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FORM 35 
Follow-up Questionnaire for Cases Only (Part I) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
        REV   I(1)      Form revision 
 
        newid   F(5.1)    Patient ID 
 
 3 *     HLTINSR  I(1)      Current health insurance 
          1=Private or Medicare 
          3=Medicaid or Other public plan 
          5=None/Don’t know/No answer 
 
 3a      HLTPLAN1  I(1)      Pay less for certain MDs 
                                        1=Yes 2=No 
 
 3b      HLTPLAN2  I(1)      Pay less for certain clinics 
                                        1=Yes 2=No 
 
 3c      HLTPLAN3  I(1)      Limits choice of specialist 
                                        1=Yes 2=No 
 
 4 *     LMTCAR1  I(1)      Ins limits care for sarc 
                                        1=Yes 2=No 
 
 4a      LMTSPEC1  I(1)      Ins limits access to spec 
                                        1=Yes 2=No 
 
 4b      LMTTEST1  I(1)      Ins limits tests for sarc 
                                        1=Yes 2=No 
 
 4c      LMTMED1  I(1)      Ins limits medication for sarc 
                                        X=Censored 
 
 5      AFCTCOS1  I(1)      Sarc affects cost of insurance 
                                        1=Yes 2=No 
 
 6      AFCTABIL  I(1)      Sarc affects ability to get ins 
                                        1=Yes 2=No 3=Not applicable 
 
 7 *     HLTPLCE1  I(1)      Go to one particular place 
                                        1=Yes 2=No 
 
 7a     HLTTYPE1  I(1)      Type of place 
                                        1=Doctor’s private office 
          2=Hospital emergency room or 
            Hospital out-patient clinic 
          4=Non-hospital clinical center or 
            Public health clinic 
          6=Don’t know 
          7=Other 
 
 7b      HLTPLCE2  I(1)      Place patient would go to 
                                        X=Censored 
 

                                                 
* Refer to the form for skip pattern for this item. 
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FORM 35 

Follow-up Questionnaire for Cases Only (Part I) 
(continued) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
 7c      HLTTYPE2  I(1)      Type of place 
                                        X=Censored 
 
 8      HLT_PHYS  I(1)      Regular doctor 
                                        1=General practitioner/internist/family 
            doctor/other doctor 
          2=Specialist 
          3=Don’t have a regular doctor or 
            Don’t know 
 
 9      WNTSEDOC  I(1)      Wanted, but could not see MD 
                                        1=Yes 2=No 
 
 9a1      HLTCARE1  I(1)      Lack of money/insurance or 
          Too far or expensive 
                                        1=Yes 2=No 
 
 9a2      HLTCARE2  I(1)      (see 9a1) 
 
 9a3      HLTCARE3  I(1)      Couldn't get appointment 
                                        1=Yes 2=No 
 
 9a4      HLTCARE4  I(1)      Some other reason 
                                        1=Yes 2=No 
 
 10      COST_WRY  I(1)      Worry about cost 
                                        1=Yes 2=No 
 
 10a      HOW_WRY  I(2)      How many times? 
          1=1 or 2 3=3 or more 
 
 11      MED_DIFF  I(1)      Difficulty with prescription 
                                        1=Yes 2=No 
 
 11a1      REAS_MD1  I(1)      Cost 
                                        1=Yes 2=No 
 
 11a2      REAS_MD2  I(1)      Not needed or helpful 
                                        1=Yes 2=No 
 
 11a3      REAS_MD3  I(1)      Couldn't get to store 
                                        1=Yes 2=No 
 
 11a4      REAS_MD4  I(1)      Other 
                                        1=Yes 2=No 
 
 12      MED_NEED  I(1)      Could not get care for sarc 
                                        1=Yes 2=No 
 
 12a      HOW_NEED  I(2)      How many times? 
          1=1 or more 
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FORM 35 

Follow-up Questionnaire for Cases Only (Part I) 
(continued) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
 13      SARCCARE  I(1)      Specialist provides sarc care 
                                        1=Yes 2=No 3=Not Applicable 
 
 14 *     APPT_NO  I(2)      Appts for sarcoidosis 
          0= 0 or not answered 8=8 or more 
 
 14a      MISAPTNO  I(2)      Missed appts 
          0=0 or not answered 1=1 or more 
 
 14b      MIS_REAS  I(1)      Reason missed appt 
          1=Cost or Lack of transportation 
          2=Weather or Other 
 
 15 *     ORGAFECT  I(1)      Sarc has affected organs 
                                        1=Yes 2=No 3=Don't know 
 
 15a1      MPROB1   I(1)      Lungs 
                                        1=Yes 2=No 3=Don't know 
 
 15a2      MPROB2   I(1)      Nervous System 
                                        1=Yes 2=No 3=Don't know 
 
 15a3      MPROB3   I(1)      Lymph Nodes outside chest 
                                        1=Yes 2=No 3=Don't know 
 
 15a4      MPROB4   I(1)      Eyes 
                                        1=Yes 2=No 3=Don't know 
 
 15a5      MPROB5   I(1)      Skin 
                                        1=Yes 2=No 3=Don't know 
 
 15a6      MPROB6   I(1)      Heart 
                                        1=Yes 2=No 3=Don't know 
 
 15a7      MPROB7   I(1)      Liver 
                                        1=Yes 2=No 3=Don't know 
 
 15a8      MPROB8   I(1)      Spleen 
                                        1=Yes 2=No 3=Don't know 
 
 15a9      MPROB9   I(1)      Bone marrow/abnormal blood cnt 
                                        1=Yes 2=No 3=Don't know 
 

15a10     MPROB10  I(1)      Kidneys 
                                  1=Yes 2=No 3=Don't know 
 

 15a11     MPROB11  I(1)      Bones/joints 
                                        X=Censored 

                                                 
* Refer to the form for skip pattern for this item. 
 



4 
FORM 35 

Follow-up Questionnaire for Cases Only (Part I) 
(continued) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
 
 15a12     MPROB12  I(1)      Muscles 
                                        1=Yes 2=No 3=Don't know 
 
 15a13     MPROB13  I(1)      Ears/nose/throat/sinuses 
                                        1=Yes 2=No 3=Don't know 
 
 15a14     MPROB14  I(1)      Paratoid salivary glands 
                                        1=Yes 2=No 3=Don't know 
 
 15a15     MPROB15  I(1)      Incr calcium/Kidney stones 
                                        1=Yes 2=No 3=Don't know 
 
 15a16     MPROB16  I(1)      Fever/fatigue/weight loss 
                                        1=Yes 2=No 3=Don't know 
 
 15a17     MPROB17  I(1)      Other 
                                        1=Yes 2=No 3=Don't know 
 
 16 *     TRT_NEED  I(1)      Needed trt for sarc 
                                        1=Yes 2=No 
 
 16a1      ORGPRB1  I(1)      Lungs 
                                        1=Yes 2=No 3=Don't know 
 
 16a2      ORGPRB2  I(1)      Nervous System 
                                        1=Yes 2=No 3=Don't know 
 
 16a3      ORGPRB3  I(1)      Lymph Nodes outside chest 
                                        1=Yes 2=No 3=Don't know 
 
 16a4      ORGPRB4  I(1)      Eyes 
                                        1=Yes 2=No 3=Don't know 
 
 16a5      ORGPRB5  I(1)      Skin 
                                        1=Yes 2=No 3=Don't know 
 
 16a6      ORGPRB6  I(1)      Heart 
                                        1=Yes 2=No 3=Don't know 
 
 16a7      ORGPRB7  I(1)      Liver 
                                        1=Yes 2=No 3=Don't know 
 
 16a8      ORGPRB8  I(1)      Spleen 
                                        1=Yes 2=No 3=Don't know 
 
 16a9      ORGPRB9  I(1)      Bone marrow/abnormal blood cnt 
                                        1=Yes 2=No 3=Don't know 

                                                 
* Refer to the form for skip pattern for this item. 
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FORM 35 

Follow-up Questionnaire for Cases Only (Part I) 
(continued) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
 
 16a10     ORGPRB10  I(1)      Kidneys 
                                        1=Yes 2=No 3=Don't know 
 
 16a11     ORGPRB11  I(1)      Bones/joints 
                                        X=Censored 
 
 16a12     ORGPRB12  I(1)      Muscles 
                                        1=Yes 2=No 3=Don't know 
 
 16a13     ORGPRB13  I(1)      Ears/nose/throat/sinuses 
                                        1=Yes 2=No 3=Don't know 
 
 16a14     ORGPRB14  I(1)      Paratoid salivary glands 
                                        1=Yes 2=No 3=Don't know 
 
 16a15     ORGPRB15  I(1)      Incr calcium/Kidney stones 
                                        1=Yes 2=No 3=Don't know 
 
 16a16     ORGPRB16  I(1)      Fever/fatigue/weight loss 
                                        1=Yes 2=No 3=Don't know 
 
 16a17     ORGPRB17  I(1)      Other 
                                        1=Yes 2=No 3=Don't know 
 
 17a2      MEDUSEA  I(1)      Oral cortiocosteriod usage 
          1=None 2=Not current 3=Current 
 
 17a3      MEDDURA  I(1)      Oral cortiocosteriod duration 
          1=6 months or less 2=7 months or more 
           
 17a4      MEDFREQA  I(1)      Oral cortiocosteriod frequency 
          1=Continuous 2=Off – On 
 
 17a6      MEDRESPA  I(1)      Oral cortiocosteriod response 
          1=Improve 2=Same 3=Worse 
 
 17b2      MEDUSEB  I(1)      Methotrexate usage 
          1=None 2=Not current 3=Current 
 
 17b3      MEDDURB  I(1)      Methotrexate duration 
          1=6 months or less 2=7 months or more 
 
 17b4      MEDFREQB  I(1)      Methotrexate frequency 
          1=Continuous 2=Off – On 
 
 17b6      MEDRESPB  I(1)      Methotrexate response 
          1=Improve 2=Same 3=Worse 
 
 17c2      MEDUSEC  I(1)      Azathioprine usage 
          1=None 2=Not current 3=Current 
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FORM 35 

Follow-up Questionnaire for Cases Only (Part I) 
(continued) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
 17c3      MEDDURC  I(1)      Azathioprine duration 
          1=6 months or less 2=7 months or more 
 
 17c4      MEDFREQC  I(1)      Azathioprine frequency 
          1=Continuous 2=Off – On 
 
 17c6      MEDRESPC  I(1)      Azathioprine response 
          1=Improve 2=Same 3=Worse 
 
 17d2      MEDUSED  I(1)      Cyclosporine usage 
          1=None 2=Not current 3=Current 
 
 17d3      MEDDURD  I(1)      Cyclosporine duration 
          1=6 months or less 2=7 months or more 
 
 17d4      MEDFREQD  I(1)      Cyclosporine frequency 
          1=Continuous 2=Off – On 
 
 17d6      MEDRESPD  I(1)      Cyclosporine response 
          1=Improve 2=Same 3=Worse 
 
 17e2      MEDUSEE  I(1)      Immunosuppressives usage 
          1=None 2=Not current 3=Current 
 
 17e3      MEDDURE  I(1)      Immunosuppressives duration 
          1=6 months or less 2=7 months or more 
 
 17e4      MEDFREQE  I(1)      Immunosuppressives frequency 
          1=Continuous 2=Off – On 
 
 17e6      MEDRESPE  I(1)      Immunosuppressives response 
          1=Improve 2=Same 3=Worse 
 
 17f2      MEDUSEF  I(1)      Anti-malarial usage 
          X=Censored 
 
 17f3      MEDDURF  I(1)      Anti-malarial duration 
          X=Censored 
 
 17f4      MEDFREQF  I(1)      Anti-malarial frequency 
          X=Censored 
 
 17f6      MEDRESPF  I(1)      Anti-malarial response 
          X=Censored 
 
 17g *     MED_OTH  I(1)      Other medication since baseline 
                                        1=Yes 2=No 
 

                                                 
* Refer to the form for skip pattern for this item. 
 



7 
FORM 35 

Follow-up Questionnaire for Cases Only (Part I) 
(continued) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
 17h2      MEDUSEH  I(1)      Medication H usage 
          X=Censored 
 
 17h3      MEDDURH  I(1)      Medication H duration 
          X=Censored 
 
 17h4      MEDFREQH  I(1)      Medication H frequency 
          X=Censored 
 
 17h6      MEDRESPH  I(1)      Medication H response 
          X=Censored 
 
 17i2      MEDUSEI  I(1)      Medication I usage 
          X=Censored 
 
 17i3      MEDDURI  I(1)      Medication I duration 
          X=Censored 
 
 17i4      MEDFREQI  I(1)      Medication I frequency 
          X=Censored 
 
 17i6      MEDRESPI  I(1)      Medication I response 
          X=Censored 
 
 17j2      MEDUSEJ  I(1)      Medication J usage 
          X=Censored 
 
 17j3      MEDDURJ  I(1)      Medication J duration 
          X=Censored 
 
 17j4      MEDFREQJ  I(1)      Medication J frequency 
          X=Censored 
 
 17j6      MEDRESPJ  I(1)      Medication J response 
          X=Censored 
 
 17k2      MEDUSEK  I(1)      Medication K usage 
          X=Censored 
 
 17k3      MEDDURK  I(1)      Medication K duration 
          X=Censored 
 
 17k4      MEDFREQK  I(1)      Medication K frequency 
          X=Censored 
 
 17k6      MEDRESPK  I(1)      Medication K response 
          X=Censored 
 
 17l      MEDRESL  I(1)      Prednisone in last 12 months 
                                        1=Yes 2=No 3=N/A 
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FORM 35 

Follow-up Questionnaire for Cases Only (Part I) 
(continued) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
 
 18a *     MINTAKA  I(1)      Lungs 
                                        1=Yes 2=No 3=Don't know 
 
 18b *     MINTAKB  I(1)      Nervous System 
                                        1=Yes 2=No 3=Don't know 
 
 18c *     MINTAKC  I(1)      Lymph Nodes outside chest 
                                        1=Yes 2=No 3=Don't know 
 
 18d *     MINTAKD  I(1)      Eyes 
                                        1=Yes 2=No 3=Don't know 
 
 18e *     MINTAKE  I(1)      Skin 
                                        1=Yes 2=No 3=Don't know 
 
 18f *     MINTAKF  I(1)      Heart 
                                        1=Yes 2=No 3=Don't know 
 
 18g *     MINTAKG  I(1)      Liver 
                                        1=Yes 2=No 3=Don't know 
 
 18h *     MINTAKH  I(1)      Spleen 
                                        1=Yes 2=No 3=Don't know 
 
 18i *     MINTAKI  I(1)      Bone marrow/abnormal blood cnt 
                                        1=Yes 2=No 3=Don't know 
 
 18j *     MINTAKJ  I(1)      Kidneys 
                                        1=Yes 2=No 3=Don't know 
 
 18k *     MINTAKK  I(1)      Bones/joints 
                                        X=Censored 
 
 18l *     MINTAKL  I(1)      Muscles 
                                        1=Yes 2=No 3=Don't know 
 
 18m *     MINTAKM  I(1)      Ears/nose/throat/sinuses 
                                        1=Yes 2=No 3=Don't know 
 
 18n *     MINTAKN  I(1)      Paratoid salivary glands 
                                        1=Yes 2=No 3=Don't know 
 
 18o *     MINTAKO  I(1)      Incr calcium/Kidney stones 
                                        1=Yes 2=No 3=Don't know 
 
 18p *     MINTAKP  I(1)      Fever/fatigue/weight loss 
                                        1=Yes 2=No 3=Don't know 

                                                 
* Refer to the form for skip pattern for this item. 
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FORM 35 

Follow-up Questionnaire for Cases Only (Part I) 
(continued) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
 
 18q *     MINTAKQ  I(1)      Other 
                                        1=Yes 2=No 3=Don't know 
 
 19      mint_dy  I( )      Days from enrollment to first took meds 
 
 20a *     FRGTDAYS  I(1)      Days forgot to take meds 
          1=0 2=1 3=2 4=3 5=4 6=5 or more 
 
 20b *     NTAKDAYS  I(1)      Days did not take meds 
          1=0 2=1 3=2 4=3 5=4 6=5 or more 
 
 20c *     TMORDAYS  I(1)      Days took more meds 
          1=0 2=1 3=2 4=3 5=4 6=5 or more 
 
 21 *     MED_FRGT  I(1)      Take medicine as directed 
          1=All of the time 
          2=Almost all of the time 
          3=Most of the time/Some of the time 
          5=Almost never 
          6=Never 
 
 22 *     NOMED   I(1)      Could not afford medication 
                                        1=Yes 2=No 
 
 23 *     INTAKLES  I(1)      Reason for taking less 
          01=Forgetful 
          02=Too busy 
             Didn’t need it 
             Side effects 
             Feeling pain, sick 
             Don’t think medication works 
             Could not afford prescription/refill 
             Did not have transportation to get 

       prescription/refill 
       Other 

 
 24 *     INTAKMED  I(1)      Doctor asked about adherence 
                                        1=Yes 2=No 
 
 25 *     MED_CNTR  I(1)      Med can control sarc 
          1=Very confident 
          2=Somewhat confident 
          3=Not at all confident 

                                                 
* Refer to the form for skip pattern for this item. 
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FORM 35 

Follow-up Questionnaire for Cases Only (Part I) 
(continued) 

 
                 ITEM                 NAME              TYPE (LENGTH)       CODES OR UNITS  
 
 
 26 *     MED_NONE  I(1)      Something bad will happen 
          1=Very little chance 
          2=Some chance 
          3=Fifty-fifty chance 
          4=Probably will happen 
          5=Almost surely will happen 
 
 27a *     DONTKNOW  I(1)      Don't know what will happen 
          1=Don’t know 
 
 28     REMINDER  I(1)      Others give reminders 
          1=All of the time 
          2=Some of the time 
          3=Never 
 
 29     FRGTOFT  I(1)      How often forget meds 
          1=All of the time 
          2=Almost all of the time 
          3=Most of the time 
          4=Some of the time 
          5=Almost never 
          6=Never 
 
 

                                                 
* Refer to the form for skip pattern for this item. 


