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Summary

AWe have 3469 patients in our
database

AData have been collected since 2000

AThe questionnaire underwent
revisions in 2004, 2008 and 2011



Summary (cont.)

ABefore 2004, questions were in
narrative form

ANarratives are difficult to process for
statistical analysis

A1275 patient questionnaires in total
have been returned



Demographics

Gender (1275 Patients)

w Male
u Female




Age At Death

A Youngest person, age 16; oldest, age 96

A 65 is the average age at death
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Ethnic Origin

A Of the 1275 patients u Caucasian
3 W? 00}1% (White/Non-Hispanic)

w Hispanic/Latino

. African American
w Native American

= Asian

A *128 (10%) patient questionnaires with missing data.



Duration of lliness

A Of the 1275 patients
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*08 (8%) patient questionnaires with missing data.



Unusual Stress Prior to the Onset of
Symptoms

A Of the 1275 patients

w Yes

w No

A*294 (23%) patient questionnaires with missing
data.



Did Patient Develop Dry Cough

A Of the 1275 patients

w Yes
w No

A *364 (29%) patient questionnaires with missing data.



Diagnosing Physician
1%\7%

6%

w Neurologist
w General Practitioner
- Psychiatrist

.. Other

A 751* (59%) patient questionnaires with missing
data.



Autopsy Information

A Was an Autopsy performed?

w Yes
w No

A 29* (2%) patient questionnaires with missing
data.



CJD/Prion Disease Confirmed

A From Autopsy (794 Patients), was CJD or Other Prion
Disease Confirmed?

7%/

wYes

w No

- Results
Pending

A 34* (4%) patient questionnaires with missing data



Type of CID/Prion disease confirmed (Out of 697)

w Sporadic
1‘VQ\
0 w Familial CJD (hereditary)
. latrogenic - Acquired
w Variant
w Gerstmann-Straussler-
Scheinker
= Fatal Familial Insomnia

= Sporadic Fatal Insomnia

= PSPr (New Disease)

Final Report Pending

Fatal Familial Insomnia 1.1%
Gerstmann-Straussler-Scheinker 1.14%
latrogenic (Acquired) 0.1%
PsPr 0.3%
Sporadic Fatal Insomnia 1.0%

Variant 0.6%



Autopsy Referral to NPDPSC

A Of the 794 patients

1%
CJDF
1% 119 ]
| u Hospice
« Physician

w Health Department
w Other

= Funeral Home

A 239* (30%) patient questionnaires with missing data.



Physician Information

AWas the Physician




CJD Listed On The Death Certificate

A Of 1275 patient

W Yes wNo

A *493 (39%) patient questionnaires with missing data.



Food Consumption and Animal Exposure (1275)

A Patients who consumed beef

* 114 (9%) patient questionnaires with missing data

A Patients who consumed deer/elk

* 197 (15%) patient questionnaires with missing data




Travel Outside the US

* 141 (11%) patient questionnaires with missing data




Surgery and Tissue/Organ Transplant History

A Type of Organ Transplant




Medical procedures

A Medical Procedures of Interest




Other Medical Procedures




Of Possible Interest




Of Possible Interest




Of Possible Interest
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