
Comprehensive 
Sickle Cell Centers

Version 6.6 February 8, 2006

Epidemiology
of Priapism

CSCC ID:
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Medical History
Date Form 
Completed:

Day
/

Year
/

Month Form completed by:

Site:

2.  Diagnosis: SS SC Sβ+thal Sβ0thal

4. Date first seen in this center:

Splenic sequestration? Yes No

Splenectomy? Yes No

Yes NoDactylitis?                                                     

6. From clinical records please indicate if, in his entire lifetime, this patient ever had or has been diagnosed with:

Avascular necrosis? Yes No

If yes, list bone(s) involved and 
year(s) of first diagnosis (if known): 

Unknown

Unknown

1. Patient’s Date 
of Birth:

5. Do you think that the medical history on this case report form is incomplete due 
to admissions at other hospitals that are not associated with your Center?

Yes No

If yes, # years at other hospital(s)?

If known, year of 1st Dx:

Unknown If known, year of 1st Dx:

If known, year of 1st Dx:

Unknown

7. From clinical records please indicate if, in his entire lifetime, this patient ever had or has been diagnosed with:

Chronic renal failure? Yes No If yes, dialysis? Yes No

Acute chest syndrome? Yes No

Yes NoAdmission for painful crisis? If yes, # times: <10 10 or more

Unknown

Unknown

Unknown If yes, # episodes: In the last 3 years

3 or more years ago

Pulmonary hypertension? Yes No Unknown

Sickle cell retinopathy? Yes No Unknown

If yes, list all known tests performed for diagnosis, procedures 
performed in relation to this condition, and year(s) of occurrence: 

If yes, list all known tests performed for diagnosis, procedures 
performed in relation to this condition, and year(s) of occurrence: 

Leg ulcers? Yes No Unknown If known, year of 1st Dx:

year of 1st Dx:

year of 1st Dx:

year of 1st Dx:

Bone:

Bone:

Bone:

Unknown

Unknown

Day
/

Year
/

Month

Year
/

Month
or

List hospital(s), if known:

3. Is this subject enrolled in C-Data (the CSCC collaborative database)? Yes No (If yes, skip Questions 4-6 and 
continue with Question 7.)

Acute renal failure? Yes No Unknown If known, year of 1st Dx:

Stroke? Yes No Unknown If known, year of 1st Dx:
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Room air O2 Sat: %     OR

9. Has the patient ever been placed on chronic transfusion therapy
(planned transfusion about once per month for 3 months or more)? Yes No Unknown

9a.  If yes, what happened to the frequency of priapism during chronic transfusion therapy?

10. Has this patient ever taken Hydroxyurea? Yes No Unknown

10a.  If yes, what happened to the frequency of priapism during Hydroxyurea therapy?

11. Was your clinical program aware, by a mention in the medical record, that this 
patient had ever had priapism before this questionnaire was conducted?

Yes No

11a.  If yes, how has it been managed or treated?  (check all that apply)

Narcotics and 
hydration for episodes

Transfusion 
(simple or chronic)

Aspiration and irrigation 
for prolonged episodes

Pseudoephedrine 
for prevention

Surgical shunts (like a 
Winter or Glenn shunt)

12. Are there any other issues that you would like to make us aware of relevant to this patient and his problem with priapism, if a 
problem exists?

Increased Decreased Stayed about 
the same

Patient was not having episodes of 
priapism when Hydroxyurea was started

Patient was not having episodes of 
priapism when chronic transfusion was 
started

Not done/ Data 
not available

Other, 
specify:

8. Most recent steady state lab results and date tests performed:

g/dL

Platelet count:

WBC:

x109 /L

Hemoglobin: / /
day month year

/ /
day month year

/ /
day month year

/ /
day month year

Method used for determination: Pulse oximeter Other, specify:

x109 /L

No specific treatment

Don’t know

Increased Decreased Stayed about 
the same

Don’t know

Check this box if the patient did not present for the survey after signing informed consent.
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