
                                                 

                                        
                                                        

                 
                                             

                    
                              

                                                 
                                                          

                         
          

                                                           
                                             

          
                                

                                                
             

                                                  

                  
                  

                                               
                                               

           
                                             

                              
           

                                                         
                                            

           
                                                        

                 
                                                           

                                
                                                

                              
                                              

                                                      

Question from Survey                             Values and Frequencies (Total: 774)
 

Section A: Your Health History 
A6.What type of cancer was it, other specify.

 Cum 
ra6other COUNT PERCENT Percent 

Acute lymphlobastic Leukemia 1 6.3 6.3 
Appendecial 1 6.3 12.5 
Appendix Microglandular goblet cell carcinoma of t 1 6.3 18.8 
Cancer of the appendix  1 6.3 25.0 
Cancer of the appendix/mucinous adeno carcinoma 1 6.3 31.3 
Carcinoid in appendix & 3 Lymphnodes 1 6.3 37.5 
Hairy Cel Leukemia  1 6.3 43.8 
Lymphoma 2 12.5 56.3 
Lymphoma (Waldenstrom's Macroglobulenemia) 1 6.3 62.5 
Null 1 6.3 68.8 
Prostate 1 6.3 75.0 
cancerous growth tumor 1 6.3 81.3 
carcinoid tumors 1 6.3 87.5 
carcinoid tumors - small intestines  1 6.3 93.8 
low grade lymphoma 1 6.3 100.0

 758 . 0.0 
A11yes. Did you ever receive any other medical treatments for your cancer that were not mentioned above? If yes, please specify.

 Cum 
ra11yes COUNT PERCENT Percent 

"Surgeon removed 2 inch tumor with a fiber optic i 1 0.8 0.8 
-occasional injections of "procrit" and "neupogen"  1 0.8 1.6 
1000mg Hydrea for CML 1 0.8 2.4 
5 Azacytidine at UCSF 1 0.8 3.3 
6 mos. Check-ups                 1 0.8 4.1 
800 mg Gleevec each day 1 0.8 4.9 
A CULTURE WAS INSERTED INTO MY BLADDER 1 0.8 5.7 
Accupuncture 1 0.8 6.5 
Acupuncture 1 0.8 7.3 
Alternative Herbal Pills 1 0.8 8.1 
Alternative Program Only 1 0.8 8.9 
Antibiotics 2 1.6 10.6 
Avastin - (anti-VEGf), a monoclonal antibody in cl  1 0.8 11.4 
BCG 9 7.3 18.7 
BCG & MUTAMYCIN (AT DIFFERENT TIME) 1 0.8 19.5 
BCG (live) bacillus 1 0.8 20.3 
BCG - Intravesical Immunotherapy  1 0.8 21.1 
BCG Bladder Treatment 1 0.8 22.0 
BCG Therapies 1 0.8 22.8 
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Question from Survey                             Values and Frequencies (Total: 774)
 
A11yes. Did you ever receive any other medical treatments for your cancer that were not mentioned above? If yes, please specify.

 Cum 
ra11yes COUNT PERCENT Percent 

BCG Therapy 1 0.8 23.6 
BCG Treatment (bladder cancer)  1 0.8 24.4 
BCG Treatments 3 2.4 26.8 
BCG immunotherapy 1 0.8 27.6 
BCG treatments 2 1.6 29.3 
BCG treatments - Immunotherapy 4 times in 2000 and  1 0.8 30.1 
BCG treatments - immunotherapy  1 0.8 30.9 
BCG w/interferon 1 0.8 31.7 
BCG's 23 times 1 0.8 32.5 
Bacillus Calmette - Guerin (BCG)  1 0.8 33.3 
Bacillus Calmette Guerin Vaccine 1 0.8 34.1 
Bladder "rinsed" with medicine at time of surgery 1 0.8 35.0 
Bladder & Prostate Removal 1 0.8 35.8 
Bladder Instillation of BCG 1 0.8 36.6 
Blood tests (CEA), CAT Scan 1 0.8 37.4 
Blood transfusion 2 1.6 39.0 
Body Scan and Scope of Bladder, Ureter. 1 0.8 39.8 
Bovine Urine maybe BCG 1 0.8 40.7 
CPT-11 in conjunction with radiation  1 0.8 41.5 
CT of the abdomen enhanced 1 0.8 42.3 
Cecsium in the Bahamas 1 0.8 43.1 
Chemical Bladder wash 1 0.8 43.9 
Chemoprevention drug trial 1 0.8 44.7 
Chemotherapy for 6 months 1 0.8 45.5 
Colonoscopy 3 2.4 48.0 
Colonostemy because stapling misfired when connect 1 0.8 48.8 
Colorectal Surgery, Removal  1 0.8 49.6 
Csystoscopy to scoop out 1 0.8 50.4 
Donor lymphocyte infusion 1 0.8 51.2 
Flubaribine, Retoxan, EPO shots weekly  1 0.8 52.0 
Gleevec 2 1.6 53.7 
Gleevec on it since Feb 2001 1 0.8 54.5 
Gleevec pills 1 0.8 55.3 
Gleevec, Hydroxeurea 1 0.8 56.1 
Had medication injected into bladder to help cure 1 0.8 56.9 
Herbs & Acupuncture 1 0.8 57.7 
Herbs dandelion, yellow dock, echinacra, milk this 1 0.8 58.5 
Hydroxyurea and Gleevec 1 0.8 59.3 
I have been on hydroxi urea, then interferon and n  1 0.8 60.2 
IVIG 1 0.8 61.0 
Immunotherapy (BCG, BCG and Interferon) 1 0.8 61.8 
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Question from Survey                             Values and Frequencies (Total: 774)
 
A11yes. Did you ever receive any other medical treatments for your cancer that were not mentioned above? If yes, please specify.

 Cum 
ra11yes COUNT PERCENT Percent 

Infusion of Platelets & other stimulants 1 0.8 62.6 
Injection of type of acid into bladder 1 0.8 63.4 
Interferon Injections 1 0.8 64.2 
Leukeran (pills) 1 0.8 65.0 
Lupron - 1 a month                                     1 0.8 65.9 
Medication for pain Morphine Sulfate Morphine Ta 1 0.8 66.7 
Medication put into my bladder to kill cancer cell 1 0.8 67.5 
Mitomicin fluid into bladder 1 0.8 68.3 
MoAb 17-1A (adjuvant immunotherapy)  1 0.8 69.1 
Neupogen injections 1 0.8 69.9 
Null 1 0.8 70.7 
One week hospitalization (isolation, heavy antibio 1 0.8 71.5 
PROCET for Red Blood Count 1 0.8 72.4 
Removal of tumor and BCG Treatment 1 0.8 73.2 
Remove tumor with laser  1 0.8 74.0 
STI71 Study @ Stanford 1 0.8 74.8 
Sandostatain injections every 28 days 1 0.8 75.6 
Scat Scan 1 0.8 76.4 
Scope exams every 3 mos for 1 yr then 6 mos then a 1 0.8 77.2 
Scope/camera inside of bladder 1 0.8 78.0 
Series of BCG therapy 1 0.8 78.9 
Severe pain & infection after initial surgery (May 1 0.8 79.7 
Spinal Cord Injections of Chemotherapy (Endotrecal 1 0.8 80.5 
Surgery to remove abcess and close fistula; inject  1 0.8 81.3 
Tice BCG 1 0.8 82.1 
Tice BCG vaccine USP 1 0.8 82.9 
Tuberculosis Bacteria 1 0.8 83.7 
Tuberculosis Vaccine (diluted) 1 0.8 84.6 
VEGF - study drug  1 0.8 85.4 
Verious Medications over time 1 0.8 86.2 
a catheter inserted with medication once a week fo 1 0.8 87.0 
also prednisone 20mg 3 a day for 5 days every 2 we 1 0.8 87.8 
arsenic trioxide prior to transplant 1 0.8 88.6 
blood count stimulating drug 1 0.8 89.4 
colonoscopy 1 0.8 90.2 
colonscopy 1 0.8 91.1 
drained 2l. Fluid from lung, complication of medip 1 0.8 91.9 
immuno (BCG) 1 0.8 92.7 
in clinical trial for experimental drug SU011248 1 0.8 93.5 
liquid medicine inside bladder  1 0.8 94.3 
live tuberculous injections for 6 week Feb 2002 1 0.8 95.1 
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Question from Survey                             Values and Frequencies (Total: 774)
 
A11yes. Did you ever receive any other medical treatments for your cancer that were not mentioned above? If yes, please specify.

 Cum 
ra11yes COUNT PERCENT Percent 

medicateoies ie immunosupp. 1 0.8 95.9 
platlet & blood transfusions 1 0.8 96.7 
removal of polyp  1 0.8 97.6 
removal of polyps 1 0.8 98.4 
some medication (don't remember what it was) 1 0.8 99.2 
weekly injections (in bladder) for six weeks  1 0.8 100.0

 651 . 0.0 
A13. In the last 6 months, have you received any of the following medical treatments for your cancer? Other specify.

 Cum 
ra13oth COUNT PERCENT Percent 

1 coloscopy 1 1.4 1.4 
6 mos. Monitoring 1 1.4 2.8 
Accupuncture 1 1.4 4.2 
Acupuncture, herbal medicine, supplements 1 1.4 5.6 
Avastin  1 1.4 7.0 
BCG 2 2.8 9.9 
BCG - Immunotherapy  1 1.4 11.3 
BCG Treatments 1 1.4 12.7 
BCG as above 1 1.4 14.1 
BCG therapies 1 1.4 15.5 
BCG treatment 1 1.4 16.9 
BCG w/interferon 1 1.4 18.3 
Bladder examination - scope  1 1.4 19.7 
Bladder wash 1 1.4 21.1 
Blood test every other month 1 1.4 22.5 
Blood work as a check-up  1 1.4 23.9 
Bone Marrow Test 1 1.4 25.4 
CAT scans, tumor test 1 1.4 26.8 
CT Scan - Blood work & exam by oncologist  1 1.4 28.2 
CT Scan, Colonoscopy, Sigmoid 1 1.4 29.6 
Chemo maintenance pills. 1 1.4 31.0 
Clinical trial, as mentioned in A11. (SU01124) 1 1.4 32.4 
Colonoscopy, blood tests 1 1.4 33.8 
Colonscopy - January 15, 2004  1 1.4 35.2 
Csystocopic Scope View of Bladder 1 1.4 36.6 
Cystoscopy 1 1.4 38.0 
Examination 1 1.4 39.4 
Experimental drug "Gleevec" discontinued 4/1/03 1 1.4 40.8 
Follow-up appt. w/oncologist  1 1.4 42.3 
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Question from Survey                             Values and Frequencies (Total: 774)
 
A13. In the last 6 months, have you received any of the following medical treatments for your cancer? Other specify.

 Cum 
ra13oth COUNT PERCENT Percent 

Follow-up check  1 1.4 43.7 
Gleevec 2 2.8 46.5 
Gleevec 4 a day 1 1.4  47.9 
Gleevec 400mg. 1 1.4 49.3 
Gleevec 400mg/day 1 1.4 50.7 
Gleevec pills 1 1.4 52.1 
Herbs & Acupuncture 1 1.4 53.5 
I give myself injections 7 days every 5 weeks, 2 i 1 1.4 54.9 
I had a colonoscopy less than six mounths ago 1 1.4 56.3 
Immunotherapy  1 1.4 57.7 
Lab work - blood  1 1.4 59.2 
Laboratory Blood Tests - Colosopy  1 1.4 60.6 
MUTAMYCYN 1 1.4 62.0 
Medical surveylance, standard check up appointment 1 1.4 63.4 
Null 1 1.4 64.8 
Office Visit 1 1.4 66.2 
One treatment a week. Fill bladder w/TB Bacteria- 1 1.4 67.6 
Sandostatin injections 1 1.4 69.0 
See A11 Gleevec 1 1.4 70.4 
Still taking medications for graft versus host dis 1 1.4 71.8 
Surgery scheduled for 2/18/04 1 1.4 73.2 
Take Gleevec daily (400 mg daily) 1 1.4 74.6 
Took 3 capsules- Hydroxyurea  1 1.4 76.1 
Treatments for severe pain & infection 1 1.4 77.5 
VEGF - Study drug                                        1 1.4 78.9 
WHEN THE DOCTOR SEES START OF TUMOR, SHE BURNS IT 1 1.4 80.3 
biopsy 1 1.4 81.7 
blood test 1 1.4 83.1 
chest xray 1 1.4 84.5 
colonoscopy - Sept. 2003  1 1.4 85.9 
cystoscopy 3 4.2 90.1 
cytoscope every three months & blood/urine tests…. 1 1.4 91.5 
drug Avastin 1 1.4 93.0 
prescription medication Blevoc? 1 1.4 94.4 
scope/camera inside of bladder  1 1.4 95.8 
see answer to a11 1 1.4 97.2 
ultrasound, 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)
 
Section B: Cancer Care in the LAST 12 MONTHS 

B2. In the last 12 months, what were the reasons you saw a doctor for follow-up cancer care? Other specify.
 Cum 

rb2oth COUNT PERCENT Percent 
Alternative Program 1 1.7 1.7 
Bladder infections & antibiotic treatments 1 1.7 3.4 
Blood Tests 1 1.7 5.1 
Blood check 1 1.7 6.8 
Blood checks 1 1.7 8.5 
Blood test for CIA 1 1.7 10.2 
Blood testing 1 1.7 11.9 
Blood tests, medication review, medical check-up.  1 1.7 13.6 
Blood vessels in eye burst - Had surgery  1 1.7 15.3 
CT Scan 2 3.4 18.6 
CTS 1 1.7 20.3 
CYSTOSCOPY 1 1.7 22.0 
Check INR 1 1.7  23.7 
Check up 1 1.7 25.4 
Chronic graft versus host disease 1 1.7 27.1 
Clinical trial, (See A11) 1 1.7 28.8 
Colonoscopy 4 6.8 35.6 
Cyst on right Breast, Cyst on Right Kidney 1 1.7 37.3 
Cystoscopy every 3-4 months  1 1.7 39.0 
DOCTOR CHECKS ME AT 3 MONTH INTERVALS  1 1.7 40.7 
Every 6 weeks go in to an oncology lab to have a p 1 1.7 42.4 
Fill up infusion pump 1 1.7 44.1 
General check-up  1 1.7 45.8 
Get a specialist opinion 3000 miles from home 1 1.7 47.5 
Hernia has reoccurred & is checked 1 1.7 49.2 
I had a wedge resection in my left lung in April,  1 1.7 50.8 
I see many Dr.'s due to side effects from transpla 1 1.7 52.5 
Next Colonoscopy had on Feb. 2002 1 1.7 54.2 
Oncologist and surgeon 1 1.7 55.9 
Procedure/surgery to insert stents (2) into my rig 1 1.7 57.6 
Receive physical therapy, injection of cortizone i 1 1.7 59.3 
Regular checkup 1 1.7 61.0 
Regular monthly visit to check "CBC" 1 1.7 62.7 
Scope to take a look 1 1.7 64.4 
Some treatment for minor graft vs host disease 1 1.7 66.1 
Study group-Monoclonal-A-17  1 1.7 67.8 
Sygmoidoscopy 1 1.7 69.5 
Thru a CT Scan doctors have found tumors on my ver 1 1.7 71.2 
To see any metastasis going on and recurrences 1 1.7 72.9 
To treat complications of dis./Rx 1 1.7 74.6 
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Question from Survey                             Values and Frequencies (Total: 774)
 
B2. In the last 12 months, what were the reasons you saw a doctor for follow-up cancer care? Other specify.

 Cum 
rb2oth COUNT PERCENT Percent 

annual routine check up 1 1.7 76.3 
check up with x-rays  1 1.7 78.0 
colonoscopy 4 6.8 84.7 
conference follow up 1 1.7 86.4 
cystoscopy 2 3.4 89.8 
discuss advisability of colorectal exam 1 1.7 91.5 
evaluation for cancer study and cancer program 1 1.7 93.2 
leg pain 1 1.7 94.9 
pain here or there 1 1.7 96.6 
surgery + chemo 1 1.7 98.3 
swollen testicle following surgery  1 1.7 100.0 

715 . 0.0 

B3. In the last 12 months, how much of a problem, if any, was it to get the follow-up cancer care that you or a doctor believed was 
necessary? If a big problem, please explain: 

Cum 
rb3prob COUNT PERCENT Percent 

Blood Transfusion 1per week last 5 weeks Platelets 1 12.5 12.5 
Could not see my cancer doctor without a referral.  1 12.5 25.0 
Discovered 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 (LIFEGUARD) went bankrupted.  1 12.5 62.5 
Too much iron in my system 1 12.5 75.0 
couldn't get medicare approved so she could see MD 1 12.5 87.5 
moving prevented me from keeping my reg 6mo. apts.  1 12.5 100.0

 766 . 0.0 
B6. What is the specialty of the doctor you saw most often for follow-up cancer care in the last 12 months? Other specify.

 Cum 
rb6oth COUNT PERCENT Percent 

Bone marrow transplant doctor 1 5.3 5.3 
Chemotherapist 1 5.3 10.5 
Colo-rectal surgeon  1 5.3 15.8 
Colonoscopy doctor? 1 5.3 21.1 
Colorectal surgeon 1 5.3 26.3 
Dermatologist 1 5.3 31.6 
Hematology 1 5.3 36.8 
OB/GYN 1 5.3 42.1 
On "Hospice" care for the last 6 mos. of 2003 1 5.3 47.4 
Surgical Oncology 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 most often for follow-up cancer care in the last 12 months? Other specify.
 Cum 

rb6oth COUNT PERCENT Percent 

The BMT Dr.'s & nurse practioners in BMT unit 1 5.3 57.9 
Urologist Oncologist 1 5.3 63.2 
Urologist/oncologist specialist                            1 5.3 68.4 
Varicose vein examination 1 5.3 73.7 
Vascular Neurologist 1 5.3 78.9 
medical oncologist/hematologist and surgeon seen = 1 5.3 84.2 
my primary care dr. is also an oncologist 1 5.3 89.5 
my regular doctor, and (internist) is an oncologis         1 5.3 94.7 
opthalmologist 1 5.3 100.0 

755 . 0.0 

B11. In the last 12 months, where did you usually go to receive follow-up cancer care from this doctor? Other specify. 

Cum 
rb11oth                               COUNT PERCENT Percent 

Null 5 71.4 71.4 
stand alone specific care facility 2 28.6 100.0 

767 . 0.0 

B26A. In the last 12 months, did your follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months: 

Cum 
rb26a COUNT PERCENT Percent 

3 - CT Scans / 2 Bone Scans / 2 CT Biopsies / 1 MRI  1 0.2 0.2 
3-4 times a year blood draw test (CBC), CT scan approx within 12 months  1 0.2 0.3 
A specialized blood test which will soon replace bone marrow biopsies 1 0.2 0.5 
Air Contrast Barium Enema, Blood Test for CEA markers 1 0.2 0.7 
Another exam by surgeon 1 0.2 0.9 
BCG Bladder Treatments 1 0.2 1.0 
BLOOD TEST TO DETECT CANCER 1 0.2 1.2 
BLOOD TESTS, CHEST X-RAY, COLONOSCOPY  1 0.2 1.4 
Biopsy on moles - Echocardiogram  1 0.2  1.5 
Bladder Check 1 0.2 1.7 
Blater inspection 1 0.2 1.9 
Blod Test CTCS 1 0.2 2.0 
Blood 2 0.3 2.4 
Blood Tests , Urine Exam etc. 1 0.2 2.6 
Blood & CT Scans every 6 months, chest x-ray, annual mamogram  1 0.2 2.7 
Blood & Urine Tests 1 0.2 2.9 

APECC Section B: Cancer Care in the LAST 12 MONTHS
 
Page 8 of 91
 



                                                                         

                                                                            
                                            

                                    
           

                                                                      
                                                                              

           
                           

           
                                                                

                                                              
                                                                    

                                                                              
           

                                                                 
                                                                  

                                           
                        

           
                                                                              

                                                                    
                                                         

                                            
                   

                                                     
                                             

           
                                                           

           
                                                                               

                                                   
                                                                    

                                                                         
           
           
          
          
          
          
          

                                                        
                                                             

Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months:

 Cum 
rb26a COUNT PERCENT Percent 

Blood - Stool  1 0.2 3.1 
Blood - metabolic panel - CBC w/plaeles - CEA  1 0.2 3.2 
Blood Count WBC - RBV Hgh HCT - Plateletts and others  1 0.2 3.4 
Blood Exam, Hemocult, Colonoscopy by Gastro-Enterologist             1 0.2 3.6 
Blood INR, PSA, CEA 1 0.2 3.7 
Blood Panel 1 0.2 3.9 
Blood Test 4 0.7 4.6 
Blood Test - Cellular Embryonic Antigen (every 6 months) (CEA)  1 0.2 4.8 
Blood Test - to check for signs of reoccurance.                   1 0.2 4.9 
Blood Test / CAT - Scans  1 0.2 5.1 
Blood Test CPC? Chest X Ray 1 0.2 5.3 
Blood Test for Cancer  1 0.2 5.5 
Blood Test, 1 0.2 5.6 
Blood Test, Breast Test & Etc. 1 0.2 5.8 
Blood Test, Chest X-rays  1 0.2 6.0 
Blood Test, Colonoscopy 1 0.2 6.1 
Blood Test, MRI whole body, bone marrow biopsy  1 0.2 6.3 
Blood Test, chest x-ray - CT scan for chest pressure, Colonoscopy  1 0.2 6.5 
Blood Test, still in remission 1 0.2 6.6 
Blood Tests 3 0.5 7.2 
Blood Tests & CT Scan 1 0.2 7.3 
Blood Tests + annual colonoscopy  1 0.2 7.5 
Blood Tests Re: White & red blood cell counts 1 0.2 7.7 
Blood Tests, Bone Density Test, Diabetes, Liver, Colosterol, Mammogram  1 0.2 7.8 
Blood Tests, Colonoscopy, Stool Test 1 0.2 8.0 
Blood Tests, Hemoccult II Sensa specimen kit 1 0.2 8.2 
Blood Tests, X-Rays -, Colonoscopy- 1 0.2 8.3 
Blood Tests/ Bone Marro Biopsy 1 0.2 8.5 
Blood Tests: Comprehensive Metabolic Panel; CBC; CEA 1 0.2 8.7 
Blood Work 2 0.3 9.0 
Blood Work every Quarter, Colonoscapy? 1 0.2 9.2 
Blood and stool tests  1 0.2 9.4 
Blood cell count 1 0.2 9.5 
Blood count 1 0.2 9.7 
Blood counts test 1 0.2 9.9 
Blood counts, CEA 1 0.2 10.1 
Blood draws; colonoscopy 1 0.2 10.2 
Blood panel 1 0.2 10.4 
Blood panel & colonoscopy 1 0.2 10.6 
Blood panel for high clolestrol and thyroid 1 0.2 10.7 
Blood profiles, Rectal exam 1 0.2 10.9 
Blood samples & colonoscopy 1 0.2 11.1 
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Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months:

 Cum 
rb26a COUNT PERCENT Percent 

Blood stats, X-rays, lymphnode checks                                      1 0.2 11.2 
Blood test 10 1.7 12.9 
Blood test & X-Ray                                                           1 0.2 13.1 
Blood test (CBC) 1 0.2 13.3 
Blood test (CEA) 1 0.2 13.5 
Blood test (CEA, CBC, CE, EX,) 1 0.2 13.6 
Blood test - Veine test - MRI or CAT Scans                                      1 0.2 13.8 
Blood test day before each appointment 1 0.2 14.0 
Blood test for CIA 1 0.2 14.1 
Blood test for Seritonin and 24 hour urine 1 0.2 14.3 
Blood test for cancer, look inside the bladder with a scope  1 0.2 14.5 
Blood test, 1 0.2 14.7 
Blood test, CAT scan 1 0.2 14.8 
Blood test, Colonoscopy, sigmoidoscopy - now has colon cancer  1 0.2 15.0 
Blood test, X-rays                     1 0.2 15.2 
Blood test, chest x ray, mammogram, pap smear 1 0.2 15.3 
Blood test, chest x-ray, colonoscopy                 1 0.2 15.5 
Blood test, colon test 1 0.2 15.7 
Blood test, sonagram of internal organs. 1 0.2 15.8 
Blood test, stool test, colonoscopy, x-ray, CT scan  1 0.2 16.0 
Blood test; Chromogranin A 1 0.2 16.2 
Blood testing 1 0.2 16.4 
Blood tests 16 2.7 19.1 
Blood tests (still gets blood checked when visits Primary care doctor) 1 0.2 19.3 
Blood tests (still getting them once/ month) 1 0.2  19.4 
Blood tests - X-ray - Colonoscopy  1 0.2 19.6 
Blood tests / Scan 1 0.2 19.8 
Blood tests and CT scan  1 0.2 19.9 
Blood tests and ultrasound and chest x ray 1 0.2 20.1 
Blood tests every 3 months / Colonoscopy scheduled for 2/24/04  1 0.2 20.3 
Blood tests every three months, lately every 6 months 1 0.2 20.4 
Blood tests for cell count 1 0.2 20.6 
Blood tests to check for reccurence of cancer. 1 0.2 20.8 
Blood tests twice a year. 1 0.2 21.0 
Blood tests weekly 1 0.2 21.1 
Blood tests, 1 0.2 21.3 
Blood tests, CAT scan, bone marrow biopsy, endoscopy 1 0.2 21.5 
Blood tests, Colonoscopy 2 0.3 21.8 
Blood tests, IVP, cystoscopy, cytology 1 0.2 22.0 
Blood tests, X-rays, Colonoscopy                                                      1 0.2 22.1 
Blood tests, chest x-ray  1 0.2 22.3 
Blood 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 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months: 

Cum 
rb26a COUNT PERCENT Percent 

Blood tests, mammogram 1 0.2 22.7 
Blood tests, mammogram, pap smear 1 0.2 22.8 
Blood tests, urinalysis 1 0.2 23.0 
Blood tests, urine tests 1 0.2 23.2 
Blood work 4 0.7 23.9 
Blood work - x rays - don't know name insertion of x-ray thru penis  1 0.2 24.0 
Blood work consisting of counts and liver panel 1 0.2 24.2 
Blood work up constantly, 2-12 ws; lung x-ray EKG                                 1 0.2 24.4 
Blood work, CAT scan 1 0.2 24.5 
Blood work, CT Scan 1 0.2 24.7 
Blood work, Cat-Scan, Pet Scan, Cat Scan again (p surgery & chemo) colonoscopy, 
Mammogram  1 0.2 24.9 
Blood work, bone marrow biopsy 1 0.2 25.0 
Blood work- standard panel CBC  1 0.2 25.2 
Blood work-up  1 0.2 25.4 
Blood, MRI 1 0.2 25.6 
Blood, Urine 1 0.2 25.7 
Blood, urine and colon exam 1 0.2 25.9 
Blud test 1 0.2 26.1 
Bone Marrow 1 year, blood work--up/ 3 months  1 0.2 26.2 
Bone Marrow Biopsy  1 0.2 26.4 
Bone density 1 0.2 26.6 
Bone marrow biopsy 4 0.7 27.3 
Bone marrow biopsy, CBC 1 0.2 27.4 
Bone marrow biopsy, pulmonary tests, eye exams, CT scans, routine lab work 1 0.2 27.6 
Bone marrow biopsy, x rays, weekly blood tests 1 0.2 27.8 
Bone marrow test 1 0.2 27.9 
Brain - MRI; Thyroid Doctor; Physical therapist  1 0.2 28.1 
C Scan - ultrasound of liver  1 0.2 28.3 
C.B.C. Liverplate Cat Scan- M.R. I.                                             1 0.2 28.4 
C.T. Scan 1 0.2 28.6 
C.T. Scan Blood Work 1 0.2 28.8 
CAT SCAN, BLOOD TESTS  1 0.2 29.0 
CAT Scan 6 1.0 30.0 
CAT Scan MRI PET Scan 1 0.2 30.2 
CAT Scan & Lab work to check CEA level- 1 0.2 30.3 
CAT Scan (2 in 12 months), Blood Series 1 0.2 30.5 
CAT Scan - Photo of the body  1 0.2 30.7 
CAT Scan, Blood Tests, Colonoscopy 1 0.2 30.8 
CAT Scan, Blood Tests, X Ray, Colonoscopy 1 0.2 31.0 
CAT Scan, MRI, Colonoscopy, Card. Exam, eye exam 1 0.2 31.2 
CAT Scan, PET Scan, X-rays  1 0.2 31.3 
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Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months:

 Cum 
rb26a COUNT PERCENT Percent 

CAT Scan, physical exam, chest X-ray, mammogram              1 0.2 31.5 
CAT scan / PET scan 1 0.2 31.7 
CAT scan, blood tests 2 0.3 32.0 
CAT scans, blood tests 1 0.2 32.2 
CAT-scan  1 0.2 32.4 
CBC 2 0.3 32.7 
CBC Blood Tests 1 0.2 32.9 
CBC + Bone marrow biopsy 1 0.2 33.0 
CBC - PCR (blood)  1 0.2 33.2 
CBC - Urine - Ch  1 0.2 33.4 
CBC and blood check 1 0.2 33.6 
CBC blood test 1 0.2 33.7 
CBC blood tests 1 0.2 33.9 
CBC test, CEA (Cancer marker), Liver panel, mammogram, colonoscopy 1 0.2 34.1 
CBC, CEA, Cholesterol 1 0.2 34.2 
CBC, Lab Tests  1 0.2 34.4 
CBC, electolytes, creatine, etc (blood tests) 1 0.2 34.6 
CBC, subsets, cat scan 1 0.2 34.8 
CBC-Liver Panel-CEA & Colonoscopy  1 0.2 34.9 
CBC; Bone Marrow Test 1 0.2 35.1 
CBCD, Manual Differential 1 0.2 35.3 
CEA 1 0.2 35.4 
CEA (Blood Test) & Colonoscopy 1 0.2 35.6 
CEA - comprehensive  1 0.2 35.8 
CEA BLOOD TEST 1 0.2 35.9 
CEA Blood Test 2 0.3 36.3 
CEA Blood Test - Rectal - Colon Exam  1 0.2 36.5 
CEA and blood chemistries & colonoscopies  1 0.2 36.6 
CEA blood test, colonoscopies, x-rays, CT scans       1 0.2 36.8 
CEA blood test, colonoscopy 1 0.2 37.0 
CEA blood test, sigmoidoscopy 1 0.2 37.1 
CEA test 1 0.2 37.3 
CEA, CBC, CA19-9 Oncology Screen  1 0.2 37.5 
CEA, CBC, CT, PET 1 0.2 37.6 
CEA, CBC, Liver, CPK, Mg 1 0.2 37.8 
CEA, Colonscopy 1 0.2 38.0 
CEA, Hemoccult 1 0.2 38.2 
CEA-EIA PSA S60T, LP4, CBC, Auto differential CT with dye & without urinalysis, 
kidney creat bun 1 0.2 38.3 
CEA-EIA, Colonoscopy, Ultrasound                 1 0.2 38.5 
CEAs, colonoscopy, chem panel 1 0.2 38.7 
COLONOSCOPY - COMPLETE BLOOD TESTS - BARRIUM ENEMA 1 0.2  38.8 
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Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months:

 Cum 
rb26a COUNT PERCENT Percent 

CT MRI BLOOD 1 0.2 39.0 
CT Scan 4 0.7 39.7 
CT Scan Cystoscopy Urine tests 1 0.2 39.9 
CT Scan & CEA blood tests 1 0.2 40.0 
CT Scan & tumor marker test. 1 0.2 40.2 
CT Scan (chest pelvis abdomen) MRI & Pulmonary Scan 1 0.2 40.4 
CT Scan + Blood Tests 1 0.2 40.5 
CT Scan + blood tests 1 0.2 40.7 
CT Scan - Regular Blood Tests - Colonoscopy Ordered                               1 0.2 40.9 
CT Scan / Colonoscopy                                                           1 0.2 41.1 
CT Scan of the abdomen 1 0.2 41.2 
CT Scan, Blood, & Urine Tests 1 0.2 41.4 
CT Scan, Colonoscopy 1 0.2 41.6 
CT Scan, PET Scan, Blood tests, Cystoscopy 1 0.2 41.7 
CT Scan, PET, Blood Work 1 0.2 41.9 
CT Scan, Petscan, Colonoscopy 1 0.2 42.1 
CT Scan, Sigmoid, Colonoscopy, Barium Enema Examination 1 0.2 42.2 
CT Scan, blood tests 1 0.2  42.4 
CT Scan, blood work 1 0.2 42.6 
CT Scan, bone scan, blood work 1 0.2 42.8 
CT scan 1 0.2 42.9 
CT scan and blood tests 1 0.2 43.1 
CT scan twice & Blood tests 1 0.2 43.3 
CT scan, Bone scan, MRI, PSA, cystoscopic 1 0.2 43.4 
CT scan, MRI, bone scan, CEA Blood test, ultrasound 1 0.2 43.6 
CT scan, checked a lump on his chest, blood tests  1 0.2 43.8 
CT scan, colonoscopy, blood tests 1 0.2 44.0 
CT scans, Blood tests 1 0.2 44.1 
CT, PET Scans, CEA Blood Test 1 0.2 44.3 
CT-scan, blood test  1 0.2 44.5 
CT-scans, Octroscans, Chromogranin A (two each) Blood tests  1 0.2 44.6 
CTs, echocardiograms, blood tests, xrays, echo of the liver for a biopsy 
(which was not done) 24 hr urine tests 1 0.2 44.8 
CYSTOSCOPY 1 0.2 45.0 
CYTOLOGY, Vi p 1 0.2 45.1 
Camera into Bladder 1 0.2 45.3 
Can't recall, was 2 years ago  1 0.2 45.5 
Cat Scan 1 0.2 45.7 
Cat Scan - Chest X-Ray Pet Scan  1 0.2 45.8 
Cat Scan at St. Rose Hospital that is where all my test Record's are. 1 0.2 46.0 
Cat scan, blood tests.  1 0.2 46.2 
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Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months:

 Cum 
rb26a COUNT PERCENT Percent 

Cat scan, bone scan, blood tests 1 0.2 46.3 
Catscan 1 0.2 46.5 
Catscan CEA 1 0.2 46.7 
Check Chromsuone Level, Bone Marrow Tap 1 0.2 46.8 
Checked Uterus with a scope, Urine Test  1 0.2 47.0 
Checked for any growth w/ camera in rectum, colonscopy 1 0.2 47.2 
Chest X-Ray  Blood Tests 1 0.2 47.4 
Chest X-ray, CAT scan, blood work  1 0.2 47.5 
Chest X-ray, CT Scan                            1 0.2 47.7 
Chest x rays radiation lung scans 1 0.2 47.9 
Chest x-ray, CAT scan, blood test                                     1 0.2 48.0 
Chest x-ray, panel of blood tests (CBC), CEA, Colonoscopy  1 0.2 48.2 
Chest xray, Colonoscopy 1 0.2 48.4 
Chest, Abdomen, Pelvic C.T. Scan 1 0.2 48.6 
Cholesterol, routine Physical lipid panel 1 0.2 48.7 
Citoscopy 1 0.2 48.9 
Colon biopsy - results normal  1 0.2 49.1 
Colon test 2 0.3 49.4 
Colon test see other Doc for test 1 0.2 49.6 
Colonoscopia, Blood test. 1 0.2 49.7 
Colonoscopy 18 3.1 52.8 
Colonoscopy - Blood Tests                                      1 0.2 53.0 
Colonoscopy flex 1 0.2 53.2 
Colonoscopy in February 1 0.2 53.3 
Colonoscopy, Blood Test 1 0.2 53.5 
Colonoscopy, Blood Tests 1 0.2 53.7 
Colonoscopy, Blood Tests (Both ordered by Primary) 1 0.2 53.8 
Colonoscopy, Blood Tests, (CEA marker) 1 0.2 54.0 
Colonoscopy, Optical  1 0.2 54.2 
Colonoscopy, PSA test, blood tests 1 0.2 54.3 
Colonoscopy, Rectal biopsy, CT Scan, needle biopsy on liver, CEA Blood work  1 0.2 54.5 
Colonoscopy, Scan 1 0.2 54.7 
Colonoscopy, Ultrasound, X-ray                          1 0.2 54.9 
Colonoscopy, blood test 1 0.2 55.0 
Colonoscopy, blood tests 3 0.5 55.5 
Colonoscopy, blood tests and CEA 1 0.2 55.7 
Colonoscopy, blood work 1 0.2 55.9 
Colonoscopy, chesh x-ray  1 0.2 56.0 
Colonoscopy, down through throat to see pancreas (acute pancreatitis) 1 0.2 56.2 
Colonoscopy, liver biopsy, diabetes  1 0.2 56.4 
Colonoscopy, rectal exam, blood work (for physical exam) 1 0.2 56.6 
Colonostophy 1 0.2 56.7 
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Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months:

 Cum 
rb26a COUNT PERCENT Percent 

Colonscopy, CAT Scan, Ultrasound 1 0.2 56.9 
Colonsocopy 1 0.2 57.1 
Comprehensive Metabolic, lipid panel, CBC /w Auto Dif (L), TSH, Free T4 1 0.2 57.2 
Creatinine tests, cholesterol, blood tests for leukemia 1 0.2 57.4 
Cyscocopy - Colonoscopy  1 0.2 57.6 
Cystoscope 1 0.2 57.8 
Cystoscope to check my bladder for cancer  1 0.2 57.9 
Cystoscopy 12 2.0 60.0 
Cystoscopy & urine oncology 1 0.2 60.1 
Cystoscopy, Blood Test (PSA) 1 0.2 60.3 
Cystoscopy, CAT Scan, Bone Scan, Bone Survey, Blood Work, Chest X-Ray, Urine Analysis  1 0.2 60.5 
Cystoscopy, PSA 1 0.2 60.6 
Cystoscopy, Phys. Exam 1 0.2 60.8 
Cystoscopy, blood work 1 0.2 61.0 
Cystoscopy, urinalysis 4 0.7 61.7 
Cystoscopy, urine test  1 0.2 61.8 
EKG 1 0.2 62.0 
Echo Cardiac - Electo Cardiograph  Colonoscopy 1 0.2 62.2 
Endoscopy, urinalysis 1 0.2 62.4 
Every 3 Mos Urinalysis & Visual Inspection of inside of Bladder  1 0.2 62.5 
Examined bladder for signs of cancer 1 0.2 62.7 
FISH, CBC 1 0.2 62.9 
Feb 2003 full torso Cat Scan (neck to pelvis) 1 0.2 63.0 
Fecult occult, blood test; blood test for C.E.S. 1 0.2 63.2 
Flex sigmoidoscopy, eye exam 1 0.2 63.4 
For graft versus host disease 1 0.2 63.5 
Full examination, Blood Test to cover every concern area 1 0.2 63.7 
Gall bladder ultrasound 1 0.2 63.9 
Gastrointestinal SVS CEA's  1 0.2 64.1 
General physical Colonoscopy / Polyps / Cautery X-ray / CAT scan  Blood tests 1 0.2 64.2 
Hematology, Creatinine (Kidney, liver) Cholesterol  1 0.2 64.4 
I do Lab. Blood testing every 4 mos. Carte Blanche 1 0.2 64.6 
I had an endoscope 1 0.2 64.7 
I was checked and was clear in my bladder 1 0.2 64.9 
IVP 1 0.2 65.1 
IVP, liver function tests, 2 CT scans, blood work every two weeks 1 0.2 65.2 
Internal Bladder exam 1 0.2 65.4 
Kidney IVP also bladder urine cultures 1 0.2 65.6 
Lab & Blood Test & Procedure for Cystoscopy 1 0.2 65.8 
Lab / Blood - Colonoscopy - 1 0.2 65.9 
Lab Test - urologies test  1 0.2 66.1 
Lab Work - Blood Tests - X-Rays     1 0.2 66.3 
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Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months:

 Cum 
rb26a COUNT PERCENT Percent 

Lab test 1 0.2 66.4 
Lab tests of urine to verify status of cancer 1 0.2 66.6 
Lab work and CT scan 1 0.2 66.8 
Lab work, colonoscopy 1 0.2 67.0 
Lab. Blood work hand on exam  1 0.2 67.1 
Looks at surgical inciscion, blood tests 1 0.2 67.3 
M.D. looks into bladder to check for signs of cancer. ELECTRO CARDIOGRAM, ECHO CARBIOGRAM.  1 0.2 67.5 
MRI 2 0.3 67.8 
MRI - CAT SCAN                                                    1 0.2 68.0 
MRI - Colonoscopy  1 0.2 68.1 
MRI - lower abdomen                                                                     1 0.2 68.3 
MRI of Back 1 0.2 68.5 
MRI of the brain, carotyd scan 1 0.2 68.7 
MRI, Cat-scan, blood test                                                               1 0.2 68.8 
Mammogram, Pap Smear, Chest X-ray, blood tests  1 0.2 69.0 
Managram Ultrasound & a Kidney test  1 0.2 69.2 
Marrow Biopsy, Ferriton Test 1 0.2 69.3 
Medical exam 1 0.2 69.5 
Monthly urine & blood test 1 0.2 69.7 
MrI 1 0.2 69.8 
Needle Driven Biopsy/Colonoscopy/Blood Tests 1 0.2 70.0 
Occult blood test 1 0.2 70.2 
PET Scan, Blood tests 1 0.2 70.4 
PET Scan, CAT Scan 1 0.2  70.5 
PET Scan, CT Scan, CEA, Complete Blood Tests, INR - 1 0.2 70.7 
PSA 4 0.7 71.4 
PSA - CBC  1 0.2 71.6 
PSA on Blood Test 1 0.2 71.7 
PSA test, cystoscopy, urinalysis  1 0.2 71.9 
PSA, Every 4 mo Colon Ca check up 1 0.2 72.1 
Pet scan, CT scan 1 0.2 72.2 
Pet scan, colonoscopy, blood test  1 0.2 72.4 
Physical exam, scope of bladder 1 0.2 72.6 
Prophylactic eye test 1 0.2 72.7 
Prostate 1 0.2 72.9 
SCOPE 1 0.2 73.1 
Scope 1 0.2 73.3 
Scope inside of bladder twice a year 1 0.2 73.4 
Scope of bladder 4 0.7 74.1 
Scope went in every 6 mos & looked to see how things were 1 0.2 74.3 
Scope, Urine Test  1 0.2 74.4 

APECC Section B: Cancer Care in the LAST 12 MONTHS
 
Page 16 of 91
 



    

          
          
          

     
          
          
          
          
          
          
          

          
                                                                                           

                                                                                            
                                                                               

          
                                                      

          
                                                                               
                                                                           

                                                                                  
                                                                                         

                                 
                                                                                

          
                                                                             

          
                                                                          

          
                                                                                    

          
                                                          

                                                               
                                                                            
                                                                           

                                                           
          
          

                                                                                               
                                            

Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months: 

Cum 
rb26a COUNT PERCENT Percent 

Scope/camera inside of bladder 1 0.2 74.6 
Scoped bladder 1 0.2 74.8 
Sigmodoiscopy, stool test, blood test 1 0.2 75.0 
Sigmoid (done during office visit) 1 0.2 75.1 
Sonagram 1 0.2 75.3 
Stool Test                                                                                  1 0.2 75.5 
Stool samples - Colonoscopy                                                                 1 0.2 75.6 
Surgery, Scope (twice) Ultra Sound (Heart) 1 0.2 75.8 
Sygmoidoscopy, Colonoscopy                                                                  1 0.2 76.0 
Take tissue from colon or rectum 1 0.2 76.1 
Test for Hemo Chromatosis (I have a family history)                                         1 0.2 76.3 
The doctor only ordered a biopsy immediately after the operation. 
No other tests were ordered. 1 0.2 76.5 
Tumor Tagger 1 0.2 76.7 
Tumor Tests 1 0.2 76.8 
URINE TEST TO LABORATORY  1 0.2 77.0 
Ultra-sound (Breast (Right) he thought he found a small lump.  Everything is okay.) 
(Colonscopy Jan - 2004) (3 year check up follow-up)   1 0.2 77.2 
Ultrasound, x-rays, scope down throat, blood test  1 0.2 77.3 
Unable to recall 1 0.2 77.5 
Unilab - For blood tests  1 0.2 77.7 
Urinalysis, blood tests 1 0.2 77.9 
Urinalysis-cystoscopy  1 0.2 78.0 
Urine Cytology 2 0.3 78.4 
Urine checks for Blood  (in house) + "unusual" cells (specialist) PSA 1 0.2 78.5 
Urine culture, cystopsy 1 0.2 78.7 
Urine test - scope               1 0.2 78.9 
Urine test - scope bladder  1 0.2 79.0 
VIEWED BLADDER WITH SCOPE 1 0.2 79.2 
Visual check of bladder tumor 1 0.2 79.4 
X ray or cat scan 1 0.2 79.6 
X ray, Sigmoidscopy 1 0.2 79.7 
X'RAYS ON LUNGS AND KIDNEY, BREAST 1 0.2 79.9 
X-Ray, CAT scan, Blood test, PET, colonoscopy  1 0.2 80.1 
X-Ray, MRI, Ultrasound, Blood Tests  1 0.2 80.2 
X-Ray-,CT Scan, Colonoscopy  1 0.2 80.4 
X-ray chest, UGI, Blood test  1 0.2 80.6 
X-ray with camera to see if cancer came back  1 0.2 80.7 
X-ray, blood tests                          1 0.2 80.9 
X-rays, Cat-scan, Blood Tests      1 0.2 81.1 
biopsies 1 0.2 81.3 
biopsies - polyp removed no cancer in Feb 2003, blood tests  1 0.2 81.4 
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Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months:

 Cum 
rb26a COUNT PERCENT Percent 

bladder exam - scope                                                                           1 0.2 81.6 
blood -tests.                                                                                 1 0.2 81.8 
blood panel, CT scan                                        1 0.2 81.9 
blood test 4 0.7 82.6 
blood test (don't know what kind)                                                            1 0.2 82.8 
blood test for CEA, colonoscopy                                                               1 0.2 83.0 
blood test for leukemia 1 0.2 83.1 
blood test, bone marrow biopsy 1 0.2 83.3 
blood test, high blood pressure test, colonoscopy                                            1 0.2 83.5 
blood tests 5 0.9 84.3 
blood tests (CBC), urinalysis 1 0.2 84.5 
blood tests and x rays + coloscopy 1 0.2 84.7 
blood tests, CAT Scan 1 0.2 84.8 
blood tests, CT scan 1 0.2 85.0 
blood tests, cat scans, colonoscopy 1 0.2 85.2 
blood tests, colonoscopy 1 0.2 85.3 
blood tests, colonoscopy, mammogram 1 0.2 85.5 
blood tests, cystoscope 1 0.2 85.7 
blood tests, transfusions 1 0.2 85.9 
blood tests, urine cytology 1 0.2 86.0 
blood work 3 0.5 86.5 
blood work & sigmoid                              1 0.2 86.7 
blood work to test to see if she had a heart attack, looked into bladder with scope 1 0.2 86.9 
blood work, physical exam, colonoscopy  1 0.2 87.1 
bone density, blood work, CT scan, Chest X-ray  1 0.2 87.2 
bone marrow aspirate, CBC, x-ray   1 0.2 87.4 
bone marrow biopsy, CAT Scans, pulmonary tests, rejection tests because of complications 
of bone marrow rejection  1 0.2 87.6 
bone marrow biopsy, CT Scan, X rays 1 0.2 87.7 
bone marrow tests, blood tests 1 0.2 87.9 
bone marrow, blood tests 1 0.2 88.1 
bx from tongue 1 0.2  88.2 
cardiologist, chest x ray 1 0.2 88.4 
cea (blood test) 1 0.2 88.6 
cea, chest xray, colonoscopy, (hepatic) liver function, comprehensive metabolic  1 0.2 88.8 
checked out bladder with a scope 1 0.2 88.9 
chest x-rays, CT scans, ultrasounds  1 0.2 89.1 
colonoscopy 15 2.6 91.7 
colonoscopy blood tests 1 0.2 91.8 
colonoscopy to check if anymore polyps 1 0.2 92.0 
colonoscopy, CAT-scan, checked hollow area (post surgery)  1 0.2 92.2 
colonoscopy, blood test 1 0.2 92.3 
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Question from Survey                             Values and Frequencies (Total: 774)
 
B26A. In the last 12 months, did you follow-up care doctor order any medical tests to check for signs of cancer or other medical 
problems? Please name some of the medical tests that you received in the last 12 months: 

Cum 
rb26a COUNT PERCENT Percent 

colonoscopy, blood work 1 0.2  92.5 
colonoscopy, cat scan 1 0.2 92.7 
colonoscopy, mamogram, CT scan, Blood tests 1 0.2 92.8 
colonscopy  1 0.2 93.0 
cystiscope 1 0.2 93.2 
cysto, PSA 1 0.2 93.4 
cystopty, bladder biopsy 1 0.2 93.5 
cystoscopy 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, complete phys 1 0.2 95.2 
cytology 1 0.2 95.4 
cytoscopy 1 0.2 95.6 
don't know, some sort of lab tests. 1 0.2 95.7 
endoscopic exam to check for bladder cancer recurrence 1 0.2 95.9 
examines bladder with a scope, blood tests, colonoscopy and went down her throat with a scope 1 0.2 96.1 
fill bladder with water and look inside 1 0.2 96.3 
flow cytometry blood exam, blood draws 1 0.2 96.4 
gallbladder, adrenal 1 0.2 96.6 
gynecology 1 0.2 96.8 
look at bladder with a scope 2 0.3 97.1 
look at the bladder with a scope and urine tests                1 0.2 97.3 
look into bladder with a scope 1 0.2 97.4 
mamogram, biopsy of breast tissue, Pap test, blood test         1 0.2 97.6 
mostly blood work tests 1 0.2 97.8 
reg. Blood work, x-rays, CAT scans 1 0.2 98.0 
sigmoidoscopy, PSA test 1 0.2 98.1 
small bladder tumor; cancer endometrial lining uterus          1 0.2 98.3 
stool exam, blood exam, x-ray                                   1 0.2 98.5 
thyroid tests on glands 1 0.2 98.6 
tumor tracer - blood tests                                    1 0.2 98.8 
tumor 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 cytology 1 0.2 99.5 
urine samples tested for signs of cancer 1 0.2 99.7 
urine test, biopsy 1 0.2 99.8 
x-ray of kidney                                              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 months, were you bothered by any symptoms or treatment-related side effects? Please describe some of the 
symptoms/side effects that bothered you in the last 12 months.

 Cum 
b31a COUNT PERCENT Percent 

? Diarrhea 1 0.6 0.6 
A very uncomfortable/feeling or pain when probe is being inserted through the penis 1 0.6 1.1 
Abdominal pain when I did not eat correctely 1 0.6 1.7 
Abdominal sensations, difficulty in keeping blood at proper clotting level 1 0.6 2.3 
Acute pain from scar tissue 1 0.6 2.9 
Adhesion problems in the intestine resulted in pain + sometimes vomiting 1 0.6 3.4 
After chemo- nausea                                                                  1 0.6 4.0 
After my chemotherapy I feel an aftertaste in my mouth + the smell of certain things. 1 0.6 4.6 
Any abdominal makes me think cancer. 1 0.6 5.2 
BCG - causes frequencey, burning, clots, and tissue expulsion  1 0.6 5.7 
BCG infection of the prostate 1 0.6 6.3 
BCG treatments: Pain while urinating for a day after each treatment.  1 0.6 6.9 
BURNING IN STOMACH FATIGUE WATER RETENSION (SWELLING) AROUND EYES + THROAT 1 0.6 7.5 
Bladder cancer, I now wear a urostomy pouch, a little hard to deal with  1 0.6 8.0 
Bladder infection Overactive bladder 1 0.6 8.6 
Bladder spasms - incontinance - Urethera blocked by blood clot  1 0.6 9.2 
Bladder urgency to void 1 0.6 9.8 
Bleeding, urgency, painful urination 1 0.6 10.3 
Blood transfusion-Doctor gave me benadryl       1 0.6 10.9 
Burning upon urination 1 0.6 11.5 
Burning upon urination, polyuria, frequency/urgency 1 0.6 12.1 
Burning/Pain during urination after resection of bladder 1 0.6 12.6 
CT Scans are very uncomfortable. Can't be helped. 1 0.6 13.2 
Certain smells 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 
Circulation issues- hands, feet  1 0.6 14.9 
Cold Sensative, Hands Numb  1 0.6 15.5 
Colon-rectal bleeding, discomfort, problems w/diarrhea  1 0.6 16.1 
Constipation 1 0.6 16.7 
Cramping - restriction of small intestine  1 0.6 17.2 
Cramping in bowels. Change in regularity 1 0.6 17.8 
Cramping of bladder. 1 0.6 18.4 
Dark Stool 1 0.6 19.0 
Diahrea 1 0.6 19.5 
Diareha, Fatigue, weight gain, Dryness of skin, unable to Rest OR Sleep. 1 0.6 20.1 
Diarrhea 2 1.1 21.3 
Diarrhea and dehydration 1 0.6 21.8 
Diarrhea, fatigue, nausea 1 0.6 22.4 
Digesting food (bowels) 1 0.6 23.0 
Dry skin, itching, loss of hair. 1 0.6 23.6 
Duresis 1 0.6 24.1 
Extreme fatigue, lowered CD4 blood 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 months, were you bothered by any symptoms or treatment-related side effects? Please describe some of the 
symptoms/side effects that bothered you in the last 12 months.

 Cum 
b31a COUNT PERCENT Percent 

Extreme fatigue, nasuea, muscle pain, cramping, joint pain, memory loss, inability to find 
focus, chronic graft vs. Host Disease headaches, numbness in lower limbs…etc. 1 0.6 25.3 
Fatigue 2 1.1 26.4 
Fatigue, itching, muscle cramps, nausea, dizzyness, loss of appetite 1 0.6 27.0 
Fatigue. Nausea. Night sweats. Anemia. Nestropenia. 1 0.6 27.6 
Feet itched, vagina itched, sensations of warmth, and fatigue 1 0.6 28.2 
Finger/foot problems from chemo 1 0.6 28.7 
First chemo treatment cysplatin, caused atrial fibrilations requiring 2 weeks hospitalization. 
Changed chemo to carboplatin--good results.                     1 0.6 29.3 
Frequency and urgency for bowel movement.  Discomfort after bowel movement. 1 0.6 29.9 
From predcrisone: swollen face and stomach, increased heart rate, shaking, from Sept 
on: susceptibility to sunlight.  1 0.6 30.5 
Gas, Consipation 1 0.6 31.0 
Graft vs. host disease, anemia 1 0.6 31.6 
Hair Loss, Tired, Weak 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. Muscle pain in abdomen, pelvis and hips. 
Fatigue. Diarrhea. 1 0.6 33.3 
Hemorrhoids. And seepage after escrement.  1 0.6 33.9 
Hernia, Drainage (Blood, Pus) from Fluid Collection in Lower Pelvis 1 0.6 34.5 
High blood pressure, heart failure 1 0.6 35.1 
I all ways have bowel prombles either diearea or plug up 1 0.6 35.6 
I find that my hands shake a lot 1 0.6 36.2 
I go to the rest room to much some time 5-8 time a date and it some time soft  1 0.6 36.8 
I got a cold shivering chill from 6 pm to 12 pm after last three chemos. 1 0.6 37.4 
I have a lot due to BMT and GVHD. Serious eye problems, pulmonary (breathing) fatigue. 1 0.6 37.9 
I have had six surgeries for removal of tumors in 3 yrs. The last surgery gave me prolonged 
and great discomfort. 1 0.6 38.5 
I must give myself injections in my belly which do bother M. it is painful  1 0.6 39.1 
I need to strain when doing bowel movement lately, I often have diarrhea or constipation  1 0.6 39.7 
IRREGULAR BOWEL FUNCTION; LOOSE STOOLS 1 0.6 40.2 
In my clinical trial, Iv'e had tiredness, skin changes, blood changes, odd tastes & 
sensations…Had a faulty IV during a CT- arm filled w/IV fluid…  1 0.6 40.8 
Incontinent 1 0.6 41.4 
Last Nov-Dec I was not feeling well from liver infection problems.  As those got better 
I felt beter. Symptoms - nausea, no appetite - tired.  1 0.6 42.0 
Last week I got the shakes but otherwise 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, anemia 1 0.6 44.3 
MILD PAIN RESULTING FROM SCOPE VIEWING OF THE BLADDER  1 0.6 44.8 
Mouth 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 months, were you bothered by any symptoms or treatment-related side effects? Please describe some of the 
symptoms/side effects that bothered you in the last 12 months.

 Cum 
b31a COUNT PERCENT Percent 

Multiple bowel movements predicted by doctor due to shortened colon.  1 0.6 46.0 
My left plueral (?) lung area filled with fluid and I'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 I pulled a muscle. I have to sit up straight and I can't lean or bend 1 0.6 47.7 
My stomach busted oped, because I got an enfection, and was draining a lot of (fluids) from my 
nable. 1 0.6 48.3 
Nausea 1 0.6 48.9 
Nausea, Vomiting, Diarrhea, decreasing of WBC, hyper-cold sensitivity, dipression, tiredness, 
hair loss 1 0.6 49.4 
Nausea, Vomiting, Sore Throat, Drainage (Leaking) from Surgery Incision 1 0.6 50.0 
Nausea, headaches, fatigue, irritability, aches 1 0.6 50.6 
Nausea, numbness of toes and tips of fingers, loss of energy - sensitive to cold on hands 
and mouth. 1 0.6 51.1 
Nausea, some times diarrhea. Always feel tire 1 0.6 51.7 
Nausea; diarrhea 1 0.6 52.3 
Neuropathy, Nausea, Weakness, Low Blood Counts  1 0.6 52.9 
Neuropthy of feet 1 0.6 53.4 
Not much energy - Anemic due to CLL when medication is taken- 1 0.6 54.0 
Numbness on left leg, after radition 1 0.6 54.6 
Pain 1 0.6 55.2 
Pain & distress in lower abdomen. Trouble with eating can't eat regular meals. 
Eats little throughout the day.  1 0.6 55.7 
Pain Stomach, Numness, Hands, Legs, Feet 1 0.6 56.3 
Pain from excessive scar tissue in intestines from surgery. 1 0.6 56.9 
Pain having to go to the restroom at once (But after the treatment only last 6 hour's  1 0.6 57.5 
Pain in gorn area 1 0.6 58.0 
Pain in the abdomen that occasionally comes about. 1 0.6 58.6 
Pain-had to sit down to urinate-healing surgery site- I am diabetic  1 0.6 59.2 
Peripheral neuropathy  1 0.6 59.8 
Possible adhesion - blockage in colon.  1 0.6 60.3 
Pressure on chest 1 0.6 60.9 
Rash, graph vs. host disease, mouth rash. 1 0.6 61.5 
Rectal Bleeding 1 0.6 62.1 
Rectal incontinence 1 0.6 62.6 
Red Blood count low, Platetets count 1 0.6 63.2 
Removal of polyp caused loss of rectum, increased frequency of waste discharge, 
sleep deprevation, internal reconfiguration interferes with urinary system and 
enlarged prostrate. 1 0.6 63.8 
Runs from depression medicine 1 0.6 64.4 
SX=night sweats, sleeplessness, swollen lymph nodes, slight anemia. No tx- related 
side effects 1 0.6 64.9 
Severe all left side pain ever since I been diagnosed with "CML" 1 0.6 65.5 

APECC Section B: Cancer Care in the LAST 12 MONTHS
 
Page 22 of 91
 



    

                               
          
          

          
          

          
          
          
          

                                                                
          
          

                                        
          

                      
                                                                   

          
                                                                 

                                                                  
          
          

          
                                                   

                              
                  

                                                                                   
                                                                 

          

          
          
          
          
     

                                      

Question from Survey                             Values and Frequencies (Total: 774)
 
B31A. In the last 12 months, were you bothered by any symptoms or treatment-related side effects? Please describe some of the 
symptoms/side effects that bothered you in the last 12 months.

 Cum 
b31a COUNT PERCENT Percent 

Severe pain and infection, Deep Vein Thrombosis, General Chemo side effects 1 0.6 66.1 
Severe shortness of breath 1 0.6 66.7 
Since Jan 04 stomach cramps                                                                 1 0.6 67.2 
Since my Red cells were always low from chemo I had a lot of transfusion 
so my skin color is darker and liver counts are high. And the treatment 
for that caused problems with my bladder. Swelling in 1 0.6 67.8 
Since surgery the digestive system has not recovered its normal functions- 1 0.6 68.4 
Sinusitis drainage + cough, Purpura from Thrombocytopenia Chemo Induced 
GI SXS, Dermatologic Changes 1 0.6 69.0 
Skin irritation, tiredness in the legs, crackings on the skin 1 0.6 69.5 
Slight blood in urine, frequency of urination 1 0.6 70.1 
Some medications had side effects. 1 0.6 70.7 
Some memory problems - also bowel problems 1 0.6 71.3 
Stomach discomfort 1 0.6 71.8 
Stomach pain 2 1.1 73.0 
Stomach pain - bowel problems, bleeding (as a result of colonoscopy, done as part 
of f/u care)  Nothing specifically related to cancer or treatment. 1 0.6 73.6 
Swelling and nausea 1 0.6 74.1 
Swelling of pubic area - severe / skin - very thin - cut very easy, bruise very easy 1 0.6 74.7 
Swelling of the eye area, muscle cramps 1 0.6 75.3 
The camera they used to picture my bladder is 6 ft, (I swear). The hole they put 
it in is 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 mouth lots of gas. 1 0.6 77.0 
Unable to hold bowel movements 1 0.6 77.6 
Upset stomach / Very frequent bowel movements on bad days 1 0.6 78.2 
Vein pain, excessive muscle twitches when going to sleep, cogitive and memory 
difficulties, acid reflux 1 0.6 78.7 
Weekness from chemo, loss of strength and feeling tired 1 0.6 79.3 
When I took Kidney test 2 Bottles of Barium & I had no control of my bowels 1 0.6 79.9 
When the cancer had to be removed by burning it out it was hard to pee for about a week. 1 0.6 80.5 
You need no technology equipment not the old snake you used 10k times before. 
Who designs this stuff? 1 0.6 81.0 
agitated bladder, perscribed patch-worked 1 0.6 81.6 
arthritis, depression 1 0.6 82.2 
blood in urine from BCG treatment bothered me a bit, but not enough to warrant any 
special care                                                                                   1 0.6 82.8 
can't keep food down 1 0.6 83.3 
diarrhea, At times Effects RBC ulcer in mouth use Stanford mouth swish + swallow liquid       1 0.6 83.9 
excess gas, frequent bowel movements 1 0.6 84.5 
fatigue 1 0.6  85.1 
fatigue, repative (diarrhea, natia), loss 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 months, were you bothered by any symptoms or treatment-related side effects? Please describe some of the 
symptoms/side effects that bothered you in the last 12 months.

 Cum 
b31a COUNT PERCENT Percent 

felt tired 1 0.6 86.2 
ghost pains - arms hurt from chemo - veins ached  1 0.6 86.8 
gout 1 0.6 87.4 
high blood pressure 1 0.6 87.9 
intestinal blockages, diarrhea, rashes, swollen tounge 1 0.6 88.5 
medication 1 0.6 89.1 
nasausness, tiredness, constipation 1 0.6 89.7 
nausea, diarrhea 1 0.6 90.2 
nausea, loss of appetite 1 0.6 90.8 
nausea, sores in mouth, itching, pain, depression 1 0.6 91.4 
nausea, vomiting, indigestion 1 0.6 92.0 
nausea, vomitting, dizziness, headache, bad taste in mouth, fatigue 1 0.6 92.5 
neuropathy 1 0.6 93.1 
nite sweats 1 0.6 93.7 
obstuction 2nd time Jan 2003 1 0.6 94.3 
reaction to antibiotics; some bleeding 1 0.6 94.8 
rectal bleeding 1 0.6 95.4 
rectal bleeding, tail bone soreness 1 0.6 96.0 
some bowel irregularity 1 0.6 96.6 
stomache ache, head ache, nausea 1 0.6 97.1 
strong dizziness - frequently; Depression; Amnesia; Colon polypuses             1 0.6 97.7 
unusual bowel movements - discomfort - bewilderment!  1 0.6 98.3 
upset stomach/nauseousness 1 0.6 98.9 
urinary difficulty 1 0.6 99.4 
urineation problems 1 0.6 100.0

 600 . 0.0 
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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 problems in the last 12 months? Other 
specify.

 Cum 
rb68oth COUNT PERCENT Percent 

Back specialist 1 1.4 1.4 
Bone Marrow Transplant Doctor 1 1.4 2.7 
Bone marrow transplant 1 1.4 4.1 
Ears Nose & Throat MD / Head & Neck Surgeon anothe 1 1.4 5.4 
Eye doctor 1 1.4 6.8 
FAMILY PRACTICE, DR AT V.A. OFFICE 1 1.4 8.1 
Family Care Physician 1 1.4 9.5 
Family practice 2 2.7 12.2 
GYNO - ultra sonagram for pelvic pain - 1 1.4 13.5 
General 1 1.4 14.9 
General Practicer 1 1.4 16.2 
Genetic Counselor 1 1.4 17.6 
Gerontologist 1 1.4 18.9 
Gynecologist, Osteopath 1 1.4 20.3 
Homeopath, Primary Care MD 1 1.4 21.6 
Infectious Disease 1 1.4 23.0 
Infectious disease, bone marrow transplant special 1 1.4 24.3 
Internist 5 6.8 31.1 
Internist, Radiologist  1 1.4 32.4 
Interventional Radiologist 1 1.4 33.8 
Kidney (Renal) Specialist and Infectious Disease S 1 1.4 35.1 
Lung specialist  1 1.4 36.5 
M.D. 1 1.4 37.8 
Medical Doctor 1 1.4 39.2 
My internist. 1 1.4 40.5 
Nephrologist 1 1.4 41.9 
OB/GYN 2 2.7 44.6 
OB/GYN & Podiatry 1 1.4 45.9 
Opthalmologist (eye specialist) 1 1.4 47.3 
Opthamologist, infectious disease specialist) 1 1.4 48.6 
Opthomologist (eye) 1 1.4 50.0 
P. saw a fertility specialist in relation to havin 1 1.4 51.4 
Physical Therapist 1 1.4 52.7 
Physical therapist 1 1.4 54.1 
Podiatrist, chemo caused toe infection, leg amputa 1 1.4 55.4 
Poditrist - Tonail, OB-GYN  1 1.4 56.8 
Primary Care 8 10.8 67.6 
Primary Care - Internal Medicine  1 1.4 68.9 
Primary Care Doctor 2 2.7 71.6 
Primary Care Physician 1 1.4 73.0 
Primary Care, Acupuncturist, and 2 Chiropractors 1 1.4 74.3 
Primary doctor 1 1.4 75.7 

APECC Section B: Cancer Care in the LAST 12 MONTHS
 
Page 25 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-related issues or problems in the last 12 months? Other 
specify.

 Cum 
rb68oth COUNT PERCENT Percent 

Primary doctor, rated as poor in quality for B69  1 1.4 77.0 
Radiologist 1 1.4 78.4 
Radiology specialist 1 1.4 79.7 
Renal 1 1.4 81.1 
Retinal Specialist, Internal Medicine 1 1.4 82.4 
Stanford pain clinic 1 1.4 83.8 
Transplant doctor 1 1.4 85.1 
What's he called? He did my Colonoscopy. 1 1.4 86.5 
did colonoscopy at hospital 1 1.4 87.8 
doctor who performed colonoscopy procedure 1 1.4 89.2 
gynecologist / surgeon - don't know if problem was  1 1.4 90.5 
gynocologist who discovered cancer was recurring 1 1.4 91.9 
internist 1 1.4 93.2 
oncology pharmacist 1 1.4 94.6 
personal physician 1 1.4 95.9 
radiologists 1 1.4 97.3 
saw multiple doctors @ the same time @ UCSF         1 1.4 98.6 
varicose vein 1 1.4 100.0 

700 . 0.0 
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Question from Survey                             Values and Frequencies (Total: 774)
 
Section C: Complementary and Alternative Therapies Used in the LAST 12 MONTHS 

c1k. In the last 12 months, did you use any of the following complementary and alternative therapies? Other specify.
 Cum 

rc1koth COUNT PERCENT Percent 

"A thinking process - that's all"  1 1.6 1.6 
All Prayer's help me a lot. Different people A chu 1 1.6 3.2 
Bible study group, church for worship & fellowship 1 1.6 4.8 
COMMON RELAXED THINKING AND REALIZING A #1 DR. AVA 1 1.6 6.5 
Cardiovacular exercise & weight training 1 1.6 8.1 
Chinese Herbs 1 1.6 9.7 
Christian Science practioners 1 1.6 11.3 
Coral calcium (most important item) 1 1.6 12.9 
Daily exercise program with wife. Judo everyday a 1 1.6 14.5 
Diabetes School 1 1.6 16.1 
Diet & exercise 1 1.6 17.7 
Diet, exercise, & lifestyle to maintain strong imm  1 1.6 19.4 
Eat mostly vegetarian low fat plenty tofu (Bean Ca 1 1.6 21.0 
Exercise - treadmill, weights, stretching  1 1.6 22.6 
Exercise daily 1 1.6 24.2 
Exercise, Cardiovascular work outs 1 1.6 25.8 
Exercises at gym, uses weights 1 1.6 27.4 
Family Support 1 1.6 29.0 
Fiber supplement, Calcium, Aspirin 1 1.6 30.6 
Healthy diet & exercise 1 1.6 32.3 
Herbs 1 1.6 33.9 
I HAVE BEEN ON A FAT FREE AND BEEF FREE DIET FOR 1 1 1.6 35.5 
I have a great wife & son 1 1.6 37.1 
I swim laps 3 times a week and have been aware of  1 1.6 38.7 
I took Essiac for 1 year following surgery and con 1 1.6 40.3 
Inner self analysis. Occupation of mind and body 1 1.6 41.9 
Joined weight watchers to lose weight 1 1.6 43.5 
Keep on moving; Company of one pet 1 1.6 45.2 
Medical intuitive, 1 1.6 46.8 
Multi-vitamin  1 1.6 48.4 
NO RED MEAT. MOSTLY FISH DIET 1 1.6 50.0 
Naturopathy 1 1.6 51.6 
Need to survive for my kids ­ 1 1.6 53.2 
None 1 1.6 54.8 
Null 2 3.2 58.1 
Physical Exercise 1 1.6 59.7 
Pray for my own healing.  1 1.6 61.3 
Prayer by many people & groups 1 1.6 62.9 
Prayer chain 1 1.6 64.5 
Regular exercise, contact sports  1 1.6 66.1 
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Question from Survey                             Values and Frequencies (Total: 774)
 
c1k. In the last 12 months, did you use any of the following complementary and alternative therapies? Other specify.

 Cum 
rc1koth COUNT PERCENT Percent 
Self Care Medicine 1 1.6 67.7 
Support from good friends 1 1.6 69.4 
Tried to maintain "renal" diet 1 1.6 71.0 
Vitamins without iron & codlever oil 1 1.6 72.6 
Volunteer-Medical Transportation  1 1.6 74.2 
Walk daily  1 1.6 75.8 
Walking Exercise 1 1.6 77.4 
Water Areobics 1 1.6 79.0 
drink green and roiboos teas  1 1.6 80.6 
exercise e.g. brisk walking, jogging, etc 1 1.6 82.3 
family, spiritual, religious 1 1.6 83.9 
fresh juices 1 1.6 85.5 
getting attention and care from family & friends 1 1.6 87.1 
lots of family support 1 1.6 88.7 
many physical activities basketball, racquetball,  1 1.6 90.3 
my Daughter is a Minerster prayed for me 1 1.6 91.9 
read books, magazine, sport 1 1.6 93.5 
strong aerobics & exercise routine 1 1.6 95.2 
transformational work 1 1.6 96.8 
walking 1 1.6 98.4 
walking exercise 1 1.6 100.0

 712 . 0.0 
C2_5SPEC. What were the major reasons why you used any of these therapies discussed in question C1 in the last 12 months? To help 
deal with a medical condition other than cancer, please specify:

 Cum 
rc2_5spec COUNT PERCENT Percent 

A broken knee 1 1.1 1.1 
AMYOTROPHY 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 
Asthma + Emphysema 1 1.1 5.4 
Back & Neck problems 1 1.1 6.5 
Back Pains 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 
Cardiac disease                                  1 1.1 15.2 
Circulation 1 1.1 16.3 
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Question from Survey                             Values and Frequencies (Total: 774)
 
C2_5SPEC. What were the major reasons why you used any of these therapies discussed in question C1 in the last 12 months? To help 
deal with a medical condition other than cancer, please specify:

 Cum 
rc2_5spec COUNT PERCENT Percent 

Constipation 1 1.1 17.4 
DIABETES 1 1.1 18.5 
DIABETICE 1 1.1 19.6 
Depression & Anxiety 1 1.1 20.7 
Dermitits Herpelatofonis 1 1.1 21.7 
Diabetes 5 5.4 27.2 
GVHD, zoster outbreak                        1 1.1 28.3 
Gout; foot pains 1 1.1 29.3 
Graft versus Host 1 1.1 30.4 
HA or Dizziness 1 1.1 31.5 
Heart + Hypertension + Cholesterol 1 1.1 32.6 
Heart condition 1 1.1 33.7 
Heart problems 1 1.1 34.8 
High blood pressure 1 1.1 35.9 
High blood pressure; Arthritis 1 1.1 37.0 
Hope to prevent adhesion problem 1 1.1 38.0 
Kidney disease 1 1.1 39.1 
Kidney failure 1 1.1 40.2 
Liver Transplant 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 
Pain 1 1.1  47.8 
Pain in my back + legs 1 1.1 48.9 
Peripheral Neoropathy 1 1.1 50.0 
Postviral syndrome 1 1.1 51.1 
Rectal Bleeding, Lower back, hip pain 1 1.1 52.2 
Renal (caused by blood cancer) 1 1.1 53.3 
Rheumatoid arthritis 1 1.1 54.3 
Shingles 1 1.1 55.4 
Strained rotatercuff 1 1.1 56.5 
Thyroid 1 1.1 57.6 
Upset Stomach 1 1.1 58.7 
Weight 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 
chronic pain management 1 1.1 66.3 
depression 2 2.2 68.5 
depression, allergies 1 1.1 69.6 

APECC Section C: Complementary and Alternative Therapies Used in the LAST 12 MONTHS
 
Page 29 of 91
 



    

                                        
                                                                 

                                                  
                                                              

                                            
                                                            
                                                           

                                                            
                                                    

                                             
                                                     

                                       
     

                                                  
          

                                                                
                                                              

          
                                               

                                                         
          

                                  
                                                     

                 
                                                         

                                                          
             

Question from Survey                             Values and Frequencies (Total: 774)
 
C2_5SPEC. What were the major reasons why you used any of these therapies discussed in question C1 in the last 12 months? To help 
deal with a medical condition other than cancer, please specify:

 Cum 
rc2_5spec COUNT PERCENT Percent 

depression; chronic pain syndrome  1 1.1 70.7 
diabetes 3 3.3 73.9 
elevated blood 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 problems 1 1.1 79.3 
heart surgery 1 1.1 80.4 
high cholesterol 1 1.1  81.5 
high cholesterol, depression 1 1.1 82.6 
insomnia, gallstones 1 1.1 83.7 
insomnia, hormonal imbalances 1 1.1 84.8 
leg amputation 1 1.1 85.9 
massage for scar tissue 1 1.1 87.0 
movement therapy to restore leg strength 1 1.1 88.0 
neck pain 1 1.1 89.1 
over weight 1 1.1 90.2 
pinched nerve 1 1.1 91.3 
sciatic nerve inflammation 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 lower cholesterol 1 1.1 96.7 
to restore balance + muscular control after back surgery  1 1.1 97.8 
treated diabetes 1 1.1 98.9 
weight problem 1 1.1 100.0

 682 . 0.0 
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Question from Survey                             Values and Frequencies (Total: 774)
 
C2oth. What were the major reasons why you used any of these therapies discussed in question C1 in the last 12 months? Other specify.

 Cum 
rc2oth COUNT PERCENT Percent 
"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 
Daily occupation of mind/body. Program of activity - physical and mental to prevent depression, 
musc 1 0.8 3.9 
Daily personal prayer is a part of my life  1 0.8 4.7 
Doctor recommended them 1 0.8 5.4 
Done these for 30yrs, I would do them anyway but believe mind-body connection approach to cancer  1 0.8 6.2 
Essential to my state of mind, health and well being, without, I would not have survived. 1 0.8 7.0 
Faith 2 1.6 8.5 
For Gods help 1 0.8 9.3 
For Spiritual Healing 1 0.8 10.1 
For comfort & spiritual guidance 1 0.8 10.9 
For my own personal growth and well being 1 0.8 11.6 
For peace of mind, hope 1 0.8 12.4 
For relaxation, physical fitness & healing 1 0.8 13.2 
GENERAL HEALTH & WELL BEING 1 0.8 14.0 
General Health 1 0.8 14.7 
General health & prevent disease  1 0.8 15.5 
HIV wasting syndrone 1 0.8 16.3 
Habit 1 0.8 17.1 
Have been saying nightly prayers all my life. 1 0.8 17.8 
Held in general fitness & health  1 0.8 18.6 
Help from God to rid me of disease 1 0.8 19.4 
High blood pressure, arthritis 1 0.8 20.2 
Hypoglycemia 1 0.8 20.9 
I always pray 1 0.8 21.7 
I am a catholic and believe in prayer. 1 0.8 22.5 
I believe in prayer & my church & God 1 0.8 23.3 
I believe in the power of prayer, mine own and other peoples. 1 0.8 24.0 
I feel personal prayer is a critical part of life - cancer or not                      1 0.8 24.8 
I give thanks to God for my recovery & medical staff who helped me to recover 1 0.8 25.6 
I like vegetables better than meat. Prayer is a part of me. 1 0.8 26.4 
I pray all the time 1 0.8 27.1 
I pray every night for my own spiritual beliefs 1 0.8 27.9 
I pray everyday for thanks 1 0.8 28.7 
I pray for continued good health for myself and family/friends. 1 0.8 29.5 
I regularly medicate & pry  1 0.8 30.2 
I'm a Bhuddist 1 0.8 31.0 
I'm a pastor - part of my daily life  1 0.8 31.8 
Improve my health 1 0.8 32.6 
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Question from Survey                             Values and Frequencies (Total: 774)
 
C2oth. What were the major reasons why you used any of these therapies discussed in question C1 in the last 12 months? Other specify.

 Cum 
rc2oth COUNT PERCENT Percent 
Improved health 1 0.8 33.3 
It couldn't hurt! Visualize a heathy body 1 0.8 34.1 
It feels good & I enjoy it. 1 0.8 34.9 
It is my habit to pray 1 0.8 35.7 
It was my personal belief. 1 0.8 36.4 
Keep immune system healthy 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 Blood Pressure Lower Cholesterol 1 0.8 39.5 
Maintain a positive faith 1 0.8 40.3 
Meet & talk with others with ostomies 1 0.8 41.1 
My faith in Jesus Christ 1 0.8 41.9 
My husband passed away 6 months ago. 1 0.8 42.6 
My own idea - felt I was eating too much unhealthy food  1 0.8 43.4 
My usual every day praying and moslem.  1 0.8 44.2 
Null 1 0.8 45.0 
Nutritional support and weight loss.  1 0.8 45.7 
On Aricept for Alzheimers study 1 0.8 46.5 
Over all well being 1 0.8 47.3 
PERSONAL PRAYER 1 0.8 48.1 
PERSONAL WELL BEING 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 
Personal Healing 1 0.8 51.2 
Personal Prayer is my way of life 1 0.8 51.9 
Personal prayer is part of my life 1 0.8 52.7 
Physical health 1 0.8 53.5 
Poor circulation in legs, arthritis 1 0.8 54.3 
Qigong as a stretching exercise, Meditation as a spiritual practice 1 0.8 55.0 
Relieve neck tightness 1 0.8 55.8 
Religion Belief in God/Jesus 1 0.8 56.6 
Religious habit-friends & family  1 0.8 57.4 
Sound health 1 0.8 58.1 
Supplements 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 more strongly about how wonderful life is. 1 0.8 61.2 
To gain information from internet 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 help deal with cancer 1 0.8 65.1 
To improve stamina, General health benefits 1 0.8 65.9 

APECC Section C: Complementary and Alternative Therapies Used in the LAST 12 MONTHS
 
Page 32 of 91
 



    
                                                                              

                                                                           
                                                                                            

                                                                                  
                                                                                 

                                  
                                                                              

                                                                 
                                                          

          
                                             

          
          

                                                                
          

                                                      
          

                                                                                        
          

                                                                                
                                 

                                                                                   
                                                                             

                                                                      
                                          

                                                             
                                                                                 

          
          
          
          
          
          
          
          
          
          
          
          
     
          
          
         
             

Question from Survey                             Values and Frequencies (Total: 774)
 
C2oth. What were the major reasons why you used any of these therapies discussed in question C1 in the last 12 months? Other specify.

 Cum 
rc2oth COUNT PERCENT Percent 
To keep healthy & keep young 1 0.8 66.7 
To keep weight down (diet) 1 0.8 67.4 
To lose weight 1 0.8 68.2 
To prevent disease. 1 0.8 69.0 
To promote general health 1 0.8 69.8 
To relax, clear my mind, focus on the positive and communicate with God. 1 0.8 70.5 
To thank God for my survival  1 0.8 71.3 
Total spiritual, physical & mental health 1 0.8 72.1 
Vitamin supplement diet; prayer for inner peace.  1 0.8 72.9 
Wife made me go to supported PE @ West Valley College-Saratoga Exercises for disabled or handicap 1  0.8 73.6 
a + j were my lifestyle and weren't necessary used as therapy  1 0.8 74.4 
adjustment @ chiropractor following foot surgery - limping caused my back to go out of alignment  1 0.8 75.2 
always use personal prayer 1 0.8 76.0 
always used person prayer for daily living 1 0.8 76.7 
because of my faith in God 1 0.8 77.5 
chiropractic for back pain, massage for sore muscles 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 improvement 1 0.8 81.4 
general health, fertility enhancement, mental health, spiritual community 1 0.8  82.2 
general physical health 1 0.8 82.9 
health maintenance/preventive 1 0.8 83.7 
inner strength for all health issues 1 0.8 84.5 
intrnet support - for learning, understanding, and companionship  1 0.8 85.3 
massage for cancer surgery effects to muscles  1 0.8 86.0 
mostly prayer and my diet 1 0.8 86.8 
peace of mind 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 
sometime uncontrollable bowel movement 1 0.8 92.2 
to help me live 1 0.8 93.0 
to help promote health & sleep 1 0.8 93.8 
to loose weight 1 0.8 94.6 
to lose weight 1 0.8 95.3 
to maintain my physical health 1 0.8 96.1 
to maintain regularity of bowel 1 0.8 96.9 
to promote general well-being                      1 0.8 97.7 
treat diabetes & heart condition 1 0.8 98.4 
treat side effects 1 0.8 99.2 
weight control, maintain good nutrition            1 0.8 100.0 

645 . 0.0 
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Question from Survey                             Values and Frequencies (Total: 774)
 
C4A. As best as you can, please tell us the specialty of all the complementary and alternative therapy practitioners or doctors you 
saw in the last 12 months: 

Cum 
rc4a COUNT PERCENT Percent 

1 Doctor- 1 1.2 1.2 
A. Chiropracter B. Massage therapist C. Involvement in ACS groups -> 1. self help by helping 
others 2. Relay for life D. Personal/Group Prayer  1 1.2 2.4 
Accupuncture, massage - see C1                                                                 1 1.2 3.5 
Acupuncture 1 1.2 4.7 
Acupuncture & herbal pharmacist' 1 1.2 5.9 
Acupuncture for pain in my hand 1 1.2 7.1 
Acupuncture, Naturopathy, Massage Deep (Tissue Massage for shingles not cancer) 1 1.2 8.2 
Acupuncturist Reiki Master 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 
B.A. C.M.T. 1 1.2 14.1 
Body movement, coordination, muscle tone, strength classes for adapted PE for 
disabled or handicapped held @ West Valley College, Saratoga, CA (class meets 3 times weekly) 1 1.2 15.3 
Can't recall therapist's title (Ph.D, LCSW, MFT, etc.) 1 1.2 16.5 
Cardioligist 1 1.2 17.6 
Cardiologist 1 1.2 18.8 
Chiropracter, Massage therapist 1 1.2 20.0 
Chiropractic 1 1.2 21.2 
Chiropractor 3 3.5 24.7 
Chiropractor and massage therapist 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 Therapist, 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 
Christian Psychotherapist, depression support group, prayer group from my church, 
healing seminars/conferences 1 1.2 31.8 
Dietician - advice on what food to take and what foods to avoid; what to look for on labels 
when grocery shopping. Chiropractic - aside from helping with lower-back condition, 
back massage helps to r 1 1.2 32.9 
Dietitian 1 1.2 34.1 
Doctor of Chinese medicine and acupuncture 1 1.2 35.3 
Dr. Shenoy at least 4 you may check the records for exams and position 1 1.2 36.5 
Endocrinologist 2 2.4 38.8 
Feldenkrais practitioner, yoga instructor, weight trainer, rabbi 1 1.2 40.0 
Fittness therapist 1 1.2 41.2 
Heart specialist - cancer surgeon for check up  1 1.2 42.4 
Herbalist 1 1.2 43.5 
Homeopath 1 1.2 44.7 
Homeopathic Physician 1 1.2 45.9 
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Question from Survey                             Values and Frequencies (Total: 774)
 
C4A. As best as you can, please tell us the specialty of all the complementary and alternative therapy practitioners or doctors you 
saw in the last 12 months: 

Cum 
rc4a COUNT PERCENT Percent 

Homeopathy 1 1.2 47.1 
Homeopathy Massage Reike 1 1.2 48.2 
I see a doctor of oriental medicine for Japanese acupuncture, dietary advice, 
nutritional supplements. 1 1.2 49.4 
I see a psychiatrist who prescribes antidepressants for my depression & I feel fine 1 1.2 50.6 
I've been seeing an osteopath to prescribe compounded hormones to relieve symptoms 
of postmenopause due to radiation of ovaries during treatment for rectal cancer 1 1.2 51.8 
Isaac Cohea - Lac Cancer                              1 1.2 52.9 
Massage therapist                                                                  1 1.2 54.1 

Massage therapists (Note: Since finishing my course of chemotherapy, I have become a 
certified massage therapist myself, and did an internship in medical massage at U.C. 
San Francisco, where I receive 1 1.2 55.3 
Message therapy-Yoga-meditation                                                            1 1.2 56.5 
Mind & Body Therapies                                                                          1 1.2 57.6 
My church elders, no drama just simple prayer and anointing with oil.  Outlined in 
the New Testament in the Book of James Chapter 5 vs 13-16                                     1 1.2 58.8 
My daughter is a massage therapist and aromatherapy 
specialist so I got excellent massage + aromatherapy at home                                  1 1.2 60.0 
No sugar diet 1 1.2 61.2 
Pain class - Quilting Class - Salvation  Army to help with pre School 
children Dr Bradley 1 1.2 62.4 
Physical Therapist Chiropractor for Hip 1 1.2 63.5 
Physical Therapy 1 1.2 64.7 
Physical therapist 1 1.2 65.9 
Physical therapist for stretching and exercise to alleviate back pain problems 1 1.2 67.1 
Physical therapy heat & massage. Exercises at home 1 1.2 68.2 
Psychiatrist 3 3.5 71.8 

Psychiatrist/Psychoanalyst 1 1.2 72.9 
Psychologist 1 1.2 74.1 
Psychologist Massage Therapist 1 1.2 75.3 
Received accupuncture from an MD who is a General Practitioner who also 
received a degree from an accupuncture school 1 1.2 76.5 
Reike/energy medicine, Medical intuitive, Immunologist 1 1.2 77.6 
Reiki Master, Acupuncturist 1 1.2 78.8 
Religion - Catholic - Rosary 1 1.2 80.0 
Shiatsu Massage 1 1.2 81.2 
Spiritual Healing, acupuncture, Psychiatrist 1 1.2 82.4 
Taking a QiGong class at the hospital. Joined a post-treatment therapy group. 1 1.2 83.5 
Yogo & Qigong, Nutritionalist, Acupunturist MD, masseuse acupressure 1 1.2 84.7 
acupuncture 1 1.2 85.9 
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Question from Survey                             Values and Frequencies (Total: 774)
 
C4A. As best as you can, please tell us the specialty of all the complementary and alternative therapy practitioners or doctors you 
saw in the last 12 months: 

Cum 
rc4a COUNT PERCENT Percent 

herbal medicine, acupuncture 1 1.2 87.1 
hypnotherapist, massage CMT, Acupuncturist 1 1.2 88.2 
massage 1 1.2 89.4 
physical therapist 2 2.4 91.8 
physical therapist, physical medicine practitioner 1 1.2 92.9 
psychiatrist and therapist 1 1.2 94.1 
psychiatrist, therapist 1 1.2 95.3 
psychologist chiroparactor (network)                                                          1 1.2 96.5 
reflexologist (hand, ears, feet) 1 1.2 97.6 
regular GP for depression, nausea + fatigue - I worry the cancer will come back - 1 1.2 98.8 
social 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)
 
C5oth. Which of the following best describes your follow-up care doctor’s response? Other specify.

 Cum 
rc5oth COUNT PERCENT Percent 
Chemotherapy Stop my treatment  12/02 and put me on (Hospice) 1 8.3 8.3 
Don't overdo 1 8.3 16.7 
Follow up Doctor was the one who recommended alternative therapy 1 8.3 25.0 
I was not able to talk much due to lack of English Language 1 8.3 33.3 
Minimal encouragement to use of vitamins, but no other alternative therapy dicussion 1 8.3 41.7 
NA 1 8.3 50.0 
Null 1 8.3 58.3 
Recommended by initial Dr., encouraged strength of spirit by prayer or meditation, 
according to my religious faith. 1 8.3 66.7 
Was interested in therapies and their effects on me. 1 8.3 75.0 
Was supportive about it - never discouraged it.  Let 
me make my own decision about it. 1 8.3 83.3 
encouraging, except when seen as complicating or interfering with my clinical trial 1 8.3 91.7 
yeah, OK. "I'm gonna treat you the same as anyone." 1 8.3 100.0 

762 . 0.0 

C6. What were the main reasons why you didn’t discuss your use of complementary and alternative therapies with your follow-up care 
doctor in the last 12 months? Other specify.

 Cum 
rc6oth COUNT PERCENT Percent 
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 relevant. 1 2.1 6.4 
Doctor felt I didn't need any treatment 1 2.1 8.5 
Don't believe the doctor cares about anything but the bladder and the cancer (follow-up MD 
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 discussed 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 mos. Had a colonoscopy 13 mos 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 
I Discussed my diet with my doctor more than 12 mos. Ago.  1 2.1 27.7 
I always pray 1 2.1 29.8 
I didn't think I needed to tell the doctor I 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 relevnt 1 2.1 38.3 
It's a personal thing 1 2.1 40.4 
Mainely because I was in denil I didn't want to be reminded. 1 2.1 42.6 
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Question from Survey                             Values and Frequencies (Total: 774)
 
C6. What were the main reasons why you didn’t discuss your use of complementary and alternative therapies with your follow-up care 
doctor in the last 12 months? Other specify.

 Cum 
rc6oth COUNT PERCENT Percent 

NOT NECESSARILY RECEPTIVE 1 2.1 44.7 
Never came up 1 2.1 46.8 
Never entered my mind to tell my doctor. 1 2.1 48.9 
No prescription drug coverage 1 2.1 51.1 
No reason to tell MD 1 2.1 53.2 
Null 2 4.3 57.4 
One has nothing to do w/the other. (The doctor & prayer) 1 2.1  59.6 
Personal 2 4.3 63.8 
Suspect he knew knowing my profession 1 2.1 66.0 
There was no need to do so  1 2.1 68.1 
They were Spiritual, and I discussed with my paster 1 2.1 70.2 
This is something I was doing long before I had cancer  1 2.1 72.3 
Thought those were personal things 1 2.1 74.5 
Took my test in January 1 2.1 76.6 
Visits are short - too short to discuss non-essential issues  1 2.1 78.7 
Why 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 
discussed 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 my 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 limited time with MD 1 2.1 97.9 
we know the doctor will approve of my eating habits. 1 2.1 100.0

 727 . 0.0 
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Question from Survey                             Values and Frequencies (Total: 774)
 
               Section E:  Cancer-related Information Seeking 
E1q. At this time, do you feel you need more information about any of the following cancer-related topics? Any other need for 
information, please specify:

 Cum 
re1qspec COUNT PERCENT Percent 

1. Dealing with bowel movement problems 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 Movements Constantly have problems, affects my daily living  1 2.4 7.3 
Financial - Insurance to medical change  1 2.4 9.8 
Getting or retaining employment during and after cancer  1 2.4 12.2 
Gleevec medication 1 2.4 14.6 
He took the cacer out, showed it to me-He says I'm free of cancer now  1 2.4 17.1 
I will not need any informaiton 1 2.4 19.5 
Information about having the same cancer again 1 2.4 22.0 
Institutions I can address to 1 2.4 24.4 
Kept up tp date on advancements in treatment 1 2.4 26.8 
N/A 1 2.4 29.3 
Need more 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 
Null  4 9.8 48.8 
Other doctors for a second opinion 1 2.4 51.2 
Patients' own account of treatment, both successful and unsuccessful, in plain language  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 from clinical trial 1 2.4 63.4 
Retired 1 2.4 65.9 
Something that works better than Viagra or Levitra 1 2.4 68.3 
Squaring the situation with my age 1 2.4 70.7 
Talking with my kid's about my cancer 1 2.4 73.2 
WHY ANTI-SMOKING CAMPAIGNS DO NOT INCLUDE BLADDER CNCER AS A CONSEQUENCE - I SMOKED FOR 7 YRS 
- 25 Y 1 2.4 75.6 
What caused the cancer, so I can avoid such in the future. 1 2.4 78.0 
Work related issues 1 2.4 80.5 
bone, lung, pancreas  1 2.4 82.9 
clinical trials 1 2.4 85.4 
colonoscopy 3/16/04 - colon polypuses  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 treatment for colon cancer  1 2.4 92.7 
new equipment in bladder/prostrate 1 2.4 95.1 
none 1 2.4 97.6 
support groups for my family 1 2.4 100.0

 733 . 0.0 
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Question from Survey                             Values and Frequencies (Total: 774)
 
E2a. Please give us some examples of the type of cancer-related information you searched for in the last 12 months: 

Cum 
re2a COUNT PERCENT Percent 
(asked Dr. general health questions, but did not actively seek any cancer-related info in 
last 12mo.) Concerned colonoscopy 1 0.5 0.5 
*new treatments *advancements in bladder cancer research *statics on percentage of women 
under 25 who get bladder cancer. 1 0.5 1.0 
1 Progress of current therapies in use/success - failure 2 Medical Advances 3 
Specific information on certain other medical problems not related to cancer        1 0.5 1.4 
1. COX 2 inhibitors to reduce potential or re-occurance  2. Lycopene & health
 / cancer prevention 1 0.5 1.9 
1.) Explantion of CEA-level  2.) Other cancers associated with colon cancer- 1 0.5 2.4 
ADENOCARCINOMA 1 0.5 2.9 
Advances and/or improvements in colon cancer treatment. 1 0.5 3.3 
Advances in cancer treatment 2 1.0 4.3 
All information on colon cancer.                                                                1 0.5 4.8 
Alternative Therapies 1 0.5 5.2 
Alternative cancer treatments; cancer centers; cancer study groups - Stanford 1 0.5 5.7 
Alternative methods for a friend who refused chemo-treatment, constantly researching 
alternative methods 1 0.5 6.2 
Alternative treatments to chemo. & radiation 1 0.5 6.7 
Any colon cancer updates 1 0.5 7.1 
Anything new about my type of leukemia (APL). Searching the medical info. on the web. 
Searching for new trials + new drugs. 1 0.5 7.6 
Articles in magazines, Newspapers 1 0.5 8.1 
Articles, Books on Luekemia & treatment modalites 1 0.5 8.6 
Articles- herbal/food & remedies similar to Chinese practices.  Internet 1 0.5 9.0 
At 3 mo intervals my oncologist is on the board (or study group) involving Gleevec
 and it's long term use. 1 0.5 9.5 
BCG info, follow up tests for bladder ca, bladder cancer grading and symptoms, 
statistics on recurrence 1 0.5 10.0 
BCG treatments - side effects, success rates 1 0.5 10.5 
Bladder                                                                    1 0.5 11.0 
Bladder cancer on internet - Magazine and newspaper articles on nutrition to prevent cancer. 1 0.5 11.4 
Bladder cancer on internet. I learned that reoccuring tumors usually related to 
more aggressive types of cancer. 1 0.5 11.9 
Bladder cancer symptoms prior to cystoscopy; meany of microscopic hematuria. 1 0.5 12.4 
Booklets available at U.C. 1 0.5 12.9 
Books 1 0.5 13.3 
Books - Pamphlets - Intenet - TV 1 0.5 13.8 
Breast cancer - incidence, what to look for 1 0.5 14.3 
Brochures on Colon Cancer, Adhesion Problem, Food + Activies that help fight cancer 1 0.5 14.8 
Brochures on colon cancer, cancer in general exercise, diet 1 0.5 15.2 
Brochures that got at the doctor's office. 1 0.5 15.7 
CLL on Net 1 0.5 16.2 
COLONOSCOPE EXAM METHODES 1 0.5 16.7 
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Question from Survey                             Values and Frequencies (Total: 774)
 
E2a. Please give us some examples of the type of cancer-related information you searched for in the last 12 months: 

Cum 
re2a COUNT PERCENT Percent 
Cancer Society - Internet              1 0.5 17.1 
Cancer prevention, early detection 1 0.5 17.6 
Carcinoid Tumors 1 0.5 18.1 
Clinical trials 1 0.5 18.6 
Colon cancer info. 1 0.5 19.0 
Colon cancer, Liver cancer, Leukemia 1 0.5 19.5 
Colon-Cancer treatments - types of polpys - Diverticulum therapy - PPS treatment 1 0.5 20.0 
Diet + nutrition for cancer prevention 1 0.5 20.5 
Diet relation, recurrence rates, newspaper articles on research RE colon cancer 
+ progress in research.                                             1 0.5 21.0 
Dr. gave one reading paper on it. On the wite Must all information was the Internet 1 0.5 21.4 
Early cancer detection, and symptoms, possibility of spreading 1 0.5 21.9 
Effects of BCG therapys 1 0.5 22.4 
Effects of eating or including raw garlic in daily meals as part of prevention of reocurrance 
of cancer.                                                          1 0.5 22.9 
Exercise, nutrition and diet information 1 0.5 23.3 
Fatigue and tired. 1 0.5 23.8 
For treatments of leukemia 1 0.5 24.3 
Fungal link between cancer and fungus pro Biotics 1 0.5 24.8 
General cancer information 1 0.5 25.2 
General colon cancer information on the internet. 1 0.5 25.7 
General information on progress in treating cancer 1 0.5 26.2 
General issues 1 0.5 26.7 
Having children after cancer treatment 1 0.5 27.1 
Herniation at side of either stoma; fluid pockets in pelvis; poss. help of sooging to cough, 
sneeze. 1 0.5 27.6 
Hodgkin Lymphoma info 1 0.5 28.1 
How easy would it be for my 24 yr. Old son, and my 10 yr. Daughter, and my three 
grandchildren to get cancer.  1 0.5 28.6 
I am a physician myself and stay current in my field (Hem-Onc) 1 0.5 29.0 
I had an endoscope as a routine check. I watched a TV show that showed an operation. 1 0.5 29.5 
I logged on to "Google" on the Internet to get more information about bladder cancer. 
There were many articles regarding it and others types of cancers - their treatments, 
recurrence, etc. 1 0.5 30.0 
I need to know more about leukemia and where it came from. 1 0.5 30.5 
I read whatever I came across (Dr's office brochures, magazines already subscribed to), 
but I did not actively search out information. 1 0.5 31.0 
I searched the web for information on CLL and colon, rectal cancer 1 0.5 31.4 
INFORMATION ON OTHER TYPES OF CANCER -CROHN'S - COLITIS - 1 0.5 31.9 
INTERNET INFO SEARCH FOR BLADDER CANCER TOPICS & SMOKING RELATED STATISTICS 1 0.5 32.4 
If the burning before and during urinating is cancer related? Could the reoccurance 
of the above cause return of cancer?  1 0.5 32.9 
ImClone seeks approval for cancer drug Erbitux; Colon Cancer Drug Eloxatin gets speedy FDA ok. 1 0.5 33.3 
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Question from Survey                             Values and Frequencies (Total: 774)
 
E2a. Please give us some examples of the type of cancer-related information you searched for in the last 12 months: 

Cum 
re2a COUNT PERCENT Percent 
Information about leukemia - consulted a leukemia website. 1 0.5 33.8 
Information about my hernia 1 0.5 34.3 
Information from the American Cancer Society 1  0.5 34.8 
Internet 2 1.0 35.7 
Internet - Researched Chemo Drugs                                                           1 0.5 36.2 
Internet - books - cancer topics 1 0.5 36.7 
Internet Medical Sites 1 0.5 37.1 
Internet info on CLL, RXs + complications 1 0.5 37.6 
Internet resources 1 0.5 38.1 
Internet, magazines, other people, medical books, - whats available, how should 
I react when I'm sick w/similar symtoms- 1 0.5 38.6 
January had colon test don't have to go for 4 years 1 0.5 39.0 
Japanese site - peoples personal experiences, support group 1 0.5 39.5 
Just started looking at Internet & so far not helpful 1 0.5 40.0 
Just try to keep abreast of new info involing cancer, etc. 1 0.5 40.5 
Latest advances in treating chronic lyphositic leukemia 1 0.5 41.0 
Liver cancer 1 0.5 41.4 
Liver, Cancer 1 0.5 41.9 
Look at the leukemia-lymphoma website, but get care from a research facility.  Looked 
for latest info related to condition. 1 0.5 42.4 
Looked up web sites on cancer, CEA levels 1 0.5 42.9 
Looking for anything new on bladder cancer 1 0.5 43.3 
Looking for info. About a pill to help my kind of leukemia since they found a pill for 
another kind of leukemia. 1 0.5 43.8 
Looking for info. Re: gallbladder disease, & if it could be cancer-related.                     1 0.5 44.3 
Loss of weight; depression; colon polypvses 1 0.5 44.8 
Lung 1 0.5 45.2 
Lymphomy, leukemia 1 0.5 45.7 
Many articles readily appear in daily news and the internet which enable me to 
search further. The subject is to be updated in further progress for cure diagnosis etc…. 1  0.5 46.2 
Medical Journal related research on the subject and talking to involved people 1 0.5 46.7 
Medical Library - Internet                                                                     1 0.5 47.1 
Medical advances in cancer treatment, prostate cancer 1 0.5 47.6 
Medical related literature 1 0.5 48.1 
Monthly Tuft's Nutritional Magazine 1 0.5 48.6 
Mortality rates, types of food, periods of disability 1 0.5 49.0 
National Colorectal Cancer Awareness thru the American Society for Gastrointestinal Endoscopy, 
Colon Cancer Alliance, Medline Plus, eHeath Care Solutions 1 0.5 49.5 
New cancer drugs & therapies. 1 0.5 50.0 
New drugs & treatments 1 0.5 50.5 
New issues regarding colon cancer recurrance 1 0.5 51.0 
News about advances on cancer treatment on the internet (occasionally) 1 0.5 51.4 
Not able to do it on my own. My daughter had read about tx. in other states. 1 0.5 51.9 
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Question from Survey                             Values and Frequencies (Total: 774)
 
E2a. Please give us some examples of the type of cancer-related information you searched for in the last 12 months:

 Cum 
re2a COUNT PERCENT Percent 
Nursing 2004, Newpapers, looking for new procedures in the treatment and care of cancer 1 0.5 52.4 
Nutrition, new procedures, alternate treatments 1 0.5 52.9 
Nutritional food that increases my WBC count 1 0.5 53.3 
On the InterNet 1 0.5 53.8 
Other cancer patients + suviors 1 0.5 54.3 
P. didn't search for info. for himself, but he searched for info. re: several 
friends who had recently been diagnosed w/cancer (& a different type than he had) 1 0.5 54.8 
Pain Clinic - Been having cronic left pain since  1 0.5 55.2 
Pain Management 1 0.5 55.7 
Pain 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, anatomy of effected area 1 0.5 59.0 
Read much available information received from cancer society and hospital. 1 0.5  59.5 
Recurrence 1 0.5 60.0 
Recurrence for ALL and the outcome for another remission. 1 0.5 60.5 
Recurrence risk 1 0.5 61.0 
Relationship between skin cancer (basal cell) and colon 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 symptoms/treatment of Pacreatic cancer for a friend. 1 0.5 62.9 
Searching for info about my diagnosis and also prostate and other types of cancer 1 0.5 63.3 
Severe pain & infection, Deep vein thrombosis 1 0.5 63.8 
Side effects of Glucophage 1 0.5 64.3 
Skin Cancer, Nose 1 0.5 64.8 
Sloan-Kettering website / Cancer website / Medical dictionaries on the web                 1 0.5 65.2 
Survior Statistics; long - term side effects                                                    1 0.5 65.7 
Survival & Recurrence Numbers ACS Website 1 0.5 66.2 
TV, JOURNALS, SEMINARS 1 0.5 66.7 
Talked to Dr. Re: Chemo. 1 0.5 67.1 
The wisdom of getting a body scan. The likelyhood that the results would 
make any difference in the outcome for my health. 1 0.5 67.6 
Things I can do to help alleviate after-treatment ailments such as extreme 
fatigue; focus issues; pain & graft vs host disease. Etc 1 0.5 68.1 
Treatment for Graft vs. Host Disease, Anemia 1 0.5 68.6 
Treatment for graft vs. host disease and for info about others who've had this treatment. 1 0.5 69.0 
Treatment for side-effect of BCG treatments 1 0.5 69.5 
Treatments => anything new. Relay for Life and other ways to help other cancer patients and 
survivors 1 0.5 70.0 
Types of Metastisis, Side Effects, New Drugs 1 0.5 70.5 
Types of bladder cancer, prognosis, treatment options 1 0.5 71.0 
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Question from Survey                             Values and Frequencies (Total: 774)
 
E2a. Please give us some examples of the type of cancer-related information you searched for in the last 12 months:

 Cum 
re2a COUNT PERCENT Percent 

Types of treatments, clinical trial, alternative medicine 1 0.5 71.4 
Various forms of leukemia & lymphoma 1 0.5 71.9 
Vitamin K3 & vitamin C trials 1 0.5 72.4 
Web MD online for colon cancer, following the doctor (hospital ) provided updates 1 0.5 72.9 
Went online. Read some of my old nursing books colon cancer (husband) 
- researched chemo & radiation in elderly finding info on colon & bladder cancer disease process. 1 0.5 73.3 
What I should do or not do 1 0.5 73.8 
When I see newspaper articles, radio/TV programs, or things on the Internet, I pay attention, 
but do not do my own seeking. I have a friend who is a medical school professor and he sends 
me info. 1 0.5 74.3 
Whether cancer would return, and if she could get housing because of her diagnosis 1 0.5 74.8 
Why he continues to have loose stools so long after surgery. (Per MD; muscle control 
should have come back by now). What foods he should eat or stay away from in 
Re: to stools getting looser. 1 0.5 75.2 
Work related discrimination issues 1 0.5 75.7 
anything in reference to colon cancer 1 0.5 76.2 
arthritis 1 0.5 76.7 
avastin 1 0.5 77.1 
bladder cancer, freedman's research 1 0.5 77.6 
books, magazine, pamplets 1 0.5  78.1 
books-homeopathy 1 0.5 78.6 
clinical trials Read all books I can. 1 0.5 79.0 
colon 1 0.5 79.5 
colon cancer - Internet, books, mag. 1 0.5 80.0 
colon cancer information symptoms, things that related to her situation 1 0.5 80.5 
colorectal 1 0.5 81.0 
diet and nutrition 2 1.0 81.9 
effectiveness of new drugs 1 0.5 82.4 
foods, exercise, sexuality 1 0.5 82.9 
general information about bladder cancer 1 0.5 83.3 
has rare type of bladder cancer - searched for any info. re: this dx. (Dx: malignant 
solitary fibrous tumor) 1 0.5 83.8 
homeopathic and cancer prevention  1 0.5 84.3 
info. in general re: bladder cancer 1 0.5 84.8 
information about recurrence possibilities - what to look for  1 0.5 85.2 
information on hairy cell leukemia, check for any new information 1 0.5 85.7 
information on my genetic disease of familial Adenatomas polyposis & new study results.  1 0.5 86.2 
internet 1 0.5 86.7 
internet for new colon cancer drugs 1 0.5 87.1 
issues relating to colon cancer 1 0.5 87.6 
long term results of Gleevec reoccurance of CML patients on Gleevec 1 0.5 88.1 
magazines + website. 1 0.5 88.6 
magazines, pamphets. 1 0.5 89.0 
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Question from Survey                             Values and Frequencies (Total: 774)
 
E2a. Please give us some examples of the type of cancer-related information you searched for in the last 12 months: 

Cum 
re2a COUNT PERCENT Percent 
magenines, newpapers - internet  1 0.5 89.5 
medical book, scientific journals, newspapers 1 0.5 90.0 
medical information given to me by Stanford/UCSF, chemo, diet, internet 1 0.5 90.5 
new chemotherapy drugs 1 0.5  91.0 
new drugs, preventative lifestyles 1 0.5 91.4 
nutrition 1 0.5 91.9 
on internet, 1 0.5 92.4 
pancreas, bladder, prostate 1 0.5 92.9 
purchased books relating to Cancer, Nutrition, etc.  1 0.5 93.3 
read articles, no searching 1 0.5 93.8 
recovery of leg strength after chemo, effect of eating habits & diet  1 0.5 94.3 
recurrenct, 1 0.5 94.8 
risks of recurrence 1 0.5 95.2 
searching for people who have similar stomach condition. Information on complete removal of colon 1  0.5 95.7 
side effects of specific drug, survival statistics 1 0.5 96.2 
surgical options for liver tumor 1 0.5 96.7 
survival statistics for using chemotherapy 1 0.5 97.1 
symptoms of bone cancer 1 0.5 97.6 
treatments for CLL, Rituxan Cytoxin & Pentostatin Studies 1 0.5 98.1 
update on treatment for APL 1 0.5 98.6 
use and effects of ganoderic acid and panax notoginseng and Beta 1, 3/1, 6 glucan 1 0.5 99.0 
use of vitamins, herbal components, teas, homeopatic treatment 1 0.5 99.5 
website for foundation of tumor I had. 1 0.5 100.0

 564 . 0.0 
E3q. For each of the following sources, please mark the box that indicates how helpful the source was for you in your search for 
cancer-related information in the last 12 months. If you used a source not listed above, please specify:

 Cum 
re3qspec                                                                                     COUNT PERCENT Percent 
Alternative medical press 1  6.7  6.7 
Being able to talk to my friend's about my illness 1 6.7  13.3 
Called Evergreen (online search service) 1 6.7 20.0 
Cancer care center in New York, very helpful with 1 6.7 26.7 
Knowing the danger signs of cancer 1 6.7 33.3 
Leukemia society; pamphlets 1 6.7 40.0 
Null 2 13.3 53.3 
Scientific conferences -> Ceres                                              1 6.7 60.0 
Seminars on herbal medicines 1 6.7 66.7 
Slow distillation of already acquired information 1 6.7 73.3 
The John Hopkins White Papers - Prostate cancer                                    1 6.7 80.0 
Used What to Eat if you have Cancer (book)                                           1 6.7 86.7 
on line support group specific to BMT 1 6.7 93.3 
speakers at the senior center                                                            1 6.7 100.0

 759 . 0.0 
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Question from Survey                             Values and Frequencies (Total: 774)
 
Section H: Background Information 

H2. Which group best describes your Hispanic or Latino origin? Other specify.
 Cum 

rh2oth COUNT PERCENT Percent 

(Father-Filipino) (Mother-Mexican Apachi Indian)  1 3.1 3.1 
100% Hispanic 1 3.1 6.3 
50% Argentina mother 50% American father 1 3.1 9.4 
American 1 3.1 12.5 
American Indian 1 3.1 15.6 
American-Hispanic  1 3.1 18.8 
Argentine 1 3.1 21.9 
Central American 2 6.3 28.1 
Costa Rica (pura vida) 1 3.1 31.3 
El Salvador 1 3.1 34.4 
European 1 3.1 37.5 
Filipino/American 1 3.1 40.6 
Hispanic (Spanish origin) plus Apache Indian 1 3.1 43.8 
Italian 1 3.1 46.9 
Italian/Spanish 1 3.1 50.0 
Ladino 1 3.1 53.1 
Mediterranian (Italian & Spanish) 1 3.1 56.3 
Mixed - Spanaird and Mexican  1 3.1 59.4 
Nicaraguan - Central American  1 3.1 62.5 
Northern Italy, Trieste  1 3.1 65.6 
Null 1 3.1 68.8 
Pacific Islander (Asian) 1 3.1 71.9 
Portuguese 1 3.1 75.0 
Russian 1 3.1 78.1 
Spaniard 1 3.1 81.3 
Spanish 2 6.3 87.5 
White/Caucasion - Greek  1 3.1 90.6 
White/Portuguese 1 3.1 93.8 
and 50% Filipino 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. Which of the following describes your race? Other Asian, please specify. 

Cum 
rh3oth COUNT PERCENT Percent 

American-Hispanic                                     1 4.2 4.2 
BUFF is my skin color WHITE is my teeth color 1 4.2 8.3 
Bi-Racial                                             1 4.2 12.5 
Black & Irish 1 4.2 16.7 
Eurasian: Korean/German                               1 4.2 20.8 
European 1 4.2 25.0 
From Middle East 1 4.2 29.2 
Hispanic 1 4.2 33.3 
I am a Jew. 1 4.2 37.5 
Indonesian 1 4.2 41.7 
Iranian 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 
Mexican 1 4.2 62.5 
Mexican-American                                      1 4.2 66.7 
Mexican/American 2 8.3 75.0 
Myanma (Burma). 1 4.2 79.2 
Portuguese 1 4.2 83.3 
StrawBerries & Cream NOT White 1 4.2 87.5 
Vietnamese 3 12.5 100.0

 750 . 0.0 
H5. Who lives with you currently, at least some of the time? Other specify.

 Cum 
rh5oth COUNT PERCENT Percent 

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 
GRANDCHILD AGE 10 1 4.3 30.4 
I am a caregiver for a longtime friend with Parkin  1 4.3 34.8 
I live a retirement community with many friends 1 4.3 39.1 
I live with my ex. Wife 1 4.3 43.5 
I own duplex I live in. Tenant is excellent & help  1 4.3 47.8 
In a care home 1 4.3 52.2 
Member of a religious community 1 4.3 56.5 
Null 1 4.3 60.9 
Roommate 1 4.3 65.2 
Roommates 1 4.3 69.6 
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Question from Survey                             Values and Frequencies (Total: 774)
 
H5. Who lives with you currently, at least some of the time? Other specify.

 Cum 
rh5oth COUNT PERCENT Percent 

Stepdaughter (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 
my live in care taker 1 4.3 95.7 
rent room to student 1 4.3 100.0

 751 . 0.0 
H6. What is your current employment status? Other specify.

 Cum 
rh6oth COUNT PERCENT Percent 
"Volunteer another 10 hrs 1 wk." 1 1.8 1.8 
Bookkeeper, Baby Sitter, Creative Memories Cons. 1 1.8 3.6 
Can't work 1 1.8 5.4 
Company closing down 1 1.8 7.1 
Disability 12 21.4 28.6 
Disable 1 1.8 30.4 
Disabled 2 3.6 33.9 
Disabled (HIV) 1 1.8 35.7 
Disabled caregiver for grandchildren 1 1.8 37.5 
Elderly Home Caregiver 1 1.8 39.3 
Free lance artist/writer/art exhibits 1 1.8 41.1 
House Work 1 1.8 42.9 
I am a pro writer 1 1.8 44.6 
Never 1 1.8 46.4 
Null 2 3.6 50.0 
On disability  1 1.8 51.8 
Organization Development Consultant 1 1.8 53.6 
Out on workers compensation 1 1.8 55.4 
Permantely Disabled  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. I for my cancer. 1 1.8 64.3 
SSI disability 1 1.8 66.1 
SSI ongoing 1 1.8 67.9 
Self Employed 2 3.6 71.4 
Self employed 2 3.6 75.0 
Self-employed - part time, on disability   1 1.8 76.8 
Starting new business venture 1 1.8 78.6 
Volunteer Work 1 1.8 80.4 
Volunteer teaching (elementary schools) 1 1.8 82.1 
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Question from Survey                             Values and Frequencies (Total: 774)
 
H6. What is your current employment status? Other specify.

 Cum 
rh6oth COUNT PERCENT Percent 

Volunteer with Seniors & Handicapable  1 1.8 83.9 
Was a full-time homemaker, but can't do much now.  1 1.8 85.7 
Work as background actor - movies  1 1.8 87.5 
disabled 1 1.8 89.3 
disabled for 21 yrs, confined to wheelchair 1 1.8 91.1 
have not work in all most 3 yrs 1 1.8 92.9 
medical leave at this time  1 1.8 94.6 
on SDI 1 1.8 96.4 
on medical leave 1 1.8 98.2 
self-employed                    1 1.8 100.0

 718 . 0.0 
H10a. When you received medical care in the last 12 months, how did you usually pay for it? Other specify. 

Cum 
rh10aoth COUNT PERCENT Percent 

no care received 1 100.0 100.0
 773 . 0.0 

H12b. During the time in the last 12 months when you had no health insurance coverage at all, how did you pay for the medical care 
you received? Other specify. 

Cum 
rh12both  COUNT PERCENT Percent 

774 . 0.0 
H13a. When you now receive medical care, how do you usually pay for it? Other specify. 

Cum 
rh13aoth  COUNT PERCENT Percent

 774 . 0.0 
H14_9. What kind of health insurance or health care coverage do you use to pay for your medical care? Other government program or 
state sponsored plan, please specify: 

Cum 
rh14_9spec COUNT PERCENT Percent 

ACCHS 1 7.7 7.7 
APWU 1 7.7 15.4 
Blue Cross/ Blu Shield 1 7.7 23.1 
Blue Shield - Blue Cross              1 7.7 30.8 
GEHA 1 7.7 38.5 
Null 1 7.7 46.2 
PERS CARE 1 7.7 53.8 
Pension Plan 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 medical care? Other government program or 
state sponsored plan, please specify: Cum 
rh14_9spec COUNT PERCENT Percent 

SAMBA 1 7.7 69.2 
VA 1 7.7 76.9 
Veterans 1 7.7 84.6 
Veterans Admin. 1 7.7 92.3 
gov. retired health insurance 1 7.7 100.0 

761 . 0.0 
H14oth. What kind of health insurance or health care coverage do you use to pay for your medical care? Other specify.

 Cum 
rh14oth COUNT PERCENT Percent 

AARP 2 2.7 2.7 
AARP - supplimental insurance to medicare  1 1.4 4.1 
AARP -Supplemental.                                1 1.4 5.4 
AARP HEALTH CARE OPTION 1 1.4 6.8 
AARP Health Care Options 1 1.4 8.1 
AARP Ins. 2 2.7 10.8 
AARP SUPPLEMENT 1 1.4 12.2 
Blue Corss Blue Shield PPO- Government-Wide Servic  1 1.4 13.5 
Blue Cross Supplement to Medicare P.P.O. 1 1.4 14.9 
Blue Cross Supplemental 1 1.4 16.2 
Blue 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 
Chinese Community Health Plan 1 1.4 24.3 
Cobra 1 1.4 25.7 
Cobra from previous employer 1 1.4 27.0 
Fed Blue Cross 1 1.4 28.4 
Federal Government 1 1.4 29.7 
Former Employer's Retiree Health Plan 1 1.4 31.1 
GHI (Cobra) for 2 years 1 1.4 32.4 
HMO 2 2.7 35.1 
HMO Kaiser 2 2.7 37.8 
HMO Secure Horizons 1 1.4 39.2 
HMO, Co-pay & Medicare                 1 1.4 40.5 
Have supplemental Insure to Medicare BX Supplement 1 1.4 41.9 
Health Insurance purchased through former employer 1 1.4 43.2 
Health Net 1 1.4 44.6 
Health Net Medicare Supplement 1 1.4 45.9 
Health care insurance provided through pension pla 1 1.4 47.3 
Health insurance from a prior business that I have 1 1.4 48.6 
Hospice/ Alameda County Alliance Medical 1 1.4 50.0 
H14oth. What kind of health insurance or health care coverage do you use to pay for your medical care? Other specify. 
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Question from Survey                             Values and Frequencies (Total: 774)
 
Cum 

rh14oth COUNT PERCENT Percent 

I'm on Cobra through ex employer and in August I w 1 1.4 51.4 
KAISER/PERMANENTE 1 1.4 52.7 
Kaiser 6 8.1 60.8 
Kaiser Permanente 2 2.7 63.5 
Kaiser Permanente Health Plan 1 1.4 64.9 
Kaiser Permanente Plan (Senior Advantage) 1 1.4 66.2 
Kaiser Permennete 1 1.4 67.6 
Kaiser 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 WIFE'S INSURANCE COVERS US BOTH 1 1.4 74.3 
Medicare Supplement Ins'ce (AARP Plan J) 1 1.4 75.7 
Medicare supplement 1 1.4 77.0 
Null 2 2.7 79.7 
Operating Eng Local #3 Health & Welfare 1 1.4 81.1 
Out of Pocket 1 1.4 82.4 
Pacific care  1 1.4 83.8 
Pay Internist a monthly fee for medical services 1 1.4 85.1 
Pennsylvania, State Employee Trust Fund 1 1.4 86.5 
Retired covered by plan when I was working  1 1.4 87.8 
Retirement Health Plan (Supp) 1 1.4 89.2 
Secure Horizons Ins. 1 1.4 90.5 
Senior Advantage - Kaiser     1 1.4 91.9 
Senior advantage - Kaiser             1 1.4 93.2 
Supplement to Medicare 1 1.4 94.6 
Teamsters benefit trusts 1 1.4 95.9 
Washington Senior Care 1 1.4 97.3 
former employer's plan, under COBRA 1 1.4 98.6 
on COBRA husband no longer working 1 1.4 100.0 

700 . 0.0 

APECC Section H: Background Information
 
Page 51 of 91




Question from Survey                             Values and Frequencies (Total: 774)
 

Section I. Additional Comments
 
I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor?
 
"Keeping my head in the sand"
 
"Leaving Kaise". Buying AARP Health Care Ins. To add to Medicare so I could get a good doctor/doctors when I need health care
 
(Got lucky)
 
* Support of family and friends 
* Religion 
* Knowledge + research regarding health (my own) 
* Information received from surgeon during time after surgery 
*Getting information about bladder cancer and its treatments 
*Talking with several oncologists early on to get a good sense that my urologist was considering the best possible treatment. 
*Staying informed about cancer causes, treatments and research. 
* 
*My problem solving ability, handling important issues first then dealing with emotional issues 
*Objectivity 
*Willing to talk about my experience with new cancer victims 
*talking with peers who have had similar experiences 
*focusing on the positive 
*making plans for the future. 
*maintaining follow-up care/keeping appointments 
-  Support and understanding from family, 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. 
- 1 Great medical specialists 
- 2 Successful surgery 
- 3 Positive results of surgery led to growing confidence 
- 4 Support of spouse and family 
- 5 Faith in a higher power 
- 6 Good insurance, no money worries 
- 7 Optimism, I had a very treatable for 
- A large extended family that live nearby, very loving & supportive. 
- The wonderful nurses & staff at the Stanford Day Hospital. 
- A worderful doctor who "really listens" to me 
-A supportive spouse & son 
-Educating myself as much as possible about m 
- Confident skill of urologist 
- Support of family 
- Physical fitness prior to cancer appearance 
- Doctor confidence 
- Responding quickly to diagnosis 
- Taking quick action 
- Talking about cancer 
- Follow-up by doctor on a continuing basis.  By tests, & conversations w/ doctor. 
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Question from Survey                             Values and Frequencies (Total: 774)
 
I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

- Having the ability to demand going to a specialist (urologist). The first two doctors I went to were treating me with antibotic 

for a bladder infection.
 
-Loving support from my wife & family.
 
- My Christian faith - God has a purpose even in this experience.
 
- The support of family and friends.
 
- An excellent, interested doctor (for bladder cancer)
 
- My personal ability to "take things as they come."
 
- Personal stability/security, e.g. a pl
 
- My doctor's competence
 
- the FLORESSENCE tea
 
- homeopath calcium floratum & kalium chloratum
 
- Vitamins E and C
 
- Good attitude
 
- Last but not least my wife's care
 
- My doctors and their care
 
- Proper treatment
 
- Proper diagnosis
 
- Rapidity of surgery
 
- My onocolgist & his staff
 
- Cancer support group
 
- Positive attitude
 
- Maintaining a full and normac life at work and home
 
- Trying not to worry
 
- Family and friends
 
- Great health care
 
- The demeanor of my "follow-up care doctor," his knowledge and caring.  His attention to detail.
 
- The understanding, caring & support of my wife.
 
- Physical exam every six months is key
 
- The support of my family
 
- The medical care and skill of my doctors
 
- I felt that there was a network of medical professionals who knew about my case and communicated with each other (and me) about it
 
- close family and friends
 
- a good friend who is also a cancer survivor
 
-Having a supporting family to keep me positive
 
1) Loving wife
 
2) 4 young children
 
3) extended family help
 

-Religious beliefs 
-Selecting doctors 
-Regular testing-follow up­

-Having a nurse in the family 
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Question from Survey                             Values and Frequencies (Total: 774)
 
I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

. Acceptance, open-minded including discussion of my cancer experience, being honest, openness to solutions.  . Spiritual - stong 
belief in GOD, His miracles, and my tenacious believing that it is not yet time for me to die having yet lots of things plann 
. Support from family & friends 
. herbal treatments 
. healthy eating & life style 
. less stress at work 
1 1st class & caring & orporiged medical treatment 
2 my attitude & commitment to recovery 
3 family support 
1 Early diagnoses o immediate treatment and follow-up care 
2 The close cooperation between the gastroenterologist, oncologist + primary care M.D.'s 
1 Family support, support of many friends 
2 Knowledge of the disease and various therapies, leading to some hope for better future medicines 
3 Awareness of disease histories of similar patients via internet 
4 Knowing that there are many doctors expert 
1 Quick and thorough response and treatment by Kaiser Doctors and support staff 
2 Strong and devoted support and care from spouse and friends 
3 Being in good health prior to developing cancer 
1) An alert attitude 
2) A positive attitude 
3) Insisting on regular-cysto exams. 3 to 6 months intervals for early detection. 
1) Availability of highly skilled doctors and technically qualified hospitals which are developed and supported by medical research 
universities in the San Francisco Bay Area 
2) Going to see my primary doctor and reporting personal symptoms 
3) Treatment 
1) Availability of resources of large university hospital in close proximity to home 
2) Friends with contacts in health care 
1) Chemotherapy treatment was done as a group. Personnel was excellent.  Many times I 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 - oncologist, surgeon, support staff, Stanford Univ. Med. Staff. 
2) Family, church, friends support provided mental help 
3) Self determination/perseverance to undergo full treatment regimen. 
4) Daily mental/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 terminally ill at "center for attitudinal healing" 
4) Acceptance of my mortality 
5) Receiving top-notch medical car 
1) Good doctors + medical care 
2) Support from family + friends 
3) Psychological therapy provided through my doctors office. 
1) It could have been worse. Glad tumor found when it was found! 2) Urologist always upbeat and pleasant to deal with. 
1) Learning to look at the positive side of life 
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Question from Survey                             Values and Frequencies (Total: 774)
 
I1. In looking back, what things do you think have helped you the most during the experience of becoming 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 - my FAITH in JESUS 
1) Support from my wife 
2) Having had good income for previous years 
3) Enjoyment of books and other hobbies - particularly gardening and piano playing 
1) Very strong family support, 2) excellent and timely medical treatment well-explained to me. 3) Luck. 
1) Very timely discovery + surgery 
2) Competant surgeon 
3) The fortune that the tumor did not invade the Lymphatic system 
1- An excellent surgeon - Dr Samuel Domman 
2- An excellent doctor +staff at the Oncology Lab on High School - Dr. Gainey. 
1- My living situation - I have few responsibilities 
2- My financial situation - do not feel wealthy but there are always funds available to cover the necessary expenses. 
3- I have great pleasure in books - plays - music and friends. 
1. Early detection on my part 
2. Colon surgery 
1. Excellent doctor team: (5 parts in tandem) primary care, internal medicine, surgeon, oncologist, oncology nurse. 2. faith, trust 
in Jesus/God 3. Family support 4. friend support 5. Physical Fitness, healthy lifestyle for 10-15 yrs prior to cancer and 
1. Having a positive attitude 
2. Support of family 
3. Staying centered 
4. Having an excellent & compassionate surgeon 
5. Returning to synagogue-spiritual practice 
6. Finding a physical spiritual practice-yoga 
1. Health in general has been good to me. 2. Concern and encouragement by doctors. And support groups at all levels. 3. Prompt 
response. 4. Support by friends and family 5. Medicare and HMO make it afforadable. 6. Medical Science & 7. People like you. 
1. I met good doctors and nurses.  I got good surgery. 
2. I have a good husband and sons and daughter-in laws. 
3. I did my best to do movement (walking, exercise, line dancing…) even during my chemo-radiation therapy and only few days after my 
surgery. 
1. Immediate diagnosis after start of urinating blood 
2. A good urologist 
3. Removal of tumor 
4. The new G.C.B. treatment 
1. Inially it was visualizing that it would be a success. 
2. The follow up tests help build my confidence. 
1. Keeping cheerful (or at least acting cheerful) it makes you cheerful 
2. Keeping a schedule of daily activities and weekly activities (e.g. laundry, cooking dinner, job hunting) 
3. Doing volunteer activities (since I am still unemployed) 
4. Keeping a 
1. Medical treatment 
2. Friends 
3. Internet research 
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Question from Survey                             Values and Frequencies (Total: 774)
 
I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

4. Religious community 
5. Paid for entire sick leave - 4 months 
1. My Family, friends & myself all prayed! 
2. I picked a Great Doctor 
3. A world class hospital 
1. My wife. 
2. My family. 
3. My doctor. 
4. My hospital nurses who gave me chemo. 
1. My wifes support, help, love, & understanding 
2. The entire staff at UCSF that worked so hard to save my life and keep me alive 
3. The love & understanding & help of my children & family 
4. My many friends that prayed for me & wished me well. 
5. My 
1. Positive attitude (laughter, good sleep, good appetite, good elimination, moderate exercise) 
2. Faith (Buddhism) 
3. Grandchildren (2-and-5- year old) 
4. Busyness, that is, anything that keeps me occupied and away from worry, such as family, friends, 
1. Prayer 
2. Support of family + friends 
3. Stanford Hospital - Doctor's + "nurses" 
4. Aceptance of treatment 
5. A strong will to live 
6. Believing in success 
1. Prayer 2. Concern by my family. 3. Having good doctors - surgeon, oncologist &  general physician. 
1. Research 
2. Care-giver (spouse) 
3. Obtaining a second oppinion during first year completely changed my oncologist's regard for me for the next three years.  (He will 
retire 12/31/03.) 
4. Company paid insurance plus medicar paid for monthly $2,000.00 
1. Semi-annual check-ups at an oncology clinic attached to a university medical center. 
2. Annual examination of the colon by colonoscopy. 
1. Spousal support 
2. Meeting & talking with other cancer patients. 
1. Supernatural outlook. My family, friends and myself have such strong faith that God will watch over me and my doctors. 
2. The care I had at Stanford was excellent. 
1. The fact that I was living with my daughter that knew where to go and how to get more health ins. 
2. The chemo treatment help me and cancer is in remission, but one of my toes was infected and I have lost my lf leg. Now I need more 
medical care. 
1. The wonderful doctors and nurses I had 
2. My family 
3. My manager and co-workers 
4. Follow-up cancer care is good.  Just knowing you are cancer free is very positive. The feeling my oncologist cares about me and is 
ensuring that I get tested regular 
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Question from Survey                             Values and Frequencies (Total: 774)
 
I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

1.) The suport of my family & friends, work in holding my job for 10 1/2 month, til I recovered enough to return to my job. 2.) But 
of all my exceptional medical team & their care of me. 3.) My church group & all their prayers for me to recover. 

A caring Dr. who seemed well informed on recent trends in treatment of my cancer. Also support from family & friends. + good biopsie 
results from my 3 surgeries. 
A caring doctor and internet support group. 
A fantastic wife. An understanding boss (allowed me to take every Friday off during chemo with no reduction in pay) A few close 
friends that were constantly asking how I was etc. My kids were also great although one of my greatest anxieties was the eff 
A good I don't care attitude. 
A good attitude and confidence in my doctor. 
A good friend is an oncologist; my wife is an oncology nurse of 30 years experience and I have complete confidence in my surgeon and 
my regular doctor 
A good mental 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 my own positive thinking. 
A positive attitude 
Faith and acceptance 
A positive attitude 
Open to other's opinion/feelings 
Family 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 immune system 
physical exercise on a daily basis 
good family support 
good doctor's support. 
Positive mental attitude. 
strong spiritual life 
A very supportive spouse and a very good team of medical support. 
A wonderful doctor, one of the best in his field in the country. 
State of the art technology & access to the most up to date treatment 
Advice Nurses, at office of oncoligist 
After surgery I had chemotherapy for 6 months + upon completion I worried a lot about my cancer returning, then my oncologist gave me 
the best advice - to have a positive attitude + just go out + enjoy life.  Since then I have done just that, I don't worr 
All the M.D.s & nurses are great people. 
As I was taking my colonoscopy, the surgeon pointed out the cancer to me. I did not wait or hesitate but, told him to proceed with 
the surgery. Not waiting is the reason I'm here. That and a great surgeon. 
Asking for a 2nd opinion at U.C.S.F. & then being treated there. 
At most important thing to mention is the staff at UCSf's {illegible} long and the hematology/oncology department and a friend day 
and night support which is love. Another is prayer. 
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Question from Survey                             Values and Frequencies (Total: 774)
 
I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

At my age my focus is shifting from the here and now to the hereafter - hopefully - heaven! 
At the time I was diagnosed and treated for cancer I was able to take i most calmly. My children were grown, married and had 
families. I was widowed. My feelings were quite light and I trusted the medical people.  Not to forget, I also trusted the Lord 
Attitudes of the medical care givers 
Because I have Alzheimer's, I depend upon my wife for making appointments, picking up medicines and all transportation. I guess that 
has helped me the most since I could not have done it without her. 
Bein well-informed.  My husband and I are both physicians. I have a sound fund of knowledge and easy access to specialists. 
Being a physician + thus being conversant with the problem along with associated enhancement of the health care interplay.  Having an 
underlying good + mellow nature. 
Being active - I'm a cyclist. 
Being aggressive 
Being aware of the care of my health (personal) and that of family, friends, and people around me. 
Being brave, having a good life, my garden, my cat, my friends, my son, my grandchildren. 
Being diagnosed and treated by one of the best surgeons and oncologists at one of the best hospitals in the country 
Being diagnosed with bladder cancer when you're 40 was hard enough - but I had only just lost my dear friend to ovarian cancer the 
year before. Watching her fight for six years, only to lose her in six days was a heartbreak. I have seen what this diseas 
Being tested for the cancer. 
Beleiving in God #1 My wonderful husband and daughter. My will to want to be well and alive. 
Beleiving in myself and knowing that we all will die when the time comes. People who have had cancer in my family - grandmother, 
father, mother, 1 of 2 sisters, brother. I have always expected to get cancer. 
Believing in the Lord Jesus Christ and the power of prayer. 
Besides the excellent care from all of my doctors & staff. My family, my faith in Jesus Christ, prayers from my Christian brothers & 
sisters. 
Better out look on life 
Blood test every 3 months 
CANCER IS NOT THE ABSOLUTE END.  YOU CAN SURVIVE IT. PATIENCE - CONFIDENCE IN MY DOCTOR. 
CONFIDENT DOCTORS 
CONFIDENT FAMILY & FRIENDS 
Cancer support group 
Care and concern of my wife and family 
Concerned doctor 
Insurance coverage 
Care of Drs. & nurses 
Care and attention of family and friends. 
Caring and supportive husband and family and friends. Outstanding care and support of the entire Urology Dept. at Kaiser, Walnut 
Creek. I feel that they, too, are family. At 79, I have long outlived my mother and two sisters, each one having had diabete 
Caring partner, oncologists, friends 
Positive attitude 
Active participation in golf, spectator sports, cultural events (Opera, Symphony, Ballet), political events, literacy events and 
lectures, travel (within my health restrictions). 
Caring physician 
Caring spouse as advocate 
Catching the symtoms on time, medical insurance, excellent surgeon & follow up physician, family support, following the Dr's advise 
on treatment. 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Changing my Health Ins. From Kaiser to Pacificare 
I feel I received excellent treatment 
Chemoterapy, fresh juses, special diet regular upper & lower endoscopy 
Chemotherapy 
Christian Reglion. Diet, and Regular check up. 
Clear communication with my oncologist, Dr. Peter Cowell. I feel that if I have quarterly or semi-annual visits for cystoc's we will 
be able to catch any recurrence of cancer in time for a surgical solution. 
Clearly, good luck, a strong will and mostly: catching the cancer early enough. 
Cofidence in what my Doctors told me…A wonderful wife…my own attitude. 
Colon Cancer removed 
Competent doctors, early detection, good luck. 
Competent medical care 
Complete confidence in Doctors. 
Support of family 
Concern of doctors & family 
Concern of medical personnel 
Concern of family & friends 
Confidence and trust in my oncologist and his advice and medical treatments 
Confidence in my Doctor. 
Consistent + conscientious follow up care. 
Continued good prognosis; very supportive spouse; candid, consistent, accurate advice from doctor. 
Decisions at beginning and luck (and then medical skill, medical technology and luck) 
Detected early 
Diet 
Diet and exsersise. 
Direct and honest discussions as to type of cancer; short-term and long-term expectations, timely and thorough follow-up exams, 
recommended lifestyle changes that will help minimize chances of reoccurance. Openness of revealing cancer with friends and fa 
Doctor's Help 
Doctor's care, family, friends, faith in God 
Doctors & office staff. I work at a hospital & everyone asks how I'am doing all the time. 
My children & grandchildren are concerned 
My wife & her family are concerned 
My friends are allway checking on my condition 
Doctors & treatment 
Doctors care & follow up visits & Family support 
Don't Know 
Don't know. 
Don’t trust an HMO with your health. If you Doctor doesn't like questions get another Doctor. 
Dr. Peter's, Louis Ivey + my present Doctor M.D. Amrita Deshpande - all had a hand in my recovery. 
Early Detection 
Support of Family & Friends 
Good medical treatment 
Prayer and spiritual support 
Early Detection 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Early Diagnosis/Screening procedures 
Early detection and surgery 
Early detection and treatment 
Early detection at a annual physical exam. Problem - I only do these once every 2-3 years. 
Early detection of cancer and immediate treatment (surgery) resulted in my being a cancer-survivor. 
Early detection, prompt treatment, a good medical plan, a loving family 
Early diagnosis 
Early diagnosis & treatment 
Early testing with no symptoms - due to publicity about importance of testing 
Encouragement and support from my wife, family, and Christian friends who prayed for me.  My current doctor's care, concern and 
proper treatment and encouraged me to hang in there. 
Ensuring that my doctors were specialists highly rated in the treatment of my cancer type. Enormous support from family + friends. 
Ability to obtain information about the cancer + treatment options. 
Excellent doctors 
Supportive family & friends 
Grace of God 
Strength of mind, body & spirit 
Excellent doctors & hospital (Stanford) 
Loving & caring husband 
Wonderful friends 
Excellent medical attention; prompt care 
Excellent medical care - Emergency care and hospitaization in Bakerfield, Stanford Hospital surgeon, oncologist and hematologist as 
well as internest-
Excellent top-notch doctors, Feb. 2001 Quick decision to go to hospital and have colonoscopy and blood transfusion and later 
surgically remove tumor growth in lining of rectum, very good explanation of colonoscopy and explanation of removal of tumor by th 
Exceptional physicians, medical care/treatments. Very strong family support, friends, faith. 
FAMILY SUPPORT 
FOLLOWING UP WITH COLONOSCOPIES DUE IN SEPT. (I SEE GASTROENTEROLOGIST) 
Face the reality. 
Analyze the situation and try to find the best solution. 
Faith 
Great doctors 
Faith 
Faith & Family 
Quality medical team 
Reducing stress 
Faith & Family Support 
Faith & positive thinking. 
Faith + medical treatment + family care + regular exercise. 
Faith - trust in God and our blessed mother.  Love and family total support 
Faith Prayer + support of family, friends + church excellent oncologist excellent hospital staff. 
Faith in Christ - Loving family -Excellent Doctors & EMT Nurse 
Faith in the health care system 
Faith; facing it squarely; sev. Others got cancer about same time - sharing with them; also my family supporting me. 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Family 
Family & friends who cares. 
Family Support 
Family and a great doctor 
Family and friends, My positive attitude, faith, becoming a mom-this was the best medicine! Not having to work, pursuing creative and 
artistic interests, reading both for pleasure and to learn about cancer 
Family and my doctors and prayers 
Family for support and the internet for information. 
Family is very important and having a great surgeon to do the surgery.  And most importantly catching the cancer early. 
Family members 
Being healthy overall 
Religion 
Friends 
Excerise 
Family support 
Family support for emotional pain. My husband died at age 61 from bladder cancer that metatasized to his brain.  He did at age 61 
from multiple brain tumors. He was seeing the oncologist that I had seen for my colon cancer. 
Family support, an alert doctor 
Family support, church, friends, and especially my wife. 
Family support, religion and faith, trust in doctors, screening and medical followup 
Family support. 
Family support/Dr.'s advise. Information from American Cancer Society. 
Family, Friends, Fath 
Family, Friends, Prayer 
Family, friends, good health generally, genes 
Family, friends, healthy attitude 
Good hospital care, great doctors 
Also, during chemotherapy I had very little serious side effects. This enabled me to continue my normal routine, most of the time, 
and not "feel sick". 
Family, mainly my wife & daughter and inlaws helped me to maintain. 
Feeling as tho my survival meant a lot to my family and friends. My oncologists resolve to cure me and my personal resolve to endure 
and enjoy whatever fate had in store. Looking forward to doing things with whatever time is left and learning to live wi 
Feeling confidence in my doctor. 
Having a successful treatment option available that worked 
Having a spouse and a circle of friends. 
Having health insurance - very important! 
Feeling that I had a great surgeon & knowledgable oncologist taking care of me. Also knowing there were so many people that cared. 
First going in for cancer screening test then having polyps removed, colonoscopy 
First, my primary doctor made the right diagnosis and sent me to a urologist when I tested positive for blood in my urine.  Second, 
my urologist, Dr. Rosenberg put together a team of doctors secondto none- he and his partner, Dr. Connoly, & Dr. Presti, He 
Follow the doctor's advice, get plenty of rest. Have an optimistic attitude. Talking to friends who had cancer experience. 
Follow-up consultations to my primary care phycisian & my urologist. 
Following Dr's orders & having spouse who is in the medical profession. 
Following doctors orders & suggestions 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Following my doctors suggestions, clean living + positive prayer and intervention 
Friends & family support 
Friends & family, & the doctors 
Friends + Family 
Knowledge about my condition 
Friends and prayer, my doctors 
Friends, Church, Good Doctors/Clinic 
Friends, family, doctors ­
From the beginning, I knew that the cancer was tiny. After the surgery, I was told that it had not spread at all. I have felt 
extremely fortunate and thankful. 
Generaly good healthy living and a positive attitude 
Genetics & positive attitude 
Getting help & getting rid of my 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 more 
Getting the right oncologist and deciding to question another doctor that told me I needed radiation treatmetn after surgery. My 
oncologist and I both disagreed. The doctor that recommended the treatment is also the one that gives the treatment.  Someti 
Getting to know my doctor and his manner. 
Gleevec 
consuming organic foods 
homopathy 
God's help I prayed a lot! Thinking I was going to get well!! 
God's intervention and the fact that my tumor was isolated within the colon wall. It had not spread to liver. 
God, and my will to survive. My enter strenck. 
Going to doctors and not letting things go. 
Good Attitude 
Supportive Family & Friends 
3-Year ongoing clinical trial 
Excellent oncologist and clinical research specialist. 
Good Care 
Good Doctor's, family support lots of love by family. Good Ins. Coverage. 
Good Doctors and Nursing 
Good Doctors, good medicine. 
And blessings. 
Good Dr's, and family. And keeping active. 
Good Relationship with Doctor 
Support at home 
Physical exercise healthy eating habits 
Planning things to look forwart to 
Positive attitude 
Good care and complete treatment. 
Good care from Doctors & Nureses & information on all about cancer 
Good doctors & hospital care 
Good doctors, cancer was found in time. 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Belief in God, many fine friend, good woman 
Blessed 
Good doctors. Supportive family & friends. 
Good doctors; Friends; Family; Good attitude 
Good family support 
Good follow up health care and a positive attitude 
Good medical care - oncologist, gastro-ent, surgeon 
Good family support 
Good resources on diet, keeping healthy 
Resource helps from nurses at church (2) 
Experiences shared by dependable others 
Good medical care - so far good luck 
Good medical team 
Good friends 
Strong will 
Good medical treatment & follow up care 
Positive outlook on life 
Physical & mental exercise 
Good primary care physician who first ordered all possible tests (MRI etc.) -- Good surgeon  -- Good follow-up oncologist 
Great Doctors and the love and support of family, friends, ect. I have also felt a lot of guilt of being a survivor due to the fact 
that we lost one of our daughters in 1994 to an inoperable malignent brain tumor. I don't know why but answering all thes 
Great doctor and great nurse practitioner. Great surgeon. Hospital with latest research result in cancer. Support by family and 
friends. My own strength (physical and emotional) 
Great doctor-patient relationship 
Supportive Family 
Low grade tumor 
HMO 
Faith in God 
Family 
Friends 
Had a good doctor + the nurses helped and my family was wonderful and very suportives. 
Have confidence in my own health and continue to live a full life in a supportive community. 
Have had follow - up checks at various intervals that have been negative & give me a lot of reassurance that it won't return as time 
goes on. 
Having a colonoscopy that detected the malignant polyp early enough to remove the cancer and prevent it from spreading. My family and 
friends were persistant in having me get the colonoscopy which detected the cancer. Friends, family and interest in vario 
Having a competent doctor and good luck with the new drug, Gleevec. 
Having a doctor I had faith in. Support from family and friends.  A little bit of good luck doesn't hurt either. 
Having a doctor that encourage me and wonderful helpful nurses, and most of all my relationship and faith in the Lord. Wonderful 
family that loves me very much. Praying and trusting the Lord. 
Having a good health giving me a happy mom and so as my family.  I owe everything not only to my Doctor but most especially to our 
Lord Jesus Christ. 
Having a good respect for my doctor's care. Prayers and relax. Have a possitive out-look on my life.  Take one day at a time.  Be 
thankful for every day. 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Having a good support group because the journey is often different or longer than first planned. Asking questions, sometimes all that 
you read is often nagative. Every body reacts differently. 
Having a sigmoidoscopy at age 52 and having benign polyps, which led to a colonoscopy. Then 3 years later having follow-up care ­
found cancer. Early dections is so important for colon cancer - I will continue to have a follow-up test ever 2 years ­
Having access to other cancer survivors who have similar experience, supports from your love ones 
Having an excelent surgeon 
Having caring physicians and recommended care when appropriate.  Support of family. 
Having faith in God and prayers from families and friends including support and encouragement from families, friends, and doctors. 
Having faith things will get better. 
Having friends and family that cares about me and give me support 
Having gone through others "fights" with cancer 
Having good doctors and the best surgen for operation and receiving the best of post operation early. 
Having my check up on my colon with my Doctors and my last test colonoscop in January 2003 and for me to return back in 4 years.  
Which I think should be every other year. 
Having my family's help and care gettting me thru the hardest time and the prayers + friendship of friends. And of course the 
Gleevec + my doctor help plus the blood transfusions and Procrit. 
Having no one depending on me for support. 
Having positive thoughts and the support of my family 
Having trust in God. Jesus Christ the son of the living God. 
He's not a survivor - he's terminal 
Help from my family members, my small baby girl and most of all God. 
How Blessed I am to be alive and well and doing a lot of more things with my family. Doing more things at my Church that I use to 
do, but slacked off some 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 me? But I also know you can't question "God" I, feel like I'm just a very strong 
person. I use to cry every night & day, because I was sick and had to go through so much with my collon cancer I'm dealing with 
I always felt no one cared or that I had "no" friends. Then I realized it's not true, I had "friends" visits, received lots of cards 
& phone calls from people "friends" who care. I always thought I had "no friends". It's something you or one experience 
I am O.K now 
I am not sure that I could call myself a "cancer survivor". I cannot say what my ultimate cause of death will be. I do feel that I 
have worked with caring doctors who have helped provide information and guidance as best they can. 
I am thankful I had a colonoscopy in time + surgery to remove a cancerous polyp. I would stongly urge others to have this procedure 
an cancer is a silent killer. I had no knowledge of these polyp until the colonoscopy. 
I changed my diet, quit smoking, and increased exercise. 
I consider myself lucky because my bladder cancer was diagnosed and treated (with no recurrance) within a very short amount of time. 
I believe that keeping a positive attitude helped tremendously and not being a "victim" to the disease.  I had the mental 
I consider myself lucky that the Dr told me I was lucky that my cancer was just in one place and it didn't spread. When I see other 
people with cancer and having a bad time I feel sad. 
I could go back to work after a couple of months and have no limitations 
I did have Kaiser Coverage. A good friend, former spouse, helped greatly during my recovery from prostate surgery. The surgery & 
treatment I received at Kaiser was excellent. The way they dumped me from their program was disgraceful. 
I don't have much to add. My tumor was removed at an early stage. I go for checks every 6 months now. Previously every 3 months. 
Looking forward to being 5 yr. Cancer free. Only problem I have is with Health Insurance!! 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor?
 

I don't know. My cancer has been come back. I'm not a survivor.
 
I feel it was my family that helped me the most. You have to have faith and the will to live, and that is what my family gave me.
 
I feel that my experience as a cancer survivor is atypical: stage 1 colon cancer was detected in a biopsy several days following 

surgery (laparoscopic right hemicolectomy). Because the surgery is the treatment for this stage of cancer, no follow-up treat
 
I had a senior exercise class 3 times a week and good emotional support from senior friends and family. Very good medical support 

for me and my family.
 
I had a wonderful "Colorectal" Surgeon & follow-up internist
 
I had really good doctor/doctors! All very knowledgable caring, helpful. A caring family and friends.
 
I had superior diagnosis - a gifted surgeon did exactly the right thing.  I felt confident that people at Kaiser would give me what I
 
needed.
 
I had surgery 10-13-03 for liver & colon cancer - am going again for surgery 11-17-03 got a new oncologist after 10-13-03
 
I have a great Dr. Dr. Pomeroy as one of the best. We are treating my colon cancer together. A good Doctor and lots & lots of 

information. You also need a good support group.
 
I have a very positive attitude. I don't look back and am thankful that I am alive. I am thankful that my husband was very 

supportive during my 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 "Gleevec" prescribed for my CML. I also feel I am getting 

excellent care - and have a very good doctor who is in constant contact with the Gleevec doctors in Seattle.  I am in the pro
 
I have listened to the advice of my oncologist + have follow up with colonoscopies. I have blood tests every 6 mos before I visit 

the Dr.
 
I maid it.
 
I never felt that I was a cancer patient. As a result, I do not consider myself a "survivor."  You should realize that I had a 

bladder surgery to remove a polyp. This polyp, upon pathological examination, was determined to be malignant. There was no fu
 
I never thought of having the cancer in the first place. I take one thing at a time - enjoy life, eat good food - lots of fruits + 

vegetables + take my medicine for hypertension + diabetes.
 
I realized how much confidence and how much I must trust I need to give my doctor. I also have little idea what my CLL will do and 

neither does my doctor.
 
I really don't think of myself as a cancer survivor. I got a very odd type of tumor + there's no group of "SFT-of-the-bladder" to 

identify with. So I'd say what helped me was surgery + then going back to normal.
 
I received a lot of help from my doctors and especially from the staff on Encology.  They were so very supportive.
 
I recommend colonoscopy before symptoms appear, when M.D. advises to have one.
 
I think above all else having a positive attitude makes for a speedy recovery.
 
I think having an ultrasound done was very helpful in locating the "spot" in my bladder. Having follow-up check ups every three 

months, then every 6 months has been extremely helpful in easing my mind of having a recurrence and not knowing about it.
 
I think my family has been the most helpful.
 
I think my positive attitude of my self - my family - my friends along with the doctors involved.
 
I think what helped me most with becoming a cancer survivor was the fact that I had early access to very competent doctors including 

my internist, my gastroenterologist & my surgeon. Once diagnosed, I was in surgery in a matter of a few hours. I think the
 
I told all the people that I had cancer. So many people told me that they prayed for me. Even people I hardly knew. I began to 

believe the power of prayers. The workers of the cancer departments were all so friendly and gave you support.
 

I trusted my oncologist. My partner was always with me. A savings account so I didn't have to worry about income. And was able to 

take time off during my chemotherapy and start my own business. Friends + family were always caring. Positive attitude.
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 
I was fortunate enough not to have had any adverse effects from Radiation treatment.  It was as though nothing at all was happening 
to me. 
I was fortunate to have the surgeon who took care of me. He treated me withj the utmost respect & took good care of me in the follow-
up sessions. 
I was lucky that my cancer was slow-growing and caught early. I don't really consider myself a "survivor" because my life has never 
been in any danger. I've had regular treatments with BCG that seem to be working (cancer-free since Dec. 2001) & regular ex 
I was lucky to have a good doctor, who gave me the right chemotherapy. I stoped all my activities including my job, and concentrated 
on taking care of my health, good eating, exercise, hiking, walking, fresh air, and the good support I got from my family 
I would say faith in Jesus Christ to get me through the situation. 
I'am not a very good writer 
I'm not really a survivor 
I have CLL- Stage 0 
I go for blood work every 3-4 months and to visit the oncologist to check my lymph glands 
I've received outstanding care and support from the doctors, staff and resources of Kaiser, Also, my wife, children and 9 
grandchildren have been a joy and inspiration. Lastly, I do believe my positive outlook and attitude helps. 
Immediate + excellent medical care excellent follow- up care 
In the past year I have had a new urologist. Before that I was miss diagnosed. Thank God for my new urologist 
In working with other cancer patients - this is more feeling & understanding. Plus able to sympathize or understanding their 
decisions. Take the time to spend more time with them & family is also important for their support groups. 
Internet information
 talking to other survivors 
My husband! 
Jesus is our friend - My life is in his hands!!  I never had any idea I had cancer, when I found out I did - I had many tests and the 
next week a cancer Dr. took it out - I've had no trouble before or since. 
Join in a support group & have family participate too. 
Kaiser Health Plan, Stanford Hosptial. My mother and stepfather, my aunt, my father and my girlfriend all provided me with practical 
assistance which was indespensable. 
Kaiser Permanente and the doctor 
Keeping a humorous outlook and eat well (although I have developed a "weight" problem (10 to 15 percent overweight) as a result. 
Keeping busy - CRAFTS - Reading - Thinking positive, Going to Church.  Volenteer at Salvation Army with Pre School children. Going to 
Pain classes - We have a dog + cat I enjoy. Watching T.V.  Baking for my daughter who are RN for their co workers Doing f 
Keeping my mind and soul @ peace. I'm a fighter I say I fought it along with my DOCTORS help and care-taker. Praying 
Knowing my father beat the cancer ITSELF, and just putting it behind me. 
Knowing that I can survive cancer 
Support from friends and family 
Knowing that I was free of cancer, 
Knowing that colon cancer runs in my family, is treatable and can result in a long life as exemplified by my 85 year old aunt 
Knowing the kind of cancer I have and what the treatment would be. Understanding the treatment and how my body will react are 
important too. 
Knowing what to expect and how to deal with it. 
Knowledge of cancer 
Its source 
Its cure 
LUCK, POSITIVE ATTITUDE, GOOD MEDICAL ATTENTION 
Learning as much as possible about the cancer 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Learning how to deal with my health issues because of my cancer colon operation. 
Learning to ask and seek help was and still is difficult. Medical bills due to co-pymts and 'not covered' services amount to 
approximately $30,000! I definitely would of applied for disability - I attempted to work part time - but it is extremely diffic 
Live one day at a time 
Prayer - trusting God 
Living everyday with joy.  Feeling very lucky thankful for the wonderful doctors, nurses, care and friends I had. Cancer isn't the 
end. Take good care of yourself - I did but I still got it.  Get help. Live - be kind - look forward. 
Look forward and never back. Try not to worry. 
Lots of prayer by me and the many friends that I have. 
Love from family members 
Love of my family & having the problem identified & treated early - I recognized the symptoms - early on & sought the doctors care ­
I also have a daughter who is a nurse and confirmed my suspicions.  I had follow up exams 6 weeks, 1 year and again last y 
Love, dedicaton and noodging of my wife. Fine care and dedicated service from all medical providers-doctors, their service personell. 
I try to make my appreciation evident to them all. I sincerely hope I've succeeded. 
Love, prayers, and support from friends and family. 
Luck 
Luck! Even though it was a terrible experience (24 hospital days over a 6 mo. Period), good surgery (and luck) removed cancer with a 
ver low % escaping cells.  That was good because my first chemo was so bad for me that I couldn't complete the remaining 
MY OWN OUTLOOK TO LIFE 
Maintaining a positive mind set, the excellent Family Physician, Surgeon and Gastroenterologist I had, the power of prayer and the 
love and support of my family and friends. Please note - I have omitted my oncologist from this list for very specific reas 
Marijuna - good Dr. advice & friends 
Me, Myself and I 
Medical & Hosp. Care were excellent, that left only prayers 
Medical care & treatment. 
Medical research 
Oncologist (rapport) 
Meeting other cancer survivors & hearing their personal stories with hair loss, eating habits. It make me feel I wan't alone. The get 
together at the cancer caner where we were given free wigs f our choice. How to put on make-up & feel & look about oursel 
Mental Outlook 
Luck 
Great Health 
Physical Condition 
Good Diet 
Excellent Imune System 
More aware of life & surroundings 
More information about how to quit smoking cigarettes - and general health care 
Motivation of taking care of my grandaughter. 
My 5 year old daughter and all of my family and friends 
My Buddhist practice in the tradition of Thich Nhat Hanh, being a model to my son (how to face difficulty). Being a warrior. (I 
have depressions but my basic actitude is reverence for life, I'll do my best to survive.)  The Spirit of giving. 
My Doctors helped me the most by talking to me about my situation and the excellent care I received. 
My Drs, and Kemo 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

My God & my family all their deep support. Prayers by everyone and living one day at a time that I was going to listen to the 
Doctors, but I was going to be well & get over this. Taking my 6 months of Chemo as precribed I did it. I'm well. I feel very ble 
My Nurses training helped because I recognized the symptoms right off. I can understand the Dr's sources easily. I know I'm not the 
only one in the world with cancer. I think I'm damned lucky. 
My additude; I have always looked on the bright side. Having a close family. Some one is always looking to help me. A very few 
friends which also is a help. 
My attitude. 
My bladder was scraped - and have had no pain or any problems - I'm due for another check up at present. - Never had any pain 
discovered I had groths - only a slight bleeding.  I feel very lucky. 
My cancer did not spread. It was eliminated. 
My cancer may be back, at least my doctor says so even though blood test don't show anything 
Need more information 
There should be cancer classes to educate people who have cancer what choices they have 
How can I talk to my doctor about my cancer if I 
My cancer was caught very early and was removed with complete success. I've had no signs of reoccurance. I had quarterly checks the 
first year, semi- annual the 2nd, and will have annual the rest of my life-- very reassuring. 
My check-ups - My three children  Surgery - chemo. 
My children. My twin sister she gave me lots of help. My sons talking to me.  Not to give up hope. 
My co-workers gave me a lot of support. 
My colon-rectal cancer surgeon 
My wifes support 
My colorectal cancer was discovered two years after treatment for hemorrhoids, so it was quite a shock to discover the real cause of 
my rectal bleeding.  However, I was very fortunate to have the cancer completely removed by surgery of the colon. The doc 
My daughter was the biggest help. She has many years in medical training (Nursing/Paramedic) and know what needs to get done and 
when.  And with a great team of doctors working with me and my daughter (ie - giving us all my options and we all choose the 
My decision to research my problem & treatment options carefully, and take control of my treatment to the full extent possible. I 
also improved my lifestyle in terms of diet & exercise, and have been conscientious in following my program. 
My doctor & his staff have pre-arranged my appts. & followed up by reminding me of this appts. 
My doctor (specialist) was wonderful!!! He made all the difference!!!  To that I add my own interest in my health + recovery. 
My doctor and my research 
My doctor at Kaiser had me do a routine colonoscopy which discovered the cancer at an early stage. I had a very positive attitude and 
lots of support from family and friends. 
My doctor told me at the time of surgery that the cancer was minor. I have not felt like a cancer patient. 
My doctor, family, friends, and religions. 
My doctors 
My doctors & take care of myself. I don’t drink or smoke. Try eat healthly 
My doctors at stanford. My husband, children & family 
My doctors, and my attitude 
My experience in the Ministry 
My exwife 
My faith & the caring from my doctors 
My faith and the fact that I do not dwell on the cancer. 
My faith in God and the excellent treatment I received. 
My faith in God to His Will for my Life and the good Doctors who helped me in this. 
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Question from Survey                             Values and Frequencies (Total: 774)
 
I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor?
 

My faith in God, prayers from family and friends.  Vvery good advice from my doctor and being a patient at a Cancer Center
 
My faith in God; My supportive family and friends; My natural disposition.
 
Comments on A16. R. I had compartment syndrome in my lower legs immediately 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 endlessly for me. The huge support… visits to the hospital, phone calls, prayers. The way my family sacrified for me,
 
My faith in The Lord.
 
A qualified and understanding doctor.
 
My faith.
 
My doctor + the care I received.
 
My good health.
 
My family
 
My doctors
 
My family & doctors
 
My family & friends support. Great Dr's. Faith
 
My family + friends. And the excellent medical professionals who cared for me.
 
My family and friends, and God
 
My family and friends, prayer and self determination to try and stay as healthy as I can. I try to stay optomistic and keep my 

spirits up. I work hard to keep my mind busy.
 
My family support, good medical care on time
 
My family's support and the way I now see thing differently than before, to take advantage of each day.
 
My family, Mayo Clinic
 
My family, my wife, and friends.
 
My feith in God.
 
My good attitude
 
My inner strength and no fear of dying - complete faith in a doctor whom I get to know by conversation.
 
My meditation & world outlook, my family and friends.
 
My most memorable experience goes back to an urgent appointment when I had pain in my left side. The doctor, who was not my primary 

physician, ordered blood tests. I was impressed by the expeditious manner in which the doctor handled my case. I was diagno
 
My oncologist
 
My oncologist was very straight forward with information, I did my own research and we took an aggressive course of action.
 

My oncologists positive outlook and prognosis that bowel resection surg alone (with maybe no other treatment) was the only treatment 

I needed for stage I colon cancer with about 90 to 95% survival rate, also every 3-6 months follow up lab. tests ultra sou
 
My own will to survive.
 
My physical condition is pretty good + I recuperated rapidly. I am a highly active person + hard worker.
 
My positive attitude in life
 
My positive thinking and support of my family and friends.
 
St. Mary's Hospital in San Francisco provided a van service to get me to and from my treatment appointments - The drivers where 

wonderful in assisting me.
 
My primary care physician is an amazing person. He is an incredible diagnostician, relentless in pursuing concerns and a warm, 

compassionate person. My surgeon is of a similar nature (very unusual for a surgeon). I also was blessed with a diatician/nut
 
My relationship with my former oncologist (for 4 1/2 years) was very beneficial because he was compassionate, forthright and gve me 

excellent examinations. He also supported me in my decision to decline chemotherapy, which was a positive long term decisi
 
My sister and the care of my doctors and friends.
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

My sister dressed my operation scar for about two months after operation 
My sister provided me with a lot of emotional support. 
My spouse encouraging me to continue. Dr.'s encouragement + various medications - friends & family 
My stamina and my will to survive. 
My stronge military back ground 
While growing up I had to provide for myself. 
I had a suppoprtive & caring mother & Dad 
My wife is a nurse/my first wife (deceased) was a nurse. 
My support group, my prayer group. My faith. Having a good doctor and excellent medicine. 
My treatment + prayer 
My urologist and her staff. 
My urologist. Support from my wife. 
My wife 
My wife & family & faith in God & friends 
My wife and my three children 
My Urologist and his staff 
My research in Medical Text Books and American Cancer Society 
Support from some friends 
My wife's support and help. Hospital staff including doctors, nurse's care. 
My wife, after my operation I could not walk, for a month I had no appetite, my wife took care of me all the time I was so weak after 
my operation. It took me 4 months to feel normal again. 
My wife, family, doctor + care 
NONE. 
Never allowed cancer to control my thoughts - the word cancer did not scare me.  Kept a strong attitude mentally without being 
concernd with the decease. I relied on my doctor to worry about the treatments and cure if available. I did not worry about it 
No Opinion 
No option but to get better for my kids-
None 
Not allowing the doctor control my health care decisions.  Asking questions about my treatments and demanding answers. 
Not giving in to your fears. Conquer them! Mostly a strong spirital connection with God. Faith is the ticket. 
Not thinking at all about it. 
Not to worry-faith in my DR- I knew my illness was chronic, It could or could not return-Also my lab test NOS. have been good. 
Not worrying, staying calm, not getting nervous. 
Nothing in particular 
Noticeng symptoms early - being aware fo symptoms prior to - knowing what to look for to alert the dr. for further tests 
Much support from family, friends & church - much prayer. 
Null 
Once surgery was over and the cancer contaminated colon had been removed RECOVERY began - with the aid of a most 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 
Opportunity to participate in a clinical trial for new treatment options. 
Optimism 
Optimism, Insurances 
Optimism, very little time to worry before surgery, support from friends and family 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Overcoming the doctor's diagnosis. At first I was going to a "free clinic" at a County Hospital. Then Medi-Cal. I only took a little 
chemo, prefering to use Coral Calcium instead. This has worked miracles! I have had 4 different oncologist so far. Onl 
POSITIVE ATTITUDE; A SENSE OF WELL BEING; FAMILY BEING WELL PROVIDED FOR. 
POSITIVE OUTLOOK ON MY LIFE AND AN INDEPENDENT LIFE STYLE THAT HAS EMPHASIZED MY ABILITY TO CONTROL & INFLUENCE ALL ASPECTS OF MY 
LIFE. 
Personal faith & life experiences 
Personal stamina. Questioning disposition. Tolerance for beauracracy. Ability to withstand the medical "system". Being forceful when 
it was required. 
Personel care and T.L.C. 
Physical fitness, optimism, will power- a determination to take charge responsibility for your own welfare when medical services and 
assistance fail. 
Positive Attitude 
Sense of Humor 
Good Surgeon & Oncologist 
Good Hospital 
Keeping Busy 
Positive Attitude 
Spiritual Attitude with prayer and faith. 
Moderation in all things 
Positive Attitude 
Support of Family and Friends 
Confidence in my doctors 
Getting a second opinion 
Alternative Healing -acupunture & massage 
Seeking Nutritional Knowledge 
Being Healthy 
Positive Attitude, Fantastic Doctor + Staff 
Positive Attitude. Finding out as much as I could about my particular for of cancer. Maintaining time doctor follow-ups and advice. 
Positive attitude 
Strong family support 
No chemo or radiation treatments necessary 
Positive attitude 
Support of wife and family & friends 
Positive attitude - competent physician and surgeon 
Positive attitude, (luck) early treatment. 
Positive attitude, faith, friends. 
Staying active, exercising - not giving in. 
Positive attitude, great medical support, strong support network, spirituality. DID I MENTIOM POSITIVE ATTITIDE? 
Positive attitude, outstanding medical professionals & following their advice. 
Positive frame of mind and confidence in my medical care. 
Positive mental attitude 
Power of prayer 
Prayer & casting my concerns upon Jesus / Strong support from my husband, being encouraged by reading the inspired word of God 
regulary, prayer support from others, encouragement from my gastroenterologist when asked concerned questions, excellent medical 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Prayer -- faith in God 
Friends 
Family 
Prayer Prayer Prayer 
Prayer and positive attitude 
Prayer, Support of family and friends 
Prayer, good doctor & luck. 
Prayer, love of friends and relaitives. Taking care of an elder neighbor. Faith, change in life style, diet and exercise. 
Prayer, my husbands support, good humor, having activities to participate in, reliable doctors and staff, family, friends, common 
sense, self-discipline, availability of fresh healthy food 
Prayerful support from my wife, children & friends. 
Excellent Urologist who shared my religious faith. 
Prevent my cancer coming back or other new cancer development ­
Quality instant treatment 
Quick detection of simptoms and procedure completed. 
Ready access to med care (VA, ACCHS). In initial treatment at Kaiser, Oakland, CA I felt my assigned oncologist was largely 
incompetent - he did not follow stuff up - He would have seriously overdosed me if I hadn't checked with a family member who was 
Realizing that good clean living helps you survive and makes you more appreciative of your family, friends and life itself. And the 
help from the afor mentioned. 
Receiving a medical check up and finding a cancerous polyp in my colon 
Recommendations from friends. Getting 2nd opinions from other Drs. Assistance & information from members of ostomy groups. 
Referrals from friends to alternative health care professionals. 
Support of wife 
Talking to others about my concerns 
Spiritual practice 
Regular follow-up appts with my doctor 
Regular medical exam especially colonoscopy 
Regular physical check-up, especially timely CAT Scan & Colonoscopy 
Religious Inspiration.  Appreciation of the small things in life. Awareness of my personal strength to accept the fact I had bladder 
cancer + to remain optimistic. 
SUPPORT OF FAMILY AND FRIENDS 
Seeking care whenever I felt pain. Asking and getting whatever I needed.  Listening to my body and taking care of the pain. Staying 
positive and making myself get back to physical exercise to strengthen my body after two surgeries. 
Seeking second opinions after initiale diagnois and treatment. The second opinions led me to change doctors.  Had I stayed with my 
first doctor and his HMO, I think I would be dead by now, or would have had my bladder unnessarily removed. 
Sense of Humor ­
Good Doctors 
Good Family - Loved One Support 
Prayer 
Skilled surgeon 
Knowledgable oncologist 
Concern of family & friends 
Spiritual uplifting, upbringing, faith in God to overcome problems, friends, family, lover. 
Stay warm 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

A lot of rest 
Eat right 
Strong family & religion 
Very healthy before cancer and low risk 
Life style (no smoking, moderate drinking, no drugs, monogomous). 
Strong family support (& my cat). Having a positive outlook & trying not to loose my sense of humor or hope in general. 
Strong religious and family ties. A great back up system of family, friends and medical. Six children and 13 grandchildren. 
Strong will to survive 
Strong, supportive network of family and friends. 

A relatively strong faith in God. 

A generally positive attitude about life. 
Support and a positive attitude. 
Support from family 
Strong personality 
Feeling in control 
Wonderful medical care 
Support from family & friends. 
Support from family & friends. Outstanding doctors & other medical personnel.  Good medical insurance 
Support from family & many people praying for me. 
Support from family + friends 
Support from family + friends, prayers + of course the proper treatment. 
Support from friends 
good doctor 
good information 
follow up exams 
being physically fit 
exercise 
Support from friends & family. Having an oncologist who you trust & can openly communicate with you & your family. Remain positive & 
try to stay active 
Support from medical staff, family members, friends and employer. 
Support from my family has helped me to deal with the shock of having cancer.  They were all very positive and my daughters took 
turns caring for me during periods of illness due to chemotherapy + radiation treatment. 
Support from sister, friends and doctors - my family practitioner and my oncologist 
Support from wife. 
Support of family & friends 
Walk with God 
Helping others deal with cancer 
Support of family & friends. 
An excellent team of doctor's & nurse's knowing I had medical coverage 
Support of family + friends.  I live in a community which has nursing care around the clock. This is a retirement home and 
infirmary. My 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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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

excellent HMO 
Support of family and friends. 
My doctor's knowledge and treatment of leukemia. 
Timing and luck. Lucky to participant in the clinical study before it closed. 
Support of family and friends. 
Support of family, good health insurance coverage, outstanding doctors, and friends. 
Support of friend 
Support of friends & family. FWIW, I am not a survivor. I was diagnosed terminal 19 Nov 2002.  On 12 Oct 2003, I had CT Scan that 
showed extensive metastisis throughout my abdomen. This past November, my oncologist discovered an enlarged lymph node in my 
Support of friends + family. Excellent doctors. 
Support of my wife 
Support of spouse and friends 
Support of family members 
Spirituality 
Support people / family & friends 
Surgery 
Surviving! 
THE BLATTER CANCER WAS THE LOWEST STAGE 
THE FACT IT WAS CAUGHT IN VERY EARLY STAGE - WAS CONFINED TO A SMALL PORTION OF UPPER COLON AND HAD NOT SPREAD SO MY DOCTOR WAS ABLE 
TO REMOVE IT ALL AND NO FURTHER TREATMENT WAS NECESSARY AT THAT TIME - NOR SINCE, SO FAR.  DID HAVE A HEMATOMA AND INFECTI 
Taking an inventory of what I ate & drank, and completely eliminating things that I thought could possibly be a contibuting factor. 
Additionally I upped supplement intake( increased antioxdidents) so this has given me peace of mind that nutritionally I a 
Taking charge of changing doctors and seeking the treatment and diagnosis. The nurse practitioner and my former medical doctor made 
light of my concerns and did not want to give me the colonoscopy I felt I needed. In fact both said to wait 3 years befor 
Talking & writing about it 
Spiritual practice 
Support network 
Love - self & from others 
Intimate relationship with a life partner 
Bonding with animals 
Staying in tune with nature & my body, heart, & spirit 
Talking w/ my doctor 
Becoming informed via media 
Talking with family or close friends. 
Talking with other cancer survivors with colon cancer. 
Telling everyone I meet to STOP SMOKING!! 
The Cancer was discovered before it was completely thru the wall of Colon - just in time - 29 nodes were removed and nine were 
cancerous - I recovered quickly and my health was very good and that helped most of all - And my attitude was always 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 me. 
The assurance that I am cancer free 
The best team of doctors available 
Family support. 
The will and determination to be a survivor 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor?
 

The cancer was seen in early stage and removed within one week.
 
The care of my doctor.
 
The care, love and support of family & friends.
 
The confidence & cheerfulness of the nurses who administered the chemotherapy meds for 6 mths at Kaiser Richmond CA
 
The confidence and care of all my Doctor's
 
The confidence of my Doctor, and the prayers of my church Family & Family
 
The conviction that I would survive one way or another
 
The doctor and his nurse
 
The early detection of the cancer and the immediate surgery for the removal of the cancer.
 
The early detection, diagnosis and treatment of cancer (tumor) is the road to curing of the disease.
 
The excellent care I had while seeking a diagnosis, treatment & immediately after. My primary care physician is EXCELLENT. My 

hematologist-oncologist at UCSF is excellent.  I am a very lucky person to have received such wonderful care.
 
The excellent care I received from Dr. Hyde at the County Hospital Monerey Peninsula (CHOMP) and Dr. Craig Christiansen, gave me 

confidence and courage to continue. The nurses/staff at CHOMP were special too - inspirational.  I was profoundly grateful for
 
The excellent care I received from Kaiser.
 
The fact that I refused further chemo after 3 treatments and I got violently ill. I had a good pathology report
 
The fact that the cancer had not spread beyond the colon thus requiring no treatment subsequent to surgery.
 
The frank approach of the medico-surgical team - and the hospital post operatic care at Kaiser - Permanente
 
The internet helped with information. My family and their positive support helped me fight to gain my health and life back.
 
The knowledge my husband has.
 
The local urologists sending me to a urologists at UCSF, and the BCG treatments that the UCSF Dr., had my local Dr. treat me with.
 
The love & caring of my family
 
The love and support of friends, my husband, and family - the books and prayers they offered - literally from all over the country.  

The support of a group of other cancer survivors during our weekly meetings with our social worker provided comfort and in
 
The love and support of my husband, family and friends. My faith in God. Excellent medical care. We interviewed 6 surgeons before 

deciding on the one I'm stilll seeing. I participate in the local ostomy chapter every month. Very important.
 
The love of friends and my higher power GOD! My will to live and to continue to enjoy life Life if great to me.
 
The love of my family and a great Dr. Anderson
 
The loving care & help of my family & friends.
 
The excellent care of my primary care doctor at Kaiser Permanente Hospital
 
The loving emotional and physical support of my husband, our children and grandchildren - as well as my sisters + friends.
 
The medical care I received from my oncologist & my internist. They took care to make sure I received medical attention at the outset 

of my illness. The treatment at the beginning was very aggressive & I am very grateful that Novartis came out with the me
 
The medical knowledge of our doctor, the prayers of family & friends, the healing touch of God, and a positive attitude.
 
The obvious talent & care of my doctors.
 
The prayers and support from my family and being able to watch my two grandsons and granddaughter grow.  I try to keep a positive 

attitude about the future and try to concentrate on my blessings, not the negatives.
 
The professional care of my Doctor and his constance concern.  Also the love of my family.
 
The promptness that I was treated + the good follow up care
 
The promptness that it was detected since the cancerous groth was very small.
 
The quality of the medical staff. The Gastroenterologist, Surgeon, Oncologist and Radiation Oncologist talk on a daily basis.  

Everyone in the group is made aware of test results, treatments and recommended follow-ups.  A great way to run an organization
 
The single most important was confidence in my doctors
 
The support and love of my family.
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

The support and prayers of my family and friends 
Trying to live a healthy lifestyle 
Having a doctor that I trust and have faith in 
My faith in God 
The support from my medical team 
The support of a loving family & friends, prayer, and a wonderful and truly caring Doctor and staff. 
The support of family + friends. 
The support of my family & my faith. 
The support of my family and a strong determination to live.  I was fortunate to have members of my family who were capable of 
knowing the right questions to ask and to follow up on every procedure in a professional fashion 
The support of my family, my employer & co-workers, and friends! The caring nurses & staff at the cancer treatment center. My church 
community. My own inner strength. I survived spinal meningitis at age 6 months and have always thoght of myself as a survi 
The support of my spouse and family. The support of my oncologist and the ongoing followup visits.  It was helpful to talk to the 
doctor as my recovery progressed. He offered suggestions to prevent re-occurrence of the cancer.  He ordered followup tests 
The support of my wife and family 
My faith and the value of life 
The support of my wife, kids, drs. 
The surgeon 
The team of Dr.'s - specialist on - primary care DR. Oncology + Surgeon who perform th removal of tumor 
The tender, loving care of my wife plus excellent doctors and nurses. 
The treatment I received from my doctor and support from my family. 
The treatment that I received was nothing short of exceptional. A cancer diagnosis was something that I profoundly feared, but from 
the very first I was offered hope and optimism. My physicians worked especially well as a team, communcating with each ot 
The trust I placed in my doctor's care, recommendations and ability to perform medical procedures related to my cancer. The support 
of loved ones, family and friends. Gratitude for the many medical advancements meade in the detection and treatment of ca 
The will to live. Husbands positive thinking. 
There is no tomorrow! GET all you can today 
Who goes slow; goes far. 
Three weeks after my initial surgery to remove the tumor (and part of my colon), my oncologist gave me the option of chemotherapy or 
strengthening my immune system. I chose to strengthen my immune system and have, so far, been very sucessful. 
Time, Love (Giving & Receiving), therapy (including anti-depresants - more related to divorce than cancer) 
To create a happiness, not worry. 
To keep active and positive about the future as much as possible - also to have a group of friends to practice an activity and game 
To stay colme, and trust in my doctor. 
To take care of my wife who is also dependent on me and is all alone here all our relatives are in Europe, Italy and Holland. 
Tried everything, even went to Chinese herbalist, did what Dr. said, combination of everything, changed diet, quit eating foods with 
nitrates, started takig antioxidants. 
Trying to keep a positive attitude (very difficult to do) friends and family encouraging me to continue, not to give up.  Telling me 
that everything will be all right and that cancer will go away. 
UNDERSTANDING THE ORIGIN OF COLON CANCER, POLYPS AND TREATMENT. 
FOLLOW UP 'COLONOSCOPY' TEST SHOWED CLEAN COLON - WITHOUT ANY SIGN. 
I AM DUE TO A FOLLOW UP TEST IN 2004. 
Very good doctors & health care. Family-Friends. I did not accept death as an option. 
Very good medical care, trust in God, and my own good attitude 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

WIFE - FRIENDS - PRAYERS 
When I was diagnosed with colon cancer in March, 2000, I was depressed, and started reading books on what to expect during treatment.  
I feel that becoming knowledgeable on cancer helped change my attitude from pessimism to optimism about surviving. Also 
When my urologist recommended me to a urologist at Stanford Medical Center. I received excellent care. Although the cancer 
treatment was difficult to endure, the medical staff helped me through it. 
When the cancer was limited to the tumor in bladder & the yearly check up. 
On the other hand, If It had spred and/or removal of bladder which would have altered my life (which is very active) I would 
seriously consider suicide. Sorry about this statement 
Wife, son 
Work, sports, wife, kids, pet 
Working, Good Diet, Good Sex 
a caring doctor, a wonderful husband, friends family & faith & my religion. 
be positive and a loving family 
competent doctor and other professional staff 
Support group meeting (face-to-face) 
support group network (internet) 
support from wife and neighbors 
confidence in my doctor and tring to stay healthy & my family 
emotional support from family & friends & colleagues 
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 
family 
family support 
good medical care 
family support 
family support, prayers, faith, agreeing with the Doctor. 
good Doctors 
having support of husband and friends and having confidence in my urologist who was very knowledgable and aggressive in her treatment 
of me. Having a positive attitude. 
more follow-up monitoring by Oncologist. My Primary Care M.D. seems to know little about my tumor. 
my children - having a reason to live 
my faith, the prayers of others 
my pet, my friends 
my surgery ­
positive attitude 
prayer 
prayer family doctors 
self estim, vegetarian and low fat diets, sport 
soport from family 
sports - travel - drinking - gambling 
stop smoking 
strong believe in God 
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I1. In looking back, what things do you think have helped you the most during the experience of becoming a cancer survivor? 

Good wife 
Believe I would get better 
supportive family 
positive outlook 
work 
that some cancer are vary treatable 
trust in doctor, information able to obtain from doctor on different options, completely comfortable, very very good doctor 
I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 
cancer that we did not cover in this survey, please feel free to do so below: 

"I would seek medical care if it was free." 
"None" 
(1) None 
(2) I thought it was a well organized survey & I enjoyed completing the survey.  How it helps others. 
(None) 
- I hope it helps 
- As an European born US Citizen, I believe in the efficiency of injectable Vitamin C. Here in the US we cannot get it. It should 
be available because it doesn't do any harm. 
- Ithink you should do more research/surveys on the 12/month period that I had cancer rather than 4 years after I was diagnosed & 
treated. 
1 I had one friend who relied on herbal-type remedies for cancer, who avoided chemotherapy.  He recently died. This was most 
foolish. People should not delude themselves in this manner. 
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 medicine for almost any problem 
A very good survey even though it's long! It took me a few days to complete since I have a busy work schedule during the day at 
work, attend class 2 nights a week and busy during the weekends. 
A very well designed survey! 
A14, p. considered colonoscopy treatment, but not for A11. 
After my first round of chemo/radiation, they should have taken a CAT scan ­ I ended up with lesions on my liver that my have been 
detected sooner. I had to have my right liver lobe removed but there has been no recurrance to date.  I do have some dises 
After several prostate biopsies I have recently been diagnosed with Prostate Cancer and am being treated. Some of the questions in 
this survey gave me cause to doubt how to answer them 
All I have to do is go to the lab. For blood test which is given to the DR. I compare each est and note any changes. 
All questions involve only the last 12 months. For a fuller overview, in my opinion, questions regarding care at the on set should 
also be included. I.e. regarding teaching & instructions for colostomy patients. 
Although I am cancer free at the moment one never knows what new development my disease will give me. 
An amazing lack of sensitivity some doctors sill have to day about cancer.  When I was first told I had cancer, the doctor told me on 
my cell phone as I was driving an automobile. He knew this and still proceed to tell me (this was not my follow up care 
As I said above that the colonoscop test should be done every other year.  Four year are too long. 
As a result of my rectal cancer I had surgery and received a permanent colostomy this was a major change to my life and very 
devastating. A yr. after my surgery I had an emergency surgery for a bowel obstruction. 
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I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 
cancer that we did not cover in this survey, please feel free to do so below: 

As a taxi cab driver, I've been forced into independent contractor status or NON Employee. 
As cancer surgery was performed April 2000 many questions did not apply - would have been able to answer more fully if we had 
received this surgery in 2001. 
Ask what chemo drugs were given and what presriptions as follow up treatment have been prescribed. 
At VA we never see the same Doctor twice RE my Bladder Cancer 
At one point I was encouraged to undergo Rapomyosin (drug) instead of foto-pheresis.  Foto-pheresis has less side effects and is 
equally as effective (according to my doctor).  I am worried about the effect of pharmeceutical companies. One med. costs $17 
At the age of 70 (+), there are other factors (than cancer) that influence yr well being / future prospects. 
At the beginning of my symptoms, I was unable to get my Primary Physician to refer me to a Urologist.  She insisted on treating me 
with 2 different antibiotics and 2 months elapsed before I was diagnosed by a Urologist as having cancer. 2 months in which 
Because I am not a survivor really please save your $25.00.  I just hope some of my answers helped. Thank you. 
Because I had my cancer 4 1/2 years ago - many of the question involve "the last  of less and should focus on the 12 months after the 
cancer treatment received./ Also should have asked about any lifestyle changes that occurred after cancer treatment. 
Because I have an inoperable pituitary adenoma (unsuccesful brain surgery in 1999), my adrenal glands were removed in 2000, so now I 
have extreme Addison's. The cancer manifested a year later (2001).  Point: I think you might consider taking other medica 
Because I have had many hip operations since I was 24, I'm now 75 I am limited physically in my movements. I do moderate exercise to 
keep as mobile as possible so most of the physical answers to the questionnaire are due to the hip condition. 
Because my cancer was detected so early, I needed no chemo or radiation so dealt with no side effects. Have felt great ever since 
surgery. 
Carcinoid cancer - Does not respond to Chemotherapy or Radiation Therapy 

- Sandostatain partly controls symptoms (diarrhea) 
- most oncologists know very little about carcinoid 

Choose the best dr. you can find. 
Concerns/Problems - I wish there were more info on managing irritable bowel syndrome, expecially EFFECTIVE dietary management.  
Survey well done - you might have done a little exploration of reactions of survivors more than 12 months 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 my faith. 
Did not realize this survey had so many questions. 
Didn't ask about future preventative tests which is a colonoscopy test in June 04 
Difficult to make an appointment over the phone with Kaiser 
Do not send me the $25 - send it for Cancer Research. 
Doctor keeps a close watch on my blood - I see him every four months now - just ended four years since cancer surgery + have 1 more 
year to go til I am free - Perhaps questions re: the blood, etc. would be a good idea - I could only handle four treatment 
Doctors, nurses, & health-care providers in general seem over-burdened;  I'm sure that they would love to have more time to spend 
with each patient, thus giving a more personal touch. 
Don't know. Age related? How might age relate to concern - "Am I being cheated out of life." ?  I don't know why I've felt so 
positive. I am not religious. Excellent doctor/nurse care; wonderful spouse! 
Dr. Henry Braa & Surgeon Carol Tabak are excellent at Kaiser R.W.C.  Dr Jones is an idiot (misdiagnosed me) and Susan Lessin is an 
asshole! 
During my chemo treatments I also had acupuncture treatments. It help with all side effect of the chemo treatments. I also took 
suplplements (herbal) 
Earlier comment on 'feeling exluded' from anti-smoking campaigns - BLADDER CANCER is not included, at least in my remembrance, as a 
risk of smoking ­
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I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 
cancer that we did not cover in this survey, please feel free to do so below: 

Everything was covered very well. 
First-went in for sigmoidoscopy - polyps seen appointment then made for colonoscopy - 8 polyps found and removed.  A year later 
before repeat colonoscopy, Dr mentioned that I had had cancer and it had been removed. I was never told this at first colonosc 
Follow-up care varies from doctor to doctor, HMO plan to PPO plan, etc. I fee there should be clear guidelines based on medical 
findings and not cost effectiveness. 
From my first symptoms of blood in my urine, my cancer was diagnosed in 1 day + removed by surgery 3 days later I now go for a yearly 
bladder scope to ck for reoccurence. 
GOOD SURVEY:  MORE INFORMATION SHOULD BE MADE TO THE PUBLIC ABOUT WHICH TESTS SHOULD BE DONE, ACCORDING TO THEIR AGE. EXAMPLE: CHECK 
FOR COLON CANCER AT AGE 50. 
Get a good Doc 
Getting old is not for wimps. Do not lose control for your way out the door 
Good survey, but very long. 
Good survey: Hope I helped. 
HMO refused to pay cost of non-clinical trial expenses because of enrollment in clincal trial even after it approved him initially.  
Took the case to court, HMO offered to pay before court date year later, didn't end up paying. 
HOW DO YOU DEAL WITH DESPAIR. THE FEELING THAT YOU ARE NOT GOING TO SURVIVE. 
Hard to do this (fatigue) 
Having cancer is tough. It is hard to face death. It is hard to family. It is even harder to the caregiver. It is also hard to live 
with post cancer, why am I alive, yet I have met others not so lucky. Lasty ,Med. Coverage. Nagging bills/co-pay etc. 
Health problems of macular degeneration leading to legal blindness after laser tx, made it necessary to stop my senior exercises. 
Also early Alzeimers surfaced after I had 3 colon surgeries within 6 months to treat colon ca.  Starting Aricept and more vi 
I am 85. I've had a wonderful life and did not want any treatment but took chemo & radiation to please family & friends. I seem to be 
cancer free as a result of many prayers & treatment 
I am a doctor and accessed care much more easily than your average patient would 
I am a survivor who took part in a clinical survey & cinital trial that has not been released to public. 
I am an Ex Nursing Assitant and have had a lesson on cancer patients 
I am checked every three months and have been clean of cancer except once a lot of your questions did not pertained to me I hope I 
was helpful to you. 
I am hopful that the cancer wil not come back 
I am in the 2nd of post-treatment & over the past 12 months the # of specialist & problem's I've had have definitely decreased. I had 
numerous side effect & even surgery last year. I'm sure the time factor will be considered in your study. Thank you for a 
I am on Gleevec - $2800 a month ( I pay 2200 with AARP discount - I have not had a genetic reversal but am in remission 
I am physician and all my care was within my health group. I received prompt attention. This may skew the results a bit. 
I am totally repulsed by the horrendous mark-up in the cost to me of some drugs. For example, I was charged $5700 + for each 100mg 
dose of Ritsxan I received. The cost to my doctor was $391. I get physically sickened everytime I think of it. 
I assume that my age will be taken into consideration as regarding physical activities/limitations. 
I believe that the nurses at the hospital were understaffed. They were busy at times and I was thankful that my family was with me to 
help me in the hospital room. There were some doctors who would check in on me and would leave very quickly practically o 
I believed everything has been covered. 
I could have used information from my oncologist on the detrimental affects of radiation on my bones & muscles. 
I developed a hernia above the scar from the operation which has caused considerable difficulty.  Also the shortening of my bowels 
has caused some problems. Neither of these problems relate directly to the colon cancer but have had considerable import on 
I did not have any medications for my cancer. My medications are only for Hypertension, diabetes + sometimes gout. 
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I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 

cancer that we did not cover in this survey, please feel free to do so below:
 

I do not worry about cancer returning or cancer treatment. I worry a lot about the treatment related side-effects - Graft vs. Host 

Disease + fatigue.
 
I do recognise that I had to be very "assertive" (pushy!) with my health org to schedule surgery promptly.  This factor doesn't seem 

the target of your study
 
I feel both my oncologist and GI doctor are very educated and skilled. They're also very busy, and sometimes their brusque manner 

makes it intimidating to ask questions for clarification.
 
I feel good participating in this survey, though (fortunately) my own episode with bladder cancer was much easier to deal with than 

other more serious and life-treatening cancer cases.  The questions were good, clearly presented, and though-provoking.
 
I feel some questions were not necessary - hopE they give you something to work by!
 
I feel that my Dr. caught this early on & contribute this to my being cancer free from then on.
 
I feel that not enough research is being conducted in this area of cancer (nor money put into research of course) - Certainly not 

proportional to breast cancer. I would like to know if there is any way to encourage research into urological cancers.
 
I feel that the term, "My doctor", no longer is appropriate. We no longer have ties to one doctor. Our doctors are a composit of the 

specialization of many doctors. I have reason to believe that I am not alone in this belief.
 
I 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)
 
I feel you have covered more than enough in this Booklet and it has been my pleasure filling this information in for you.
 
I first had bladder cancer 5/16/01. I was unhappy with my first oncologist so when it was discovered on 9-03 that I might have bone 

cancer I switched doctors.
 
I get excellent care by all concerned.
 
I had an infusion pump inserted because colon cancer spread to the liver. The chemo treatment went directly to the liver saving me 

from usual chemo side effects.  Wonderful treatment.
 
I had colon cancer. Dr. Henry removed all the cancer and I did not need any after treatments at all. Praise God.
 
I had surgery to remove my splean because my plateles was very low. They are now much better, but still low.
 
I have Diabetes, Primary Biliary Cirhrosis, Arthritis - All of which have their own symptoms & side effects I found some questions 

dual edged
 
I have sinus really bad, so when my sinus get bad I worry about my cancer because that how it started out, like as sinus infection
 
I hope it can help anyone.
 
I hope it helps.
 
I hope that I have answered most of your questions since I had cancer 3 years ago.
 
I just can't say enough nice things about my oncologist and the chemo and infusion nurses. They are saints.  But I can't say the 

same for the surgeon in my case or the colonoscopy staff. When I was first diagnosed, she, the GI doctor, left a curt messag
 
I just want to mention that the "pain" accompanied w/ cancer-treatment is similar to what I've experienced all my life (probable 

FibroMyalgia)
 
I like to present abrief- my cancer gene in my family.  My elder sister- died of cancer lung.  younger brother die of multiple 

Myeloma. My youngest son died of cancer rectum and myself cancer colon. About cancer gene in my family.
 
I lived 40 years in Argentina. Families had a family doctor you could totally trust. Don't fool yourself the existing health 

insurance 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 I learned that they left 

surgical clamps inside me.
 
I still feel pain during urination, almost 3 years after surgery. This is in the urethra, and was created by surgical equipment & 

catheter. Dr's response was "you will get used to it."  No one prepared me for the lasting pain & discomfort from surgery.
 
I think a brief outline of people's experiences would be more helpful to you. If would to me.
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I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 

cancer that we did not cover in this survey, please feel free to do so below:
 

I think it is a good idea to get a wide scope of comments from different people. I also believe it helps to maintain a positive 

outlook.
 
I think people need to understand that the survival rate for cancer is improving. I also wonder whether cancer is striking people at 

a younger age. Several of my peers and I got cancer in our 30s. This seems odd to me.
 
I think survey are a good thing. Their're helpful to those who are doctor's specializing in cancer treatment.
 
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 me to look back and to warn me regarding how to best take care of my health in the future.
 
I think this survey is great. It covers a lot and even though Im late returning it I 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. I would also like to say I have been very fortunate to have had the best cancer care in the 

world Thank you.
 
I was also seen by a very empathetic, good humored nurse practitioner and she gave us more information and was more tuned in then the 

oncologist.
 
I was told that I had Parkinson's disease in 2000.
 
I was treated very good, but my wife treatment rather badly, we both had cancer, at Kaiser Per. As she layed in bed, she asked me, 

"do you think I have cancer, I'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 lot (Benzene) (Diesel Oil) etc. which may have caused the cancer, I always was a very healthy person 

before.
 
I would just like to say it's good to talk openly with your Doctor, and then to take to God in prayer. My Dr. gave me so much 

confidence that I truly trusted his opinion.
 
I would like info on clinical trials sent to me please
 
I would like to be servayed the responses of insurance companies and the health providers billing.
 
I would like to have had more Chrisitian Based Support Groups.
 
I would like to know what results you get from this study.
 
I'm glad to help with this survey - God Bless!
 
I'm not at all sure about the dates. I hope you can get them from PAMF data base or I can try.
 
Thank you
 
If I have a reoccurance how will I manage. Not that I know how difficult it can be and how will I live.
 
In retrospect I greatly appreciate the doctors & staff involved, particularly in communication.  Unless I asked, specific information 

was never volunteered. The general approach is a good idea. As a patient I was able to cope one day at a time.
 
In section F. General Health, I have no cancer-related problems.  I have diabetes and a back injury and arthritis.
 
In this survey some questions relate diet to cancer, which implies that someone with cancer contributed to their disease. I had a 

very healthy diet lots of fruits, whole grains, & vegetables, very little red meat & no fast foods, but I still got colon ca
 
Including the year 1995 up to 1999 major changes along with it's stresses took place in my life.
 
Initial surgery was followed by 12 months of severe pain, fever & infection requiring 2nd surgery. This lengthy time for doctors to 

determine course of action was frustrating.
 
It seems that many of the questions didn't really apply much to someone whose cancer was as mild and easily treated as mine was.
 
It took me time to get the information I needed about first cancer. We had changed HMO's since the first cancer and the recurrance.
 
It was an experience! Whenever I start to get upset over some thing or circumstance, I immediately start thinking how good I feel 

physically and the world becomes a wonderful place again…. Appreciated the opportunity to possibly help someone else-
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I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 
cancer that we did not cover in this survey, please feel free to do so below: 

It would be interesting to know the extent to which patients are aware or have used help from institutions such as the American 
Cancer Society. ACS have helped me - from vounteers driving me to the hospital to literature or support groups. 
Keep busy, think positive + Do not talk about your illness a lot to others - Good diet.  Exercise as much as possible. 
Mainly work related issues 
Make wording of questions easier to understand. Due to my decline in ability to focus and remember what I read (since treatment) 
some questions I had to read several times before understanding. 
Many of my answers (especially under F and G) are influenced by treatments I have been taking for liver disease (Hepatitis C). I just 
completed 24 weeks taking interferon, ribavirin, and zoloft ( for depression). 
Many of my answers were influenced by the fact that I was diagnosed with recurrent cancer in the exact same location just last week. 
My radiation & chemo treatments start next week & will continue for 7 weeks to be followed by surgery. 
Many of my answers would be different if I were answering questions when I was undergoing therapy. Perhaps some questions relating 
to the months while undergoing chemotherapy. I feel a lot better now.  For awhile I felt depressed, thinking that I'd neve 
Many of my questionnaire answers are unrelated to cancer / and the treatment I received but are responses due to other medical 
problems 
Many of the health problems I have now are not directly related to cancer but to the after effects of a BMT.  People who have had a 
transplant have a very different set of health problems, many related to GVHD (graft vs. host disease). Maybe there should 
Many of the questions were double negative. I had to read several time to make sure I answered the right way. 
More lengthy than I anticipated. Questions contedict each other 
Much too lengthey - No space to state other problem's results such as asthma and emphysema. 
My Medical Doc. was very unprofessional when my cancer recurred he kept telling me I had developed hemroids and also even said he 
could see them hanging out - A Big Fat Lie 
My Urinealysis test results always show "Attipia" Every 3 months I go in for a scope & Urine Test. 
My cancer has been reoccuring - but never let to become invasive - due to regular check ups. 
My cancer was found in a polyp & had not spread beyond the top - I feel very lucky to have been told at age 50 to get a routine 
colonoscopy & have the Dr. (a gyn) insist on the test. It was scary but not as serious as other cancers I have heard about. E 
My concern with Kaiser. After Kemo treatments my Kemo treatments my membership had expired. Re-applies for personal coverage, but was 
turned down because of previous cancer & Kaiser was where I had my surgery. I re-applied thinking it had to be a mistske, 
My current poor state of health and health problems are not related to the cancer I had. 
My experience spans over 3 years. Not much has changed in the last 2 years since the coral has done its work.  I only use the 
doctors now for tracking blood levels, etc. 
My first gastroenterologist & a few others (I.e. friends) acted as if they felt sorry for me. I did not want or appreciate this. I 
did not feel sorry for myself. I do not like when people say, " How are you" with that "head felt" as if cancer is imminent. 
My follow up care doctor was an oncologist. My second opinion follow up care doctor. She is great & so is the Palo Alto Medical 
Foundation. 
My follow-up care is to have a colonoscopy every 1-2 year - so for this survey, there wasn't much to respond to regarding regularity 
of follow up care (beyond "within 12 months") 
My form of cancer is extremely rare. I feel as if my oncologist at Kaiser is not very informed about metatistic carcinoid & also 
about alternative treatments 
My greatest concern is always that the cancer will return - I know that it will someday.  Perhaps not for 20 years, but it probably 
will. It is the most insidious disease - I'm just not going to waste any life worrying about it and keep living! 
My healh insurance has been Kaiser and they were not able to diagnosticate my cancer. A private cusmetic doctor/surgent did. 
My husband and I have a private health insurance where we each pay $9000 per year deductible - and they won't pay office visits.  We 
also pay them over $3000 quarterly + the bill goes up every single quarter! Insurance + working with them is disgusting!! 
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I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 
cancer that we did not cover in this survey, please feel free to do so below: 

My leukemia is called "CLL" , active & under control! I have many on my "team" of health care professionals, the Oncologist which was 
designated as seen most often is really my back up if my wt cells count reaches a level where treatment is needed. 
My medical follow-up, like my treatment, is a team effort. Thus I don't just rely on one doctor for information and none of my 
doctors are all knowing. Need to reflect more on that team role. 
My mother (80) died of cancer. My father (68) died of cancer. My only sibling (55) recently had a masectomy. 
My operation was done with a lazer. Thank you also. It was very interesting. 
My previous internist (prior to June, 2000) ignored or misdiagnosed my persistent symptoms of colon cancer.  As a result, I was 
diagnosed with cancer in an emergency room - - my colon was blocked.  I came within minutes of dying, as my colon perforated a 
My primalry concern is being able to afford Gleevec when I reach the age of 65 & have to go on an HMO that only covers prescription 
medicine to a maximum of $1,600 a year. CML can strike at any age, but if you are over the age of 65, it is almost impossib 
My primary care physician suspected, but was not able to diagnose colon cancer.  That was done via a 2nd opinion (UCSF medical 
system.) The diagnosis & operation was handled by UCSF, which was not party to my p.c. physician's medical coverage system. UC 
N/A 
N/A I 
NO COMMENTS 
Never give up, look ahead-
No 
No Comment 
No comment 
No comments 
None 
None- it was most complete 
None. 
None. Trust in God. 
Note on B3. P.7---Blood transfusion 1/wk last 5 wks.  Platelets 2/wk last 5 wks. Prior once a monthfor 3 months. 
Note: The survey relates to my bladder cancer treatment.  I was recently diagnosed with prostate cancer with treatment scheduled 
soon. 
Nothing. 
Null 
ON PAGE 31 - ANSWERS GIVEN ARE DUE TO THE FACT I HAVE AGE-RELATED PROBLEMS NOT RELATED TO CANCER - ARTHRITIS - NO BALANCE - ASTHMA ON 
OCCASION - (LICHEN SIMPLEX CIRCUMSCRIBED NEURODERMATITIS - THYROIDECTOMY - (PARTIAL) AND REMOVAL OF A TOE DUE TO INFECTIO 
On page 31, Question F3 limitations to do strenuous activites usually occur as getting winded a little easier than prior to cancer 
treatment and having more occurrances of "bad stomach" less ability to control bowel movements for prolonged periods of time 
P.S. all dates refering to my surgery + all others about my cancer are approximate times. 
Page 26, Section D4, Item a. is confusing.  Do you mean: "My confidence in my doctor would decrease, if he/she didn't tell me what to 
do." --- or perhaps, "I would have less confidence in my doctor, if he/she withheld their judgement on what to do."  Most 
Page 7 - I had a colectomy - only small intestine left - I experienced some cramping & saw a gastroenterologist - My primary cancer 
check ups are done by my primary care physician - follow up care questions seemed difficult to separate the two. 
Pain mentioned is not related to cancer - it is arthritis 
Patients have some control over their health care and we must rely on our doctors to ultimately make certain decisions, however my 
doctor consults with me before we both agree. 
Please let me know results of said survey 
Please notify me when the results to this survey become available. 
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I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 
cancer that we did not cover in this survey, please feel free to do so below: 

Please send me more info about you.  I would like to learn more also resourses. 
Prayer 
Pretty well covered. Thank You. 
Provide survey in Spanish 
Questions are repetitive. No concern with effect of other health problems such as enlarged prostate, stenosis, bulging discs, 
blindness. 
Quit long! But probably needed to be to cover full range of info 
Race and income was specifically not answered. 
Recent health concerns are about being overweight - not my cancer returning. 
Sections C & F answers relate more to a post-viral syndrome for which I have received no firm diagnosis after numerous tests - best 
guess is Guillaine-Barre, but could not be confirmed.  I am continuing to recover. This began about 3 months ago. 
Security about information enclosed 
See attachment relating to my experience with cancer 
Should have space for comments/explanations 
Since I have been cancer free for the last 3 years now, this survey was not really pertinent for me. My only doctor visits are bi­
annual with lab tests and a yearly colonoscopy. I have not seen any oncologists since May, 2001 and would have responded mu 
Since I've never had chemo, radiation or surgery, I've not experienced pain or fatigue caused by cancer treatments. My nervousness 
and depression and fear of the future (pgs. 35 + 36) are due to having Alzheimer's. 
Since in my case the polps & portion of intestine were removed before cancer spread most of this survey does not apply to me. 
Some feedback about the questions and their applicability to me…1) I learned that I had cancer only immediately after the surgery 
that removed the tumor. Thus I did not have to live with the knowledge that I had cancer, while I had it. 2) I suffer from 
Some of my answers included my living with RF. 
Some of my answers may be skewed because of my clinical trial.  Also the section on Health Promotion, my answers are all "yes 
somewhat" not because my dr. was weak in that area, but because she knows I already have a very healthy lifestyle, &/or am well a 
Some of the questions were (are) not easy to answer or follow up or somewhat irrelevant. ­
Some of your questions are rather stupid. (P. elaborated that some questions were confusing. Others felt as though they were 
talking down to patient (too low a reading level).) 
Some questions assume too much or don't give the right option. 
Some things I wouldn't answer. 
Sorry but I disregarded TIME So I 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. MMA. 
Thank you for allowing me to participate. I've had a very positive experience through my 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 - my disabilities are not due to cancer so much as to my orthopedic problems.  Cancer problems are 
minimal. 
The amount of money that has to be paid to maintain health insurance after cancer, when not covered by employer, etc. I currently 
pay $262.00 per month. 
The cancer was detected when I became a new patient and tests where accomplished to establish a benchmark. 
The constant poking with needles turned out to be a big problem for me. Seeing a physchologist was the best therapy I had. My 
currect oncologist is an assembly-line drone.  I'm wondering why I even go.  I would have changed except there is only one othe 
The fact that I need to be controlled for recurrences every three months is the most bothersome part of this type of cancer 
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I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 

cancer that we did not cover in this survey, please feel free to do so below:
 

The fact that once you have cancer, I can not seem to find affordable, or any health insurance.
 
The limitations described in F3-F8 are due to an old back injury, not due to the cancer.
 
The oncologist did not recommend Hospice for my husband. I had caregivers for 24 hrs for 3 months for him. I felt the Doctor needed 

to discuss my husband's illness with me. My husband had severe pain during the last few weeks and didn't need to suffer
 
The only comment I would like to make is the care I received befor I was diegnosed with cancer-witch was slow & poor. After diagnosed 

was good
 
The questions seems 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 diagnosed terminal and a section of questions oriented towards a positive 

response to the terminal question.
 
The survery covered most concerns which I have. I feel free to discuss all concerns with my doctor. I have no additional comments to 

add.
 
The survey directed many questions to recent weeks and the last 12 mo. More should be to the weeks and year following cancer 

surgery. Also no questions on was your cancer diagnosed immediately?  In my case it wasn't. What to do?
 
The survey is a little rough as I didn't know I had cancer till 3 days after surgery when it was over with. I went to Hosp thinking 

I had the flu instead of a ruptured colon.
 
The team of surgeons that participated in my care were dedicated professionals and I believe that contributed to my survival.  

(Patient had kidney cancer in September, 1977.)
 
The whole experience of having cancer has left me very much more health conscious, therefore causing me to take better care of 

myself.
 
There is a guilt connected with being a survivor. A lot of very nice people die with the same thing you sailed through.
 
There is a stark shift from objective to subjective. Furthermore, the latter part seems almost wickedly loaded to produce ambiguity.
 
There is not much information available on bladder cancer in women. Most badder cancer patients are men. So is the treatment 

thorough enough for women? Or should women be checked more frequently?
 
There should be clearer protocols.  Once a person is diagnosed, do they go to the surgeon, oncologist - who?  Shouldn't they work 

together? What about second opinions? Treatment options - web sites etc.
 
There were not any local people my age going through the same cancer as me.  Thus being a young colon cancer patient was a bit lonely 

until I learned how to share with other cancer patients, though with different cancers. Would be nice if these odd cases
 
These questions all pertain to my current doctor who, of course, I like.  I don't see the ones who did not treat me well. #1 Doctor 

- went to see him with a bladder infection and mucous coming from bladder. He told me I was confused about where the muco 
This has been really fun. Thank you 
This is an excellent survey- You have made it easy to answer the requested information 
This is the second time that my cancer had been came back. I wish and pray to God that there is no thinking. 
This survey brought the awfully tx I 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. I didn't feel it covered HMO's. If you know HMO's you have several Doctors, Specilists & you they move 
you in & out as fast as possible. Send me a survey that deals with HOM's and I will give you an ear full. 
Those who tend to develop polyps should have more frequent colonoscopys than the "standard" applied to those who do not develop 
polyps. 
Too long. It was a nuisance or annoyance. 
Took 2 years to diagnose - family doctor was convinced the diarrhea was nervousness or anxiety related.  I finally DEMANDED a 
referral to a gastro-ent.  Surgery 2 days later. 
Two years after the initial surgery I had a strangulated intestine, caused by scar tissue from the first surgery.  This required a 
second major abdominal surgery and was a big setback. Your survey should try to get at non-cancer problems with surgery. 

APECC Section I: Additional Comments
 
Page 86 of 91
 



 

Question from Survey                             Values and Frequencies (Total: 774)
 
I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 

cancer that we did not cover in this survey, please feel free to do so below:
 

Two years ago, soon 2 days after my internal check of the bladder I went in for a serious Ecoli infection. This did not respond to 

most antibiotics and nearly killed me.
 
Very comprehensive
 
Very good survey
 
Very thorough - Hope I will be of some help with my responses to your study.
 
WHEN DIAGNOSED I WAS A SMOKER; THE CANCER REVELATION RESULTED IN AN INSTANTANEOUS QUITTING. SURVEY SHOULD QUESTION HOW INDIVIDUALS 

DEAL WITH QUITTING SMOKING.
 
We could not find help in paying our bills. We were out of pocket $8000.00 in one year. When I first got cancer.
 
What is the right age to remove a prostate? I am 83.
 
When I was diagnosed, quality of life was very important.  It did take me close to two years to heal as my oncologist gave me 5 heavy 

treatments of Taxol and carbodcatin I month after surgery (adjuvent therapy). I told my doctors that after they treated
 
Who or what are NCI + NCCC? Public agencies?  Non-profit research?
 
Why do you want to know about our income?
 
Worded too difficultly -- could be most confusing!
 
Would love to see results of survey and how they are applied to what goals.
 
Yes, my doctor, thru "tests" that I have "high choleterol" w/c I don't see in your survey.  So now he is treating me w/ very low 

dosage of medecine form my cholesterol. In fact I have an appointment w/ him on Oct 16th to see how well I'm doing. He is "
 
Yes, the financial rodeo that is the HMO insurance fiasco. The need to find a way to provide access to cutting edge treatment for 

critical cases. My biggest fear is dying from starvation as I try repay $ bills.
 
You covered it all. Thank you very much for selecting me to do this survey on myself.
 
You did not ask about my family history and cancer
 
You did not cover the Pre Cancer care. In my case, I was being "treated" two years before my cancer was "discovered." I had no 

trust in that Doctor and went to Mayo Clinic.
 

You missed something 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 treatment- What it does to your body.
 
You should consider an optional "soft copy" - could cut the time by 80% to complete this survey.
 
You should have asked more about other doctors.  My primary care physician was a great resource in my treatment. She is the one that 

provided most of medicines for the treatment of the side-effects of the BCG treatments.
 
You've covered the issues pretty well.
 
aceptare lo que Dios tiene par sus ijos.  God B.L.S.
 
be informed about medication doses and time patient needs to keep track of medications and treatments even when in the hospital and 

being administered by nurses and doctors
 
more specific questions about need for MRI scans and other tests that look for recurrence
 
ms and their remedy are so new that one person as an expert can not be expected to be in line with all of it so second opinion, third 

opinions etc. are very very important to be stressed.
 
my cancer started in the colon, but then it transferred to the liver.  Now I have liver cancer I noticed that I wasn't asked if my 

cancer had moved to a different part of my body.
 
n/a
 
need to find more herble med's more info latest new tech stuff.
 
none
 
none I can think of
 
none.
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Question from Survey                             Values and Frequencies (Total: 774)
 
I2. Finally, if you have any comments about this survey or would like to share any concerns or problems related to or due to your 
cancer that we did not cover in this survey, please feel free to do so below: 

seems very late after occurance - 1-2 years seems appropriate - people forget.  Cover letter says study data will be available one 
year after completion of study but gives no indication of when data collection period ends! 1 mo, 6 mo, 1 yr, 5 yr? Poor 
skip 
the form could advantageously be revised to fit people who have had more 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 my care and even made a comment " I 
fell through the cracks. 
you covered it all! 
I3. If you answered the survey in more than one sitting, please fill in the approximate total time you spent answering all the 
questions in this survey.

 Cum 
i3oth COUNT PERCENT Percent 

( 1 Hr + 20 min) 1 0.1 0.1 
(Flu: 7:18p - 7:53p­ 3/2/04) 1 0.1 0.3 
+2 1/2 hrs 1 0.1 0.4 
1 - hour & 15 min  1 0.1 0.5 
1 1/2 2 0.3 0.8 
1 1/2 Hour 1 0.1 0.9 
1 1/2 hour 2 0.3 1.2 
1 1/2 hours 3 0.4 1.6 
1 1/2 hr 2 0.3 1.8 
1 1/2 hr. 2 0.3 2.1 
1 1/2 hrs 3 0.4 2.5 
1 1/2 hrs. 2 0.3 2.7 
1 1/2 hrs. Did in 3 sittings 1 0.1 2.8 
1 HR 1 0.1 3.0 
1 Hour 2 0.3 3.2 
1 Hours 1 0.1 3.4 
1 hour 13 1.7 5.0 
1 hour & 32 minutes 1 0.1 5.2 
1 hour 42 minutes 1 0.1 5.3 
1 hour. 1 0.1 5.4 
1 hr 2 0.3 5.7 
1 hr & 15 min. 1 0.1 5.8 
1 hr & 25 min 1 0.1  5.9 
1 hr - 15 min  1 0.1 6.1 
1 hr 10 min. 1 0.1 6.2 
1 hr 15 min 2 0.3 6.5 
1 hr 15 minutes 1 0.1 6.6 
1 hr 20 mins 1 0.1 6.7 
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Question from Survey                             Values and Frequencies (Total: 774)
 
I3. If you answered the survey in more than one sitting, please fill in the approximate total time you spent answering all the 
questions in this survey.

 Cum 
i3oth COUNT PERCENT Percent 

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 min 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 I kept a log. 1 0.1 9.2 
11/2 + 1/2 = 2 HRs Total 1 0.1 9.3 
15 minutes 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 IN 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 half 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 minutes 1 0.1 13.8 
2 hrs. 4 0.5 14.3 
2 hrs. 45 min 1 0.1 14.5 
2 lengthy phone calls interrupted my completion 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 minutes 1 0.1 15.2 
2:15 minutos 1 0.1 15.4 
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Question from Survey                             Values and Frequencies (Total: 774)
 
I3. If you answered the survey in more than one sitting, please fill in the approximate total time you spent answering all the 
questions in this survey.  Cum 
i3oth COUNT PERCENT Percent 
3 Days 1 0.1 15.5 
3 different sitting 1 0.1 15.6 
3 hours 4 0.5 16.1 
3 hours. 1 0.1 16.3 
3 hrs 2 0.3 16.5 
3 hrs. 4 0.5 17.1 
3 mornings 1 0.1 17.2 
30 min 1 0.1 17.3 
30 mins 1 0.1  17.4 
30 minutes 1 0.1 17.6 
35 min. only a guess! 1 0.1 17.7 
35 minutes 2 0.3 18.0 
38 minutes 1 0.1 18.1 
3:00 1 0.1 18.2 
4 3/4 hrs (two sessions) 1 0.1 18.3 
4 HRS 1 0.1 18.5 
4 Hrs. 1 0.1 18.6 
4 horars 1 0.1 18.7 
4 hours 2 0.3 19.0 
40 min. 1 0.1 19.1 
40 minutes 5 0.6 19.8 
42 MINUTES. 1 0.1 19.9 
45 - 60 min.  1 0.1 20.0 
45 Min. 1 0.1 20.2 
45 min 3 0.4 20.5 
45 mins 1 0.1 20.7 
45 mins. 1 0.1 20.8 
45 minutes 4 0.5 21.3 
50 Minutes 1 0.1 21.4 
50 min 1 0.1 21.6 
50 minutes 2 0.3 21.8 
55 minutes 2 0.3 22.1 
55 minutes. 1 0.1 22.2 
6 hours 2 0.3 22.5 
6/30-7/14/2003  1 1/2 hrs 1 0.1 22.6 
60 min. 1 0.1 22.7 
65 minutes 1 0.1 22.9 
7 days (6 hrs) 1 0.1 23.0 
7 hrs 1 0.1 23.1 
75 Min 1 0.1 23.3 
77 536 69.3 92.5 
8 1 0.1 92.6 
80 min 1 0.1 92.8 
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Question from Survey                             Values and Frequencies (Total: 774)
 
90 Mins. 1 0.1 92.9 
90 min. 1 0.1 93.0 
95 min. 1 0.1 93.2 
95 mins 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 more than one sitting, but can't recall 1 0.1 93.8 
Dinningroom & Yard 1 0.1 93.9 
EXTRA TIME GATHERING INFO. 1 0.1 94.1 
Estimate Time - 1 hr - 45 min  1 0.1 94.2 
Had to stop a few times 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 
Null 4 0.5 95.3 
On and off many days into other weeks and months 1 0.1 95.5 
One & 1/2 HRS. 1 0.1 95.6 
One hour and forty minutes. 1 0.1 95.7 
PM 1 0.1 95.9 
This took me about two weeks to finish. 1 0.1 96.0 
Took a break from 5PM - 7:45  1 0.1 96.1 
Total Time 1 hr. 45 min. 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 my 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 min. 1 0.1 97.4 
eight hours 1 0.1 97.5 
est. 30 min 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 time 45 Min. 1 0.1 99.1 
several hours 1 0.1 99.2 
was watching TV while completing 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 Minutes 1 0.1 99.9 
~55 min 1 0.1 100.0 
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