Question from Survey

Values and Frequencies (Total: 774)

Section A Your Health Hi story
A6. What type of cancer was it, other specify.

Cum
ra6ot her COUNT PERCENT Per cent
Acut e | ynphl obastic Leukenia 1 6.3 6.3
Appendeci al 1 6.3 12.5
Appendi x M crogl andul ar gobl et cell carcinona of t 1 6.3 18. 8
Cancer of the appendix 1 6.3 25.0
Cancer of the appendi x/ nuci nous adeno carci nona 1 6.3 31.3
Carcinoid in appendix & 3 Lynphnodes 1 6.3 37.5
Hairy Cel Leukem a 1 6.3 43.8
Lynmphorma 2 12.5 56.3
Lynmphoma (Wl denstrom s Macr ogl obul enem a) 1 6.3 62.5
Nul | 1 6.3 68. 8
Prostate 1 6.3 75.0
cancerous growth tunor 1 6.3 81.3
carcinoid tunors 1 6.3 87.5
carcinoid tunors - small intestines 1 6.3 93.8
| ow grade | ynphoma 1 6.3 100.0

758 . 0.0
Allyes. Did you ever receive any other nedical treatnments for your cancer that were not nentioned above? If yes, please specify.

Cum
rallyes COUNT PERCENT Per cent
"Surgeon renoved 2 inch tumor with a fiber optic i 1 0.8 0.8
-occasional injections of "procrit" and "neupogen" 1 0.8 1.6
1000my Hydrea for CML 1 0.8 2.4
5 Azacytidine at UCSF 1 0.8 3.3
6 nos. Check-ups 1 0.8 4.1
800 ng G eevec each day 1 0.8 4.9
A CULTURE WAS | NSERTED | NTO My BLADDER 1 0.8 5.7
Accupunct ure 1 0.8 6.5
Acupuncture 1 0.8 7.3
Al ternative Herbal Pills 1 0.8 8.1
Al'ternative Program Only 1 0.8 8.9
Anti biotics 2 1.6 10.6
Avastin - (anti-VEGE), a nonoclonal antibody in cl 1 0.8 11.4
BCG 9 7.3 18.7
BCG & MUTAMYCI N (AT DI FFERENT TI ME) 1 0.8 19.5
BCG (live) bacillus 1 0.8 20.3
BCG - Intravesical | munotherapy 1 0.8 21.1
BCG Bl adder Treat nent 1 0.8 22.0
BCG Ther api es 1 0.8 22.8

APECC Section A: Your Health History

Page 1 of 91




Question from Survey

Values and Frequencies (Total: 774)

Allyes. Did you ever receive any other nedical treatments for your cancer that were not

rallyes

BCG Ther apy

BCG Treat nent (bl adder cancer)

BCG Treat nents

BCG i nmunot her apy

BCG treat nents

BCG treatnments - | nmunotherapy 4 tines in 2000 and
BCG treatnments - i nmunot her apy

BCG winterferon

BCG s 23 tines

Bacillus Calnette - CGuerin (BCQ

Bacillus Cal mette Guerin Vaccine

Bl adder "rinsed" with nedicine at tine of surgery
Bl adder & Prostate Renoval

Bl adder Instillation of BCG

Bl ood tests (CEA), CAT Scan

Bl ood transfusion

Body Scan and Scope of Bl adder, Ureter.

Bovi ne Uri ne maybe BCG

CPT-11 in conjunction with radiation

CT of the abdonen enhanced

Cecsiumin the Bahanas

Cheni cal Bl adder wash

Chenoprevention drug tria

Chenot herapy for 6 nonths

Col onoscopy

Col onost eny because stapling m sfired when connect
Col orectal Surgery, Renopva

Csystoscopy to scoop out

Donor | ynmphocyt e i nfusion

Fl ubari bi ne, Retoxan, EPO shots weekly

d eevec

A eevec on it since Feb 2001

d eevec pills

A eevec, Hydroxeurea

Had nedication injected into bladder to help cure
Her bs & Acupuncture

Her bs dandel i on, yell ow dock, echinacra, mlk this
Hydr oxyurea and d eevec

I have been on hydroxi urea, then interferon and n
IVIG

I mmunot herapy (BCG BCG and I nterferon)

8
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nmenti oned above? If yes,

pl ease specify.
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Question from Survey

Values and Frequencies (Total: 774)

Allyes. Did you ever receive any other nedical treatments for your cancer that were not

rallyes

Infusion of Platelets & other stinulants

Injection of type of acid into bl adder

Interferon Injections

Leukeran (pills)

Lupron - 1 a nonth

Medi cation for pain Mrphine Sulfate Morphine Ta
Medi cation put into nmy bladder to kill cancer cel
Mtomcin fluid into bl adder

MbAb 17-1A (adjuvant i nmunot her apy)

Neupogen i nj ections

Nul

One week hospitalization (isolation, heavy antibio
PROCET for Red Bl ood Count

Renmoval of tumor and BCG Treat nent

Rermove tunmor with | aser

STI71 Study @ Stanford

Sandostatain injections every 28 days

Scat Scan

Scope exans every 3 nobs for 1 yr then 6 nos then a
Scope/ canera inside of bl adder

Series of BCG therapy

Severe pain & infection after initial surgery (Muy
Spinal Cord Injections of Chenotherapy (Endotreca
Surgery to renpve abcess and close fistula; inject
Ti ce BCG

Ti ce BCG vacci ne USP

Tubercul osis Bacteria

Tubercul osi s Vacci ne (dil uted)

VEGF - study drug

Verious Medications over tine

a catheter inserted with medication once a week fo
al so predni sone 20ng 3 a day for 5 days every 2 we
arsenic trioxide prior to transplant

bl ood count stinulating drug

col onoscopy

col onscopy

drained 2I. Fluid fromlung, conplication of nedip
i muno (BCG

inclinical trial for experimental drug SU011248
liquid nmedicine inside bladder

live tuberculous injections for 6 week Feb 2002
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nmenti oned above? If yes,

pl ease specify.
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Question from Survey Values and Frequencies (Total: 774)
Allyes. Did you ever receive any other nedical treatments for your cancer that were not mentioned above? If yes, please specify.
Cum
rallyes COUNT PERCENT Per cent
nmedi cat eoi es i e i munosupp. 1 0.8 95.9
platl et & bl ood transfusions 1 0.8 96.7
renoval of polyp 1 0.8 97.6
renoval of polyps 1 0.8 98. 4
sonme nedication (don't remenber what it was) 1 0.8 99.2
weekly injections (in bladder) for six weeks 1 0.8 100.0
651 . 0.0
Al3. In the last 6 nonths, have you received any of the follow ng nmedical treatnents for your cancer? O her specify.
Cum
ral3oth COUNT PERCENT Per cent
1 col oscopy 1 1.4 1.4
6 nos. Monitoring 1 1.4 2.8
Accupuncture 1 1.4 4.2
Acupuncture, herbal rmnedicine, supplenents 1 1.4 5.6
Avastin 1 1.4 7.0
BCG 2 2.8 9.9
BCG - | mmunot her apy 1 1.4 11.3
BCG Treat nent s 1 1.4 12.7
BCG as above 1 1.4 14.1
BCG t her api es 1 1.4 15.5
BCG t r eat ment 1 1.4 16.9
BCG w'interferon 1 1.4 18.3
Bl adder exami nation - scope 1 1.4 19.7
Bl adder wash 1 1.4 21.1
Bl ood test every other nonth 1 1.4 22.5
Bl ood work as a check-up 1 1.4 23.9
Bone Marrow Test 1 1.4 25.4
CAT scans, tunor test 1 1.4 26.8
CT Scan - Bl ood work & exam by oncol ogi st 1 1.4 28.2
CT Scan, Col onoscopy, Signoid 1 1.4 29.6
Chenmo nai ntenance pills. 1 1.4 31.0
Clinical trial, as nmentioned in All. (SU01124) 1 1.4 32.4
Col onoscopy, blood tests 1 1.4 33.8
Col onscopy - January 15, 2004 1 1.4 35.2
Csyst ocopi ¢ Scope Vi ew of Bl adder 1 1.4 36.6
Cyst oscopy 1 1.4 38.0
Exani nati on 1 1.4 39.4
Experinental drug "G eevec" discontinued 4/1/03 1 1.4 40. 8
Fol | ow up appt. w oncol ogi st 1 1.4 42. 3
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Question from Survey Values and Frequencies (Total: 774)

Al3. In the last 6 nonths, have you received any of the followi ng nmedical treatnents for your cancer? O her specify.

Cum
ral3oth COUNT PERCENT Per cent
Fol | ow up check 1 1.4 43.7
d eevec 2 2.8 46.5
G eevec 4 a day 1 1.4 47.9
d eevec 400nyg. 1 1.4 49. 3
G eevec 400ny/ day 1 1.4 50.7
A eevec pills 1 1.4 52.1
Her bs & Acupuncture 1 1.4 53.5
| give nyself injections 7 days every 5 weeks, 2 i 1 1.4 54.9
I had a col onoscopy | ess than six nmounths ago 1 1.4 56.3
| mmunot her apy 1 1.4 57.7
Lab work - bl ood 1 1.4 59.2
Laboratory Bl ood Tests - Col osopy 1 1.4 60. 6
MUTAMYCYN 1 1.4 62.0
Medi cal surveyl ance, standard check up appoi nt nent 1 1.4 63.4
Nul | 1 1.4 64.8
Ofice Visit 1 1.4 66. 2
One treatnent a week. Fill bladder w TB Bacteri a- 1 1.4 67.6
Sandostatin injections 1 1.4 69.0
See All d eevec 1 1.4 70.4
Still taking nedications for graft versus host dis 1 1.4 71.8
Surgery schedul ed for 2/18/04 1 1.4 73.2
Take G eevec daily (400 ng daily) 1 1.4 74. 6
Took 3 capsul es- Hydroxyurea 1 1.4 76.1
Treatments for severe pain & infection 1 1.4 77.5
VEGF - Study drug 1 1.4 78.9
VWHEN THE DOCTOR SEES START OF TUMOR, SHE BURNS I T 1 1.4 80.3
bi opsy 1 1.4 81.7
bl ood test 1 1.4 83.1
chest xray 1 1.4 84.5
col onoscopy - Sept. 2003 1 1.4 85.9
cyst oscopy 3 4.2 90.1
cytoscope every three nonths & bl ood/urine tests... 1 1.4 91.5
drug Avastin 1 1.4 93.0
prescription nedication Bl evoc? 1 1.4 94. 4
scope/ canmera inside of bl adder 1 1.4 95.8
see answer to all 1 1.4 97.2
ul trasound, cat scan 1 1.4 98. 6
with oral meds, hydroxyuria 1 1.4 100.0

703 . 0.0
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Question from Survey

Values and Frequencies (Total: 774)

Secti on B:

Cancer

Care in the LAST 12 MONTHS

B2. In the last 12 nonths, what were the reasons you saw a doctor for followup cancer care? Qher specify.

rb2oth

Al ternative Program

Bl adder infections & antibiotic treatnents

Bl ood Tests

Bl ood check

Bl ood checks

Bl ood test for CA

Bl ood testing

Bl ood tests, nedication review, medical check-up.
Bl ood vessels in eye burst - Had surgery

CT Scan

CTs

CYSTOSCOPY

Check I NR

Check up

Chronic graft versus host disease

Clinical trial, (See All)

Col onoscopy

Cyst on right Breast, Cyst on Right Kidney
Cystoscopy every 3-4 nonths

DOCTOR CHECKS ME AT 3 MONTH | NTERVALS

Every 6 weeks go in to an oncology lab to have a p
Fill up infusion punp

General check-up

Get a specialist opinion 3000 mles from hone
Herni a has reoccurred & i s checked

I had a wedge resection in nmy left lung in April,
| see nany Dr.'s due to side effects fromtranspla
Next Col onoscopy had on Feb. 2002

Oncol ogi st and surgeon

Procedure/ surgery to insert stents (2) intony rig
Recei ve physical therapy, injection of cortizone
Regul ar checkup

Regul ar monthly visit to check "CBC

Scope to take a | ook

Sone treatnment for minor graft vs host disease

St udy gr oup- Monocl onal - A-17

Sygnoi doscopy

Thru a CT Scan doctors have found tunors on ny ver
To see any nmetastasis going on and recurrences
To treat conplications of dis./Rx

Cum

COUNT PERCENT Per cent
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Question from Survey Values and Frequencies (Total: 774)

B2. In the last 12 nonths, what were the reasons you saw a doctor for followup cancer care? Qher specify.

Cum
rb2oth COUNT PERCENT Per cent
annual routine check up 1 1.7 76.3
check up with x-rays 1 1.7 78.0
col onoscopy 4 6.8 84.7
conference foll ow up 1 1.7 86. 4
cyst oscopy 2 3.4 89.8
di scuss advisability of colorectal exam 1 1.7 91.5
eval uation for cancer study and cancer program 1 1.7 93.2
| eg pain 1 1.7 94.9
pain here or there 1 1.7 96. 6
surgery + cheno 1 1.7 98. 3
swol l en testicle followi ng surgery 1 1.7 100.0

715 0.0

B3. In the last 12 nonths, how nmuch of a problem if any, was it to get the followup cancer care that you or a doctor believed was
necessary? |If a big problem please explain:

Cum
rb3pr ob COUNT PERCENT Per cent
Bl ood Transfusion 1lper week |ast 5 weeks Pl atelets 1 12.5 12.5
Coul d not see nmy cancer doctor without a referral. 1 12.5 25.0
Di scovered and treating for bone cancer (after suc 1 12.5 37.5
Dr. discouraged body scan-still put off by it 1 12.5 50.0
The HMO (LI FEGUARD) went bankr upt ed. 1 12.5 62.5
Too much iron in nmy system 1 12.5 75.0
couldn't get nedicare approved so she could see MD 1 12.5 87.5
novi ng prevented me from keeping ny reg 6no. apts. 1 12.5 100.0

766 . 0.0
B6. What is the specialty of the doctor you saw nost often for followup cancer care in the last 12 nonths? O her specify.

Cum
rbéot h COUNT PERCENT Per cent
Bone marrow transpl ant doctor 1 5.3 5.3
Chenot her api st 1 5.3 10.5
Col o-rectal surgeon 1 5.3 15.8
Col onoscopy doct or? 1 5.3 21.1
Col orectal surgeon 1 5.3 26.3
Der mat ol ogi st 1 5.3 31.6
Hemat ol ogy 1 5.3 36.8
OB/ GYN 1 5.3 42.1
On "Hospice" care for the last 6 nos. of 2003 1 5.3 47. 4
Sur gi cal Oncol ogy 1 5.3 52.6
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Question from Survey Values and Frequencies (Total: 774)

B6. What is the specialty of the doctor you saw nost often for followup cancer care in the last 12 nonths? O her specify.

Cum
rbéot h COUNT PERCENT Per cent
The BMI Dr.'s & nurse practioners in BMI unit 1 5.3 57.9
Ur ol ogi st Oncol ogi st 1 5.3 63.2
Ur ol ogi st/ oncol ogi st speci al i st 1 5.3 68. 4
Vari cose vein exam nation 1 5.3 73.7
Vascul ar Neur ol ogi st 1 5.3 78.9
nedi cal oncol ogi st/ hemat ol ogi st and surgeon seen = 1 5.3 84.2
nmy primary care dr. is also an oncol ogi st 1 5.3 89.5
ny regular doctor, and (internist) is an oncol ogi s 1 5.3 94.7
opt hal nol ogi st 1 5.3 100.0

755 0.0

Bl1l. In the last 12 nmonths, where did you usually go to receive followup cancer care fromthis doctor? Cher specify.

Cum
rblloth COUNT PERCENT Per cent
Nul | 5 71.4 71. 4
stand al one specific care facility 2 28.6 100.0

767 0.0

B26A. In the last 12 nonths, did your followup care doctor order any nedical tests to check for signs of cancer or other nedical
probl ens? Pl ease nanme sone of the nedical tests that you received in the last 12 nonths:

Cum
rb26a COUNT PERCENT Per cent

3 - CT Scans / 2 Bone Scans / 2 CT Biopsies / 1 M

3-4 tines a year blood draw test (CBC), CT scan approx within 12 nonths
A specialized blood test which will soon replace bone narrow bi opsi es
Air Contrast Barium Enema, Bl ood Test for CEA narkers

Anot her exam by surgeon

BCG Bl adder Treatnments

BLOCD TEST TO DETECT CANCER

BLOOD TESTS, CHEST X- RAY, COLONGCSCOPY

Bi opsy on nol es - Echocardi ogram

Bl adder Check

Bl at er inspection

Bl od Test CITCS

Bl ood

Bl ood Tests , Urine Exametc.

Bl ood & CT Scans every 6 nonths, chest x-ray, annual nmanmogram

Bl ood & Urine Tests
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Question from Survey

Values and Frequencies (Total: 774)

B26A. In the last 12 nonths, did you followup care doctor order any mnedica

probl ens? Pl ease nane sone of the nedical tests that you received in the last 12 nonths:
rb26a COUNT PERCENT
Bl ood - St ool

Bl ood - netabolic panel - CBC w pl ael es - CEA

Bl ood Count WBC - RBV Hgh HCT - Plateletts and others

Bl ood Exam Henocult, Col onoscopy by Gastro-Enterol ogi st

Bl ood INR, PSA, CEA

Bl ood Panel

Bl ood Test

Bl ood Test - Cellular Enbryonic Antigen (every 6 nonths) (CEA)

Bl ood Test - to check for signs of reoccurance.

Bl ood Test / CAT - Scans

tests to check for signs of cancer or other

Cum

Per cent

Bl ood Test CPC? Chest X Ray
Bl ood Test for Cancer

Bl ood Test,

Bl ood Test, Breast Test & Etc
Bl ood Test, Chest X-rays

Bl ood Test, Col onoscopy

Bl ood Test, MR whol e body, bone marrow bi opsy

Bl ood Test, chest x-ray - CT scan for chest
Bl ood Test, still in rem ssion

Bl ood Tests

Bl ood Tests & CT Scan

Bl ood Tests + annual col onoscopy

Bl ood Tests Re: Wiite & red bl ood cell count

Bl ood Tests, Bone Density Test, Diabetes, Liver, Colosterol, Mamogram

Bl ood Tests, Col onoscopy, Stool Test

Bl ood Tests, Henmpbccult Il Sensa specinen kit
Bl ood Tests, X-Rays -, Col onoscopy-

Bl ood Tests/ Bone Marro Biopsy

Bl ood Tests: Conprehensive Metabolic Panel
Bl ood Work

Bl ood Wrk every Quarter, Col onoscapy?

Bl ood and stool tests

Bl ood cel |l count

Bl ood count

Bl ood counts test

Bl ood counts, CEA

Bl ood draws; col onoscopy

Bl ood panel

Bl ood panel & col onoscopy

Bl ood panel for high clolestrol and thyroid
Bl ood profiles, Rectal exam

Bl ood sanpl es & col onoscopy

pressure, Col onoscopy

S

CBC, CEA
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Question from Survey

Values and Frequencies (Total: 774)

B26A. In the last 12 nonths, did you followup care doctor order any medical tests to check for signs of cancer or other nedical
probl ens? Pl ease nane sone of the nedical tests that you received in the last 12 nonths:

Cum
rb26a COUNT PERCENT Per cent
Bl ood stats, X-rays, |ynmphnode checks 1 0.2 11.2
Bl ood test 10 1.7 12.9
Bl ood test & X-Ray 1 0.2 13.1
Bl ood test (CBC) 1 0.2 13.3
Bl ood test (CEA) 1 0.2 13.5
Bl ood test (CEA, CBC, CE, EX) 1 0.2 13.6
Bl ood test - Veine test - MRl or CAT Scans 1 0.2 13.8
Bl ood test day before each appoi nt ment 1 0.2 14.0
Bl ood test for ClA 1 0.2 14.1
Bl ood test for Seritonin and 24 hour urine 1 0.2 14. 3
Bl ood test for cancer, |ook inside the bladder with a scope 1 0.2 14.5
Bl ood test, 1 0.2 14. 7
Bl ood test, CAT scan 1 0.2 14. 8
Bl ood test, Col onoscopy, signoidoscopy - now has col on cancer 1 0.2 15.0
Bl ood test, X-rays 1 0.2 15. 2
Bl ood test, chest x ray, namogram pap snear 1 0.2 15.3
Bl ood test, chest x-ray, col onoscopy 1 0.2 15.5
Bl ood test, colon test 1 0.2 15.7
Bl ood test, sonagram of internal organs. 1 0.2 15.8
Bl ood test, stool test, colonoscopy, x-ray, CT scan 1 0.2 16.0
Bl ood test; Chronbgranin A 1 0.2 16. 2
Bl ood testing 1 0.2 16.4
Bl ood tests 16 2.7 19.1
Bl ood tests (still gets blood checked when visits Prinmary care doctor) 1 0.2 19.3
Bl ood tests (still getting themonce/ nonth) 1 0.2 19. 4
Bl ood tests - X-ray - Col onoscopy 1 0.2 19.6
Bl ood tests / Scan 1 0.2 19.8
Bl ood tests and CT scan 1 0.2 19.9
Bl ood tests and ultrasound and chest x ray 1 0.2 20.1
Bl ood tests every 3 nmonths / Col onoscopy schedul ed for 2/24/04 1 0.2 20.3
Bl ood tests every three nonths, lately every 6 nonths 1 0.2 20.4
Bl ood tests for cell count 1 0.2 20.6
Bl ood tests to check for reccurence of cancer. 1 0.2 20.8
Bl ood tests twice a year. 1 0.2 21.0
Bl ood tests weekly 1 0.2 21.1
Bl ood tests, 1 0.2 21.3
Bl ood tests, CAT scan, bone narrow biopsy, endoscopy 1 0.2 21.5
Bl ood tests, Col onoscopy 2 0.3 21.8
Bl ood tests, |VP, cystoscopy, cytol ogy 1 0.2 22.0
Bl ood tests, X-rays, Col onoscopy 1 0.2 22.1
Bl ood tests, chest x-ray 1 0.2 22.3
Bl ood tests, mainly for CEA factor Also in Gen. Med.: bone x-rays for osteoporosis 1 0.2 22.5
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Question from Survey

Values and Frequencies (Total: 774)

B26A. In the last 12 nonths, did you followup care doctor order any mnedical tests to check for signs of cancer or other
probl ens? Pl ease nane sone of the nedical tests that you received in the last 12 nonths:

rb26a

Bl ood tests, mammogram

Bl ood tests, mammobgram pap snear
Bl ood tests, urinalysis

Bl ood tests, urine tests

Bl ood wor k

Bl ood work - x rays - don't know nane insertion of x-ray thru penis

Bl ood work consisting of counts and |iver pane

Bl ood work up constantly, 2-12 ws; lung x-ray EKG

Bl ood wor k, CAT scan
Bl ood work, CT Scan

Cum
COUNT PERCENT Per cent
22.
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24,
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24,
24.
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Bl ood work, Cat-Scan, Pet Scan, Cat Scan again (p surgery & cheno) col onoscopy,

Manmogr am

Bl ood work, bone marrow bi opsy
Bl ood wor k- standard panel CBC
Bl ood wor k- up

Bl ood, MRI

Bl ood, Urine

Bl ood, urine and col on exam

Bl ud test

Bone Marrow 1 year, blood work--up/ 3 nonths
Bone Marrow Bi opsy

Bone density

Bone marrow bi opsy

Bone marrow bi opsy, CBC

Bone marrow bi opsy, pulnonary tests, eye exans, CT scans

Bone marrow bi opsy, x rays, weekly blood tests
Bone marrow test

Brain - MRI; Thyroid Doctor; Physical therapist
C Scan - ultrasound of liver

C.B.C. Liverplate Cat Scan- MR .

C. T. Scan
C.T. Scan Bl ood Wirk
CAT SCAN, BLOOD TESTS
CAT Scan

CAT Scan MRI PET Scan

CAT Scan & Lab work to check CEA |evel -

CAT Scan (2 in 12 nonths), Blood Series

CAT Scan - Photo of the body

CAT Scan, Bl ood Tests, Col onoscopy

CAT Scan, Bl ood Tests, X Ray, Col onoscopy

CAT Scan, MRI, Col onoscopy, Card. Exam eye exam
CAT Scan, PET Scan, X-rays

24.
25.
25.
25.
25.
25.
25.
26.
26.
26.
26.
27.
27.
27.
27.
27.

routine | ab work
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Question from Survey

Values and Frequencies (Total: 774)

B26A. In the last 12 nonths, did you followup care doctor order any mnedica
probl ens? Pl ease nane sone of the nedica

rb26a

CAT
CAT
CAT
CAT
CAT-
CBC
CBC
CBC
CBC
CBC
CBC
CBC
CBC
CBC
CBC,
CBC,
CBC,
CBC,
CBC-
CBC,

Scan, physical exam chest X-ray, nmanmmogram
scan / PET scan

scan, blood tests

scans, blood tests

scan

Bl ood Tests
+ Bone marrow bi opsy
- PCR (bl 0ood)
- Uine - Ch
and bl ood check
bl ood test
bl ood tests

test, CEA (Cancer marker), Liver panel, mamrogram col onoscopy

CEA, Chol estero

Lab Tests

el ectolytes, creatine, etc (blood tests)
subsets, cat scan
Li ver Panel - CEA & Col onoscopy

Bone Marrow Test

CBCD, Manual Differential

CEA
CEA
CEA

CEA,
CEA,
CEA,
CEA,
CEA,
CEA-

CEA-

(Bl ood Test) & Col onoscopy
- conprehensi ve
BLOOD TEST
Bl ood Test
Bl ood Test - Rectal - Col on Exam
and bl ood chemi stries & col onoscopi es
bl ood test, col onoscopies, x-rays, CT scans
bl ood test, col onoscopy
bl ood test, signoidoscopy
t est
CBC, CA19-9 Oncol ogy Screen
CBC, CT, PET
CBC, Liver, CPK, M
Col onscopy
Henoccul t

COUNT PERCENT

PR RPRRPRPRRRPRRPRREPREPRPNRPRRRPRRREPREPRPRPRRRPRPREPREPREPRPRPRREPREPRENRRNRR
COOOO00000O0O0000O0O00000000O0000000000000
NN RRRNNNNNRNORRNNNONNRNRRNNNNNNNRNRNNNNWRNRNWRNN

El A PSA S60T, LP4, CBC, Auto differential CT with dye & without urinalysis,
ki dney creat bun

El' A, Col onoscopy, U trasound

CEAs, col onoscopy, chem pane
COLONOSCOPRY - COWPLETE BLOOD TESTS - BARRI UM ENENA

P RR e
cooo
NNDNDN

tests to check for signs of cancer or other
tests that you received in the |last 12 nonths:

Cum
Per cent
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Question from Survey

Values and Frequencies (Total: 774)

B26
pro

rb2

9999999999999999999999999999

A In the last 12 nonths, did you followup care doctor order any nedica
bl ens? Pl ease nane sone of the nedical tests that you received in the |ast
6a

MRl BLOOD

Scan

Scan Cyst oscopy Urine tests

Scan & CEA bl ood tests

Scan & tunor marker test.

Scan (chest pelvis abdonen) MR & Pul nobnary Scan
Scan + Bl ood Tests

Scan + blood tests

Scan - Regul ar Blood Tests - Col onoscopy Ordered
Scan / Col onoscopy

Scan of the abdonen

Scan, Blood, & Urine Tests

Scan, Col onoscopy

Scan, PET Scan, Bl ood tests, Cystoscopy

Scan, PET, Bl ood Wrk

Scan, Petscan, Col onoscopy

Scan, Signoid, Col onoscopy, Barium Enena Exami nation
Scan, bl ood tests

Scan, bl ood wor k

Scan, bone scan, bl ood work

scan

scan and bl ood tests

scan twice & Blood tests

scan, Bone scan, MRI, PSA, cystoscopic

scan, MR, bone scan, CEA Blood test, ultrasound
scan, checked a lunp on his chest, blood tests
scan, col onoscopy, blood tests

scans, Blood tests

CT, PET Scans, CEA Bl ood Test

CT-scan, bl ood test

CT-scans, Cctroscans, Chronogranin A (two each) Blood tests

CTs, echocardiograns, blood tests, xrays, echo of the liver for a biopsy
(whi ch was not done) 24 hr urine tests

CYSTOSCORPY

CYTOLOGY, Vi p
Canera into Bl adder

Can
Cat
Cat
Cat
Cat

't recall, was 2 years ago
Scan
Scan - Chest X-Ray Pet Scan

Scan at St. Rose Hospital that is where all nmy test Record's are

scan, bl ood tests.

g
.

PRRRRPRRPRRPRRPRRPRRPRRPRPRPRPRPRPREPRPRRRRRPRRRPREPREPREPREPREAR
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PERCENT
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COLOOLO0O0
NRNNNNN NN
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tests to check for signs of cancer or other
12 nont hs:

Cum

Per cent

39.
39.
39.
40.
40.
40.
40.
40.
40.
41.
41.
41.
41.
41.
41.
42.
42.
42.
42.
42.
42.
43.
43.
43.
43.
43.
44.
44.
44.
44.
44.

44.
45.
45.
45.
45.
45.
45.
46.
46.
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Question from Survey

Values and Frequencies (Total: 774)

B26A. In the

probl ens? Pl ease nane sone of the nedica

rb26a

last 12 nonths, did you follow up care doctor order any nedica
tests that you received in the |ast

Cat scan, bone scan, blood tests

Cat scan
Cat scan CEA

Check Chronsuone Level, Bone Marrow Tap
Checked Uterus with a scope, Urine Test
Checked for any growth w canmera in rectum col onscopy

Chest X-Ray
Chest X-ray,
Chest X-ray,
Chest x rays
Chest x-ray,
Chest x-ray,
Chest xray,

Bl ood Tests
CAT scan, bl ood work
CT Scan
radi ation lung scans
CAT scan, bl ood test
panel of blood tests (CBC), CEA, Col onoscopy
Col onoscopy

Chest, Abdonen, Pelvic C. T. Scan

Chol esterol,
Ci t oscopy
Col on bi opsy
Col on test

routine Physical |ipid panel

- results norma

Col on test see other Doc for test

Col onoscopi a,

Col onoscopy

Col onoscopy -

Bl ood test.

Bl ood Tests

Col onoscopy fl ex
Col onoscopy in February

Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onoscopy,
Col onost ophy

Bl ood Test

Bl ood Tests

Bl ood Tests (Both ordered by Prinary)

Bl ood Tests, (CEA narker)

Opti cal

PSA test, blood tests

Rectal biopsy, CT Scan, needl e biopsy on liver, CEA Blood work
Scan

U trasound, X-ray

bl ood test

bl ood tests

bl ood tests and CEA

bl ood wor k

chesh x-ray

down through throat to see pancreas (acute pancreatitis)
liver biopsy, diabetes

rectal exam blood work (for physical exam

g
.

PRRPRRPRPRPRPWORRPRPRPRPRRRPRRPRRPRRPRPRPORPRRPNRPRRPRPRRRRRRRRPREPREREPRERR

PERCENT

COOOOOOOO0L0O0OOD0LO00OWO0O0O0D0000000000C0000
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tests to check for signs of cancer or other
12 nont hs:

Cum

Per cent

46.
46.
46.
46.
47.
47.
47.
47.
47.
47.
48.
48.
48.
48.
48.
48.
49.
49.
49.
49.
52.
53.
53.
53.
53.
53.
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Question from Survey

Values and Frequencies (Total: 774)

B26A. In the last 12 nonths, did you followup care doctor order any mnedical tests to check for signs of cancer or other
probl ens? Pl ease nane sone of the nedical tests that you received in the last 12 nonths:

rb26a

Col onscopy, CAT Scan, U trasound

Col onsocopy

Conpr ehensi ve Metabolic, |ipid panel, CBC /w Auto Dif (L), TSH, Free T4
Creatinine tests, cholesterol, blood tests for |eukem a

Cyscocopy - Col onoscopy

Cyst oscope

Cystoscope to check ny bl adder for cancer

Cyst oscopy

Cystoscopy & urine oncol ogy

Cystoscopy, Bl ood Test (PSA)

Cyst oscopy, CAT Scan, Bone Scan, Bone Survey, Blood Wirk, Chest X-Ray, Urine Analysis

Cyst oscopy, PSA

Cyst oscopy, Phys. Exam

Cyst oscopy, bl ood work

Cystoscopy, urinalysis

Cystoscopy, urine test

EKG

Echo Cardiac - Electo Cardi ograph Col onoscopy
Endoscopy, urinalysis

Every 3 Mos Urinalysis & Visual |nspection of inside of Bl adder
Exam ned bl adder for signs of cancer

FI SH, CBC

Feb 2003 full torso Cat Scan (neck to pelvis)

Fecult occult, blood test; blood test for C E. S

Fl ex si gnoi doscopy, eye exam

For graft versus host disease

Ful | exam nation, Blood Test to cover every concern area
Gal | bl adder ultrasound

Gastrointestinal SVS CEA's

Gener al physi cal Col onoscopy / Polyps / Cautery X-ray / CAT scan Blood tests
Hemat ol ogy, Creatinine (Kidney, liver) Chol estero

| do Lab. Blood testing every 4 nbs. Carte Bl anche

I had an endoscope

I was checked and was clear in ny bl adder

1 VP

IVP, liver function tests, 2 CT scans, blood work every two weeks
Internal Bl adder exam

Ki dney |1 VP al so bl adder urine cultures

Lab & Bl ood Test & Procedure for Cystoscopy

Lab / Blood - Col onoscopy -

Lab Test - urol ogies test

Lab Work - Bl ood Tests - X-Rays

g
.

PRRPRRPRPRRPRPRPRPRPRPRPRPRRRPRPRRPRRPRPRPRPRPREPRPREPREPARRRRRPRLRNRRPRREPREPRERR

PERCENT

COOOOOOOO0L0OOODOLO0000L00O0POO0O00OONOOO000C0

NPNNPNPNNNNONNONNDNNDNNDNDNNNNDNNNDNNNNONNNDNNNSNDNDNONNNNDNNONNNDNNNDN

Cum

Per cent

56.
57.
57.
57.
57.
57.
57.
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Question from Survey

Values and Frequencies (Total: 774)

B26A. In the last 12 nonths, did you followup care doctor order any mnedica
probl ens? Pl ease nane sone of the nedical tests that you received in the |ast

rb26a

Lab test

Lab tests of urine to verify status of cancer
Lab work and CT scan

Lab work, col onoscopy

Lab. Bl ood work hand on exam

Looks at surgical inciscion, blood tests

M D. |ooks into bladder to check for signs of cancer. ELECTRO CARDI OGRAM ECHO CARBI OCRAM

MR

MRl - CAT SCAN

MRl - Col onoscopy

MRl - | ower abdomnen

MRl of Back

MRl of the brain, carotyd scan

MR, Cat-scan, blood test

Mammogr am Pap Smear, Chest X-ray, blood tests
Managram U trasound & a Ki dney test

Marrow Bi opsy, Ferriton Test

Medi cal exam

Monthly urine & bl ood test

M1

Needl e Driven Bi opsy/ Col onoscopy/ Bl ood Tests
Cccult bl ood test

PET Scan, Blood tests

PET Scan, CAT Scan

PET Scan, CT Scan, CEA, Complete Bl ood Tests, INR -
PSA

PSA - CBC

PSA on Bl ood Test

PSA test, cystoscopy, urinalysis

PSA, Every 4 nmo Col on Ca check up

Pet scan, CT scan

Pet scan, col onoscopy, bl ood test

Physi cal exam scope of bl adder

Prophyl actic eye test

Prostate

SCOPE

Scope

Scope inside of bladder tw ce a year

Scope of bl adder

Scope went in every 6 nos & | ooked to see how things were
Scope, Urine Test

g
.

PRARRPRRPRPRPRPRPRPRPRRPRRPRRPIARPRRPRRPRPRPREPRPRPRPRPRRRPRPRPRPREPENRPRRPRPRRERR

PERCENT

COLOOLPLOLLOLOOLOOLLOOLOLLOOLOOLO0O00000000
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tests to check for signs of cancer or other
12 nont hs:

Cum

Per cent

66.
66.
66.
67.
67.
67.
67.
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Question from Survey

Values and Frequencies (Total: 774)

B26A. In the last 12 nonths, did you followup care doctor order any mnedica
probl ens? Pl ease nane sone of the nedical tests that you received in the |ast

rb26a

Scope/ canera inside of bl adder

Scoped bl adder

Si gnodoi scopy, stool test, blood test

Si gmoi d (done during office visit)
Sonagr am

St ool Test

St ool sanpl es - Col onoscopy

Surgery, Scope (twice) Utra Sound (Heart)
Sygnoi doscopy, Col onoscopy

Take tissue fromcolon or rectum

Test for Hemp Chromatosis (I have a famly history)

The doctor only ordered a biopsy i nmediately after the operation.

No other tests were ordered.

Tunor Tagger

Tunor Tests

URI NE TEST TO LABORATORY

U tra-sound (Breast (Right) he thought he found a small |unmp
(Col onscopy Jan - 2004) (3 year check up foll ow up)
U trasound, x-rays, scope down throat, blood test
Unabl e to recal

Unilab - For blood tests

Urinalysis, blood tests

Uri nal ysi s- cyst oscopy

Urine Cytol ogy

Everything is okay.)

Urine checks for Blood (in house) + "unusual" cells (specialist) PSA

Urine culture, cystopsy

Urine test - scope

Urine test - scope bl adder

VI EMED BLADDER W TH SCOPE

Vi sual check of bl adder tunor

X ray or cat scan

X ray, Signoidscopy

X' RAYS ON LUNGS AND Kl DNEY, BREAST

X-Ray, CAT scan, Blood test, PET, col onoscopy
X-Ray, MR, U trasound, Blood Tests

X- Ray-, CT Scan, Col onoscopy

X-ray chest, UG, Blood test

X-ray with camera to see if cancer cane back
X-ray, blood tests

X-rays, Cat-scan, Blood Tests

bi opsi es

bi opsi es - polyp renmoved no cancer in Feb 2003, blood tests

8
2

RPRRPRRPRRRRRRER

e
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PERCENT
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tests to check for signs of cancer or other
12 nont hs:

Cum

Per cent

74.
74.
75.
75.
75.
75.
75.
75.
76.
76.
76.

76.
76.
76.
77.

77.
7.
77.
7.
77.
78.
78.
78.
78.
78.
79.
79.
79.
79.
79.
79.
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Question from Survey

Values and Frequencies (Total: 774)

B26A. In the last 12 nonths, did you followup care doctor order any mnedical tests to check for signs of cancer or other

probl ens? Pl ease nane sone of the nedical tests that you received in the last 12 nonths:
rb26a

bl adder exam - scope

bl ood -tests.

bl ood panel, CT scan

bl ood test

bl ood test (don't know what ki nd)

bl ood test for CEA, col onoscopy

bl ood test for |eukem a

bl ood test, bone marrow bi opsy

bl ood test, high blood pressure test, col onoscopy
bl ood tests

bl ood tests (CBC), urinalysis

bl ood tests and x rays + col oscopy

bl ood tests, CAT Scan

bl ood tests, CT scan

bl ood tests, cat scans, col onoscopy

bl ood tests, col onoscopy

bl ood tests, col onoscopy, manmpgram

bl ood tests, cystoscope

bl ood tests, transfusions

bl ood tests, urine cytol ogy

bl ood wor k

bl ood work & si gnoid

bl ood work to test to see if she had a heart attack, |ooked into bladder with scope
bl ood work, physical exam col onoscopy

bone density, blood work, CT scan, Chest X-ray
bone marrow aspirate, CBC, x-ray

bone marrow bi opsy, CAT Scans, pulnonary tests, rejection tests because of conplications
of bone marrow rejection

bone marrow bi opsy, CT Scan, X rays

bone marrow tests, blood tests

bone marrow, blood tests

bx from tongue

cardi ol ogi st, chest x ray

cea (bl ood test)

cea, chest xray, colonoscopy, (hepatic) liver function, conprehensive netabolic
checked out bl adder with a scope

chest x-rays, CT scans, ultrasounds

col onoscopy

col onoscopy bl ood tests

col onoscopy to check if anynore polyps

col onoscopy, CAT-scan, checked hol | ow area (post surgery)
col onoscopy, bl ood test

g
.
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PERCENT
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Cum

Per cent
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Question from Survey Values and Frequencies (Total: 774)

B26A. In the last 12 nonths, did you followup care doctor order any medical tests to check for signs of cancer or other nedical
probl ens? Pl ease nane sone of the nedical tests that you received in the last 12 nonths:

Cum
rb26a COUNT PERCENT Per cent
col onoscopy, bl ood work 1 0.2 92.5
col onoscopy, cat scan 1 0.2 92.7
col onoscopy, manogram CT scan, Blood tests 1 0.2 92.8
col onscopy 1 0.2 93.0
cysti scope 1 0.2 93.2
cysto, PSA 1 0.2 93.4
cystopty, bl adder biopsy 1 0.2 93.5
cyst oscopy 6 1.0 94.5
cystoscopy & cytology (flush bladder with water to catch cancer cells) 1 0.2 94.7
cystoscopy and urine analysis 1 0.2 94.9
cystoscopy, CAT Scan. 1 0.2 95.1
cystoscopy, blood panel, conplete phys 1 0.2 95.2
cyt ol ogy 1 0.2 95.4
cyt oscopy 1 0.2 95.6
don't know, sone sort of |ab tests. 1 0.2 95.7
endoscopi ¢ examto check for bl adder cancer recurrence 1 0.2 95.9
exam nes bl adder with a scope, blood tests, col onoscopy and went down her throat with a scope 1 0.2 96. 1
fill bladder with water and | ook inside 1 0.2 96. 3
flow cytonetry bl ood exam bl ood draws 1 0.2 96.4
gal | bl adder, adrenal 1 0.2 96. 6
gynecol ogy 1 0.2 96. 8
| ook at bl adder with a scope 2 0.3 97.1
|l ook at the bladder with a scope and urine tests 1 0.2 97.3
|l ook into bladder with a scope 1 0.2 97.4
manogram bi opsy of breast tissue, Pap test, blood test 1 0.2 97.6
nostly bl ood work tests 1 0.2 97.8
reg. Blood work, x-rays, CAT scans 1 0.2 98.0
si gnoi doscopy, PSA test 1 0.2 98.1
smal | bl adder tunor; cancer endonetrial |ining uterus 1 0.2 98.3
stool exam bl ood exam x-ray 1 0.2 98.5
thyroid tests on gl ands 1 0.2 98. 6
tunor tracer - blood tests 1 0.2 98.8
tunmor track - Liver function 1 0.2 99.0
urinalysis, blood tests, CAT + PET scans 1 0.2 99.1
urinalysis, blood work 1 0.2 99. 3
urine cytol ogy 1 0.2 99.5
urine sanples tested for signs of cancer 1 0.2 99.7
urine test, biopsy 1 0.2 99. 8
x-ray of ki dney 1 0.2 100.0

187 0.0
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Question from Survey Values and Frequencies (Total: 774)

B31A. In the last 12 nonths, were you bothered by any synptons or treatnent-rel ated side effects? Pl ease describe sonme of the
synpt ons/ si de effects that bothered you in the last 12 nonths.

Cum
b31la COUNT PERCENT Per cent
? Diarrhea 1 0.6 0.6
A very unconfortable/feeling or pain when probe is being inserted through the penis 1 0.6 1.1
Abdomi nal pain when | did not eat correctely 1 0.6 1.7
Abdomi nal sensations, difficulty in keeping blood at proper clotting |evel 1 0.6 2.3
Acute pain fromscar tissue 1 0.6 2.9
Adhesi on problens in the intestine resulted in pain + sonetines voniting 1 0.6 3.4
After chenmp- nausea 1 0.6 4.0
After nmy chenotherapy | feel an aftertaste in ny nmouth + the smell of certain things. 1 0.6 4.6
Any abdomi nal makes me think cancer. 1 0.6 5.2
BCG - causes frequencey, burning, clots, and tissue expul sion 1 0.6 5.7
BCG i nfection of the prostate 1 0.6 6.3
BCG treatnments: Pain while urinating for a day after each treatnent. 1 0.6 6.9
BURNI NG | N STOVACH FATI GUE WATER RETENSI ON ( SVELLI NG AROUND EYES + THROAT 1 0.6 7.5
Bl adder cancer, | now wear a urostony pouch, a little hard to deal with 1 0.6 8.0
Bl adder infection Overactive bl adder 1 0.6 8.6
Bl adder spasns - incontinance - Urethera bl ocked by bl ood cl ot 1 0.6 9.2
Bl adder urgency to void 1 0.6 9.8
Bl eedi ng, urgency, painful urination 1 0.6 10.3
Bl ood transfusion-Doctor gave ne benadryl 1 0.6 10.9
Bur ni ng upon urination 1 0.6 11.5
Bur ni ng upon urination, polyuria, frequency/urgency 1 0.6 12.1
Burni ng/ Pain during urination after resection of bl adder 1 0.6 12.6
CT Scans are very unconfortable. Can't be hel ped. 1 0.6 13.2
Certain snells are awful - |like cheerios. Dry hands & itchy cuticles when wearing nail polish. 1 0.6 13.8
Changes in stool 1 0.6 14. 4
Circul ation issues- hands, feet 1 0.6 14.9
Col d Sensative, Hands Numb 1 0.6 15.5
Col on-rectal bleeding, disconfort, problens wdiarrhea 1 0.6 16.1
Consti pation 1 0.6 16.7
Cranping - restriction of small intestine 1 0.6 17.2
Cranmping in bowels. Change in regularity 1 0.6 17.8
Cranpi ng of bl adder. 1 0.6 18. 4
Dar k St ool 1 0.6 19.0
Di ahrea 1 0.6 19.5
Di areha, Fatigue, weight gain, Dryness of skin, unable to Rest OR Sl eep. 1 0.6 20.1
Di arrhea 2 1.1 21.3
Di arrhea and dehydration 1 0.6 21.8
Di arrhea, fatigue, nausea 1 0.6 22. 4
Di gesting food (bowels) 1 0.6 23.0
Dry skin, itching, |oss of hair. 1 0.6 23.6
Duresi s 1 0.6 24.1
Extreme fatigue, |owered CD4 bl ood count due 6MP 1 0.6 24.7
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Question from Survey Values and Frequencies (Total: 774)

B31A. In the last 12 nonths, were you bothered by any synptons or treatnent-rel ated side effects? Pl ease describe sonme of the
synpt ons/ si de effects that bothered you in the last 12 nonths.

Cum
b31la COUNT PERCENT Per cent
Extreme fatigue, nasuea, nuscle pain, cranping, joint pain, nmenory loss, inability to find
focus, chronic graft vs. Host D sease headaches, nunbness in |ower |inbs.etc. 1 0.6 25.3
Fati gue 2 1.1 26.4
Fatigue, itching, nuscle cranps, nausea, dizzyness, |oss of appetite 1 0.6 27.0
Fatigue. Nausea. Night sweats. Anem a. Nestropenia. 1 0.6 27.6
Feet itched, vagina itched, sensations of warnth, and fatigue 1 0.6 28.2
Fi nger/foot problens from cheno 1 0.6 28.7
First cheno treatnent cysplatin, caused atrial fibrilations requiring 2 weeks hospitalization.

Changed chenp to carbopl atin--good results. 1 6 29.
Frequency and urgency for bowel novenent. Disconfort after bowel novenent. 1 6 29.
From predcri sone: swollen face and stomach, increased heart rate, shaking, from Sept

on: susceptibility to sunlight. 1 0.6 30.5
Gas, Consi pation 1 0.6 31.0
G aft vs. host disease, anem a 1 0.6 31.6
Hair Loss, Tired, Wak 1 0.6 32.2
Hair falling out, sick to the stomach, terrible stomach pain, weak, sweating, constipated, pain 1 0.6 32.8
Hand and foot syndrome. @Gas in digestive duct. Miscle pain in abdonen, pelvis and hips.

Fatigue. Diarrhea. 1 0.6 33.3
Henorrhoids. And seepage after escrenent. 1 0.6 33.9
Herni a, Drainage (Blood, Pus) fromFluid Collection in Lower Pelvis 1 0.6 34.5
H gh bl ood pressure, heart failure 1 0.6 35.1
I all ways have bowel pronbles either diearea or plug up 1 0.6 35.6
I find that nmy hands shake a | ot 1 0.6 36.2
I go to the rest roomto much some tine 5-8 tinme a date and it sonme time soft 1 0.6 36.8
| got a cold shivering chill from6 pmto 12 pmafter |ast three chenos. 1 0.6 37.4
| have a lot due to BMI and GVHD. Serious eye probl ens, pul nonary (breathing) fatigue. 1 0.6 37.9
I have had six surgeries for renoval of tunors in 3 yrs. The |l ast surgery gave me prol onged

and great disconfort. 1 0.6 38.5
I must give nyself injections in nmy belly which do bother M it is painful 1 0.6 39.1
I need to strain when doing bowel novenent lately, | often have diarrhea or constipation 1 0.6 39.7
| RREGULAR BONEL FUNCTI ON; LOOSE STOOLS 1 0.6 40. 2
In ny clinical trial, Iv'e had tiredness, skin changes, blood changes, odd tastes &
sensations.Had a faulty IV during a CT- armfilled wlV fluid... 1 .6 40.
I ncont i nent 1 .6 41
Last Nov-Dec | was not feeling well fromliver infection problenms. As those got better

| felt beter. Synptons - nausea, no appetite - tired. 1 0.6 42.0
Last week | got the shakes but otherwi se no side effects 1 0.6 42.5
Loose stools, oozing 1 0.6 43.1
Loss of bowel control 1 0.6 43.7
Loss of hair, diahrea, anenia 1 0.6 44. 3
M LD PAI N RESULTI NG FROM SCOPE VI EW NG OF THE BLADDER 1 0.6 44. 8
Mout h sores-shortness of breath 1 0.6 45. 4
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Question from Survey Values and Frequencies (Total: 774)

B31A. In the last 12 nonths, were you bothered by any synptons or treatnent-rel ated side effects? Pl ease describe sonme of the
synpt ons/ si de effects that bothered you in the last 12 nonths.

Cum
b31la COUNT PERCENT Per cent
Mul ti pl e bowel movements predicted by doctor due to shortened col on. 1 0.6 46.0
My left plueral (?) lung area filled with fluid and |'ve had to have the |lung tapped 1 0.6 46. 6
My right hand swoll up when the needle came out during a cancer check. 1 0.6 47.1
My side hurts, like | pulled a nmuscle. | have to sit up straight and | can't |ean or bend 1 0.6 47.7
My stomach busted oped, because | got an enfection, and was draining a ot of (fluids) from ny
nabl e. 1 0.6 48. 3
Nausea 1 0.6 48.9
Nausea, Vonmiting, Diarrhea, decreasing of WBC, hyper-cold sensitivity, dipression, tiredness,
hair | oss 1 0.6 49. 4
Nausea, Vonmiting, Sore Throat, Drainage (Leaking) from Surgery Incision 1 0.6 50.0
Nausea, headaches, fatigue, irritability, aches 1 0.6 50. 6
Nausea, nunbness of toes and tips of fingers, loss of energy - sensitive to cold on hands
and nout h. 1 0.6 51.1
Nausea, sone times diarrhea. Al ways feel tire 1 0.6 51.7
Nausea; di arrhea 1 0.6 52.3
Neur opat hy, Nausea, Wakness, Low Bl ood Counts 1 0.6 52.9
Neur opt hy of feet 1 0.6 53.4
Not much energy - Anemic due to CLL when nedication is taken- 1 0.6 54.0
Nunmbness on left leg, after radition 1 0.6 54.6
Pai n 1 0.6 55.2
Pain & distress in | ower abdonen. Trouble with eating can't eat regular neals.

Eats little throughout the day. 1 0.6 55.7
Pai n Stomach, Nummess, Hands, Legs, Feet 1 0.6 56.3
Pai n from excessive scar tissue in intestines fromsurgery. 1 0.6 56.9
Pain having to go to the restroomat once (But after the treatnent only last 6 hour's 1 0.6 57.5
Pain in gorn area 1 0.6 58.0
Pain in the abdonen that occasionally comes about. 1 0.6 58. 6
Pain-had to sit down to urinate-healing surgery site- | amdiabetic 1 0.6 59. 2
Peri pheral neuropathy 1 0.6 59.8
Possi bl e adhesi on - bl ockage in col on. 1 0.6 60. 3
Pressure on chest 1 0.6 60.9
Rash, graph vs. host disease, nouth rash. 1 0.6 61.5
Rect al Bl eedi ng 1 0.6 62.1
Rectal incontinence 1 0.6 62. 6
Red Bl ood count |ow, Platetets count 1 0.6 63.2
Rermoval of polyp caused | oss of rectum increased frequency of waste di scharge,

sl eep deprevation, internal reconfiguration interferes with urinary system and

enl arged prostrate. 1 0.6 63.8
Runs from depressi on nedici ne 1 0.6 64. 4
SX=ni ght sweats, sleeplessness, swollen |ynph nodes, slight anema. No tx- related

side effects 1 0.6 64.9

Severe all left side pain ever since | been diagnosed with "CW" 1 0.6 65.5
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Question from Survey Values and Frequencies (Total: 774)

B31A. In the last 12 nonths, were you bothered by any synptons or treatnent-rel ated side effects? Pl ease describe sonme of the
synpt ons/ si de effects that bothered you in the last 12 nonths.

Cum
b31la COUNT PERCENT Per cent
Severe pain and infection, Deep Vein Thronbosis, General Chenp side effects 1 0.6 66. 1
Severe shortness of breath 1 0.6 66. 7
Si nce Jan 04 stonach cranps 1 0.6 67.2
Since ny Red cells were always low fromcheno | had a | ot of transfusion
so nmy skin color is darker and liver counts are high. And the treatnent
for that caused problens with ny bladder. Swelling in 1 0.6 67.8
Si nce surgery the digestive systemhas not recovered its normal functions- 1 0.6 68. 4
Sinusitis drainage + cough, Purpura from Thronbocytopeni a Cheno | nduced
G SXS, Dermatol ogi c Changes 1 0.6 69.0
Skin irritation, tiredness in the |egs, crackings on the skin 1 0.6 69.5
Slight blood in urine, frequency of urination 1 0.6 70.1
Sorme nedi cations had side effects. 1 0.6 70.7
Sone nenory problenms - al so bowel problens 1 0.6 71.3
St omach di sconfort 1 0.6 71.8
St omach pain 2 1.1 73.0
Stomach pain - bowel problens, bleeding (as a result of col onoscopy, done as part
of f/u care) Nothing specifically related to cancer or treatment. 1 0.6 73.6
Swel Ii ng and nausea 1 0.6 74. 1
Swel ling of pubic area - severe / skin - very thin - cut very easy, bruise very easy 1 0.6 74.7
Swel ling of the eye area, muscle cranps 1 0.6 75.3
The camera they used to picture ny bladder is 6 ft, (I swear). The hole they put
it inis 1/8 inch. 1 0.6 75.9
The recurrance of the hernia is a concern 1 0.6 76. 4
Tired, bad taste, dry nouth |ots of gas. 1 0.6 77.0
Unabl e to hol d bowel novenents 1 0.6 77.6
Upset stomach / Very frequent bowel novenents on bad days 1 0.6 78.2
Vei n pain, excessive nuscle tw tches when going to sleep, cogitive and nenory
difficulties, acid reflux 1 0.6 78.7
Weekness from cheno, |oss of strength and feeling tired 1 0.6 79.3
When | took Kidney test 2 Bottles of Barium & | had no control of my bowels 1 0.6 79.9
When the cancer had to be renoved by burning it out it was hard to pee for about a week. 1 0.6 80.5
You need no technol ogy equi prent not the old snake you used 10k tines before.

Who designs this stuff? 1 0.6 81.0
agitated bl adder, perscribed patch-worked 1 0.6 81.6
arthritis, depression 1 0.6 82.2
bl ood in urine fromBCG treatnment bothered me a bit, but not enough to warrant any

speci al care 1 0.6 82.8
can't keep food down 1 0.6 83.3
diarrhea, At times Effects RBC wulcer in nouth use Stanford nouth swish + swallow liquid 1 0.6 83.9
excess gas, frequent bowel novenents 1 0.6 84.5
fatigue 1 0.6 85.1
fatigue, repative (diarrhea, natia), |oss of hair, severe depression 1 0.6 85. 6
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Question from Survey Values and Frequencies (Total: 774)

B31A. In the last 12 nonths, were you bothered by any synptons or treatnent-rel ated side effects? Pl ease describe sonme of the
synpt ons/ si de effects that bothered you in the last 12 nonths.

Cum
b31la COUNT PERCENT Per cent
felt tired 1 0.6 86. 2
ghost pains - arns hurt fromcheno - veins ached 1 0.6 86. 8
gout 1 0.6 87.4
hi gh bl ood pressure 1 0.6 87.9
intestinal blockages, diarrhea, rashes, swollen tounge 1 0.6 88.5
medi cati on 1 0.6 89.1
nasausness, tiredness, constipation 1 0.6 89.7
nausea, diarrhea 1 0.6 90. 2
nausea, |oss of appetite 1 0.6 90. 8
nausea, sores in nouth, itching, pain, depression 1 0.6 91.4
nausea, vomting, indigestion 1 0.6 92.0
nausea, vonitting, dizziness, headache, bad taste in nouth, fatigue 1 0.6 92.5
neur opat hy 1 0.6 93.1
nite sweats 1 0.6 93.7
obstuction 2nd tinme Jan 2003 1 0.6 94.3
reaction to antibiotics; sone bl eeding 1 0.6 94. 8
rectal bl eeding 1 0.6 95.4
rectal bleeding, tail bone soreness 1 0.6 96.0
sonme bowel irregularity 1 0.6 96. 6
stomache ache, head ache, nausea 1 0.6 97.1
strong dizziness - frequently; Depression; Amesia; Col on pol ypuses 1 0.6 97.7
unusual bowel novenments - disconfort - bew | dernment! 1 0.6 98.3
upset stonmach/ nauseousness 1 0.6 98.9
urinary difficulty 1 0.6 99. 4
urineation problens 1 0.6 100.0

600 0.0

APECC Section B: Cancer Careinthe LAST 12 MONTHS
Page 24 of 91




Question from Survey

Values and Frequencies (Total: 774)

B68. What is the specialty of the other doctor or doctors you saw for cancer-rel ated i ssues or

speci fy.
rb68ot h

Back speciali st

Bone Marrow Transpl ant Doct or

Bone marrow transpl ant

Ears Nose & Throat MD / Head & Neck Surgeon anothe
Eye doct or

FAM LY PRACTI CE, DR AT V. A OFFICE

Fam |y Care Physician

Fam |y practice

GYNO - ultra sonagramfor pelvic pain -

Gener al

General Practicer

Genetic Counsel or

Ger ont ol ogi st

Gynecol ogi st, Osteopath

Hormeopat h, Prinmary Care MD

I nfectious D sease

I nfectious di sease, bone marrow transpl ant speci al
I nt er ni st

I nternist, Radiologist

I nterventional Radiol ogi st

Ki dney (Renal) Specialist and Infectious D sease S
Lung speci al i st

M D.

Medi cal Doct or

My internist.

Nephr ol ogi st

OB/ GYN

OB/ GYN & Podi atry

Opt hal nol ogi st (eye speci al i st)

Opt hanol ogi st, infectious disease specialist)

Opt honol ogi st (eye)

P. saw a fertility specialist in relation to havin
Physi cal Ther api st

Physi cal therapi st

Podi atrist, chemp caused toe infection, |eg anputa
Poditrist - Tonail, OB-GYN

Primary Care

Primary Care - Internal Medicine

Primary Care Doctor

Primary Care Physician

Primary Care, Acupuncturist, and 2 Chiropractors
Primary doctor

g
2

RPRPRPNRORRPRRPRPRPRRRPRRPRENRPRPRPRRPRRPRRPRERURPRRPRRRPRPREEPREPRNRRRERERRR

PERCENT

PPErPENPORPRPRRERERERRERENRRRRERRRPRPORRPRRERERRERERENRERRERRERERE
AARNPORAARDRRARRADRNARDARDPRAROARRDRARDARDRNRARARDRADR

Cum

Per cent

NWOODOWOOOPRARPLPNPRPODOWOOOUINOUUIFRPOPRAPRPWOOWOONOUOUINUOIRPORMENDN

problens in the | ast

12 nont hs? O her
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Question from Survey Values and Frequencies (Total: 774)

B68. What is the specialty of the other doctor or doctors you saw for cancer-related issues or problens in the |ast 12 nonths? O her
speci fy.

Cum
rb68ot h COUNT PERCENT Per cent
Primary doctor, rated as poor in quality for B69 1 1.4 77.0
Radi ol ogi st 1 1.4 78. 4
Radi ol ogy speci ali st 1 1.4 79.7
Renal 1 1.4 8l.1
Retinal Specialist, Internal Medicine 1 1.4 82. 4
Stanford pain clinic 1 1.4 83.8
Transpl ant doct or 1 1.4 85.1
What's he called? He did ny Col onoscopy. 1 1.4 86.5
did col onoscopy at hospital 1 1.4 87.8
doctor who perfornmed col onoscopy procedure 1 1.4 89.2
gynecol ogi st / surgeon - don't know if problem was 1 1.4 90.5
gynocol ogi st who di scovered cancer was recurring 1 1.4 91.9
i nterni st 1 1.4 93.2
oncol ogy pharnaci st 1 1.4 94. 6
personal physician 1 1.4 95.9
radi ol ogi sts 1 1.4 97.3
saw nmul tiple doctors @the sane time @ UCSF 1 1.4 98. 6
varicose vein 1 1.4 100.0

700 0.0

APECC Section B: Cancer Careinthe LAST 12 MONTHS
Page 26 of 91




Question from Survey

Values and Frequencies (Total: 774)

Section C. Conplenentary and Alternative Therapies Used in the LAST 12 MONTHS

clk. In the last 12 nonths, did you use any of the follow ng conplenentary and alternative therapies? G her specify.

rclkoth

"A thinking process - that's all"

Al Prayer's help ne a lot. Different people A chu
Bi bl e study group, church for worship & fell owship
COVMON RELAXED THI NKI NG AND REALI ZI NG A #1 DR AVA
Cardi ovacul ar exercise & weight training

Chi nese Herbs

Christian Science practioners

Coral calcium (nost inportant item

Daily exercise programwith wife. Judo everyday a
Di abet es School

Di et & exercise

Diet, exercise, & lifestyle to maintain strong i mm
Eat nostly vegetarian low fat plenty tofu (Bean Ca
Exercise - treadnm ||, weights, stretching

Exercise daily

Exerci se, Cardiovascul ar work outs

Exercises at gym uses weights

Fami |y Support

Fi ber supplenment, Calcium Aspirin

Heal thy diet & exercise

Her bs

I HAVE BEEN ON A FAT FREE AND BEEF FREE DI ET FOR 1
I have a great wife & son

I swmlaps 3 times a week and have been aware of
| took Essiac for 1 year follow ng surgery and con
Inner self analysis. Cccupation of mind and body
Joi ned wei ght watchers to | ose wei ght

Keep on noving; Conpany of one pet

Medi cal intuitive,

Mul ti-vitamn

NO RED MEAT. MOSTLY FI SH DI ET

Nat ur opat hy

Need to survive for ny kids -

None

Nul |

Physi cal Exercise

Pray for my own healing.

Prayer by many people & groups

Prayer chain

Regul ar exerci se, contact sports

COUNT

PR RPRPRRNRRREPRPRRPRRRRPRRPREPREPRPRRPRRPRRRERRERERREPRERRRRERRRERERERRRRRRERER

PERCENT

o S i e ol i el ol el el ol el e e o
loNo NN N ENN NN NoloNo NN NolloNo RN NoltoNoRoN o Rolle Nolteo No Rl Nolleo No o Ne No i o le)

Cum
Per cent
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Question from Survey Values and Frequencies (Total: 774)

clk. In the last 12 nonths, did you use any of the follow ng conplenentary and alternative therapies? QG her specify.

Cum
rclkoth COUNT PERCENT Per cent
Sel f Care Medicine 67.
Support from good friends 69.
Tried to maintain "renal"” diet 71.
Vitam ns without iron & codlever oil 72.
Vol unt eer - Medi cal Transportation 74.
Wal k daily 75.
WAl ki ng Exerci se 77.
Wat er Areobics 79.
drink green and roi boos teas 80.
exercise e.g. brisk wal king, jogging, etc 82.

83.
85.
87.
88.
90.
91.
93.
95.
96.
98.
100.
712 0.

famly, spiritual, religious

fresh juices

getting attention and care fromfanmly & friends
lots of fanmily support

many physical activities basketball, racquetball,
ny Daughter is a Mnerster prayed for ne

read books, mmgazine, sport

strong aerobics & exercise routine

transformati onal work

wal ki ng

wal ki ng exerci se

RPRRPRPRRRPRRRERREPRPRPRRPRRRERRERERRRRR
PERPERPRREPRRERERERRERRERERREERERERRRERR
o N N N N NN Re o We Ne e el e Re e We ) We le e W)

OCORONUIOWNRUOWOORDONDO M-

C2_5SPEC. What were the nmjor reasons why you used any of these therapies discussed in question Cl1 in the last 12 nonths? To help
deal with a nedical condition other than cancer, please specify:

Cum
rc2_5spec COUNT PERCENT Per cent
A broken knee 1 1.1 1.1
AMYCTROPHY 1 1.1 2.2
Accupuncture for tendonitis in arm 1 1.1 3.3
Arthritis in neck, clinical depression 1 1.1 4.3
Ast hma + Enmphysena 1 1.1 5.4
Back & Neck problens 1 1.1 6.5
Back Pai ns 1 1.1 7.6
Back Problem 1 1.1 8.7
Back Strain 1 1.1 9.8
Bad Back 1 1.1 10.9
Bad back 1 1.1 12.0
Bone pain 1 1.1 13.0
Broken Hip 1 1.1 14.1
Cardi ac di sease 1 1.1 15.2
Circul ation 1 1.1 16. 3

APECC Section C: Complementary and Alternative Therapies Used in the LAST 12 MONTHS
Page 28 of 91




Question from Survey Values and Frequencies (Total: 774)

C2_5SPEC. What were the nmmjor reasons why you used any of these therapies discussed in question Cl1 in the last 12 nonths? To help
deal with a nedical condition other than cancer, please specify:

Cum
rc2_5spec COUNT PERCENT Per cent
Consti pati on 1 1.1 17. 4
DI ABETES 1 1.1 18.5
DI ABETI CE 1 1.1 19.6
Depressi on & Anxi ety 1 1.1 20.7
Dermitits Herpel atofonis 1 1.1 21.7
Di abet es 5 5.4 27.2
GVHD, zoster outbreak 1 1.1 28.3
Gout; foot pains 1 1.1 29.3
G aft versus Host 1 1.1 30.4
HA or Di zzi ness 1 1.1 31.5
Heart + Hypertension + Chol esterol 1 1.1 32.6
Heart condition 1 1.1 33.7
Heart probl ens 1 1.1 34.8
Hi gh bl ood pressure 1 1.1 35.9
H gh bl ood pressure; Arthritis 1 1.1 37.0
Hope to prevent adhesion problem 1 1.1 38.0
Ki dney di sease 1 1.1 39.1
Kidney failure 1 1.1 40. 2
Li ver Transpl ant 1 1.1 41. 3
Lower back ache and neck pain 1 1.1 42. 4
My over all being to stay in good health 1 1.1 43.5
Obesity 1 1.1 44. 6
Obesity, Control diabetes 1 1.1 45.7
PPS- obesity 1 1.1 46.7
Pai n 1 1.1 47.8
Pain in nmy back + | egs 1 1.1 48. 9
Peri pheral Neoropathy 1 1.1 50.0
Postviral syndrone 1 1.1 51.1
Rectal Bl eeding, Lower back, hip pain 1 1.1 52.2
Renal (caused by bl ood cancer) 1 1.1 53.3
Rheumatoi d arthritis 1 1.1 54.3
Shi ngl es 1 1.1 55.4
Strai ned rotatercuff 1 1.1 56.5
Thyroid 1 1.1 57.6
Upset Stomach 1 1.1 58.7
Wi ght 2 2.2 60.9
arthritis 1 1.1 62.0
back pain 2 2.2 64.1
carpel tunnel 1 1.1 65.2
chroni ¢ pai n nanagenent 1 1.1 66. 3
depr essi on 2 2.2 68.5
depression, allergies 1 1.1 69. 6
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Question from Survey Values and Frequencies (Total: 774)

C2_5SPEC. What were the nmmjor reasons why you used any of these therapies discussed in question Cl1 in the last 12 nonths? To help
deal with a nedical condition other than cancer, please specify:

Cum
rc2_5spec COUNT PERCENT Per cent
depressi on; chronic pain syndrone 1 1.1 70.7
di abetes 3 3.3 73.9
el evated bl ood pressure 1 1.1 75.0
fatty liver 1 1.1 76. 1
general body aches, back pain 1 1.1 77.2
heart disease 1 1.1 78.3
heart probl ens 1 1.1 79.3
heart surgery 1 1.1 80. 4
hi gh chol est erol 1 1.1 81.5
hi gh chol esterol, depression 1 1.1 82.6
insomi a, gall stones 1 1.1 83.7
i nsomi a, hornonal inbal ances 1 1.1 84.8
| eg anmputati on 1 1.1 85.9
nmassage for scar tissue 1 1.1 87.0
movenent therapy to restore leg strength 1 1.1 88.0
neck pain 1 1.1 89.1
over wei ght 1 1.1 90. 2
pi nched nerve 1 1.1 91.3
sciatic nerve inflanmation 1 1.1 92.4
severe back pain 1 1.1 93.5
stroke 1 1.1 94.6
to control high blood pressure/diabetes 1 1.1 95.7
to | ower chol esterol 1 1.1 96. 7
to restore bal ance + nuscul ar control after back surgery 1 1.1 97.8
treated di abetes 1 1.1 98.9
wei ght probl em 1 1.1 100.0

682 0.0
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Question from Survey Values and Frequencies (Total: 774)

C2oth. What were the mmj or reasons why you used any of these therapies discussed in question Cl in the last 12 nmont hs? O her specify.

Cum
rc2oth COUNT PERCENT Per cent
"He used to be a pastor, he prays for his soul in general." 1 0.8 0.8
(other than F.) Normal lifestyle. E.G Vegetarian for last 30 + yrs. (a.) Karate for the
last 12 yrs 1 0.8 1.6
BEREAVEMENT THERAPY (LOST HUSBAND) 1 0.8 2.3
Back Pain 1 0.8 3.1
Dai | y occupation of mnd/body. Programof activity - physical and nental to prevent depression,
nmusc 1 0.8 3.9
Dai |y personal prayer is a part of ny life 1 0.8 4.7
Doct or reconmended them 1 0.8 5.4
Done these for 30yrs, | would do them anyway but believe m nd-body connection approach to cancer 1 0.8 6.2
Essential to ny state of mind, health and well being, w thout, I would not have survived. 1 0.8 7.0
Faith 2 1.6 8.5
For Gods hel p 1 0.8 9.3
For Spiritual Healing 1 0.8 10.1
For confort & spiritual guidance 1 0.8 10.9
For my own personal growh and well being 1 0.8 11.6
For peace of mind, hope 1 0.8 12. 4
For rel axation, physical fitness & healing 1 0.8 13.2
GENERAL HEALTH & WELL BEI NG 1 0.8 14.0
General Health 1 0.8 14. 7
General health & prevent disease 1 0.8 15.5
H V wasting syndrone 1 0.8 16. 3
Habi t 1 0.8 17.1
Have been saying nightly prayers all ny life. 1 0.8 17.8
Held in general fitness & health 1 0.8 18.6
Help from God to rid ne of disease 1 0.8 19. 4
Hi gh bl ood pressure, arthritis 1 0.8 20.2
Hypogl ycem a 1 0.8 20.9
| always pray 1 0.8 21.7
I ama catholic and believe in prayer. 1 0.8 22.5
| believe in prayer & ny church & Cod 1 0.8 23.3
| believe in the power of prayer, mine own and other peopl es. 1 0.8 24.0
| feel personal prayer is a critical part of life - cancer or not 1 0.8 24.8
| give thanks to God for ny recovery & nedical staff who hel ped ne to recover 1 0.8 25.6
I like vegetables better than neat. Prayer is a part of ne. 1 0.8 26.4
| pray all the tine 1 0.8 27.1
| pray every night for my own spiritual beliefs 1 0.8 27.9
| pray everyday for thanks 1 0.8 28.7
I pray for continued good health for nyself and fanmily/friends. 1 0.8 29.5
I regularly nedicate & pry 1 0.8 30.2
I''m a Bhuddi st 1 0.8 31.0
I"'ma pastor - part of ny daily life 1 0.8 31.8
I mprove nmy health 1 0.8 32.6
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Question from Survey Values and Frequencies (Total: 774)

C2oth. What were the mmj or reasons why you used any of these therapies discussed in question Cl in the last 12 nmont hs? O her specify.

Cum
rc2oth COUNT PERCENT Per cent
I nproved heal th 1 0.8 33.3
It couldn't hurt! Visualize a heathy body 1 0.8 34.1
It feels good & | enjoy it. 1 0.8 34.9
It is ny habit to pray 1 0.8 35.7
It was ny personal belief. 1 0.8 36.4
Keep i mmune system heal t hy 1 0.8 37.2
Keep me in good health 1 0.8 38.0
Lifestyle and healthy habits 1 0.8 38.8
Lower Bl ood Pressure Lower Chol esterol 1 0.8 39.5
Mai ntain a positive faith 1 0.8 40. 3
Meet & talk with others with ostom es 1 0.8 41.1
My faith in Jesus Chri st 1 0.8 41.9
My husband passed away 6 nonths ago. 1 0.8 42. 6
My own idea - felt | was eating too nuch unhealthy food 1 0.8 43. 4
My usual every day praying and nosl em 1 0.8 44, 2
Nul | 1 0.8 45.0
Nutritional support and weight | oss. 1 0.8 45.7
On Aricept for Al zheiners study 1 0.8 46.5
Over all well being 1 0.8 47.3
PERSONAL PRAYER 1 0.8 48. 1
PERSONAL VEELL BEI NG 1 0.8 48. 8
Part of my lifestyle 1 0.8 49. 6
Persoal prayer is a lifelong habit 1 0.8 50. 4
Per sonal Heal i ng 1 0.8 51.2
Personal Prayer is nmy way of life 1 0.8 51.9
Personal prayer is part of nmy life 1 0.8 52.7
Physi cal health 1 0.8 53.5
Poor circulation in legs, arthritis 1 0.8 54.3
Q@ gong as a stretching exercise, Meditation as a spiritual practice 1 0.8 55.0
Rel i eve neck tightness 1 0.8 55.8
Rel i gion Belief in God/Jesus 1 0.8 56. 6
Rel i gious habit-friends & famly 1 0.8 57. 4
Sound heal th 1 0.8 58.1
Suppl enents for better health 1 0.8 58.9
The traumatic change of my overall health 1 0.8 59.7
To exist well 1 0.8 60.5
To feel nore strongly about how wonderful life is. 1 0.8 61.2
To gain information frominternet support group 1 0.8 62.0
To get inner strength to heal 1 0.8 62.8
To grow spiritually 1 0.8 63.6
To have strength to face future 1 0.8 64.3
To help hel p deal with cancer 1 0.8 65.1
To inprove stamina, General health benefits 1 0.8 65.9
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Question from Survey Values and Frequencies (Total: 774)

C2oth. What were the mmj or reasons why you used any of these therapies discussed in question Cl in the last 12 nmont hs? O her specify.

Cum
rc2oth COUNT PERCENT Per cent
To keep healthy & keep young 1 0.8 66. 7
To keep wei ght down (diet) 1 0.8 67. 4
To | ose wei ght 1 0.8 68. 2
To prevent disease. 1 0.8 69.0
To prompote general health 1 0.8 69. 8
To relax, clear ny mind, focus on the positive and comuni cate with God. 1 0.8 70.5
To thank God for my survival 1 0.8 71.3
Total spiritual, physical & nmental health 1 0.8 72.1
Vitam n suppl enent diet; prayer for inner peace. 1 0.8 72.9
Wfe made nme go to supported PE @West Vall ey Coll ege- Sarat oga Exercises for disabled or handicap 1 0.8 73.6
a+j wereny lifestyle and weren't necessary used as therapy 1 0.8 74. 4
adjustnent @chiropractor follow ng foot surgery - |inping caused ny back to go out of alignnent 1 0.8 75. 2
al ways use personal prayer 1 0.8 76.0
al ways used person prayer for daily living 1 0.8 76.7
because of my faith in CGod 1 0.8 77.5
chiropractic for back pain, nassage for sore nuscles 1 0.8 78.3
faith 1 0.8 79.1
for general health 1 0.8 79.8
for personal spiritual growth 1 0.8 80. 6
general health inprovenent 1 0.8 81.4
general health, fertility enhancenent, nmental health, spiritual comunity 1 0.8 82.2
general physical health 1 0.8 82.9
heal t h mai nt enance/ preventive 1 0.8 83.7
inner strength for all health issues 1 0.8 84.5
intrnet support - for |earning, understanding, and conpani onship 1 0.8 85.3
nmassage for cancer surgery effects to muscles 1 0.8 86.0
nostly prayer and ny diet 1 0.8 86. 8
peace of m nd 2 1.6 88. 4
personal prayer used for all phases of life 1 0.8 89.1
prayer, believe that God heals. 1 0.8 89.9
routine for me to take it 1 0.8 90.7
see 5 1 0.8 91.5
soneti me uncontroll abl e bowel novenent 1 0.8 92.2
to help ne live 1 0.8 93.0
to help pronmote health & sleep 1 0.8 93.8
to | oose wei ght 1 0.8 94. 6
to | ose wei ght 1 0.8 95.3
to maintain ny physical health 1 0.8 96. 1
to maintain regularity of bowel 1 0.8 96. 9
to pronote general well-being 1 0.8 97.7
treat di abetes & heart condition 1 0.8 98.4
treat side effects 1 0.8 99.2
wei ght control, maintain good nutrition 1 0.8 100.0

645 0.0
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Question from Survey Values and Frequencies (Total: 774)

CAA. As best as you can, please tell us the specialty of all the conplenentary and alternative therapy practitioners or doctors you
saw in the last 12 nonths:

Cum
rcda COUNT PERCENT Per cent
1 Doctor- 1 1.2 1.2
A. Chiropracter B. Massage therapist C. Involvenent in ACS groups -> 1. self hel p by hel ping
others 2. Relay for life D. Personal/Goup Prayer 1 1.2 2.4
Accupuncture, nassage - see Cl 1 1.2 3.5
Acupunct ure 1 1.2 4.7
Acupuncture & herbal pharnacist’ 1 1.2 5.9
Acupuncture for pain in nmy hand 1 1.2 7.1
Acupuncture, Naturopathy, Massage Deep (Ti ssue Massage for shingles not cancer) 1 1.2 8.2
Acupuncturist Reiki Mster and Practioners 1 1.2 9.4
Acupuncturist to help with back strain. Chiropractor for back pain 1 1.2 10.6
Acupuncturist, Jin ShinJyutsu (Japanese acupressure) 1 1.2 11.8
Acupunture Massage 1 1.2 12.9
BA. CMT. 1 1.2 14.1
Body novenent, coordination, nuscle tone, strength classes for adapted PE for
di sabl ed or handi capped held @Wst Valley College, Saratoga, CA (class neets 3 tines weekly) 1 1.2 15.3
Can't recall therapist's title (Ph.D, LCSW MT, etc.) 1 1.2 16.5
Cardi ol i gi st 1 1.2 17.6
Car di ol ogi st 1 1.2 18. 8
Chiropracter, Massage therapi st 1 1.2 20.0
Chiropractic 1 1.2 21.2
Chi r opr act or 3 3.5 24.7
Chiropractor and nassage therapi st 1 1.2 25.9
Chiropractor for spinal adjustments have been under his care since 1982. 1 1.2 27.1
Chiropractor, Accupuncturist, Physical Therapy, diet/well being counslor 1 1.2 28.2
Chiropractors, Dentists, Massage Therapi st, Accupuntureist, Naturpaths, Herbalist,

Spiritual Practionier 1 1.2 29.4
Chiropratic-neck/back pain relief, Massage- neck/back pain relief & relaxation 1 1.2 30.6
Chri stian Psychot herapi st, depression support group, prayer group frommy church,

heal i ng sem nars/conferences 1 1.2 31.8
Dietician - advice on what food to take and what foods to avoid; what to | ook for on | abel s

when grocery shopping. Chiropractic - aside fromhelping with | ower-back condition,

back massage helps to r 1 1.2 32.9
Dietitian 1 1.2 34.1
Doct or of Chinese nedicine and acupuncture 1 1.2 35.3
Dr. Shenoy at |east 4 you may check the records for exans and position 1 1.2 36.5
Endocri nol ogi st 2 2.4 38.8
Fel denkrai s practitioner, yoga instructor, weight trainer, rabbi 1 1.2 40.0
Fi ttness therapi st 1 1.2 41.2
Heart specialist - cancer surgeon for check up 1 1.2 42. 4
Her bal i st 1 1.2 43.5
Horreopat h 1 1.2 44.7
Horreopat hi ¢ Physi ci an 1 1.2 45.9
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Question from Survey Values and Frequencies (Total: 774)

CAA. As best as you can, please tell us the specialty of all the conplenentary and alternative therapy practitioners or doctors you
saw in the last 12 nonths:

Cum
rcda COUNT PERCENT Per cent
Homreopat hy 1 1.2 47.1
Hormeopat hy Massage Reike 1 1.2 48. 2
| see a doctor of oriental medicine for Japanese acupuncture, dietary advice,
nutritional supplenents. 1 1.2 49. 4
| see a psychiatrist who prescribes antidepressants for ny depression & | feel fine 1 1.2 50. 6
I've been seeing an osteopath to prescribe conpounded hornones to relieve synptons
of postmenopause due to radiation of ovaries during treatnment for rectal cancer 1 1.2 51.8
| saac Cohea - Lac Cancer 1 1.2 52.9
Massage t her api st 1 1.2 54.1
Massage therapists (Note: Since finishing ny course of chenotherapy, | have becone a
certified nmassage therapist nyself, and did an internship in nedical massage at U C.

San Franci sco, where | receive 1 1.2 55.3
Message therapy- Yoga-nedi tation 1 1.2 56.5
M nd & Body Ther api es 1 1.2 57.6
My church elders, no drama just sinple prayer and anointing with oil. Qutlined in

the New Testament in the Book of James Chapter 5 vs 13-16 1 1.2 58.8
My daughter is a nassage therapi st and aronat her apy

specialist so | got excellent massage + aromatherapy at hone 1 1.2 60.0
No sugar diet 1 1.2 61.2
Pain class - Quilting Class - Salvation Arny to help with pre School

children Dr Bradl ey 1 1.2 62. 4
Physi cal Therapist Chiropractor for Hp 1 1.2 63.5
Physi cal Ther apy 1 1.2 64.7
Physi cal therapi st 1 1.2 65.9
Physi cal therapist for stretching and exercise to alleviate back pain probl ens 1 1.2 67.1
Physi cal therapy heat & nmassage. Exercises at hone 1 1.2 68. 2
Psychi atri st 3 3.5 71.8
Psychi at ri st/ Psychoanal yst 1 1.2 72.
Psychol ogi st 1 1.2 74. 1
Psychol ogi st Massage Ther api st 1 1.2 75.
Recei ved accupuncture froman MD who is a General Practitioner who al so

recei ved a degree from an accupuncture school 1 1.2 76.5
Rei ke/ energy nedi ci ne, Medical intuitive, |mmnol ogist 1 1.2 77.6
Rei ki Master, Acupuncturi st 1 1.2 78.8
Religion - Catholic - Rosary 1 1.2 80.0
Shi at su Massage 1 1.2 81.2
Spiritual Healing, acupuncture, Psychiatri st 1 1.2 82.4
Taking a Q Gong class at the hospital. Joined a post-treatnent therapy group. 1 1.2 83.5
Yogo & Q gong, Nutritionalist, Acupunturist MD, nasseuse acupressure 1 1.2 84.7
acupuncture 1 1.2 85.9
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Question from Survey Values and Frequencies (Total: 774)

CAA. As best as you can, please tell us the specialty of all the conplenentary and alternative therapy practitioners or doctors you
saw in the last 12 nonths:

Cum
rcda COUNT PERCENT Per cent
her bal nedi ci ne, acupuncture 1 1.2 87.1
hypnot her api st, nmassage CMI, Acupuncturi st 1 1.2 88. 2
massage 1 1.2 89.4
physi cal therapist 2 2.4 91.8
physi cal therapist, physical medicine practitioner 1 1.2 92.9
psychi atri st and therapi st 1 1.2 94.1
psychi atrist, therapist 1 1.2 95.3
psychol ogi st chiroparactor (network) 1 1.2 96.5
refl exol ogi st (hand, ears, feet) 1 1.2 97.6
regul ar GP for depression, nausea + fatigue - | worry the cancer will cone back - 1 1.2 98.8
soci al worker for stress, anxiety and depression 1 1.2 100.0

689 0.0
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Question from Survey Values and Frequencies (Total: 774)

C5ot h. Which of the follow ng best describes your follow up care doctor’s response? O her specify.

Cum
rc5ot h COUNT PERCENT Per cent
Chenot herapy Stop ny treatnment 12/02 and put me on (Hospice) 1 8.3 8.3
Don't overdo 1 8.3 16.7
Fol | ow up Doctor was the one who recomrended alternative therapy 1 8.3 25.0
I was not able to talk nmuch due to | ack of English Language 1 8.3 33.3
M ni mal encouragenent to use of vitamins, but no other alternative therapy dicussion 1 8.3 41.7
NA 1 8.3 50.0
Nul | 1 8.3 58.3
Recommended by initial Dr., encouraged strength of spirit by prayer or neditation,
according to ny religious faith. 1 8.3 66.7
Was interested in therapies and their effects on ne. 1 8.3 75.0
WAs supportive about it - never discouraged it. Let
me make my own deci sion about it. 1 8.3 83.3
encour agi ng, except when seen as conplicating or interfering with ny clinical trial 1 8.3 91.7
yeah, K.  "l'mgonna treat you the sane as anyone." 1 8.3 100.0

762 0.0

C6. What were the mmin reasons why you didn't discuss your use of conplenentary and alternative therapies with your followup care
doctor in the last 12 nonths? O her specify.

Cum
rcéoth COUNT PERCENT Per cent
Because my praying has nothing to do with the cancer. 1 2.1 2.1
Did not take any other therapie 1 2.1 4.3
Didn't think the dr. would think it rel evant. 1 2.1 6.4
Doctor felt | didn't need any treatnent 1 2.1 8.5
Don't believe the doctor cares about anything but the bladder and the cancer (followup M
is a surg 1 2.1 10.6
Dr. did not offer alternative therapies 1 2.1 12. 8
Dr. not interested, or too rushed 1 2.1 14.9
Had di scussed during earlier visits 1 2.1 17.0
Has been on special diet for years 1 2.1 19.1
Have not seen Dr. in 12 nps. Had a col onoscopy 13 npbs after surgery 1 2.1 21.3
Haven't seen M D. since seeing Dietitian (Nor for a |long period before) 1 2.1 23.4
He treated the cancer area 1 2.1 25.5
| Discussed nmy diet with ny doctor nore than 12 nos. Ago. 1 2.1 27.7
I al ways pray 1 2.1 29.8
| didn't think | needed to tell the doctor | prayed; it wasn't really his business 1 2.1 31.9
I didn't think it was necessary 1 2.1 34.0
I don't know 1 2.1 36. 2
It was not rel evnt 1 2.1 38.3
It's a personal thing 1 2.1 40. 4
Mai nely because | was in denil | didn't want to be rem nded. 1 2.1 42. 6
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Question from Survey Values and Frequencies (Total: 774)

C6. What were the mmin reasons why you didn't discuss your use of conplenmentary and alternative therapies with your followup care
doctor in the last 12 nonths? O her specify.

Cum
rcéoth COUNT PERCENT Per cent
NOT NECESSARI LY RECEPTI VE 1 2.1 44.7
Never cane up 1 2.1 46. 8
Never entered ny mind to tell my doctor. 1 2.1 48.9
No prescription drug coverage 1 2.1 51.1
No reason to tell M 1 2.1 53.2
Nul | 2 4.3 57.4
One has nothing to do wthe other. (The doctor & prayer) 1 2.1 59. 6
Per sonal 2 4.3 63.8
Suspect he knew knowi ng ny prof ession 1 2.1 66. 0
There was no need to do so 1 2.1 68. 1
They were Spiritual, and | discussed with nmy paster 1 2.1 70. 2
This is sonething | was doing |long before | had cancer 1 2.1 72.3
Thought those were personal things 1 2.1 74.5
Took ny test in January 1 2.1 76. 6
Visits are short - too short to discuss non-essential issues 1 2.1 78.7
Wiy talk to Doctor about diet, it's well known that oranges, apples and bananas are better for
you t 1 2.1 80.9
didn't think of bringing it up 1 2.1 83.0
di scussed it with a different doctor 1 2.1 85.1
have been under a chiropractor's care for 21 years, for back pain due to arthritis. 1 2.1 87.2
it wasn't relevant to nmy cancer follow up 1 2.1 89.4
just way of life 1 2.1 91.5
no reason 1 2.1 93.6
not applicable 1 2.1 95.7
very limted time with MD 1 2.1 97.9
we know the doctor will approve of ny eating habits. 1 2.1 100.0

727 0.0

APECC Section C: Complementary and Alternative Therapies Used in the LAST 12 MONTHS
Page 38 of 91




Question from Survey

Values and Frequencies (Total: 774)

Section E: Cancer-related Information Seeking
Elqg. At this time, do you feel you need nore information about any of the follow ng cancer-related topics? Any other need for
information, please specify:

Cum
relqgspec COUNT PERCENT Per cent
1. Dealing with bowel novement problenms 2. Side effects of radiation therapy to anus 1 2.4 2.4
Can't think of any 1 2.4 4.9
Diet & Control of Bowel Myvenents Constantly have problens, affects ny daily living 1 2.4 7.3
Fi nancial - Insurance to nedical change 1 2.4 9.8
Getting or retaining enploynent during and after cancer 1 2.4 12. 2
d eevec nedication 1 2.4 14. 6
He took the cacer out, showed it to me-He says |I'mfree of cancer now 1 2.4 17.1
I will not need any informaiton 1 2.4 19.5
I nformati on about having the same cancer again 1 2.4 22.0
Institutions | can address to 1 2.4 24. 4
Kept up tp date on advancenents in treatnment 1 2.4 26.8
N A 1 2.4 29.3
Need nore resourses that can help me out with certain needs. Financally, food, etc 1 2.4 31.7
New cancer research 1 2.4 34.1
None 2 4.9 39.0
Nul | 4 9.8 48.8
O her doctors for a second opinion 1 2.4 51.2
Patients' own account of treatment, both successful and unsuccessful, in plain | anguage 1 2.4 53.7
Preventive info 1 2.4 56.1
Re-entering the work force after cancer and being over 50 1 2.4 58.5
Research done on alt. Treatments 1 2.4 61.0
Results fromclinical trial 1 2.4 63.4
Retired 1 2.4 65. 9
Sonet hing that works better than Viagra or Levitra 1 2.4 68. 3
Squaring the situation with ny age 1 2.4 70.7
Talking with nmy kid's about my cancer 1 2.4 73.2
VHY ANTI - SMOKI NG CAMPAI GNS DO NOT | NCLUDE BLADDER CNCER AS A CONSEQUENCE - | SMOKED FOR 7 YRS
- 25Y 1 2.4 75.6
What caused the cancer, so | can avoid such in the future. 1 2.4 78.0
Work rel ated issues 1 2.4 80.5
bone, |ung, pancreas 1 2.4 82.9
clinical trials 1 2.4 85.4
col onoscopy 3/16/04 - col on pol ypuses 1 2.4 87.8
getting second opinion 1 2.4 90. 2
is blood in the stool a bad sign for someone who has already received treatnment for colon cancer 1 2.4 92.7
new equi prrent in bl adder/prostrate 1 2.4 95.1
none 1 2.4 97.6
support groups for ny famly 1 2.4 100.0

733 0.0
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Question from Survey

Values and Frequencies (Total: 774)

E2a. Pl ease give us sonme exanples of the type of cancer-related information you searched for

re2a
(asked Dr. general health questions, but did not actively seek any cancer-related info in
last 12mp.) Concerned col onoscopy
*new treatments *advancenents in bl adder cancer research *statics on percentage of wonen
under 25 who get bl adder cancer.
1 Progress of current therapies in use/success - failure 2 Medical Advances 3
Specific information on certain other nedical problens not related to cancer
1. COX 2 inhibitors to reduce potential or re-occurance 2. Lycopene & health
/ cancer prevention
1.) Explantion of CEA-I|evel 2.) O her cancers associated with col on cancer-
ADENOCARCI NOVA
Advances and/or inprovements in colon cancer treatnent.
Advances in cancer treatnment
Al'l information on col on cancer.
Al ternative Therapies
Al ternative cancer treatnments; cancer centers; cancer study groups - Stanford
Al ternative methods for a friend who refused chenp-treatnment, constantly researching
al ternative methods
Al ternative treatments to cheno. & radiation
Any col on cancer updates
Anyt hi ng new about ny type of |eukemia (APL). Searching the nedical info. on the web.
Searching for new trials + new drugs.
Articles in nmagazi nes, Newspapers
Articles, Books on Luekem a & treatnent nodalites
Articles- herbal/food & renmedies simlar to Chinese practices. Internet
At 3 mo intervals ny oncologist is on the board (or study group) involving d eevec
and it's long termuse.
BCG info, follow up tests for bladder ca, bladder cancer grading and synptons,
statistics on recurrence
BCG treatnents - side effects, success rates
Bl adder

Bl adder cancer on internet - Magazi ne and newspaper articles on nutrition to prevent cancer

Bl adder cancer on internet. | |learned that reoccuring tunors usually related to
nore aggressive types of cancer

Bl adder cancer synptons prior to cystoscopy; neany of microscopic hematuri a.
Bookl ets available at U C

Books
Books - Panphlets - Intenet - TV
Breast cancer - incidence, what to | ook for

Brochures on Col on Cancer, Adhesion Problem Food + Activies that help fight cancer
Brochures on col on cancer, cancer in general exercise, diet

Brochures that got at the doctor's office

CLL on Net

COLONOSCOPE EXAM METHODES

in the last 12 nonths:

COUNT

1

1

P RPRRPRRPRRE RPRRER RRRNRRRRE

e

RPRRPRRPRRPRRPREPRERRRR

PERCENT

0.

0.

©
o1

©
o1

COOROOOO0
U1 oTaTO Gl a1 01 o

coo
g

Coeo
gooa

Coeo
oo o

COLLOLOO0L00
GEGEGRURG NG RO NG NS RS NS

5

5

Cum
Per cent

0.

1

=
I

vokbwbbPE

Noo
N

© 0N
cor o

5

0

NNOoOWWO o

(&)]

A OOC1IO

NNNNOOWoOo WO MO

APECC Section H: Background Information
Page 40 of 91




Question from Survey

Values and Frequencies (Total: 774)

E2a. Pl ease give us sonme exanples of the type of cancer-related information you searched for

re2a

Cancer Society - Internet

Cancer prevention, early detection

Carcinoi d Tunors

Clinical trials

Col on cancer info.

Col on cancer, Liver cancer, Leukenia

Col on- Cancer treatments - types of polpys - Diverticulumtherapy - PPS treatnment

Diet + nutrition for cancer prevention

Diet relation, recurrence rates, newspaper articles on research RE col on cancer

+ progress in research.

Dr. gave one reading paper on it. On the wite Mist all information was the Internet
Early cancer detection, and synptons, possibility of spreading

Ef fects of BCG therapys

Effects of eating or including raw garlic in daily nmeals as part of prevention of reocurrance
of cancer.

Exerci se, nutrition and diet information

Fatigue and tired.

For treatments of |eukem a

Fungal |ink between cancer and fungus pro Biotics

General cancer infornation

General colon cancer information on the internet.

General information on progress in treating cancer

General issues

Havi ng children after cancer treatnent

Herni ation at side of either stoma; fluid pockets in pelvis; poss. help of sooging to cough,
sheeze.

Hodgki n Lynphonma info

How easy would it be for ny 24 yr. Ad son, and ny 10 yr. Daughter, and my three
grandchil dren to get cancer.

I am a physician nyself and stay current in my field (Hem Onc)

I had an endoscope as a routine check. | watched a TV show that showed an operation.
I logged on to "Google" on the Internet to get nore information about bl adder cancer.
There were many articles regarding it and others types of cancers - their treatnents,
recurrence, etc.

I need to know nore about | eukem a and where it cane from

I read whatever | came across (Dr's office brochures, nmagazi nes al ready subscribed to),
but | did not actively search out information.

| searched the web for information on CLL and col on, rectal cancer

| NFORVATI ON ON OTHER TYPES OF CANCER -CROHN' S - COLITIS -

I NTERNET | NFO SEARCH FOR BLADDER CANCER TOPI CS & SMOKI NG RELATED STATI STI CS

If the burning before and during urinating is cancer related? Could the reoccurance
of the above cause return of cancer?

I nCl one seeks approval for cancer drug Erbitux; Colon Cancer Drug El oxatin gets speedy FDA ok.

in the last 12 nonths:
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Question from Survey

Values and Frequencies (Total: 774)

E2a. Pl ease give us sone exanples of the type of cancer-related information you searched for in the |ast 12 nonths:

re2a

Information about | eukemia - consulted a | eukem a website.

I nformati on about ny hernia

Informati on fromthe American Cancer Society

I nt er net

Internet - Researched Cheno Drugs

Internet - books - cancer topics

Internet Medical Sites

Internet info on CLL, RXs + conplications

I nternet resources

I nternet, nmagazi nes, other people, nedical books, - whats available, how should
I react when I'msick wsimlar symtons-

January had colon test don't have to go for 4 years

Japanese site - peopl es personal experiences, support group

Just started | ooking at Internet & so far not hel pful

Just try to keep abreast of new info involing cancer, etc

Latest advances in treating chronic |yphositic | eukem a

Li ver cancer

Li ver, Cancer

Look at the | eukem a-|ynmphoma website, but get care froma research facility. Looked
for latest info related to condition.

Looked up web sites on cancer, CEA |evels

Looki ng for anything new on bl adder cancer

Looking for info. About a pill to help ny kind of |eukem a since they found a pill for
anot her kind of |eukem a.

Looki ng for info. Re: gallbladder disease, & if it could be cancer-rel ated

Loss of weight; depression; colon polypvses

Lung

Lymphony, | eukem a

Many articles readily appear in daily news and the internet which enable ne to
search further. The subject is to be updated in further progress for cure diagnosis etc...
Medi cal Journal related research on the subject and tal king to invol ved peopl e
Medi cal Library - Internet

Medi cal advances in cancer treatnent, prostate cancer

Medical related literature

Monthly Tuft's Nutritional Mgazine

Mortality rates, types of food, periods of disability

Nati onal Col orectal Cancer Awareness thru the Anerican Society for Gastrointestinal Endoscopy,
Col on Cancer Alliance, Medline Plus, eHeath Care Sol utions

New cancer drugs & therapies.

New drugs & treatnments

New i ssues regarding col on cancer recurrance

News about advances on cancer treatnent on the internet (occasionally)

Not able to do it on ny own. My daughter had read about tx. in other states.
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Question from Survey Values and Frequencies (Total: 774)

E2a. Pl ease give us sone exanples of the type of cancer-related information you searched for in the |ast 12 nonths:

Survival & Recurrence Nunmbers ACS Wbsite

TV, JOURNALS, SEM NARS

Tal ked to Dr. Re: Cheno.

The wi sdom of getting a body scan. The likelyhood that the results woul d

66.
66.
67.

Cum
re2a COUNT PERCENT Per cent
Nursi ng 2004, Newpapers, |ooking for new procedures in the treatnent and care of cancer 1 0.5 52.4
Nutrition, new procedures, alternate treatnents 1 0.5 52.9
Nutritional food that increases ny WBC count 1 0.5 53.3
On the InterNet 1 0.5 53.8
O her cancer patients + suviors 1 0.5 54.3
P. didn't search for info. for hinself, but he searched for info. re: several
friends who had recently been di agnosed w cancer (& a different type than he had) 1 0.5 54.8
Pain Cinic - Been having cronic |left pain since 1 0.5 55.2
Pai n Managenent 1 0.5 55.7
Pai n around incisions; keloids; itching 1 0.5 56. 2
Prevention of cancer, dealing with cancer. Anything that says cancer. 1 0.5 56.7
Prostate Cancer 2 1.0 57.6
Re: Certain types of bladder cancer, how they grew, how invasive they were 1 0.5 58.1
Re: Tx, side effects 1 0.5 58. 6
Reacurrance, anatony of effected area 1 0.5 59.0
Read nuch available information received fromcancer society and hospital. 1 0.5 59.5
Recurrence 1 0.5 60.0
Recurrence for ALL and the outcone for another remnission. 1 0.5 60.5
Recurrence risk 1 0.5 61.0
Rel ati onshi p between skin cancer (basal cell) and col on cancer. 1 0.5 61.4
Search the internet 1 0.5 61.9
Searched for literature about the recurrence of cancer 1 0.5 62.4
Searched for synptons/treatnent of Pacreatic cancer for a friend. 1 0.5 62.9
Searching for info about my diagnosis and al so prostate and other types of cancer 1 0.5 63.3
Severe pain & infection, Deep vein thronbosis 1 0.5 63.8
Si de effects of d ucophage 1 0.5 64. 3
Skin Cancer, Nose 1 0.5 64. 8
Sl oan-Kettering website / Cancer website / Medical dictionaries on the web 1 0.5 65. 2
Survior Statistics; long - termside effects 1 0.5 65.7

1 0.5 2
1 0.5 7
1 0.5 1

make any difference in the outcone for ny heal th. 1 0.5 67.6
Things | can do to help alleviate after-treatnent ail nments such as extrene

fatigue; focus issues; pain & graft vs host disease. Etc 1 0.5 68.1
Treatment for Graft vs. Host Disease, Anem a 1 0.5 68. 6
Treatnent for graft vs. host disease and for info about others who've had this treatnent. 1 0.5 69.0
Treatment for side-effect of BCG treatnents 1 0.5 69.5
Treatnents => anything new. Relay for Life and other ways to hel p other cancer patients and

survivors 1 0.5 70.0
Types of Metastisis, Side Effects, New Drugs 1 0.5 70.5
Types of bl adder cancer, prognosis, treatnent options 1 0.5 71.0
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Question from Survey

Values and Frequencies (Total: 774)

E2a. Pl ease give us sonme exanples of the type of cancer-related information you searched for

re2a

Types of treatnments, clinical trial, alternative nedicine

Various forns of |eukenmia & | ynphoma

Vitamn K3 & vitamin Ctrials

Web MD online for colon cancer, follow ng the doctor (hospital ) provided updates
Went online. Read sone of nmy old nursing books col on cancer (husband)

- researched chenp & radiation in elderly finding info on colon & bl adder cancer disease process.

What | should do or not do

When | see newspaper articles, radio/ TV prograns, or things on the Internet, | pay attention,
but do not do nmy own seeking. | have a friend who is a nedical school professor and he sends
nme info.

Whet her cancer would return, and if she could get housing because of her diagnosis
Why he continues to have | oose stools so long after surgery. (Per MD, nuscle contro
shoul d have cone back by now). What foods he should eat or stay away fromin

Re: to stools getting |ooser.

Work related discrimnation issues

anything in reference to col on cancer

arthritis

avastin

bl adder cancer, freedman's research

books, magazi ne, panplets

books- honeopat hy

clinical trials Read al |l books | can.

col on

col on cancer - Internet, books, mag

colon cancer information synptons, things that related to her situation

col orecta

diet and nutrition

ef fectiveness of new drugs

f oods, exercise, sexuality

general information about bl adder cancer

has rare type of bladder cancer - searched for any info. re: this dx. (Dx: nalignant
solitary fibrous tunor)

homeopat hi ¢ and cancer prevention

info. in general re: bladder cancer

nformati on about recurrence possibilities - what to | ook for

nformation on hairy cell |eukem a, check for any new infornmation

nformati on on ny genetic disease of famlial Adenatonmas pol yposis & new study results.
nt er net

nternet for new col on cancer drugs

ssues relating to colon cancer

long termresults of G eevec reoccurance of CM. patients on G eevec

nagazi nes + website

nagazi nes, panphets.

in the last 12 nonths:

COUNT
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Cum
Per cent

71.
71.
72.
72.

73.
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74.8

75.
75.
76.
76.
77.
77.
78.
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Question from Survey

Values and Frequencies (Total: 774)

E2a. Pl ease give us sonme exanples of the type of cancer-related information you searched for
re2a

nmageni nes, newpapers - internet

nmedi cal book, scientific journals, newspapers

nmedi cal information given to nme by Stanford/ UCSF, cheno, diet, internet

new chenot her apy drugs

new drugs, preventative lifestyles
nutrition

on internet,

pancreas, bl adder, prostate

purchased books relating to Cancer, Nutrition, etc.
read articles, no searching

recovery of leg strength after cheno,
recurrenct,

ri sks of recurrence

searching for people who have simlar stonach condition.

effect of eating habits & diet

Informati on on conpl ete renova

side effects of specific drug, survival statistics
surgical options for liver tunor
survival statistics for using chenotherapy

synpt onms of bone cancer

treatnents for CLL, Rituxan Cytoxin & Pentostatin Studies

update on treatnment for APL

use and effects of ganoderic acid and panax notogi nseng and Beta 1, 3/1, 6 glucan
use of vitanmins, herbal conponents, teas, honeopatic treatnent

website for foundation of tumor | had.

of col on

in the last 12 nonths:

Cum
Per cent
89.5
90.0

90.

COUNT PERCENT
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E3q. For each of the follow ng sources, please mark the box that indicates how hel pfu
cancer-related information in the last 12 nonths. |If you used a source not |isted above

re3qspec

Al ternative nmedical press

Being able to talk to ny friend s about
Cal | ed Evergreen (online search service)
Cancer care center in New York, very hel pfu
Knowi ng t he danger signs of cancer

Leukeni a soci ety; panphlets

Nul |

Scientific conferences -> Ceres

Sem nars on herbal medicines

Slow distillation of already acquired information
The John Hopkins Wiite Papers - Prostate cancer
Used What to Eat if you have Cancer (book)

on |ine support group specific to BMI

speakers at the senior center

ny illness

W th

the source was for you in your search for
pl ease specify:

Cum

COUNT PERCENT Per cent
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Question from Survey Values and Frequencies (Total: 774)

Section H. Background | nformation

H2. Wi ch group best describes your Hispanic or Latino origin? Qher specify.

Cum
rh2oth COUNT PERCENT Per cent
(Fat her-Filipino) (Mther-Mxican Apachi [|ndian) 1 3.1 3.1
100% Hi spani c 1 3.1 6.3
50% Argentina not her 50% Aneri can fat her 1 3.1 9.4
Aneri can 1 3.1 12.5
Arerican | ndian 1 3.1 15.6
Aner i can- Hi spani c 1 3.1 18.8
Argentine 1 3.1 21.9
Central Anerican 2 6.3 28.1
Costa Rica (pura vida) 1 3.1 31.3
El Sal vador 1 3.1 34.4
Eur opean 1 3.1 37.5
Fi | i pi no/ Aneri can 1 3.1 40. 6
Hi spani c (Spanish origin) plus Apache |ndian 1 3.1 43.8
Italian 1 3.1 46. 9
Italian/ Spanish 1 3.1 50.0
Ladi no 1 3.1 53.1
Mediterranian (ltalian & Spanish) 1 3.1 56.3
M xed - Spanaird and Mexican 1 3.1 59.4
Ni caraguan - Central American 1 3.1 62.5
Northern Italy, Trieste 1 3.1 65. 6
Nul | 1 3.1 68. 8
Paci fic |slander (Asian) 1 3.1 71.9
Por t uguese 1 3.1 75.0
Russi an 1 3.1 78.1
Spani ard 1 3.1 81.3
Spani sh 2 6.3 87.5
Whi t e/ Caucasi on - G eek 1 3.1 90.6
Whi t e/ Port uguese 1 3.1 93.8
and 50% Fi |l i pi no 1 3.1 96.9
white 1 3.1 100.0

742 0.0
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Question from Survey Values and Frequencies (Total: 774)

H3. Wich of the follow ng describes your race? Other Asian, please specify.

Cum
rh3ot h COUNT PERCENT Per cent
Anmer i can- Hi spani c 1 4.2 4.2
BUFF is my skin color WHITE is ny teeth col or 1 4.2 8.3
Bi - Raci al 1 4.2 12.5
Bl ack & Irish 1 4.2 16. 7
Eur asi an: Kor ean/ Ger man 1 4.2 20.8
Eur opean 1 4.2 25.0
From M ddl e East 1 4.2 29.2
Hi spani c 1 4.2 33.3
| ama Jew. 1 4.2 37.5
I ndonesi an 1 4.2 41.7
I rani an 1 4.2 45. 8
Italian 1 4.2 50.0
Italian American Born in Italy 1 4.2 54.2
Mex. American Lanito 1 4.2 58.3
Mexi can 1 4.2 62.5
Mexi can- Arer i can 1 4.2 66.7
Mexi can/ Aneri can 2 8.3 75.0
Myanma (Burma) . 1 4.2 79.2
Por t uguese 1 4.2 83.3
StrawBerries & Cream NOT Wiite 1 4.2 87.5
Vi et namese 3 12.5 100.0

750 . 0.0
H5. Who lives with you currently, at |east sone of the time? O her specify.

Cum
rh5oth COUNT PERCENT Per cent
1 grandaughter 1 4.3 4.3
2 grandsons 1 4.3 8.7
4 great-grandaughters 1 4.3 13.0
Channing House - a retirement facility 1 4.3 17. 4
Child' s Friends 1 4.3 21.7
Daughter, son-in |law & two granddaughter 1 4.3 26.1
GRANDCHI LD AGE 10 1 4.3 30.4
| ama caregiver for a longtime friend with Parkin 1 4.3 34.8
I live a retirenent community with nany friends 1 4.3 39.1
I live with my ex. Wfe 1 4.3 43.5
I own duplex I live in. Tenant is excellent & help 1 4.3 47.8
In a care hone 1 4.3 52.2
Mermber of a religious comunity 1 4.3 56.5
Nul | 1 4.3 60.9
Roonmmat e 1 4.3 65.2
Roonmmat es 1 4.3 69. 6
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Question from Survey Values and Frequencies (Total: 774)

H5. Who lives with you currently, at |east some of the tine? Qther specify.

Cum
rh5ot h COUNT PERCENT Per cent
St epdaught er (42) 1 4.3 73.9
X wife 1 4.3 78.3
Younger sister 1 4.3 82.6
friend, other relative is daughter 1 4.3 87.0
grandchildren 3 1 4.3 91.3
ny live in care taker 1 4.3 95.7
rent roomto student 1 4.3 100.0

751 0.0
H6. What is your current enployment status? Ot her specify.

Cum
rhéot h COUNT PERCENT Per cent
"Vol unteer another 10 hrs 1 wk." 1 1.8 1.8
Bookkeeper, Baby Sitter, Creative Menories Cons. 1 1.8 3.6
Can't work 1 1.8 5.4
Conpany cl osi ng down 1 1.8 7.1
Disability 12 21.4 28.6
Di sabl e 1 1.8 30.4
Di sabl ed 2 3.6 33.9
Di sabled (H V) 1 1.8 35.7
Di sabl ed caregiver for grandchildren 1 1.8 37.5
El derly Home Caregiver 1 1.8 39.3
Free lance artist/witer/art exhibits 1 1.8 41.1
House Work 1 1.8 42.9
I ama pro witer 1 1.8 44. 6
Never 1 1.8 46. 4
Nul | 2 3.6 50.0
On disability 1 1.8 51.8
Organi zati on Devel opnent Consul t ant 1 1.8 53.6
Qut on workers conpensation 1 1.8 55. 4
Permantely Di sabl ed 1 1.8 57.1
Quit working after surgery recovery time was 2 yrs 1 1.8 58.9
Receiving Disability 1 1.8 60.7
Retired and work part time with a son 1 1.8 62.5
S. S. | for ny cancer. 1 1.8 64.3
SSI disability 1 1.8 66. 1
SSI ongoi ng 1 1.8 67.9
Sel f Enpl oyed 2 3.6 71. 4
Sel f enpl oyed 2 3.6 75.0
Sel f-enpl oyed - part time, on disability 1 1.8 76.8
Starting new busi ness venture 1 1.8 78.6
Vol unt eer Wor k 1 1.8 80.4
Vol unt eer teaching (elenmentary school s) 1 1.8 82.1
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Question from Survey Values and Frequencies (Total: 774)

H6. What is your current enployment status? Ot her specify.

Cum
rhéot h COUNT PERCENT Per cent
Vol unteer with Seniors & Handi capabl e 1 1.8 83.9
Was a full-tine honenmaker, but can't do nmuch now. 1 1.8 85.7
Work as background actor - novies 1 1.8 87.5
di sabl ed 1 1.8 89.3
di sabl ed for 21 yrs, confined to wheel chair 1 1.8 91.1
have not work in all nobst 3 yrs 1 1.8 92.9
medi cal leave at this tine 1 1.8 94.6
on SDI 1 1.8 96. 4
on medi cal | eave 1 1.8 98. 2
sel f - enmpl oyed 1 1.8 100.0
718 . 0.0
Hl0a. When you received medical care in the last 12 nonths, how did you usually pay for it? Other specify.
Cum
rhl0aot h COUNT PERCENT Per cent
no care received 1 100. 0 100.0
773 . 0.0
H12b. During the time in the last 12 nonths when you had no health insurance coverage at all, how did you pay for the nedical care
you received? O her specify.
Cum
rhi2bot h COUNT PERCENT Per cent
774 . 0.0
Hl3a. When you now receive medical care, how do you usually pay for it? Qther specify.
Cum
rhl3aoth COUNT PERCENT Per cent
774 0.0

H14_9. What kind of health insurance or health care coverage do you use to pay for your nedical care? O her governnent program or
state sponsored plan, please specify:

Cum
rhl4_9spec COUNT PERCENT Per cent
ACCHS 1 7.7 7.7
APWJ 1 7.7 15. 4
Bl ue Cross/ Blu Shield 1 7.7 23.1
Bl ue Shield - Blue Cross 1 7.7 30.8
GEHA 1 7.7 38.5
Nul | 1 7.7 46. 2
PERS CARE 1 7.7 53.8
Pensi on Pl an 1 7.7 61.5
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Question from Survey Values and Frequencies (Total: 774)
H14_9. What kind of health insurance or health care coverage do you use to pay for your mnedical care? O her governnent program or
state sponsored plan, please specify: Cum
rhl4_9spec COUNT PERCENT Per cent
SANVBA 1 7.7 69. 2
VA 1 7.7 76.9
Vet er ans 1 7.7 84.6
Vet er ans Admi n. 1 7.7 92.3
gov. retired health insurance 1 7.7 100.0
761 . 0.0
Hl4ot h. What kind of health insurance or health care coverage do you use to pay for your nedical care? O her specify.
Cum
rhl4oth COUNT PERCENT Per cent
AARP 2 2.7 2.7
AARP - supplinmental insurance to nedicare 1 1.4 4.1
AARP - Suppl enment al . 1 1.4 5.4
AARP HEALTH CARE OPTI ON 1 1.4 6.8
AARP Health Care Options 1 1.4 8.1
AARP I ns. 2 2.7 10.8
AARP SUPPLEMENT 1 1.4 12.2
Bl ue Corss Blue Shield PPO Government-Wde Servic 1 1.4 13.5
Bl ue Cross Suppl enent to Medicare P.P. O 1 1.4 14.9
Bl ue Cross Suppl enent al 1 1.4 16. 2
Bl ue Cross of California 1 1.4 17.6
COBRA 2 2.7 20.3
Cal Cobra 1 1.4 21.6
Catastropy Ins. Only 1 1.4 23.0
Chi nese Community Health Pl an 1 1.4 24.3
Cobr a 1 1.4 25.7
Cobra from previ ous enpl oyer 1 1.4 27.0
Fed Bl ue Cross 1 1.4 28.4
Federal Governnent 1 1.4 29.7
Former Enployer's Retiree Health Pl an 1 1.4 31.1
GH (Cobra) for 2 years 1 1.4 32.4
HMO 2 2.7 35.1
HMO Kai ser 2 2.7 37.8
HMO Secure Hori zons 1 1.4 39.2
HMO, Co-pay & Medicare 1 1.4 40.5
Have suppl enental Insure to Medicare BX Suppl enent 1 1.4 41.9
Heal th I nsurance purchased through former enployer 1 1.4 43. 2
Heal t h Net 1 1.4 44. 6
Heal t h Net Medi care Suppl ement 1 1.4 45.9
Heal th care insurance provided through pension pla 1 1.4 47.3
Heal th insurance froma prior business that | have 1 1.4 48. 6
Hospi ce/ Al ameda County Alliance Medi cal 1 1.4 50.0
Hl4ot h. What kind of health insurance or health care coverage do you use to pay for your nedical care? O her specify.
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Question from Survey Values and Frequencies (Total: 774)

Cum
rhldoth COUNT PERCENT Per cent
I"mon Cobra through ex enployer and in August | w 1 1.4 51.4
KAl SER/ PERMANENTE 1 1.4 52.7
Kai ser 6 8.1 60. 8
Kai ser Permanente 2 2.7 63.5
Kai ser Permanente Health Pl an 1 1.4 64.9
Kai ser Permanente Pl an (Seni or Advant age) 1 1.4 66. 2
Kai ser Pernennete 1 1.4 67.6
Kai ser health plan paid for by patient & spouse 1 1.4 68.9
LTC 1 1.4 70.3
Long Term Care 1 1.4 71.6
MY LATE HUSBAND S EMPLOYER 1 1.4 73.0
MY W FE' S | NSURANCE COVERS US BOTH 1 1.4 74.3
Medi care Suppl ement Ins'ce (AARP Pl an J) 1 1.4 75.7
Medi care suppl enent 1 1.4 77.0
Nul | 2 2.7 79.7
Operating Eng Local #3 Health & Welfare 1 1.4 81.1
Qut of Pocket 1 1.4 82.4
Pacific care 1 1.4 83.8
Pay Internist a nonthly fee for nedical services 1 1.4 85.1
Pennsyl vani a, State Enpl oyee Trust Fund 1 1.4 86.5
Retired covered by plan when | was worKking 1 1.4 87.8
Retirenment Health Plan (Supp) 1 1.4 89.2
Secure Horizons Ins. 1 1.4 90.5
Seni or Advant age - Kai ser 1 1.4 91.9
Seni or advant age - Kai ser 1 1.4 93.2
Suppl enent to Medicare 1 1.4 94. 6
Teansters benefit trusts 1 1.4 95.9
Washi ngton Senior Care 1 1.4 97.3
former enployer's plan, under COBRA 1 1.4 98.6
on COBRA husband no | onger worKking 1 1.4 100.0

700 0.0
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Question from Survey Values and Frequencies (Total: 774)

Section |I. Additional Coments

11. In looking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?
"Keeping ny head in the sand"

"Leavi ng Kaise". Buying AARP Health Care Ins. To add to Medicare so | could get a good doctor/doctors when | need health care
(Got | ucky)

* Support of family and friends

* Religion

* Knowl edge + research regarding health (ny own)

* Information received fromsurgeon during time after surgery

*Getting informati on about bl adder cancer and its treatnents

*Tal king with several oncologists early on to get a good sense that my urol ogi st was considering the best possible treatmnent.
*Staying i nformed about cancer causes, treatnents and research.

*

*My problem solving ability, handling inmportant issues first then dealing with enotional issues
*Obj ectivity

*WIlling to talk about ny experience with new cancer victins

*tal king with peers who have had sim|ar experiences

*focusing on the positive

*maki ng plans for the future.

*mai ntai ning foll owup care/ keepi ng appoi ntments

- Support and understanding fromfamly, friends and co-workers

- The power of prayer.

- The power of the mind and will to survive the illness.

-  Having a spouse who had an illness as well - having to get better to help him
Great nedical specialists

Successful surgery

Positive results of surgery led to grow ng confidence

Support of spouse and famly

Faith in a higher power

Good i nsurance, no noney worries

Optimism | had a very treatable for

- Alarge extended fanmly that |ive nearby, very loving & supportive
- The wonderful nurses & staff at the Stanford Day Hospital.

- A worderful doctor who "really listens" to ne

- A supportive spouse & son

-Educating nyself as much as possi bl e about m

- Confident skill of urol ogist

- Support of famly

- Physical fitness prior to cancer appearance

- Doctor confidence

- Responding quickly to diagnosis

- Taking quick action

- Tal ki ng about cancer

- Followup by doctor on a continuing basis. By tests, & conversations w doctor.

'
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Question from Survey Values and Frequencies (Total: 774)

1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

- Having the ability to demand going to a specialist (urologist). The first two doctors | went to were treating ne with antibotic
for a bladder infection.

-Loving support fromny wife & famly.

- My Christian faith - God has a purpose even in this experience.
- The support of fanily and friends.

- An excellent, interested doctor (for bladder cancer)

- My personal ability to "take things as they cone."

- Personal stability/security, e.g. a pl

- My doctor's conpetence

- the FLORESSENCE tea

- honeopath cal cium fl oratum & kal i um chl orat um

- Vitanins E and C

- Good attitude

- Last but not least ny wife's care

- My doctors and their care

- Proper treatnent

- Proper diagnosis

- Rapidity of surgery

- My onocolgist & his staff

- Cancer support group

- Positive attitude

- Maintaining a full and nornmac life at work and home

- Trying not to worry

- Family and friends

- Geat health care

- The dereanor of my "followup care doctor," his knowl edge and caring. His attention to detail.
- The understanding, caring & support of ny wife.

- Physical examevery six nonths is key

- The support of ny famly

- The nedical care and skill of my doctors

- | felt that there was a network of nedical professionals who knew about ny case and comuni cated with each other (and ne) about it
- close fanmily and friends

a good friend who is also a cancer survivor

-Havi ng a supporting famly to keep ne positive

1) Loving wife

2) 4 young children

3) extended famly help

-Rel i gious beliefs
- Sel ecting doctors
-Regul ar testing-follow up-

-Having a nurse in the famly
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Question from Survey Values and Frequencies (Total: 774)

1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Accept ance, open-m nded includi ng di scussi on of my cancer experience, being honest, openness to solutions. . Spiritual - stong
belief in GOD, H's miracles, and ny tenacious believing that it is not yet tine for ne to die having yet lots of things plann
Support fromfamly & friends
herbal treatnents
healthy eating & life style
|l ess stress at work
1st class & caring & orporiged nedical treatnent
ny attitude & commtment to recovery
fam |y support
Early diagnoses o inmedi ate treatment and foll owup care
The cl ose cooperation between the gastroenterol ogi st, oncologist + primary care MD.'s
Fam |y support, support of many friends
Know edge of the disease and various therapies, |leading to sone hope for better future nedicines
Awar eness of disease histories of simlar patients via internet
Knowi ng that there are many doctors expert
Qui ck and thorough response and treatment by Kaiser Doctors and support staff
Strong and devoted support and care from spouse and friends
Being in good health prior to devel opi ng cancer
1) An alert attitude
2) A positive attitude
3) Insisting on regular-cysto exams. 3 to 6 nonths intervals for early detection.

1) Availability of highly skilled doctors and technically qualified hospitals which are devel oped and supported by mnedi cal research
universities in the San Franci sco Bay Area

2) Going to see ny primary doctor and reporting personal synptons

3) Treatnment

1) Availability of resources of large university hospital in close proxinmty to hone

2) Friends with contacts in health care

1) Chenotherapy treatnent was done as a group. Personnel was excellent. Mny tines | wondered if they had a burn out problem
2) Hospital care excellent. Food was yucky. A minor issue.

3) Support of family & friends, they did all the worry and conce

1) Excellent patient care - oncol ogi st, surgeon, support staff, Stanford Univ. Med. Staff.

2) Family, church, friends support provided nmental help

3) Self determ nation/perseverance to undergo full treatnent reginen.

4) Daily nental/physical exercises

1) Family support

2) Personal commitment to fighting to survive, which has required a great deal of soul-searching

3) Support group for termnally ill at "center for attitudinal healing"

4) Acceptance of my nortality

5) Receiving top-notch nedical car

1) Good doctors + nedical care

2) Support fromfamly + friends

3) Psychol ogi cal therapy provided through ny doctors office.

1) It could have been worse. dad tunor found when it was found! 2) Urologist always upbeat and pleasant to deal with.
1) Learning to look at the positive side of life

WNPFPPRWONEPENFPWOWNPRE-"
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Question from Survey Values and Frequencies (Total: 774)

1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?
2) Patience

3) Wonderful Dr.'s

4) early on taking care of business - wills - funerals etc.

5) Staying positive -finding good in others - stopped being critical of others - ny FAITH in JESUS

1) Support frommnmy wfe

2) Having had good inconme for previous years

3) Enjoynment of books and other hobbies - particularly gardening and pi ano playing

1) Very strong fam |y support, 2) excellent and tinely medical treatnment well-explained to nme. 3) Luck.
1) Very tinely discovery + surgery

2) Conpetant surgeon

3) The fortune that the tunor did not invade the Lynphatic system

1- An excellent surgeon - Dr Sanuel Domran

2- An excellent doctor +staff at the Oncol ogy Lab on Hi gh School - Dr. Gainey.

1- My living situation - | have few responsibilities
2- My financial situation - do not feel wealthy but there are always funds avail able to cover the necessary expenses.
3- | have great pleasure in books - plays - nusic and friends.

1. Early detection on ny part

2. Colon surgery

1. Excellent doctor team (5 parts in tanden) primary care, internal medicine, surgeon, oncol ogist, oncology nurse. 2. faith, trust
n Jesus/God 3. Fam |y support 4. friend support 5. Physical Fitness, healthy lifestyle for 10-15 yrs prior to cancer and

Having a positive attitude

Support of fanmily

Stayi ng centered

Havi ng an excel |l ent & conpassi onate surgeon

Ret urni ng to synagogue-spiritual practice

Fi ndi ng a physical spiritual practice-yoga

. Health in general has been good to me. 2. Concern and encouragenent by doctors. And support groups at all levels. 3. Pronpt
esponse. 4. Support by friends and famly 5. Medicare and HMO nake it afforadable. 6. Medical Science & 7. People like you

I nmet good doctors and nurses. | got good surgery.

I have a good husband and sons and daughter-in | aws.

I did nmy best to do noverent (wal ki ng, exercise, line dancing.) even during ny cheno-radi ation therapy and only few days after ny
urgery.

I medi ate di agnosis after start of urinating blood

A good urol ogi st

Rermoval of tunor

The new G C. B. treatnent

Inially it was visualizing that it would be a success.

The follow up tests help build my confidence

Keepi ng cheerful (or at |least acting cheerful) it nakes you cheerful
Keepi ng a schedule of daily activities and weekly activities (e.g. laundry, cooking dinner, job hunting)
Doi ng vol unteer activities (since | amstill unenpl oyed)

Keepi ng a

Medi cal treatnment

Fri ends

I nternet research
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Rel i gi ous conmmunity

Paid for entire sick |eave - 4 nonths

My Famly, friends & nyself all prayed

| picked a Great Doctor

A world class hospita

My wife.

M famly.

My doctor.

My hospital nurses who gave ne cheno.

My wi fes support, help, |love, & understanding

The entire staff at UCSF that worked so hard to save ny life and keep nme alive

The | ove & understanding & help of ny children & famly

My many friends that prayed for me & wished ne well.

My

Positive attitude (laughter, good sleep, good appetite, good elimination, noderate exercise)
Fai th (Buddhi sm

Grandchil dren (2-and-5- year ol d)

Busyness, that is, anything that keeps ne occupied and away fromworry, such as famly, friends,

Prayer
Support of family + friends
Stanford Hospital - Doctor's + "nurses"

Acept ance of treatnent

A strong will to live

Bel i eving in success

Prayer 2. Concern by ny famly. 3. Having good doctors - surgeon, oncol ogist & general physician

Resear ch

Car e-gi ver (spouse)

. Obtaining a second oppinion during first year conpletely changed nmy oncologist's regard for ne for the next three years. (He wll
etire 12/31/03.)

Conpany paid insurance plus medicar paid for nonthly $2,000. 00

Sem - annual check-ups at an oncology clinic attached to a university nedical center.

Annual exam nation of the col on by col onoscopy.

Spousal support

Meeting & talking with other cancer patients.

Supernatural outlook. M famly, friends and nyself have such strong faith that God will watch over ne and ny doctors.

The care | had at Stanford was excellent.

The fact that | was living with ny daughter that knew where to go and how to get nore health ins.

. The chenp treatment help nme and cancer is in remission, but one of ny toes was infected and | have lost nmy If Ieg. Now | need nore
medi cal care.

1. The wonderful doctors and nurses | had

2. W fanmly

3. My nanager and co-workers

4. Follow up cancer care is good. Just knowi ng you are cancer free is very positive. The feeling ny oncol ogi st cares about nme and is
ensuring that | get tested regul ar
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

1.) The suport of ny famly & friends, work in holding my job for 10 1/2 nonth, til | recovered enough to return to nmy job. 2.) But
of all my exceptional nedical team & their care of me. 3.) My church group & all their prayers for ne to recover.

77

A caring Dr. who seened well informed on recent trends in treatment of ny cancer. Al so support fromfanmly & friends. + good biopsie
results fromny 3 surgeries.

A caring doctor and internet support group.

A fantastic wife. An understanding boss (allowed ne to take every Friday off during cheno with no reduction in pay) A few close
friends that were constantly asking how |l was etc. M kids were also great although one of nmy greatest anxieties was the eff

A good | don't care attitude.

A good attitude and confidence in nmy doctor.

A good friend is an oncologist; ny wife is an oncol ogy nurse of 30 years experience and | have conpl ete confidence in ny surgeon and
ny regul ar doctor

A good nental attitude

Prayer

Confidence in my doctors

A good solid caring doctor and a staff of nurses who were really ANGELS!

A good surgeon.

A great doctor. Good husband & family and friends. And nmy own positive thinking.

A positive attitude

Fai th and accept ance

A positive attitude

Open to other's opinion/feelings

Fam |y support

A positive attitude

A positive attitude & a relatively easily resolved cancer that is not expected to recur.

A sense of faith and hope!

A strong i nmune system

physi cal exercise on a daily basis

good fam |y support

good doctor's support.

Positive nental attitude.

strong spiritual life

A very supportive spouse and a very good team of nedical support.

A wonderful doctor, one of the best in his field in the country.

State of the art technol ogy & access to the nost up to date treatnent

Advi ce Nurses, at office of oncoligist

After surgery | had chenotherapy for 6 nonths + upon conpletion | worried a | ot about ny cancer returning, then ny oncol ogi st gave ne

the best advice - to have a positive attitude + just go out + enjoy life. Since then | have done just that, | don't worr
Al the MD.s & nurses are great people.
As | was taking ny col onoscopy, the surgeon pointed out the cancer to me. | did not wait or hesitate but, told himto proceed with

the surgery. Not waiting is the reason I'mhere. That and a great surgeon.

Asking for a 2nd opinion at U C. S.F. & then being treated there.

At nost inportant thing to nention is the staff at UCSf's {illegible} Iong and the hematol ogy/oncol ogy departnment and a friend day
and ni ght support which is |ove. Another is prayer.
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

At ny age ny focus is shifting fromthe here and now to the hereafter - hopefully - heaven!
At the time | was diagnosed and treated for cancer | was able to take i nobst calmy. M children were grown, married and had

famlies. | was widowed. M/ feelings were quite light and | trusted the nmedical people. Not to forget, | also trusted the Lord
Attitudes of the medical care givers

Because | have Al zheiner's, | depend upon ny wife for making appoi ntnents, picking up nedicines and all transportation. | guess that
has hel ped ne the nost since |I could not have done it w thout her.

Bein well-informed. M husband and | are both physicians. | have a sound fund of know edge and easy access to specialists.

Bei ng a physician + thus being conversant with the problem along with associated enhancenment of the health care interplay. Having an
under | yi ng good + nell ow nature.

Being active - I'ma cyclist.

Bei ng aggressive

Bei ng aware of the care of ny health (personal) and that of fanmly, friends, and people around mne.

Bei ng brave, having a good life, mnmy garden, ny cat, nmy friends, ny son, my grandchildren.

Bei ng di agnosed and treated by one of the best surgeons and oncol ogi sts at one of the best hospitals in the country

Bei ng di agnosed with bl adder cancer when you're 40 was hard enough - but | had only just lost nmy dear friend to ovarian cancer the

year before. Watching her fight for six years, only to |lose her in six days was a heartbreak. | have seen what this diseas

Bei ng tested for the cancer.

Beleiving in God #1 M wonderful husband and daughter. M will to want to be well and alive.

Bel eiving in nyself and knowing that we all will die when the tine comes. People who have had cancer in nmy famly - grandnother,
father, nother, 1 of 2 sisters, brother. | have al ways expected to get cancer.

Believing in the Lord Jesus Christ and the power of prayer.

Besi des the excellent care fromall of nmy doctors & staff. M fanmily, ny faith in Jesus Christ, prayers fromny Christian brothers &
sisters.

Better out look on life

Bl ood test every 3 nonths

CANCER | S NOT THE ABSOLUTE END. YOU CAN SURVIVE | T. PATIENCE - CONFI DENCE | N My DOCTOR.

CONFI DENT DOCTORS

CONFI DENT FAM LY & FRI ENDS

Cancer support group

Care and concern of ny wife and fanily

Concer ned doct or

I nsurance cover age

Care of Drs. & nurses

Care and attention of family and friends.

Caring and supportive husband and fam |y and friends. Qutstanding care and support of the entire U ol ogy Dept. at Kaiser, Walnut
Creek. | feel that they, too, are famly. At 79, | have long outlived nmy mother and two sisters, each one having had diabete
Caring partner, oncologists, friends

Positive attitude

Active participation in golf, spectator sports, cultural events (Opera, Synmphony, Ballet), political events, literacy events and
lectures, travel (within my health restrictions).

Cari ng physician

Caring spouse as advocate

Catching the synmtons on tinme, nedical insurance, excellent surgeon & follow up physician, fanmly support, following the Dr's advise
on treatnent.
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Changing ny Health Ins. From Kaiser to Pacificare

| feel | received excellent treatnment

Chenot erapy, fresh juses, special diet regular upper & | ower endoscopy
Chenot her apy

Christian Reglion. Diet, and Regul ar check up.

Cl ear comuni cation with my oncol ogist, Dr. Peter Cowell. | feel that if | have quarterly or sem -annual visits for cystoc's we wll
be able to catch any recurrence of cancer in time for a surgical solution.
Clearly, good luck, a strong will and nostly: catching the cancer early enough.

Cofidence in what nmy Doctors told ne..A wonderful wife.my own attitude.

Col on Cancer renpved

Conpetent doctors, early detection, good | uck.

Conpet ent nedical care

Conpl et e confidence in Doctors.

Support of famly

Concern of doctors & famly

Concern of medical personnel

Concern of famly & friends

Confidence and trust in ny oncol ogi st and his advice and nedical treatnents
Confidence in nmy Doctor.

Consi stent + conscientious follow up care.

Cont i nued good prognosis; very supportive spouse; candid, consistent, accurate advice from doctor.

Deci si ons at begi nning and |luck (and then nedical skill, nedical technology and | uck)
Detected early
Di et

Di et and exsersi se.

Direct and honest discussions as to type of cancer; short-termand | ong-term expectations, tinely and thorough foll ow up exans,
recommended |ifestyle changes that will help mnimze chances of reoccurance. Openness of revealing cancer with friends and fa
Doctor's Hel p

Doctor's care, famly, friends, faith in God

Doctors & office staff. | work at a hospital & everyone asks how |'am doing all the tine.

My children & grandchildren are concerned

My wife & her fanmily are concerned

My friends are allway checking on ny condition

Doctors & treatment

Doctors care & follow up visits & Fanm |y support

Don't Know

Don't know.

Don't trust an HMO with your health. |f you Doctor doesn't |ike questions get another Doctor.

Dr. Peter's, Louis lvey + nmy present Doctor MD. Anrita Deshpande - all had a hand in ny recovery.

Early Detection

Support of Family & Friends

Good nedi cal treatmment

Prayer and spiritual support

Early Detection
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Early Di agnosi s/ Screeni ng procedures

Early detection and surgery

Early detection and treatnent

Early detection at a annual physical exam Problem- | only do these once every 2-3 years.

Early detection of cancer and imediate treatnment (surgery) resulted in ny being a cancer-survivor.

Early detection, pronpt treatment, a good nedical plan, a loving famly

Early diagnosis

Early diagnosis & treatment

Early testing with no synptons - due to publicity about inportance of testing

Encour agenment and support fromny wife, famly, and Christian friends who prayed for ne. M/ current doctor's care, concern and
proper treatnment and encouraged me to hang in there.

Ensuring that ny doctors were specialists highly rated in the treatnent of ny cancer type. Enornous support fromfamly + friends.
Ability to obtain information about the cancer + treatnent options.

Excel | ent doctors

Supportive famly & friends

G ace of God

Strength of mind, body & spirit

Excel | ent doctors & hospital (Stanford)

Lovi ng & caring husband

Wonderful friends

Excel l ent nedical attention; pronpt care

Excel | ent nedical care - Enmergency care and hospitaization in Bakerfield, Stanford Hospital surgeon, oncol ogi st and henmatol ogi st as
wel | as internest-

Excel | ent top-notch doctors, Feb. 2001 Quick decision to go to hospital and have col onoscopy and bl ood transfusion and |ater
surgically remove tumor growth in lining of rectum very good expl anation of col onoscopy and expl anati on of renmoval of tunor by th
Exceptional physicians, medical care/treatments. Very strong fanmly support, friends, faith.

FAM LY SUPPORT

FOLLON NG UP W TH COLONOSCOPI ES DUE I N SEPT. (I SEE GASTRCENTEROLOG ST)

Face the reality.

Anal yze the situation and try to find the best solution.

Faith

G eat doctors

Fai th

Faith & Fam |y

Qual ity nedical team

Reduci ng stress

Faith & Fam |y Support

Faith & positive thinking.

Faith + nmedical treatnent + famly care + regul ar exerci se.

Faith - trust in God and our blessed nother. Love and fanily total support

Faith Prayer + support of famly, friends + church excellent oncol ogi st excellent hospital staff.

Faith in Christ - Loving famly -Excellent Doctors & EMI Nurse

Faith in the health care system

Faith; facing it squarely; sev. Qthers got cancer about same tinme - sharing with them also ny famly supporting ne.
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Fam |y

Family & friends who cares.

Fam |y Support

Fam |y and a great doctor

Family and friends, My positive attitude, faith, becomng a nomthis was the best nedicine! Not having to work, pursuing creative and
artistic interests, reading both for pleasure and to | earn about cancer

Fam |y and ny doctors and prayers

Fam |y for support and the internet for information.

Family is very inportant and having a great surgeon to do the surgery. And nost inportantly catching the cancer early.

Fam |y nenbers

Bei ng heal thy overall

Rel i gi on

Fri ends

Exceri se

Fam |y support

Fam |y support for enotional pain. M husband died at age 61 from bl adder cancer that netatasized to his brain. He did at age 61
frommultiple brain tunors. He was seeing the oncologist that | had seen for ny colon cancer.

Fami |y support, an alert doctor

Fam |y support, church, friends, and especially nmy wife.

Fami |y support, religion and faith, trust in doctors, screening and nedical followp

Fam |y support.

Fam |y support/Dr.'s advise. Information from American Cancer Society.

Fam |y, Friends, Fath

Fam |y, Friends, Prayer

Fam ly, friends, good health generally, genes

Famly, friends, healthy attitude

Good hospital care, great doctors

Al so, during chenotherapy | had very little serious side effects. This enabled nme to continue nmy normal routine, nost of the tine,
and not "feel sick".

Family, mainly my wife & daughter and inlaws hel ped nme to maintain.

Feeling as tho nmy survival neant a lot to ny famly and friends. M oncol ogists resolve to cure nme and ny personal resolve to endure
and enjoy whatever fate had in store. Looking forward to doing things with whatever tine is left and learning to live w

Feel i ng confidence in ny doctor.

Havi ng a successful treatnment option avail able that worked

Havi ng a spouse and a circle of friends.

Havi ng health insurance - very inportant!

Feeling that | had a great surgeon & know edgabl e oncol ogi st taking care of me. Al so knowi ng there were so nany people that cared.
First going in for cancer screening test then having polyps renoved, col onoscopy

First, ny primary doctor nade the right diagnosis and sent nme to a urologist when | tested positive for blood in my urine. Second,
nmy urol ogist, Dr. Rosenberg put together a team of doctors secondto none- he and his partner, Dr. Connoly, & Dr. Presti, He

Fol | ow the doctor's advice, get plenty of rest. Have an optimstic attitude. Talking to friends who had cancer experience.

Fol | ow- up consultations to nmy primary care phycisian & my urol ogist.

Following Dr's orders & having spouse who is in the nmedi cal profession.

Fol | owi ng doctors orders & suggestions
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Fol | owi ng ny doctors suggestions, clean living + positive prayer and intervention

Friends & fam |y support

Friends & famly, & the doctors

Friends + Famly

Know edge about ny condition

Friends and prayer, my doctors

Friends, Church, Good Doctors/Cinic

Friends, fanmly, doctors -

From the beginning, | knew that the cancer was tiny. After the surgery, | was told that it had not spread at all. | have felt
extrenely fortunate and thankful.

Generaly good healthy living and a positive attitude

Genetics & positive attitude

Getting help & getting rid of ny bladder cancer quickly before it got worse

Getting it took care of early. And watching it to be sure it hasn't resurfaced.

Getting my regular check-up and try to exercise nore

Getting the right oncol ogi st and deciding to question another doctor that told me | needed radiation treatnetn after surgery. M
oncol ogi st and | both disagreed. The doctor that recommended the treatnment is also the one that gives the treatnment. Soneti
Getting to know ny doctor and his manner.

G eevec

consumi ng organi ¢ foods

horopat hy

God's help | prayed a lot! Thinking | was going to get well!!

God's intervention and the fact that my tunor was isolated within the colon wall. It had not spread to liver.

God, and ny will to survive. M enter strenck.

Going to doctors and not letting things go.

Good Attitude

Supportive Fam ly & Friends

3-Year ongoing clinical trial

Excel I ent oncol ogi st and clinical research specialist.
Good Care

Good Doctor's, famly support lots of love by famly. Good Ins. Coverage.
Good Doctors and Nursing

Good Doctors, good nedicine.

And bl essi ngs.

Good Dr's, and famly. And keeping active.

Good Rel ationship w th Doctor

Support at hone

Physi cal exercise healthy eating habits

Pl anning things to |l ook forwart to

Positive attitude

Good care and conpl ete treatnent.

Good care fromDoctors & Nureses & information on all about cancer
Good doctors & hospital care

Good doctors, cancer was found in tine.
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Belief in God, many fine friend, good wonan

Bl essed

Good doctors. Supportive famly & friends.

Good doctors; Friends; Fam|ly; Good attitude

Good fam |y support

Good follow up health care and a positive attitude
Good nedi cal care - oncol ogi st, gastro-ent, surgeon
Good fam |y support

Good resources on diet, keeping healthy

Resource hel ps from nurses at church (2)

Experi ences shared by dependabl e ot hers

Good nedi cal care - so far good |uck

Good nedi cal team

Good friends

Strong will

Good nedical treatnment & follow up care

Positive outl ook on life

Physi cal & nental exercise

Good primary care physician who first ordered all possible tests (MR etc.) -- Good surgeon -- Good follow up oncol ogi st
G eat Doctors and the |ove and support of family, friends, ect. | have also felt a lot of guilt of being a survivor due to the fact
that we | ost one of our daughters in 1994 to an inoperable malignent brain tunor. | don't know why but answering all thes

Great doctor and great nurse practitioner. Geat surgeon. Hospital with latest research result in cancer. Support by famly and
friends. M own strength (physical and enotional)

Great doctor-patient relationship

Supportive Fam ly

Low grade tunor

HMO

Faith in God

Fam |y

Fri ends

Had a good doctor + the nurses helped and ny famly was wonderful and very suportives.

Have confidence in nmy own health and continue to live a full life in a supportive comrunity.

Have had follow - up checks at various intervals that have been negative & give ne a |l ot of reassurance that it won't return as tine
goes on.

Havi ng a col onoscopy that detected the nalignant polyp early enough to renove the cancer and prevent it fromspreading. My fanmily and
friends were persistant in having nme get the col onoscopy which detected the cancer. Friends, famly and interest in vario

Havi ng a conpetent doctor and good |luck with the new drug, d eevec

Having a doctor | had faith in. Support fromfanily and friends. A little bit of good |uck doesn't hurt either.

Havi ng a doctor that encourage nme and wonderful hel pful nurses, and nost of all my relationship and faith in the Lord. Wonderful
famly that |oves ne very nmuch. Praying and trusting the Lord

Havi ng a good health giving ne a happy nomand so as ny famly. | owe everything not only to nmy Doctor but nost especially to our
Lord Jesus Christ.

Havi ng a good respect for nmy doctor's care. Prayers and relax. Have a possitive out-look on nmy Iife. Take one day at a tinme. Be
t hankful for every day.
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Havi ng a good support group because the journey is often different or longer than first planned. Asking questions, sonetines all that
you read is often nagative. Every body reacts differently.

Havi ng a si gnoi doscopy at age 52 and havi ng beni gn polyps, which led to a col onoscopy. Then 3 years |ater having foll owup care -
found cancer. Early dections is so inmportant for colon cancer - | will continue to have a followup test ever 2 years -

Havi ng access to other cancer survivors who have sim|ar experience, supports fromyour |ove ones

Havi ng an excel ent surgeon

Havi ng caring physicians and reconmended care when appropriate. Support of famly.

Having faith in God and prayers fromfanilies and friends including support and encouragenent fromfanilies, friends, and doctors.
Having faith things will get better.

Having friends and fam ly that cares about ne and give me support

Havi ng gone through others "fights" with cancer

Havi ng good doctors and the best surgen for operation and receiving the best of post operation early.

Havi ng ny check up on nmy colon with ny Doctors and nmy |ast test col onoscop in January 2003 and for ne to return back in 4 years.
VWhich | think should be every other year.

Having ny family's help and care gettting me thru the hardest time and the prayers + friendship of friends. And of course the

G eevec + ny doctor help plus the blood transfusions and Procrit.

Havi ng no one depending on nme for support.

Havi ng positive thoughts and the support of ny famly

Having trust in God. Jesus Christ the son of the living God.

He's not a survivor - he's term nal

Help fromny fam |y nenbers, ny small baby girl and nost of all Cod.

How Bl essed | amto be alive and well and doing a |lot of nore things with ny family. Doing nore things at my Church that | use to
do, but slacked off sonme to do other things that did not have to do with Church.

Husband

Surgeon - good to follow up

I Shirley Whitehurst could not understand why ne? But | also know you can't question "God" |, feel like I"'mjust a very strong
person. | use to cry every night & day, because | was sick and had to go through so much with ny collon cancer |'mdealing with

I always felt no one cared or that | had "no" friends. Then | realized it's not true, | had "friends" visits, received |lots of cards
& phone calls frompeople "friends" who care. | always thought | had "no friends". |It's something you or one experience

I am O K now

I amnot sure that | could call nyself a "cancer survivor". | cannot say what ny ultimte cause of death will be. | do feel that I
have worked with caring doctors who have hel ped provide information and gui dance as best they can.

I am thankful | had a colonoscopy in tine + surgery to renbve a cancerous polyp. | would stongly urge others to have this procedure
an cancer is a silent killer. | had no know edge of these polyp until the col onoscopy.

I changed ny diet, quit snoking, and increased exercise.

I consider nyself |ucky because ny bl adder cancer was di agnosed and treated (with no recurrance) within a very short anount of tine.
| believe that keeping a positive attitude hel ped trenendously and not being a "victinl' to the disease. | had the nental

I consider nyself lucky that the Dr told me | was lucky that ny cancer was just in one place and it didn't spread. Wen | see other
peopl e with cancer and having a bad tine | feel sad.

I could go back to work after a couple of nmonths and have no limitations

I did have Kai ser Coverage. A good friend, former spouse, helped greatly during ny recovery fromprostate surgery. The surgery &

treatnent | received at Kaiser was excellent. The way they dunped me fromtheir program was disgraceful.

I don't have nmuch to add. M tunor was renoved at an early stage. | go for checks every 6 nonths now. Previously every 3 nonths.

Looking forward to being 5 yr. Cancer free. Only problem | have is with Health | nsurance!!
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

I don't know. M cancer has been come back. 1'mnot a survivor

| feel it was ny famly that hel ped ne the nbst. You have to have faith and the will to live, and that is what ny famly gave ne.
| feel that nmy experience as a cancer survivor is atypical: stage 1 colon cancer was detected in a biopsy several days follow ng
surgery (laparoscopic right hem col ectony). Because the surgery is the treatnent for this stage of cancer, no follow up treat

I had a senior exercise class 3 tinmes a week and good enotional support fromsenior friends and famly. Very good nedical support
for nme and ny famly.

I had a wonderful "Colorectal" Surgeon & follow up internist

I had really good doctor/doctors! Al very know edgabl e caring, helpful. A caring famly and friends.
I had superior diagnosis - a gifted surgeon did exactly the right thing. | felt confident that people at Kaiser would give ne what |
needed.

I had surgery 10-13-03 for liver & colon cancer - amgoing again for surgery 11-17-03 got a new oncol ogi st after 10-13-03
| have a great Dr. Dr. Poneroy as one of the best. W are treating ny colon cancer together. A good Doctor and lots & |ots of
information. You al so need a good support group.

I have a very positive attitude. | don't |ook back and amthankful that | amalive. | amthankful that nmy husband was very
supportive during nmy illness. Unfortunately he passed away early this year. He died of a stroke after the By-Pass Surgery.

I have been so totally fortunate in being able to have the wonder drug "d eevec" prescribed for ny CM.. | also feel | amgetting
excellent care - and have a very good doctor who is in constant contact with the d eevec doctors in Seattle. | amin the pro

I have listened to the advice of my oncol ogi st + have follow up with col onoscopies. | have blood tests every 6 nos before | visit
the Dr.

I naidit.

I never felt that | was a cancer patient. As a result, | do not consider nyself a "survivor." You should realize that | had a

bl adder surgery to renpbve a polyp. This polyp, upon pathol ogi cal exam nation, was determined to be nalignant. There was no fu

I never thought of having the cancer in the first place. | take one thing at a tine - enjoy life, eat good food - lots of fruits +
veget abl es + take ny nedicine for hypertensi on + di abetes.

I realized how nuch confidence and how nmuch I mnust trust | need to give ny doctor. | also have little idea what nmy CLL will do and
nei t her does ny doctor.

I really don't think of nyself as a cancer survivor. | got a very odd type of tunor + there's no group of "SFT-of-the-bladder"” to

identify with. So I'd say what hel ped me was surgery + then going back to nornal.

I received a lot of help fromny doctors and especially fromthe staff on Encology. They were so very supportive

I recommend col onoscopy before synptons appear, when M D. advises to have one

I think above all else having a positive attitude nakes for a speedy recovery.

I think having an ultrasound done was very hel pful in locating the "spot" in nmy bladder. Having follow up check ups every three
nmont hs, then every 6 nonths has been extrenely helpful in easing nmy mnd of having a recurrence and not know ng about it.

I think ny family has been the nost hel pful

I think my positive attitude of ny self - ny famly - ny friends along with the doctors invol ved

I think what hel ped me nost with becom ng a cancer survivor was the fact that | had early access to very conpetent doctors including
nmy internist, my gastroenterol ogist & ny surgeon. Once diagnosed, | was in surgery in a matter of a few hours. | think the

I told all the people that | had cancer. So many people told ne that they prayed for ne. Even people | hardly knew. | began to
beli eve the power of prayers. The workers of the cancer departnents were all so friendly and gave you support.

I trusted ny oncologist. M partner was always with ne. A savings account so | didn't have to worry about income. And was able to
take time off during nmy chenotherapy and start ny own business. Friends + fanmily were always caring. Positive attitude
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

I was fortunate enough not to have had any adverse effects from Radiation treatnent. 1t was as though nothing at all was happening
to me.

I was fortunate to have the surgeon who took care of ne. He treated ne withj the utnmpst respect & took good care of nme in the foll ow
up sessions.

I was |ucky that ny cancer was slow growi ng and caught early. | don't really consider nyself a "survivor" because ny |life has never
been in any danger. |'ve had regular treatnents with BCG that seemto be working (cancer-free since Dec. 2001) & regular ex
I was lucky to have a good doctor, who gave nme the right chenotherapy. | stoped all ny activities including nmy job, and concentrated

on taking care of ny health, good eating, exercise, hiking, walking, fresh air, and the good support | got fromnmy famly
I would say faith in Jesus Christ to get nme through the situation.

I"am not a very good witer

I"'mnot really a survivor

| have CLL- Stage O

I go for blood work every 3-4 nonths and to visit the oncol ogist to check nmy |ynph gl ands

I've received outstanding care and support fromthe doctors, staff and resources of Kaiser, Also, ny wife, children and 9
grandchi l dren have been a joy and inspiration. Lastly, | do believe nmy positive outl ook and attitude hel ps.

I mredi ate + excellent medical care excellent follow up care

In the past year | have had a new urol ogist. Before that | was m ss di agnosed. Thank God for ny new urol ogi st

In working with other cancer patients - this is nore feeling & understanding. Plus able to synpathize or understanding their
deci sions. Take the tine to spend nore tinme with them& famly is also inportant for their support groups.

Internet infornation

tal king to other survivors

My husband!
Jesus is our friend - My life is in his hands!! | never had any idea | had cancer, when | found out | did - | had many tests and the
next week a cancer Dr. took it out - |'ve had no trouble before or since.

Join in a support group & have famly participate too.

Kai ser Health Plan, Stanford Hosptial. M nother and stepfather, ny aunt, ny father and ny girlfriend all provided ne with practical
assi stance whi ch was i ndespensabl e.

Kai ser Permanente and the doctor

Keepi ng a hunorous outl ook and eat well (although | have devel oped a "wei ght" problem (10 to 15 percent overweight) as a result.
Keepi ng busy - CRAFTS - Reading - Thinking positive, Going to Church. Volenteer at Salvation Arny with Pre School children. Going to
Pai n cl asses - W have a dog + cat | enjoy. Watching T.V. Baking for ny daughter who are RN for their co workers Doing f
Keeping my mind and soul @peace. |'ma fighter | say | fought it along with my DOCTORS hel p and care-taker. Praying

Knowi ng nmy father beat the cancer | TSELF, and just putting it behind ne.

Knowi ng that | can survive cancer

Support fromfriends and famly

Knowi ng that | was free of cancer,

Knowi ng that colon cancer runs in ny famly, is treatable and can result in along life as exenplified by nmy 85 year old aunt
Knowi ng the kind of cancer | have and what the treatnment would be. Understanding the treatnent and how ny body will react are

i mportant too.

Knowi ng what to expect and how to deal with it.

Know edge of cancer

Its source

Its cure

LUCK, POSI TI VE ATTI TUDE, GOOD MEDI CAL ATTENTI ON

Learni ng as nmuch as possi bl e about the cancer
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Learning how to deal with nmy health issues because of ny cancer col on operation.

Learning to ask and seek help was and still is difficult. Medical bills due to co-pynts and 'not covered' services anount to
approxi mately $30,000! | definitely would of applied for disability - | attenpted to work part time - but it is extrenely diffic
Live one day at a tinme

Prayer - trusting God

Living everyday with joy. Feeling very lucky thankful for the wonderful doctors, nurses, care and friends | had. Cancer isn't the
end. Take good care of yourself - | did but I still got it. Get help. Live - be kind - |ook forward.

Look forward and never back. Try not to worry.

Lots of prayer by ne and the many friends that | have.

Love from fam |y nenbers

Love of nmy family & having the problemidentified & treated early - | recogni zed the synptons - early on & sought the doctors care -
I al so have a daughter who is a nurse and confirmed ny suspicions. | had follow up exanms 6 weeks, 1 year and again last y

Love, dedi caton and noodgi ng of ny wife. Fine care and dedicated service fromall nedical providers-doctors, their service personell
I try to make ny appreciation evident to themall. | sincerely hope |'ve succeeded

Love, prayers, and support fromfriends and famly

Luck

Luck! Even though it was a terrible experience (24 hospital days over a 6 nb. Period), good surgery (and luck) renoved cancer with a
ver |ow % escaping cells. That was good because ny first cheno was so bad for ne that | couldn't conplete the remnaining

MY OMN OQUTLOOK TO LI FE

Mai ntai ning a positive mnd set, the excellent Fam |y Physician, Surgeon and Gastroenterol ogist | had, the power of prayer and the
I ove and support of ny family and friends. Please note - | have omtted nmy oncologist fromthis list for very specific reas
Marijuna - good Dr. advice & friends

Me, Myself and |

Medi cal & Hosp. Care were excellent, that left only prayers

Medi cal care & treatnent.

Medi cal research

Oncol ogi st (rapport)

Meeti ng ot her cancer survivors & hearing their personal stories with hair |loss, eating habits. It make ne feel | wan't alone. The get
toget her at the cancer caner where we were given free wigs f our choice. How to put on nmake-up & feel & | ook about oursel

Mental Qutl ook

Luck

Geat Health

Physi cal Condition

Good Di et

Excel l ent | mune System

More aware of |ife & surroundings

More informati on about how to quit snoking cigarettes - and general health care

Mot i vation of taking care of mny grandaughter.

My 5 year old daughter and all of nmy family and friends

My Buddhi st practice in the tradition of Thich Nhat Hanh, being a nodel to ny son (howto face difficulty). Being a warrior. (I
have depressions but ny basic actitude is reverence for life, I'll do ny best to survive.) The Spirit of giving.

My Doctors hel ped ne the npost by talking to me about ny situation and the excellent care | received.

My Drs, and Keno
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

My God & nmy family all their deep support. Prayers by everyone and living one day at a tine that | was going to listen to the

Doctors, but | was going to be well & get over this. Taking ny 6 nonths of Chenp as precribed | didit. I"'mwell. |I feel very ble

My Nurses training hel ped because | recognized the synptons right off. | can understand the Dr's sources easily. | know |'mnot the
only one in the world with cancer. | think I'm damed | ucky.

My additude; | have al ways | ooked on the bright side. Having a close fanmily. Sone one is always |looking to help me. A very few
friends which also is a help.

My attitude.

My bl adder was scraped - and have had no pain or any problenms - |I'mdue for another check up at present. - Never had any pain

di scovered | had groths - only a slight bleeding. | feel very |ucky.

My cancer did not spread. It was elimn nated.

My cancer may be back, at |east ny doctor says so even though bl ood test don't show anything
Need nore information

There shoul d be cancer classes to educate peopl e who have cancer what choices they have

How can | talk to ny doctor about mnmy cancer if |

My cancer was caught very early and was renoved with conplete success. |'ve had no signs of reoccurance. | had quarterly checks the
first year, senmi - annual the 2nd, and will have annual the rest of ny life-- very reassuring.

My check-ups - My three children Surgery - cheno.

My children. M twin sister she gave nme lots of help. M sons talking to ne. Not to give up hope.

My co-workers gave nme a | ot of support.

My col on-rectal cancer surgeon

My wi fes support

My col orectal cancer was discovered two years after treatnment for henmobrrhoids, so it was quite a shock to discover the real cause of
ny rectal bleeding. However, | was very fortunate to have the cancer conpletely renmoved by surgery of the colon. The doc

My daughter was the biggest help. She has nany years in nedical training (Nursing/Paranedic) and know what needs to get done and

when. And with a great team of doctors working with ne and ny daughter (ie - giving us all ny options and we all choose the

My decision to research ny problem & treatnent options carefully, and take control of ny treatment to the full extent possible. |
also inproved ny lifestyle in terns of diet & exercise, and have been conscientious in followi ng nmy program

My doctor & his staff have pre-arranged ny appts. & followed up by rem nding me of this appts.

My doctor (specialist) was wonderful!!! He nmade all the difference!!! To that | add ny own interest in nmy health + recovery.
My doctor and ny research

My doctor at Kaiser had ne do a routine col onoscopy which discovered the cancer at an early stage. | had a very positive attitude and
lots of support fromfamly and friends.

My doctor told me at the tinme of surgery that the cancer was nminor. | have not felt |ike a cancer patient.

My doctor, family, friends, and religions.

My doctors

My doctors & take care of myself. | don't drink or snmoke. Try eat healthly

My doctors at stanford. My husband, children & famly

My doctors, and ny attitude

My experience in the Mnistry

My exw fe

My faith & the caring fromny doctors

My faith and the fact that | do not dwell on the cancer.

My faith in God and the excellent treatnent | received.

My faith in God to Hs WII for ny Life and the good Doctors who helped me in this.
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

My faith in God, prayers fromfanmly and friends. Wery good advice fromny doctor and being a patient at a Cancer Center

My faith in God; My supportive famly and friends; My natural disposition.

Coments on Al6. R | had conpartnent syndrome in my lower legs imediately after surgery in 1/2001.

My faith in Jesus Christ who is in control of all things and is the master healer. My family and close friends. Church friends who
prayed endl essly for me. The huge support...visits to the hospital, phone calls, prayers. The way ny famly sacrified for ne,

My faith in The Lord.

A qualified and understandi ng doctor.

My faith.

My doctor + the care | received.

My good heal t h.

M famly

My doctors

My family & doctors

My famly & friends support. Geat Dr's. Faith

My family + friends. And the excellent nedical professionals who cared for ne.

My family and friends, and CGod

My family and friends, prayer and self determ nation to try and stay as healthy as | can. | try to stay optomi stic and keep ny
spirits up. | work hard to keep ny mnd busy.

My fam |y support, good medical care on tine

My famly's support and the way | now see thing differently than before, to take advantage of each day.

My family, Mayo Cinic

My famly, nmy wife, and friends.

My feith in God.

My good attitude

My inner strength and no fear of dying - conplete faith in a doctor whom| get to know by conversati on.

My meditation & world outlook, ny fanmily and friends.

My nost nenorabl e experience goes back to an urgent appointnent when | had pain in ny left side. The doctor, who was not ny primary
physician, ordered blood tests. | was inpressed by the expeditious nanner in which the doctor handl ed ny case. | was di agno
My oncol ogi st

My oncol ogi st was very straight forward with information, | did ny own research and we took an aggressive course of action.

My oncol ogi sts positive outl ook and prognosis that bowel resection surg alone (with maybe no other treatnent) was the only treatnment
I needed for stage | colon cancer with about 90 to 95% survival rate, also every 3-6 nonths follow up lab. tests ultra sou

My own will to survive.

My physical condition is pretty good + | recuperated rapidly. | ama highly active person + hard worker.

My positive attitude in life

My positive thinking and support of ny famly and friends.

St. Mary's Hospital in San Francisco provided a van service to get ne to and fromny treatnment appointments - The drivers where
wonderful in assisting ne.

My primary care physician is an amazing person. He is an incredible diagnostician, relentless in pursuing concerns and a warm
conpassi onate person. M surgeon is of a simlar nature (very unusual for a surgeon). | also was blessed with a diatician/nut

My relationship with ny former oncol ogist (for 4 1/2 years) was very beneficial because he was conpassionate, forthright and gve ne
excell ent exam nations. He also supported nme in ny decision to decline chenotherapy, which was a positive |long term decisi

My sister and the care of my doctors and friends.
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

My sister dressed ny operation scar for about two nonths after operation

My sister provided me with a | ot of enotional support.

My spouse encouraging me to continue. Dr.'s encouragenent + various nedications - friends & fanmly
My stamina and my will to survive.

My stronge nmilitary back ground

While growing up | had to provide for mnyself.

I had a suppoprtive & caring nother & Dad

M wife is a nurse/ny first wife (deceased) was a nurse.

My support group, ny prayer group. My faith. Having a good doctor and excel |l ent nedicine.
My treatnent + prayer

My urol ogi st and her staff.

My urol ogist. Support fromny wife.

MW wife

MW wife & famly & faith in God & friends

My wife and ny three children

My Urol ogi st and his staff

My research in Medical Text Books and American Cancer Society

Support from sone friends

My wife's support and help. Hospital staff including doctors, nurse's care.

My wife, after my operation | could not walk, for a month I had no appetite, nmy wife took care of nme all the time | was so weak after
ny operation. It took me 4 nonths to feel nornal again.

My wife, famly, doctor + care

NONE.

Never allowed cancer to control ny thoughts - the word cancer did not scare me. Kept a strong attitude nentally w thout being
concernd with the decease. | relied on ny doctor to worry about the treatments and cure if available. | did not worry about it
No Opi ni on

No option but to get better for ny Kkids-

None

Not allowi ng the doctor control ny health care decisions. Asking questions about ny treatnents and denandi ng answers.

Not giving in to your fears. Conquer theml Mstly a strong spirital connection with God. Faith is the ticket.

Not thinking at all about it.

Not to worry-faith in ny DR- | knew ny illness was chronic, It could or could not return-Also ny |ab test NOS. have been good.
Not worrying, staying calm not getting nervous.

Not hi ng in particul ar

Noti ceng synptons early - being aware fo synptons prior to - knowing what to look for to alert the dr. for further tests

Much support fromfamly, friends & church - much prayer.

Nul |

Once surgery was over and the cancer contaninated col on had been renobved RECOVERY began - with the aid of a nost wonderful wife who
constantly insisted that focus be put only on the positive (I had survived surgery and getting well) and not dwell on any n
Qpportunity to participate in a clinical trial for new treatnent options.

Qptimsm

Optimism | nsurances

ptimsm very little tine to worry before surgery, support fromfriends and fanmly

APECC Section I: Additional Comments
Page 70 of 91




Question from Survey Values and Frequencies (Total: 774)

1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Overconming the doctor's diagnosis. At first | was going to a "free clinic" at a County Hospital. Then Medi-Cal. | only took a little
chemp, prefering to use Coral Calciuminstead. This has worked miracles! | have had 4 different oncol ogist so far. Onl

PCsSI TI VE ATTI TUDE; A SENSE OF WELL BEING FAM LY BEI NG WELL PROVI DED FOR.

PCsI TI VE QUTLOOK ON MY LI FE AND AN | NDEPENDENT LI FE STYLE THAT HAS EMPHASI ZED My ABI LI TY TO CONTROL & | NFLUENCE ALL ASPECTS OF MY
LI FE.

Personal faith & |ife experiences

Personal stami na. Questioning disposition. Tolerance for beauracracy. Ability to withstand the nedical "systent. Being forceful when
it was required.

Personel care and T.L.C

Physical fitness, optimism wll power- a deternmination to take charge responsibility for your own wel fare when nedical services and
assi stance fail.

Positive Attitude

Sense of Hunor

Good Surgeon & Oncol ogi st

Good Hospit al

Keepi ng Busy

Positive Attitude

Spiritual Attitude with prayer and faith.

Moderation in all things

Positive Attitude

Support of Family and Friends

Confidence in nmy doctors

Getting a second opinion

Al'ternative Healing -acupunture & massage

Seeking Nutritional Know edge

Bei ng Heal t hy

Positive Attitude, Fantastic Doctor + Staff

Positive Attitude. Finding out as nuch as | could about ny particular for of cancer. Maintaining time doctor follow ups and advi ce.
Positive attitude

Strong fam |y support

No chenp or radiation treatnents necessary

Positive attitude

Support of wife and famly & friends

Positive attitude - conpetent physician and surgeon

Positive attitude, (luck) early treatnent.

Positive attitude, faith, friends.

Staying active, exercising - not giving in.

Positive attitude, great nedical support, strong support network, spirituality. DI DI MENTIOM PCSI TI VE ATTI Tl DE?

Positive attitude, outstanding nedical professionals & follow ng their advice.

Positive frame of mind and confidence in nmy nedical care.

Positive nmental attitude

Power of prayer

Prayer & casting ny concerns upon Jesus / Strong support from my husband, being encouraged by reading the inspired word of God
regul ary, prayer support from others, encouragenent from nmy gastroenterol ogi st when asked concerned questions, excellent nedical
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Prayer -- faith in God

Fri ends

Fam |y

Prayer Prayer Prayer

Prayer and positive attitude

Prayer, Support of famly and friends

Prayer, good doctor & | uck.

Prayer, love of friends and relaitives. Taking care of an elder neighbor. Faith, change in life style, diet and exercise.

Prayer, ny husbands support, good hunor, having activities to participate in, reliable doctors and staff, famly, friends, comon
sense, self-discipline, availability of fresh healthy food

Prayerful support fromny wife, children & friends.

Excel l ent Urol ogi st who shared ny religious faith.

Prevent my cancer comi ng back or other new cancer devel opnent -

Quality instant treatnent

Qui ck detection of sinptons and procedure conpl et ed.

Ready access to nmed care (VA ACCHS). Ininitial treatnment at Kaiser, Gakland, CA | felt my assigned oncol ogist was |argely
inconpetent - he did not follow stuff up - He would have seriously overdosed ne if | hadn't checked with a fanily nmenber who was
Real i zi ng that good clean living hel ps you survive and makes you nore appreciative of your famly, friends and life itself. And the
hel p fromthe afor nentioned.

Recei ving a medi cal check up and finding a cancerous polyp in my colon

Recommendations fromfriends. GCetting 2nd opinions fromother Drs. Assistance & information from nmenbers of ostony groups.
Referrals fromfriends to alternative health care professionals.

Support of wfe

Tal king to others about ny concerns

Spiritual practice

Regul ar foll owup appts with my doctor

Regul ar nedi cal exam especi al | y col onoscopy

Regul ar physi cal check-up, especially tinmely CAT Scan & Col onoscopy

Rel igious Inspiration. Appreciation of the small things in life. Awareness of ny personal strength to accept the fact | had bl adder
cancer + to remain optimstic.

SUPPORT OF FAM LY AND FRI ENDS

Seeki ng care whenever | felt pain. Asking and getting whatever | needed. Listening to nmy body and taking care of the pain. Staying
positive and naking nyself get back to physical exercise to strengthen ny body after two surgeries.

Seeki ng second opinions after initiale diagnois and treatnent. The second opinions |led me to change doctors. Had | stayed with ny
first doctor and his HMO | think | would be dead by now, or would have had ny bl adder unnessarily renobved.

Sense of Humor -

Good Doctors

Good Family - Loved One Support

Prayer

Skill ed surgeon

Knowl edgabl e oncol ogi st

Concern of famly & friends

Spiritual uplifting, upbringing, faith in God to overcone problens, friends, famly, |over.

Stay warm
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

A lot of rest

Eat right

Strong famly & religion

Very heal thy before cancer and | ow risk

Life style (no snoking, noderate drinking, no drugs, nbnogonous).

Strong fam |y support (& my cat). Having a positive outlook & trying not to | oose nmy sense of humor or hope in general.
Strong religious and famly ties. A great back up systemof famly, friends and nedical. Six children and 13 grandchil dren.
Strong will to survive

Strong, supportive network of famly and friends.

Arelatively strong faith in Cod.

A generally positive attitude about life.

Support and a positive attitude.

Support fromfamly

Strong personality

Feeling in control

Wonder ful nedi cal care

Support fromfamly & friends.

Support fromfamly & friends. Qutstanding doctors & other nedical personnel. Good nedical insurance

Support fromfamly & many people praying for ne.

Support fromfamly + friends

Support fromfamly + friends, prayers + of course the proper treatnent.

Support from friends

good doct or

good i nformation

foll ow up examns

bei ng physically fit

exerci se

Support fromfriends & fam|ly. Having an oncol ogi st who you trust & can openly comrunicate with you & your fanmly. Remain positive &
try to stay active

Support from nedical staff, famly nenbers, friends and enpl oyer.

Support fromny famly has hel ped ne to deal with the shock of having cancer. They were all very positive and ny daughters took
turns caring for me during periods of illness due to chenmotherapy + radiation treatnent.

Support fromsister, friends and doctors - nmy famly practitioner and ny oncol ogi st

Support fromwife.

Support of famly & friends

Walk with God

Hel pi ng others deal wi th cancer

Support of famly & friends.

An excel l ent team of doctor's & nurse's knowi ng | had nedical coverage

Support of famly + friends. | live in a comunity which has nursing care around the clock. This is a retirenent hone and
infirmary. M life has been spent in teaching in Atherton, Seattle, St. Joseph, MO + working with dying children for 15 years + ha
Support of family and friends
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1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

excel l ent HMO

Support of family and friends.

My doctor's know edge and treatnent of |euken a.

Tim ng and |luck. Lucky to participant in the clinical study before it closed.

Support of family and friends.

Support of famly, good health insurance coverage, outstanding doctors, and friends.

Support of friend

Support of friends & family. FWW | amnot a survivor. | was diagnosed term nal 19 Nov 2002. On 12 Cct 2003, | had CT Scan that
showed extensive netastisis throughout nmy abdonen. This past Novenber, mny oncol ogi st di scovered an enlarged | ynph node in ny
Support of friends + famly. Excellent doctors.

Support of nmy wife

Support of spouse and friends

Support of famly menbers

Spirituality

Support people / family & friends

Sur gery

Sur vi vi ng!

THE BLATTER CANCER WAS THE LOWEST STAGE

THE FACT | T WAS CAUGHT I N VERY EARLY STAGE - WAS CONFI NED TO A SMALL PORTI ON OF UPPER COLON AND HAD NOT SPREAD SO MY DOCTOR WAS ABLE
TO REMOVE | T ALL AND NO FURTHER TREATMENT WAS NECESSARY AT THAT TIME - NOR SINCE, SO FAR. DI D HAVE A HEMATOVA AND | NFECTI
Taking an inventory of what | ate & drank, and conpletely eliminating things that | thought could possibly be a contibuting factor.
Additionally | upped supplenment intake( increased antioxdidents) so this has given nme peace of mind that nutritionally | a
Taki ng charge of changi ng doctors and seeking the treatnent and di agnosis. The nurse practitioner and ny former nedical doctor nade
light of my concerns and did not want to give nme the colonoscopy | felt | needed. |In fact both said to wait 3 years befor
Talking & witing about it

Spiritual practice

Support network

Love - self & fromothers

Intimate relationship with a life partner

Bondi ng with animals

Staying in tune with nature & ny body, heart, & spirit

Tal king w ny doctor

Becomi ng inforned via nedia

Talking with family or close friends.

Tal king with other cancer survivors with colon cancer.

Telling everyone | neet to STOP SMOKI NG !

The Cancer was discovered before it was conpletely thru the wall of Colon - just intime - 29 nodes were renoved and nine were
cancerous - | recovered quickly and ny health was very good and that hel ped nost of all - And ny attitude was al ways upward and
The Medical / Nursing Staff at UCSF - both the inpatient as well as the outpatient parts.

The ability of the physician to take good care and cure ne.

The assurance that | am cancer free

The best team of doctors avail able

Fam |y support.

The will and determnation to be a survivor
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Question from Survey Values and Frequencies (Total: 774)

1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

The cancer was seen in early stage and renoved within one week.

The care of ny doctor.

The care, love and support of famly & friends.

The confidence & cheerful ness of the nurses who admini stered the chenotherapy nmeds for 6 nths at Kai ser R chmond CA
The confidence and care of all my Doctor's

The confidence of nmy Doctor, and the prayers of ny church Famly & Famly

The conviction that | would survive one way or anot her

The doctor and his nurse

The early detection of the cancer and the i mediate surgery for the renmoval of the cancer.

The early detection, diagnosis and treatnent of cancer (tunor) is the road to curing of the disease.

The excellent care | had while seeking a diagnosis, treatment & i mediately after. M prinary care physician is EXCELLENT. MW

hemat ol ogi st - oncol ogi st at UCSF is excellent. | ama very lucky person to have received such wonderful care.

The excellent care | received fromDr. Hyde at the County Hospital Monerey Peninsula (CHOW) and Dr. Craig Christiansen, gave ne
confidence and courage to conti nue. The nurses/staff at CHOW were special too - inspirational. | was profoundly grateful for
The excellent care | received from Kai ser.

The fact that | refused further chenmp after 3 treatnents and | got violently ill. | had a good pathol ogy report

The fact that the cancer had not spread beyond the colon thus requiring no treatnent subsequent to surgery.

The frank approach of the nedico-surgical team- and the hospital post operatic care at Kaiser - Permanente

The internet helped with information. M fanily and their positive support helped ne fight to gain ny health and |ife back.

The know edge ny husband has.

The | ocal urologists sending nme to a urologists at UCSF, and the BCG treatments that the UCSF Dr., had nmy local Dr. treat me with.
The love & caring of ny famly

The | ove and support of friends, ny husband, and famly - the books and prayers they offered - literally fromall over the country.
The support of a group of other cancer survivors during our weekly nmeetings with our social worker provided confort and in

The | ove and support of ny husband, family and friends. My faith in God. Excellent nedical care. W interviewed 6 surgeons before
deciding on the one I"'mstilll seeing. | participate in the |ocal ostony chapter every nonth. Very inportant.

The love of friends and ny higher power GOD! My will to live and to continue to enjoy life Life if great to ne.

The love of ny fanily and a great Dr. Anderson

The loving care & help of ny famly & friends.

The excellent care of ny primary care doctor at Kai ser Pernanente Hospital

The | oving enotional and physical support of ny husband, our children and grandchildren - as well as ny sisters + friends.

The nedical care | received fromny oncologist & nmy internist. They took care to make sure | received nedical attention at the outset
of ny illness. The treatnent at the beginning was very aggressive & | amvery grateful that Novartis cane out with the ne

The nedi cal know edge of our doctor, the prayers of famly & friends, the healing touch of God, and a positive attitude.

The obvious talent & care of ny doctors.

The prayers and support fromny fanmily and being able to watch nmy two grandsons and granddaughter grow. | try to keep a positive
attitude about the future and try to concentrate on ny bl essings, not the negatives.

The professional care of my Doctor and his constance concern. Also the |love of ny fanmily.

The pronptness that | was treated + the good follow up care

The pronptness that it was detected since the cancerous groth was very small.

The quality of the nedical staff. The Gastroenterol ogi st, Surgeon, Oncol ogi st and Radi ati on Oncol ogi st talk on a daily basis.
Everyone in the group is nade aware of test results, treatments and recomended foll owups. A great way to run an organi zation
The single nost inportant was confidence in ny doctors

The support and love of ny famly.
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Question from Survey Values and Frequencies (Total: 774)

1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

The support and prayers of ny famly and friends

Trying to live a healthy lifestyle

Having a doctor that | trust and have faith in

My faith in God

The support fromny medical team

The support of a loving family & friends, prayer, and a wonderful and truly caring Doctor and staff.

The support of famly + friends.

The support of ny fanmily & ny faith.

The support of nmy famly and a strong determ nation to live. | was fortunate to have nenbers of nmy famly who were capabl e of

knowi ng the right questions to ask and to follow up on every procedure in a professional fashion

The support of ny famly, ny enployer & co-workers, and friends! The caring nurses & staff at the cancer treatnment center. My church
community. My own inner strength. | survived spinal neningitis at age 6 nonths and have al ways thoght of nyself as a survi

The support of ny spouse and fam|ly. The support of my oncol ogi st and the ongoing followip visits. It was helpful to talk to the
doctor as ny recovery progressed. He offered suggestions to prevent re-occurrence of the cancer. He ordered followp tests

The support of ny wife and fanily

My faith and the value of life

The support of ny wife, kids, drs.

The surgeon

The teamof Dr.'s - specialist on - primary care DR. Oncol ogy + Surgeon who performth renoval of tunor

The tender, loving care of my wife plus excellent doctors and nurses.

The treatment | received fromny doctor and support fromny fanmily.

The treatnent that | received was nothing short of exceptional. A cancer diagnosis was sonething that | profoundly feared, but from
the very first | was offered hope and optinmism M physicians worked especially well as a team communcating with each ot

The trust | placed in ny doctor's care, reconmendati ons and ability to perform medical procedures related to nmy cancer. The support
of loved ones, famly and friends. Gatitude for the many nmedi cal advancements neade in the detection and treatnment of ca

The will to live. Husbands positive thinking.

There is no tonorrow CET all you can today

Who goes sl ow, goes far.

Three weeks after nmy initial surgery to renove the tunor (and part of ny colon), ny oncol ogi st gave ne the option of chenotherapy or
strengthening nmy i mmune system | chose to strengthen ny inmmune system and have, so far, been very sucessful.

Time, Love (Gving & Receiving), therapy (including anti-depresants - nore related to divorce than cancer)

To create a happi ness, not worry.

To keep active and positive about the future as nuch as possible - also to have a group of friends to practice an activity and gane
To stay colne, and trust in nmy doctor.

To take care of ny wife who is al so dependent on ne and is all alone here all our relatives are in Europe, Italy and Holl and.

Tried everything, even went to Chinese herbalist, did what Dr. said, conbination of everything, changed diet, quit eating foods with
nitrates, started takig antioxidants.

Trying to keep a positive attitude (very difficult to do) friends and famly encouraging me to continue, not to give up. Telling ne
that everything will be all right and that cancer will go away.

UNDERSTANDI NG THE ORI G N OF COLON CANCER, POLYPS AND TREATMENT.

FOLLOW UP ' COLONOSCOPY' TEST SHOWED CLEAN COLON - W THOUT ANY SI GN.

I AM DUE TO A FOLLOW UP TEST | N 2004.

Very good doctors & health care. Famly-Friends. | did not accept death as an option.

Very good nedi cal care, trust in God, and my own good attitude
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Question from Survey Values and Frequencies (Total: 774)

1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

W FE - FRI ENDS - PRAYERS

When | was di agnosed with colon cancer in March, 2000, | was depressed, and started readi ng books on what to expect during treatnment.
| feel that becom ng know edgeabl e on cancer hel ped change ny attitude frompessim smto optimsm about surviving. Also
When mny urol ogi st reconmended nme to a urol ogist at Stanford Medical Center. | received excellent care. Although the cancer

treatment was difficult to endure, the nedical staff helped me through it
When the cancer was linted to the tunmor in bladder & the yearly check up
On the other hand, If It had spred and/or renoval of bladder which would have altered nmy Iife (which is very active) | would
seriously consider suicide. Sorry about this statenent

Wfe, son

Work, sports, wife, kids, pet

Wor ki ng, Good Diet, Good Sex

a caring doctor, a wonderful husband, friends famly & faith & ny religion.
be positive and a loving famly

conpetent doctor and other professional staff

Support group neeting (face-to-face)

support group network (internet)

support fromw fe and nei ghbors

confidence in nmy doctor and tring to stay healthy & ny fanmly

ermoti onal support fromfamly & friends & coll eagues

statistics re chances of full recovery because of early discovery

attitude of follow up care doctor

having a full time fulfilling job

faith in God

famly

fam |y support

good nedi cal care

fam |y support

fam ly support, prayers, faith, agreeing with the Doctor

good Doctors

havi ng support of husband and friends and having confidence in my urol ogi st who was very know edgabl e and aggressive in her treatnent
of me. Having a positive attitude

nore follow up nmonitoring by Oncologist. My Primary Care MD. seens to know little about ny tunor.
my children - having a reason to live

ny faith, the prayers of others

nmy pet, ny friends

ny surgery -

positive attitude

prayer

prayer fam ly doctors

self estim vegetarian and |ow fat diets, sport

soport fromfamly

sports - travel - drinking - ganbling

stop snoki ng

strong believe in God
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Question from Survey Values and Frequencies (Total: 774)

1'1. In |ooking back, what things do you think have hel ped you the nost during the experience of becom ng a cancer survivor?

Good wife

Believe | would get better

supportive fanmly

positive outl ook

wor k

that some cancer are vary treatable

trust in doctor, information able to obtain fromdoctor on different options, conpletely confortable, very very good doctor

12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

"I would seek nmedical care if it was free."

"None"

(1) None

(2) I thought it was a well organized survey & | enjoyed conpleting the survey. How it hel ps others

(None)

- | hope it helps

- As an European born US Citizen, | believe in the efficiency of injectable Vitamin C  Here in the US we cannot get it. It should
be avail abl e because it doesn't do any harm

- Ithink you should do nore research/surveys on the 12/ nmonth period that | had cancer rather than 4 years after | was di agnosed &
treated.

11 had one friend who relied on herbal -type renedies for cancer, who avoi ded chenot herapy. He recently died. This was nost
foolish. People should not delude thenselves in this nanner.

2 As your survey suggests, patients are best served is they are kn

77

A few of the questions needed "I don't know' - especially those asking how the Dr. would feel- that is not an agree or disagree
answer .

A positive attitude is the best nedicine for alnost any problem

A very good survey even though it's long! It took ne a few days to conplete since | have a busy work schedul e during the day at

work, attend class 2 nights a week and busy during the weekends.

A very well designed survey!

Al4, p. considered col onoscopy treatnent, but not for All

After my first round of cheno/radiation, they should have taken a CAT scan - | ended up with lesions on ny liver that ny have been
detected sooner. | had to have ny right liver |obe renoved but there has been no recurrance to date. | do have sone dises

After several prostate biopsies | have recently been diagnosed with Prostate Cancer and am being treated. Sone of the questions in
this survey gave ne cause to doubt how to answer them

Al 1 have to do is go to the lab. For blood test which is given to the DR | conpare each est and note any changes.

Al'l questions involve only the last 12 nonths. For a fuller overview, in my opinion, questions regarding care at the on set should

al so be included. |.e. regarding teaching & instructions for colostony patients

Al though | am cancer free at the nonment one never knows what new devel opnent ny di sease will give ne.

An amazing | ack of sensitivity some doctors sill have to day about cancer. Wen | was first told | had cancer, the doctor told nme on
ny cell phone as | was driving an automobile. He knew this and still proceed to tell ne (this was not ny follow up care

As | said above that the col onoscop test should be done every other year. Four year are too |ong.
As a result of ny rectal cancer | had surgery and received a permanent col ostony this was a major change to ny life and very
devastating. A yr. after nmy surgery | had an energency surgery for a bowel obstruction
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Question from Survey Values and Frequencies (Total: 774)

12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

As a taxi cab driver, 1've been forced into i ndependent contractor status or NON Enpl oyee

As cancer surgery was perfornmed April 2000 many questions did not apply - would have been able to answer nore fully if we had
received this surgery in 2001.

Ask what chenp drugs were given and what presriptions as follow up treatnent have been prescribed

At VA we never see the sane Doctor twi ce RE ny Bl adder Cancer

At one point | was encouraged to undergo Raponyosin (drug) instead of foto-pheresis. Foto-pheresis has |ess side effects and is

equal ly as effective (according to ny doctor). | amworried about the effect of pharneceutical conpanies. One ned. costs $17

At the age of 70 (+), there are other factors (than cancer) that influence yr well being / future prospects.

At the beginning of ny synptons, | was unable to get nmy Primary Physician to refer ne to a Urologist. She insisted on treating nme
with 2 different antibiotics and 2 nonths el apsed before | was di agnosed by a Urol ogi st as having cancer. 2 nonths in which
Because | amnot a survivor really please save your $25.00. | just hope sone of ny answers hel ped. Thank you.

Because | had ny cancer 4 1/2 years ago - nany of the question involve "the last of |ess and should focus on the 12 nonths after the
cancer treatment received./ Al so should have asked about any lifestyle changes that occurred after cancer treatnent.
Because | have an inoperable pituitary adenoma (unsuccesful brain surgery in 1999), ny adrenal gl ands were renoved in 2000, so now

have extrene Addison's. The cancer manifested a year later (2001). Point: | think you m ght consider taking other nedica

Because | have had nmany hip operations since | was 24, |'mnow 75 | amlinmited physically in ny novenents. | do noderate exercise to
keep as nobile as possible so nost of the physical answers to the questionnaire are due to the hip condition.

Because nmy cancer was detected so early, | needed no chenp or radiation so dealt with no side effects. Have felt great ever since
surgery.

Carcinoid cancer - Does not respond to Chenotherapy or Radi ati on Therapy

- Sandostatain partly controls synptons (diarrhea)
- nost oncol ogi sts know very little about carcinoid
Choose the best dr. you can find.
Concerns/ Problens - | wish there were nore info on managing irritable bowel syndrome, expecially EFFECTIVE di etary nmanagenent.
Survey well done - you nmight have done a little exploration of reactions of survivors nore than 12 nonths out.
Confusing duplication of questions. Questions that were not applicable. Income has nothing to do with cancer -resent question.
Questions on future or reoccurance conflict with ny faith.
Did not realize this survey had so many questions.
Didn't ask about future preventative tests which is a col onoscopy test in June 04
Difficult to nake an appoi ntnent over the phone w th Kaiser
Do not send ne the $25 - send it for Cancer Research

Doct or keeps a close watch on ny blood - | see himevery four nonths now - just ended four years since cancer surgery + have 1 nore
year to go til | amfree - Perhaps questions re: the blood, etc. would be a good idea - | could only handl e four treatnent

Doctors, nurses, & health-care providers in general seem over-burdened; |'msure that they would |l ove to have nore tine to spend
with each patient, thus giving a nore personal touch.

Don't know. Age related? How might age relate to concern - "Am| being cheated out of life." ? | don't know why |'ve felt so
positive. | amnot religious. Excellent doctor/nurse care; wonderful spouse

Dr. Henry Braa & Surgeon Carol Tabak are excellent at Kaiser RWC Dr Jones is an idiot (msdiagnosed ne) and Susan Lessin is an
asshol e!

During ny chenpo treatnents | also had acupuncture treatnents. It help with all side effect of the chenp treatnents. | al so took
supl pl ements (herbal)

Earlier coment on 'feeling exluded from anti-snoking canpaigns - BLADDER CANCER is not included, at least in ny renenbrance, as a
ri sk of snoking -
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Question from Survey Values and Frequencies (Total: 774)

12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

Everyt hing was covered very well.

First-went in for signoidoscopy - polyps seen appointnent then made for col onoscopy - 8 polyps found and renpbved. A year |ater

bef ore repeat col onoscopy, Dr nentioned that | had had cancer and it had been renoved. | was never told this at first col onosc

Fol | ow-up care varies fromdoctor to doctor, HMO plan to PPO plan, etc. | fee there should be clear guidelines based on nedi cal
findings and not cost effectiveness.

Fromny first synptons of blood in ny urine, nmy cancer was diagnosed in 1 day + renpved by surgery 3 days later | now go for a yearly
bl adder scope to ck for reoccurence.

GOOD SURVEY: MORE | NFORVATI ON SHOULD BE MADE TO THE PUBLI C ABOUT WHI CH TESTS SHOULD BE DONE, ACCORDI NG TO THEI R AGE. EXAMPLE: CHECK
FOR COLON CANCER AT AGE 50.

Get a good Doc

Getting old is not for winps. Do not |ose control for your way out the door

Good survey, but very |ong.

Good survey: Hope | hel ped.

HMO refused to pay cost of non-clinical trial expenses because of enrollnent in clincal trial even after it approved himinitially.
Took the case to court, HMO offered to pay before court date year later, didn't end up paying.

HOW DO YOU DEAL W TH DESPAIR. THE FEELI NG THAT YOU ARE NOT GO NG TO SURVI VE.

Hard to do this (fatigue)

Havi ng cancer is tough. It is hard to face death. It is hard to famly. It is even harder to the caregiver. It is also hard to live
with post cancer, why am| alive, yet | have nmet others not so lucky. Lasty ,Med. Coverage. Nagging bills/co-pay etc.

Heal t h probl ems of macul ar degeneration leading to | egal blindness after laser tx, nmade it necessary to stop nmy senior exercises.

Al so early Al zeinmers surfaced after | had 3 colon surgeries within 6 nonths to treat colon ca. Starting Aricept and nore vi

I am85. |'ve had a wonderful life and did not want any treatnment but took chenp & radiation to please fanmily & friends. | seemto be
cancer free as a result of many prayers & treatnment

I am a doctor and accessed care nuch nore easily than your average patient would

I ama survivor who took part in a clinical survey & cinital trial that has not been released to public.

I aman Ex Nursing Assitant and have had a | esson on cancer patients

I am checked every three nonths and have been cl ean of cancer except once a |ot of your questions did not pertained to ne | hope |
was hel pful to you.

I am hopful that the cancer wil not come back

I amin the 2nd of post-treatnent & over the past 12 nonths the # of specialist & problenmis |'ve had have definitely decreased. | had
numer ous side effect & even surgery last year. |'msure the time factor will be considered in your study. Thank you for a

I amon G eevec - $2800 a nmonth ( | pay 2200 with AARP discount - | have not had a genetic reversal but amin rem ssion

I am physician and all ny care was within ny health group. | received pronpt attention. This nay skew the results a bit.

I amtotally repul sed by the horrendous mark-up in the cost to ne of sone drugs. For exanple, | was charged $5700 + for each 100ng
dose of Ritsxan | received. The cost to ny doctor was $391. | get physically sickened everytime | think of it.

I assunme that ny age will be taken into consideration as regardi ng physical activities/limtations.

I believe that the nurses at the hospital were understaffed. They were busy at tinmes and | was thankful that nmy famly was with ne to
help nme in the hospital room There were sone doctors who would check in on ne and woul d | eave very quickly practically o

I believed everything has been covered.

I could have used information fromny oncol ogi st on the detrinental affects of radiation on ny bones & nuscles.

| devel oped a hernia above the scar fromthe operation which has caused considerable difficulty. Al so the shortening of ny bowels
has caused sone problens. Neither of these problens relate directly to the colon cancer but have had considerable i nmport on

I did not have any nedications for ny cancer. M nedications are only for Hypertension, diabetes + sonetines gout.
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Question from Survey Values and Frequencies (Total: 774)

12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

I do not worry about cancer returning or cancer treatnent. | worry a |lot about the treatnent related side-effects - Gaft vs. Host
Di sease + fatigue

I do recognise that | had to be very "assertive" (pushy!) with my health org to schedule surgery pronptly. This factor doesn't seem
the target of your study

| feel both nmy oncol ogist and G doctor are very educated and skilled. They're also very busy, and sonetimes their brusque manner
nakes it intimdating to ask questions for clarification

| feel good participating in this survey, though (fortunately) my own episode with bl adder cancer was rnuch easier to deal with than
other nore serious and life-treatening cancer cases. The questions were good, clearly presented, and though-provoking

| feel some questions were not necessary - hopE they give you sonething to work by!

| feel that my Dr. caught this early on & contribute this to ny being cancer free fromthen on

| feel that not enough research is being conducted in this area of cancer (nor noney put into research of course) - Certainly not

proportional to breast cancer. | would like to know if there is any way to encourage research into urol ogi cal cancers.
| feel that the term "M/ doctor"”, no longer is appropriate. W no |onger have ties to one doctor. Qur doctors are a composit of the
speci al i zation of many doctors. | have reason to believe that | amnot alone in this belief.

| feel that you have to trust your doctor 100% |If you doubt, get another doctor. Go to a different hospital, but always have
faith. (easier said than done)

| feel you have covered nore than enough in this Booklet and it has been ny pleasure filling this information in for you.

I first had bl adder cancer 5/16/01. | was unhappy with nmy first oncol ogist so when it was discovered on 9-03 that | m ght have bone
cancer | swi tched doctors.

| get excellent care by all concerned

I had an infusion punp inserted because col on cancer spread to the liver. The chenp treatnment went directly to the liver saving ne
fromusual chenp side effects. Wonderful treatment.

I had colon cancer. Dr. Henry renmoved all the cancer and | did not need any after treatnments at all. Praise CGod

I had surgery to renmove ny splean because ny plateles was very low. They are now nuch better, but still |ow

I have Diabetes, Primary Biliary Crhrosis, Arthritis - Al of which have their own synptons & side effects | found sone questions
dual edged

I have sinus really bad, so when nmy sinus get bad | worry about ny cancer because that how it started out, like as sinus infection

hope it can hel p anyone

hope it hel ps.

hope that | have answered nost of your questions since | had cancer 3 years ago

just can't say enough nice things about my oncol ogi st and the chenmo and infusion nurses. They are saints. But | can't say the
sanme for the surgeon in nmy case or the colonoscopy staff. Wwen | was first diagnosed, she, the G doctor, left a curt nessag

I just want to mention that the "pain" acconpanied w cancer-treatnment is simlar to what |'ve experienced all ny life (probable
Fi br oMyal gi a)

I like to present abrief- nmy cancer gene in ny famly. M elder sister- died of cancer lung. younger brother die of nultiple
Myel oma. M youngest son died of cancer rectum and nysel f cancer colon. About cancer gene in ny famly.

I lived 40 years in Argentina. Fanilies had a family doctor you could totally trust. Don't fool yourself the existing health

i nsurance system prevents Doctors from being there best!!

I received surgery in a teaching hospital MARTINEZ County and it wasn't until over a year had passed that | |learned that they left
surgi cal clanps inside ne.

I still feel pain during urination, alnmost 3 years after surgery. This is in the urethra, and was created by surgical equipnent &
catheter. Dr's response was "you will get used to it." No one prepared ne for the lasting pain & disconfort from surgery.

I think a brief outline of people's experiences would be nore helpful to you. If would to ne.
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Question from Survey Values and Frequencies (Total: 774)

12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

I think it is a good idea to get a wi de scope of comrents fromdifferent people. | also believe it helps to maintain a positive
out | ook.
I think people need to understand that the survival rate for cancer is inproving. | also wonder whether cancer is striking people at

a younger age. Several of ny peers and | got cancer in our 30s. This seens odd to ne.

I think survey are a good thing. Their're helpful to those who are doctor's specializing in cancer treatnment.

I think the survey covers all the bases.

I think the survey is too long & not sure what you are trying to find out?

I think this survey has helped ne to | ook back and to warn nme regardi ng how to best take care of nmy health in the future.

I think this survey is great. It covers a |ot and even though Imlate returning it | feel glad to be involved

I think this survey is very good & it could help cancer patients

I think you should explore patient's use of second opinions.

I thought the survey was very thorough. | would also like to say | have been very fortunate to have had the best cancer care in the
worl d Thank you.

I was al so seen by a very enpathetic, good hunored nurse practitioner and she gave us nore infornmation and was nore tuned in then the
oncol ogi st.

I was told that | had Parkinson's disease in 2000.

| was treated very good, but ny wife treatnment rather badly, we both had cancer, at Kaiser Per. As she |ayed in bed, she asked ne,

"do you think | have cancer, |'ll ask the doctor, after the CAT Scan, he said yes two week's later she died. After her weigh
I was working with chemicals a |ot (Benzene) (Diesel G1l) etc. which may have caused the cancer, | always was a very heal thy person
bef ore.

I would just like to say it's good to talk openly with your Doctor, and then to take to God in prayer. M Dr. gave me so nuch
confidence that | truly trusted his opinion.

I would like info on clinical trials sent to nme pl ease

I would like to be servayed the responses of insurance conpanies and the health providers billing.

I would like to have had nore Chrisitian Based Support G oups.

I would like to know what results you get fromthis study.

I"'mglad to help with this survey - God Bl ess!

I"'mnot at all sure about the dates. | hope you can get them from PAMF data base or | can try.
Thank you
If | have a reoccurance how will | manage. Not that | know how difficult it can be and howw Il | live.

In retrospect | greatly appreciate the doctors & staff involved, particularly in comunication. Unless | asked, specific information
was never volunteered. The general approach is a good idea. As a patient | was able to cope one day at a tine.

In section F. CGeneral Health, | have no cancer-related problems. | have diabetes and a back injury and arthritis.
In this survey sone questions relate diet to cancer, which inplies that someone with cancer contributed to their disease. | had a
very healthy diet lots of fruits, whole grains, & vegetables, very little red neat & no fast foods, but | still got colon ca

Including the year 1995 up to 1999 mmj or changes along with it's stresses took place in ny life

Initial surgery was followed by 12 nonths of severe pain, fever & infection requiring 2nd surgery. This lengthy tine for doctors to
determ ne course of action was frustrating

It seens that nany of the questions didn't really apply much to sonmeone whose cancer was as nmld and easily treated as m ne was.

It took me tinme to get the infornmation | needed about first cancer. W had changed HMO s since the first cancer and the recurrance
It was an experience! Wenever | start to get upset over some thing or circunmstance, | imediately start thinking how good | feel
physically and the world becomes a wonderful place again... Appreciated the opportunity to possibly hel p soneone el se-
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12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

It would be interesting to know the extent to which patients are aware or have used help frominstitutions such as the American
Cancer Society. ACS have helped nme - fromvounteers driving nme to the hospital to literature or support groups.

Keep busy, think positive + Do not talk about your illness a ot to others - Good diet. Exercise as nmuch as possible.

Mainly work rel ated issues

Make wordi ng of questions easier to understand. Due to ny decline in ability to focus and renenber what | read (since treatnent)
some questions | had to read several tinmes before understanding.

Many of my answers (especially under F and G are influenced by treatnments | have been taking for liver disease (Hepatitis C). | just
conpl eted 24 weeks taking interferon, ribavirin, and zoloft ( for depression).

Many of my answers were influenced by the fact that | was diagnosed with recurrent cancer in the exact same |ocation just |ast week.
My radiation & cheno treatnments start next week & will continue for 7 weeks to be followed by surgery.

Many of my answers would be different if | were answering questions when | was undergoing therapy. Perhaps sone questions relating
to the nmonths whil e undergoi ng chenotherapy. | feel a ot better now For awhile | felt depressed, thinking that |'d neve

Many of my questionnaire answers are unrelated to cancer / and the treatnent | received but are responses due to other nedical

probl ens

Many of the health problens | have now are not directly related to cancer but to the after effects of a BMI. People who have had a
transpl ant have a very different set of health problens, many related to GVHD (graft vs. host disease). Mybe there should

Many of the questions were double negative. | had to read several time to nake sure | answered the right way.

More lengthy than | anticipated. Questions contedict each other

Much too |l engthey - No space to state other problem s results such as asthma and enphysena.

My Medi cal Doc. was very unprofessional when nmy cancer recurred he kept telling me | had devel oped henroids and al so even said he
coul d see them hanging out - A Big Fat Lie

My Urinealysis test results always show "Attipia" Every 3 nonths | go in for a scope & Urine Test.

My cancer has been reoccuring - but never |let to becone invasive - due to regular check ups.

My cancer was found in a polyp & had not spread beyond the top - | feel very lucky to have been told at age 50 to get a routine

col onoscopy & have the Dr. (a gyn) insist on the test. It was scary but not as serious as other cancers | have heard about. E

My concern with Kaiser. After Kenp treatnments nmy Kenp treatnents ny menbership had expired. Re-applies for personal coverage, but was
turned down because of previous cancer & Kaiser was where | had nmy surgery. | re-applied thinking it had to be a ni stske,

My current poor state of health and health problens are not related to the cancer | had.

My experience spans over 3 years. Not nuch has changed in the last 2 years since the coral has done its work. | only use the
doctors now for tracking blood levels, etc.

My first gastroenterologist & a few others (l.e. friends) acted as if they felt sorry for me. | did not want or appreciate this. |
did not feel sorry for nyself. | do not |ike when people say, " How are you" with that "head felt" as if cancer is inmmnent.

My follow up care doctor was an oncol ogist. My second opinion follow up care doctor. She is great & so is the Palo Alto Medi cal
Foundat i on.

My followup care is to have a col onoscopy every 1-2 year - so for this survey, there wasn't much to respond to regarding regularity
of follow up care (beyond "within 12 nonths")

My formof cancer is extrenely rare. | feel as if ny oncologist at Kaiser is not very informed about metatistic carcinoid & al so
about alternative treatments

My greatest concern is always that the cancer will return - | know that it will soneday. Perhaps not for 20 years, but it probably
will. It is the nost insidious disease - |'mjust not going to waste any life worrying about it and keep living!

My heal h i nsurance has been Kaiser and they were not able to diagnosticate ny cancer. A private cusnetic doctor/surgent did.
My husband and | have a private health insurance where we each pay $9000 per year deductible - and they won't pay office visits. W
al so pay them over $3000 quarterly + the bill goes up every single quarter! Insurance + working with themis disgusting!!
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12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

My leukemia is called "CLL" , active & under control! | have many on nmy "team of health care professionals, the Oncol ogi st which was
desi gnated as seen nost often is really nmy back up if my wt cells count reaches a | evel where treatnent is needed.
My nedical followup, like nmy treatnent, is a teameffort. Thus | don't just rely on one doctor for information and none of ny

doctors are all knowing. Need to reflect nore on that teamrole.
My nother (80) died of cancer. M father (68) died of cancer. M only sibling (55) recently had a nasectony.

My operation was done with a lazer. Thank you also. It was very interesting.
My previous internist (prior to June, 2000) ignored or misdiagnosed ny persistent synptoms of colon cancer. As a result, | was
di agnosed with cancer in an energency room- - ny colon was blocked. | came within mnutes of dying, as ny colon perforated a

My primalry concern is being able to afford G eevec when | reach the age of 65 & have to go on an HMO that only covers prescription
nedi cine to a nmaxi num of $1,600 a year. CM. can strike at any age, but if you are over the age of 65, it is alnost inpossib

My primary care physician suspected, but was not able to diagnose colon cancer. That was done via a 2nd opi ni on (UCSF nedi cal
system) The diagnosis & operation was handl ed by UCSF, which was not party to ny p.c. physician's nedical coverage system UC
N A

NA I

NO COWMENTS

Never give up, | ook ahead-

No

No Comment

No comment

No comments

None

None- it was nost conplete

None.

None. Trust in Cod.

Note on B3. P.7---Blood transfusion 1/wk last 5 wks. Platelets 2/wk last 5 wks. Prior once a nonthfor 3 nonths.

Note: The survey relates to ny bladder cancer treatnent. | was recently diagnosed with prostate cancer with treatnment schedul ed
soon.

Not hi ng.

Nul |

ON PAGE 31 - ANSWERS G VEN ARE DUE TO THE FACT | HAVE AGE- RELATED PROBLEMS NOT RELATED TO CANCER - ARTHRITI'S - NO BALANCE - ASTHVA ON
OCCASI ON - (LI CHEN SI MPLEX Cl RCUMSCRI BED NEURODERMATI TI'S - THYRO DECTOMY - (PARTI AL) AND REMOVAL OF A TOE DUE TO | NFECTI O

On page 31, Question F3 limtations to do strenuous activites usually occur as getting winded a little easier than prior to cancer
treatnent and having nore occurrances of "bad stomach" less ability to control bowel novenments for prolonged periods of tinme

P.S. all dates refering to nmy surgery + all others about ny cancer are approxi mate tines.

Page 26, Section D4, Itema. is confusing. Do you nean: "M confidence in nmy doctor would decrease, if he/she didn't tell ne what to

do." --- or perhaps, "I would have I ess confidence in ny doctor, if he/she wi thheld their judgenent on what to do." Mst

Page 7 - | had a colectony - only snall intestine left - | experienced some cranping & saw a gastroenterol ogist - My primary cancer
check ups are done by ny primary care physician - follow up care questions seened difficult to separate the two.

Pain mentioned is not related to cancer - it is arthritis

Pati ents have sonme control over their health care and we nust rely on our doctors to ultinmately nake certain decisions, however ny
doctor consults with me before we both agree.

Pl ease I et me know results of said survey

Pl ease notify ne when the results to this survey becone avail abl e.
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12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

Pl ease send nme nmore info about you. | would like to learn nore al so resourses.

Prayer

Pretty well covered. Thank You.

Provi de survey in Spanish

Questions are repetitive. No concern with effect of other health problenms such as enlarged prostate, stenosis, bulging discs,

bl i ndness.

Quit long! But probably needed to be to cover full range of info

Race and inconme was specifically not answered.

Recent health concerns are about being overweight - not my cancer returning.

Sections C & F answers relate nore to a post-viral syndrome for which | have received no firmdiagnosis after nunmerous tests - best
guess is Guillaine-Barre, but could not be confirnmed. | amcontinuing to recover. This began about 3 nonths ago

Security about infornation enclosed

See attachnent relating to ny experience with cancer

Shoul d have space for conments/expl anati ons

Since | have been cancer free for the last 3 years now, this survey was not really pertinent for me. M only doctor visits are bi-
annual with lab tests and a yearly col onoscopy. | have not seen any oncol ogi sts since May, 2001 and woul d have responded mnu
Since 1've never had chenob, radiation or surgery, |'ve not experienced pain or fatigue caused by cancer treatnments. M nervousness
and depression and fear of the future (pgs. 35 + 36) are due to having Al zhei ner's.

Since in ny case the polps & portion of intestine were renoved before cancer spread nost of this survey does not apply to me

Sone feedback about the questions and their applicability to nme..1) | learned that | had cancer only imedi ately after the surgery
that renoved the tunor. Thus | did not have to live with the know edge that | had cancer, while | had it. 2) | suffer from

Sonme of my answers included ny living with RF.

Sone of ny answers may be skewed because of my clinical trial. Also the section on Health Pronotion, ny answers are all "yes
somewhat” not because ny dr. was weak in that area, but because she knows | already have a very healthy lifestyle, & or amwell a
Sone of the questions were (are) not easy to answer or follow up or sonewhat irrelevant. -

Sonme of your questions are rather stupid. (P. elaborated that sone questions were confusing. Ohers felt as though they were
tal king down to patient (too |low a reading |evel).)

Sonme questions assune too nuch or don't give the right option.

Sone things | wouldn't answer.

Sorry but | disregarded TIME So | don't keep track of it

Started answering the questionairre on 4/29/03 at 3:00pm Finished on 5/1/03 at 3:10pm MVA

Thank you for allowing ne to participate. |'ve had a very positive experience through ny cancer ordeal

Thank you for caring about cancer survivors.

Thank you for caring enough to do this.

Thank you for this opportunity! JW

The Questions were confusing - ny disabilities are not due to cancer so much as to ny orthopedic problens. Cancer problens are
m ni mal .

The anpbunt of noney that has to be paid to maintain health insurance after cancer, when not covered by enployer, etc. | currently
pay $262.00 per nonth.

The cancer was detected when | becane a new patient and tests where acconplished to establish a benchnark.

The constant poking with needles turned out to be a big problemfor me. Seeing a physchol ogi st was the best therapy | had. M
currect oncologist is an assenbly-line drone. |'mwondering why | even go. | would have changed except there is only one othe
The fact that | need to be controlled for recurrences every three nonths is the nost bothersone part of this type of cancer
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12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

The fact that once you have cancer, | can not seemto find affordable, or any health insurance.

The limtations described in F3-F8 are due to an old back injury, not due to the cancer.

The oncol ogi st did not reconmend Hospice for ny husband. | had caregivers for 24 hrs for 3 nonths for him | felt the Doctor needed
to discuss ny husband's illness with ne. M husband had severe pain during the |ast few weeks and didn't need to suffer

The only comment | would like to nmake is the care | received befor | was diegnosed with cancer-w tch was sl ow & poor. After di agnosed
was good

The questions seens to focus on the doctors quality of care and how the recipient receives it.

The should be a question asking if the respondent has been di agnosed termnal and a section of questions oriented towards a positive
response to the termnal question.

The survery covered nost concerns which | have. | feel free to discuss all concerns with my doctor. | have no additional comments to
add.

The survey directed many questions to recent weeks and the last 12 no. Mrre should be to the weeks and year follow ng cancer
surgery. Al so no questions on was your cancer diagnosed imediately? In my case it wasn't. What to do?

The survey is a little rough as | didn't know | had cancer till 3 days after surgery when it was over with. | went to Hosp thinking
I had the flu instead of a ruptured col on.

The team of surgeons that participated in nmy care were dedicated professionals and | believe that contributed to my survival.
(Patient had ki dney cancer in Septenber, 1977.)

The whol e experience of having cancer has |left ne very nuch nore heal th conscious, therefore causing me to take better care of

mysel f.

There is a guilt connected with being a survivor. A lot of very nice people die with the sanme thing you sailed through.

There is a stark shift fromobjective to subjective. Furthernore, the latter part seens al nost w ckedly | oaded to produce anbiguity.
There is not much infornmation avail able on bl adder cancer in wonen. Mst badder cancer patients are nen. So is the treatnent

t hor ough enough for wonmen? O should wonen be checked nore frequently?

There shoul d be clearer protocols. Once a person is diagnosed, do they go to the surgeon, oncol ogist - who? Shouldn't they work
toget her? What about second opinions? Treatnent options - web sites etc.

There were not any |ocal people ny age going through the same cancer as me. Thus being a young col on cancer patient was a bit |lonely
until 1 learned how to share with other cancer patients, though with different cancers. Wuld be nice if these odd cases

These questions all pertain to ny current doctor who, of course, | like. | don't see the ones who did not treat ne well. #1 Doctor
- went to see himwith a bladder infection and mucous conming frombladder. He told ne | was confused about where the nmuco

This has been really fun. Thank you

This is an excellent survey- You have nmade it easy to answer the requested information

This is the second tine that ny cancer had been cane back. | wish and pray to God that there is no thinking.

This survey brought the awfully tx | went thru w this terrible cell - cancer. |Its good a survey is taken to understand others that
have to go thru this agony.

This survey is worthless. | didn't feel it covered HMOs. If you know HMO s you have several Doctors, Specilists & you they nove

you in & out as fast as possible. Send ne a survey that deals with HOMs and | will give you an ear full.
Those who tend to devel op pol yps shoul d have nore frequent col onoscopys than the "standard" applied to those who do not devel op

pol yps.
Too long. It was a nuisance or annoyance.
Took 2 years to diagnose - family doctor was convinced the diarrhea was nervousness or anxiety related. | finally DEMANDED a

referral to a gastro-ent. Surgery 2 days later.
Two years after the initial surgery | had a strangulated intestine, caused by scar tissue fromthe first surgery. This required a
second mmj or abdomi nal surgery and was a big setback. Your survey should try to get at non-cancer problens with surgery.
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12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

Two years ago, soon 2 days after ny internal check of the bladder I went in for a serious Ecoli infection. This did not respond to
nost antibiotics and nearly killed ne.

Very conprehensive

Very good survey

Very thorough - Hope | will be of sone help with nmy responses to your study.

VWHEN DI AGNOCSED | WAS A SMOKER; THE CANCER REVELATI ON RESULTED IN AN | NSTANTANEQUS QUI TTING  SURVEY SHOULD QUESTI ON HOW | NDI VI DUALS
DEAL W TH QUI TTI NG SMXKI NG

We could not find help in paying our bills. W were out of pocket $8000.00 in one year. Wen | first got cancer

VWhat is the right age to renove a prostate? | am 83

When | was diagnosed, quality of life was very inportant. It did take nme close to two years to heal as ny oncol ogi st gave ne 5 heavy
treatnents of Taxol and carbodcatin | month after surgery (adjuvent therapy). | told nmy doctors that after they treated

Who or what are NCI + NCCC? Public agencies? Non-profit research?

Why do you want to know about our incone?

Worded too difficultly -- could be nost confusing

Wul d love to see results of survey and how they are applied to what goals.

Yes, ny doctor, thru "tests" that | have "high choleterol" wc | don't see in your survey. So now he is treating ne w very | ow
dosage of nedecine formny chol esterol . In fact | have an appointnent w himon Cct 16th to see how well |I'mdoing. He is "

Yes, the financial rodeo that is the HMO insurance fiasco. The need to find a way to provide access to cutting edge treatnent for
critical cases. M biggest fear is dying fromstarvation as | try repay $ bills.

You covered it all. Thank you very much for selecting me to do this survey on nyself.
You did not ask about ny famly history and cancer
You did not cover the Pre Cancer care. In ny case, | was being "treated" two years before ny cancer was "di scovered." | had no

trust in that Doctor and went to Mayo Cinic

You m ssed sonething that we all face when we first find out we have cancer. Doctors assume you know what is going to happen when and
after you have treatnent- What it does to your body.

You shoul d consi der an optional "soft copy" - could cut the tine by 80%to conplete this survey.

You shoul d have asked nore about other doctors. M prinmary care physician was a great resource in ny treatnment. She is the one that
provi ded nost of nedicines for the treatnment of the side-effects of the BCG treatnents

You' ve covered the issues pretty well.

aceptare lo que Dios tiene par sus ijos. God B.L.S

be i nformed about nedicati on doses and tine patient needs to keep track of medications and treatnents even when in the hospital and
bei ng adm ni stered by nurses and doctors

nore specific questions about need for MRl scans and other tests that |ook for recurrence

ns and their renedy are so new that one person as an expert can not be expected to be inline with all of it so second opinion, third
opinions etc. are very very inportant to be stressed

ny cancer started in the colon, but then it transferred to the liver. Now | have liver cancer | noticed that | wasn't asked if ny
cancer had noved to a different part of my body.

n/ a

need to find nore herble ned's nore info | atest new tech stuff.
none

none | can think of

none.
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12. Finally, if you have any coments about this survey or would Iike to share any concerns or problens related to or due to your
cancer that we did not cover in this survey, please feel free to do so bel ow

seens very |late after occurance - 1-2 years seens appropriate - people forget. Cover letter says study data will be avail abl e one
year after conpletion of study but gives no indication of when data collection period ends! 1 no, 6 no, 1 yr, 5 yr? Poor
skip

the formcoul d advantageously be revised to fit people who have had nore than one type of cancer - but perhaps such cases are
relatively few?

too long - too repetitive

we answered this survey the best we new how Hope it is satisfactory.

yeah Stanford Medical Center didn't think the transplant would work so they didn't stay up on ny care and even nade a coment " |
fell through the cracks.

you covered it all!

13. If you answered the survey in nore than one sitting, please fill in the approximate total tine you spent answering all the
questions in this survey.
Cum

i 3oth PERCENT Per cent

g
2

(1 H + 20 mn)

(Flu: 7:18p - 7:53p- 3/ 2/ 04)
+2 1/ 2 hrs

1 - hour & 15 mn

1/2

1/ 2 Hour

1/ 2 hour

1/ 2 hours

1/ 2 hr

1/2 hr.

1/2 hrs

1/ 2 hrs.

1/2 hrs. Did in 3 sittings
HR

Hour

Hour s

hour 1
hour & 32 m nutes

hour 42 m nutes

[EnY

RPRPNRRRRENRRPRPORNRPREPNONNONRNRRRRE
COOLOOOO0OOORPRO000000O00000000000
PR WRRPRRPRRPORPRRPRPEPNRPRORPORMNOORNWDRWORRRRE
QORI RNIWWWNNONNERPRPOOO000
NOUNRPROONAWNORNOONUIROONO©O®UDWR

RPRRPRRPRRPRPRPRPRPRPRPRPRRPRRRRRRRERRERRER

hour .

hr

hr & 15 min.
hr & 25 mn

hr - 15 mn

hr 10 mn.

hr 15 mn

hr 15 m nutes
hr 20 mns
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Question from Survey

Values and Frequencies (Total: 774)

13. If you answered the survey in nore than one sitting, please fill in the approximte tota
questions in this survey.
Cum

i 3oth COUNT PERCENT Per cent
1 hr 30 min. 1 0.1 6.8
1 hr and 1/2 1 0.1 7.0
1 hr plus 1 0.1 7.1
1 hr. 4 0.5 7.6
1 hr. 10 min. 1 0.1 7.8
1 hr. 45 mn 1 0.1 7.9
1-9-04 1 0.1 8.0
1.25 hrs 1 0.1 8.1
1.5 1 0.1 8.3
1.5 HRS 1 0.1 8.4
1.5 hrs. 1 0.1 8.5
1.50 hr. 1 0.1 8.7
1/2 + 1/2 1 0.1 8.8
1/ 2 hour 1 0.1 8.9
1/2 hr 3 times 1 0.1 9.0
105 minutes | kept a | og. 1 0.1 9.2
11/2 + 1/2 = 2 HRs Total 1 0.1 9.3
15 m nutes 1 0.1 9.4
1:30 2 0.3 9.7
2 1/2 hours 3 0.4 10. 1
2 1/2 hrs 1 0.1 10. 2
2 1/2 hrs. 2 0.3 10.5
2 HOURS I N ALL. 1 0.1 10. 6
2 HRS 1 0.1 10.7
2 Hours 2 0.3 11.0
2 Hr 1 0.1 11.1
2 and hal f hours 1 0.1 11.2
2 hours 13 1.7 12.9
2 hours 5 minuts 1 0.1 13.0
2 hr. 1 0.1 13.2
2 hrs 4 0.5 13.7
2 hrs 30 mnutes 1 0.1 13.8
2 hrs. 4 0.5 14. 3
2 hrs. 45 mn 1 0.1 14.5
2 lengthy phone calls interrupted ny conpletion 1 0.1 14.6
2 weeks 1 0.1 14.7
2- Hours 1 0.1 14.9
2.00 Hours 1 0.1 15.0
2.5 HR 1 0.1 15.1
20 minutes + 20 m nutes 1 0.1 15.2
2:15 mnutos 1 0.1 15. 4

time you spent answering al

t he

APECC Section I: Additional Comments
Page 89 of 91




Question from Survey

Values and Frequencies (Total: 774)

13. If you answered the survey in nore than one sitting, please fill in the approximte tota

questions in this survey.
i 3oth

3 Days
3 different sitting
3 hours
3 hours.
3 hrs

3 hrs.

3 norni ngs

30 min

30 mns

30 m nutes

35 min. only a guess!
35 m nutes

38 m nutes

3:00
4 3/4 hrs (two sessions)
4 HRS

4 Hrs.

4 horars

4 hours

40 m n.

40 mi nutes

42 M NUTES

45 - 60 mn.

45 M n.

45 mn

45 ns

45 ns.

45 nut es

50 nut es

50 n

50 nut es

55 nut es

55 nut es.

6 hours

6/30-7/14/2003 1 1/2 hrs
60 mn.

65 mi nutes

7 days (6 hrs)

7 hrs

75 Mn

77

8

80 mn

3333533383

COUNT PERCENT
0.

ol
w
PR ORRPRRPRREPREPREPNRNNRPRPARRPRWORRPRRPURPNRRPREPREPREPRERNRRPREPEPREPANRDNRR

(o))
COLOOOLOOOOOO0000O00OOOOOO0O000O0O0O00O0O0O000O0O00O0OO0

PP WRRRPRRPRPRPORWOWRRPUIRPRARRREPORPWRRPREPREPREPRPORRPRREPREPRELUIWR R

Cum

Per cent
15.
15.
16.
16.
16.
17.
17.
17.
17.
17.
17.
18.
18.
18.
18.
18.
18.
18.

VO UITWRFROONOUINFROOPRPRWONUINOCOORPRONOUIWNPFPONOPRARWNPRPOUOIWE OO

time you spent answering al

t he
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90 M ns. 1 0.1 92.9
90 min. 1 0.1 93.0
95 min. 1 0.1 93.2
95 m ns 1 0.1 93.3
@2 hours 1 0.1 93.4
APPROX 1 HOUR 1 0.1 93.5
Approx 2 hrs. 1 0.1 93.7
Did it in nore than one sitting, but can't recall 1 0.1 93.8
Di nni ngroom & Yard 1 0.1 93.9
EXTRA TI ME GATHERI NG | NFO. 1 0.1 94.1
Estimate Time - 1 hr - 45 mn 1 0.1 94. 2
Had to stop a fewtimes to take care of my sick hu 1 0.1 94.3
I kept falling asleep. 1 0.1 94. 4
N A 3 0.4 94.8
Nul | 4 0.5 95.3
On and off many days into other weeks and nonths 1 0.1 95.5
One & 1/2 HRS. 1 0.1 95.6
One hour and forty mnutes. 1 0.1 95.7
PM 1 0.1 95.9
This took nme about two weeks to finish. 1 0.1 96. 0
Took a break from5PM - 7:45 1 0.1 96. 1
Total Tine 1 hr. 45 nin. 1 0.1 96. 3
Two (2) hours 1 0.1 96. 4
Two Hours 1 0.1 96. 5
Wednesday 6/11/03 worked on it, and just took ny t 1 0.1 96. 6
about 1 hour 1 0.1 96. 8
about 1 hr. 1 0.1 96.9
about two hours 1 0.1 97.0
approx 1 1/2 hr 1 0.1 97.2
approx 4 hours 1 0.1 97.3
appx 10 mn. 1 0.1 97.4
ei ght hours 1 0.1 97.5
est. 30 mn 1 0.1 97.7
n/ a 2 0.3 97.9
not applicable 1 0.1 98.1
one hour 5 0.6 98. 7
one hour & 25 1 0.1 98.8
one hour-11:10pm/restarted @7:10 finished 8:00pm 1 0.1 99.0
one tine 45 Mn. 1 0.1 99.1
several hours 1 0.1 99.2
was wat ching TV whil e conpl eting survey 1 0.1 99.4
yes 1 0.1 99.5
yes- 1 0.1 99. 6
~ 4 (~ 1. 12AM -~ 2. 4PM 1 0.1 99.7
~ 45 M nutes 1 0.1 99.9
~55 min 1 0.1 100.0
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