5247 {33.28)
CNS tumor, # (%) 2979 (14.54) 720 (15.19) 1259 (14 33)
Hodgkin's disexse, # (%) 2679 (13.19) 04 (12.74) 2075 (13.16)
Non-Hodgkin's lymphoma.# (%) 1504 (7 36) 6 (7.30) 1158 (7.34)
Kidnzy tumaor, # (%5} 1736 (#.43) 404 (5,52) 1332 (B.45)
Meurohlastoma, # (%) 1333 (6.49) AT 996 {6,32)
Soft tissue sarcoma, # (%) 1830 (8.90) 450 (9.49) 1380 (8.75)
Boae cancer, # (%) 1718 837) 399 (5.42) 1319 (8.37)

Mote: 340 study aubjects with tracing stans pending heve been excluded from amalveis,

## Peargon chi-gquare pe (01




Table 7: Univariate Analysis of Factors related 1o loss 1o follow-up.

potential faglors OR L | pevlue
Ciender M-F L1ls Lied -1, 190 i
Year of diagnesis

1970« 1975 1413 1.300-1.537 0000
1976 - 1981 1254 1.162-1, 252 (00
1982 - 17086 1 - -
MApe

ages 10=14 I . -
ages 1519 004 0, 6670, 968 LLULLER]
ages 2024 0970 0.809-1.164 0,743
nges 25:29 1001 (.836-1,199 0.992
ages 30-34 1,080 0.907-1.30% 0359
ages 1539 0.9% 0.820-1.210 0,969
over 40 0898 0. T20-1. 120 0,342
Years sinde last contact

fcas than & I .

fi= 100 1923 1.770-2 048 0,001
e tham 11 L62T 33013972 il Cb

MNode: p-valees are from Wald chi-aquare.




Table &: Mobility, race and SES on study subjeits who completed the questionnairne.

Al remmed Fetarnad afier tracing Hﬂlndlwilhull

qQeesionnaines tracing
Sampls sare 12910 21 g
Maoved 10 different stite®® 15.26 2262 1188
RACES ETHNICITY®
Whate B2.61 B9 8959
Hispans: 4% 521 449
Afmican Amserican 4.5% 54 4.36
Asian 1.21 093 1.26
EDUCATION
Dud mot cosmpletc HS 2104 1£31 218
Complosed high schocl 1953 N | 1960
Posa 15 vraaning 3336 | M a2
Complored Collep: 5.7 1512 2575
PERSONAL INC Jinla
Neone 24 766 LR
Liss than §% 999 365 me 1w
$ 10,0000 = § 19,94 iR 2004 2097
£, 0000 « §30 999 401 il 2348
SA0000 - §59,999 649 921 6.02
Orvor $60,000 377 N T iy ix

* Caboulntad wang shady subgocts over 19 yeurs of age

* Pearson Sha-wquiat pr 03

** Pearson chi-squane pr< 041




Table 9: Health-related data by system on study subjects who completed the questionnaire.

UCSTRO RIS ErmcEng
Sample siee 12910 2117 s
Acoeused bealth care** o013 %830 .43
SPECIFIC MEDICAL
CONDITIONS by gvetem
Hearing 17.39 1698 17.46
Wision 5106 i13%0 30 H2
Uninary 1673 1812 1650
Hormomal 446 25.10 M
Heart and Circulatory 1950 6l 1962
Respiratory 59.83 1,40 59,47
Digestive®* 348G J80% MM
Bram Nervous Sysem*® 4734 52.15 4 55
Recurrence of secord muligancy ** 1871 .74 1221
Seheoquent roouTeEce o 393 SER 161
sy

Valoes are expreteed at the peroontagss of indnaduals respondiag ves 10 the goostion unless indicated.
* Pearson chi-sguarg pe 08
** Pearson chi-aquare pe 001



Table 10: Health-related data of conditions reported in the last year on study subjects who

completed the questionnaire

All resurmed Reumed afier tracng Returmed withou:

QUESTIONKEIS racing
Sample e 12910 127 s
Diabeics 099 094 1.00
Eptlepsy 1.52 1.57 1.51
Repeat seirares/blackonts 198 1.07 .97
Fepeent kidney infiections 1.33 1.69 1.30
Migraine* 10,30 12.16 10,01
Frequent headaches 19.52 1934 1955
Gallstones 0,77 0.58 0.75
Cirrhogie of the Hver .20 0.25 LN )
Hepatitis 0.34 1.19 0.79
Jaundice 0.34 0.3 0.31
Ulcer 1.92 107 189
Froquent indigestion® 1080 12.34 10, 56
Diverticulitis 0.1% 031 016
Colitis 065 044 068
Froquent constipation 574 6.77 5358
Bronchitis 926 87 933
Hay fever 1549 14,50 15,58
Tonsillitis 5,39 £33 540
Emphysema 0.11 013 011
Plourisy 0.74 0.81 0.73

Note: Values expressed as percentages of individuils who answered yes o the question unless indicaied.

* Pearson chi-square p<.05
** Pearson chi-squane pe< 001




