CoRDS Registry

Coordination of Rare Diseases
at Sanford

Participant Information
Number of participants currently Eligible: 70
Number of participants currently Enrolled: 1,607
Total Number of Hypersomnia Participants 1,677
Enrolled and Eligible Participants by Month
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Age of Enrolled Participants
21-30
W 21-30 459 28.6%
31-40 451 28.1%
B 41-50 331 20.6%
B 5160 203 12.6%
| 11-20 75  47%
61-70 61 3.8%
B 71-80 18 1.1%
B o0-10 7 04%
W 81-90 2 01%
Total: 1,607 100.0%
31-40

Includes data through 4/14/19 @ 7:00 am




Enrollment Method of Enrolled Participants
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Gender of Enrolled Participants

Transsexual

Other:

Not Indicated

Male

| do not wish to answer

M Female 1,232 76.7%
| do not wish to answer 1 0.1%
B Male 219 13.6%
[ Not Indicated 149  9.3%
Il Other 4 0.2%
Transsexual 2 01%
Total: 1,607 100.0%

Female

Includes data through 4/14/19 @ 7:00 am



Race of Enrolled Participant

American Indian or Alaska

Asian - Vietnamese

Asian - Filipino
Asian - Other Asian
Asian - Asian Indian

B White

Total:

Not Indicated
B Black or African American
[l Other/Unknown/Refuse to Answer
[l Asian - Chinese
American Indian or Alaska Native
[l Asian - Asian Indian
[ Asian - Other Asian
[l Asian - Filipino
[l Asian - Vietnamese

1,352 84.1%
199 12.4%
17 11%

16 1.0%

7  04%

6 04%

4  02%

3 02%

2 01%

1 01%

1,607 100.0%

Native
Asian - Chinese—
Unknown/Refuse to
Answer
or African American——
Not Indicated

White

Ethnicity of Enrolled Participants

Hispanic or Latino -

Dominican (Republic)
Hispanic or Latino -
Central American
Hispanic or Latino -

Not Indicated

M Other
Bl Ashkenazi Jewish

B French Canadian

Total:

Hispanic or Latino -

M Hispanic or Latino -
M Hispanic or Latino -
M Hispanic or Latino -
M Hispanic or Latino -
Hispanic or Latino -
Hispanic or Latino -

M Not Hispanic or Latino

M Unknown/No answer

Mexican

Other Hispanic/Latino/Spanish
South American

Cuban

Puerto Rican

Central American

Dominican (Republic)

990 61.6%
353 22.0%
76 47%
75 47%
43 27%
24 1.5%
14 0.9%
13 0.8%
13 0.8%
2 01%

2 01%

1 01%

1 01%

1,607 100.0%

Puerto Rican
Hispanic or Latino -
Cuban
Hispanic or Latino - South_ |
American
Hispanic or Latino - Other_|
Hispanic/Latino/Spanish
French Canadian—
Hispanic or Latino - |
Mexican

Ashkenazi Jewish——
Other—
Unknown/No answer——

Not Indicated——

r Latinc

Includes data through 4/14/19 @ 7:00 am




State of Enrolled Participants

State Count Percent
Alabama (AL) 41 2.55
Alaska (AK) 8 0.50
Arizona (AZ) 27 1.68
Arkansas (AR) 4 0.25
California (CA) 73 4.54
Colorado (CO) 39 243
Connecticut (CT) 10 0.62
Delaware (DE) 11 0.68
District of Columbia (DC) 4 0.25
Florida (FL) 56 3.48
Georgia (GA) 98 6.10
Hawaii (HI) 2 0.12
Idaho (ID) 8 0.50
lllinois (IL) 48 2.99
Indiana (IN) 35 2.18
lowa (IA) 27 1.68
Kansas (KS) 15 0.93
Kentucky (KY) 14 0.87
Louisiana (LA) 10 0.62
Maine (ME) 6 0.37
Maryland (MD) 32 1.99
Massachusetts (MA) 33 2.05
Michigan (MI) 50 3.1
Minnesota (MN) 52 3.24
Mississippi (MS) 6 0.37
Missouri (MO) 32 1.99
Montana (MT) 5 0.31
Nebraska (NE) 10 0.62
Nevada (NV) 9 0.56
New Hampshire (NH) 9 0.56
New Jersey (NJ) 22 1.37
New Mexico (NM) 2 0.12
New York (NY) 48 2.99
North Carolina (NC) 46 2.86
North Dakota (ND) 4 0.25
Not In USA (NoUSA) 185 11.51
Ohio (OH) 58 3.61
Oklahoma (OK) 11 0.68
Oregon (OR) 25 1.56
Pennsylvania (PA) 70 4.36
Rhode Island (RI) 5 0.31
South Carolina (SC) 29 1.80
South Dakota (SD) 13 0.81
Tennessee (TN) 36 2.24

Includes data through 4/14/19 @ 7:00 am




Texas (TX) 69 4.29

Utah (UT) 14 0.87
Virginia (VA) 78 4.85
Washington (WA) 55 3.42
West virginia (WV) 12 0.75
Wisconsin (WI) 46 2.86
Wyoming (WY) 5 0.31
Total: 1,607 100%

Country of Enrolled Participants (Excluding United States of America=1,423)

United Kingdom -Argentina
Switzerland Australia B Argentina 1 05%
Sweden Australia 29 15.8%
: l Belgium 1 05%
Spam M Brazil 3 16%
B Canada 57 31.0%
Chile 1 0.5%
M Denmark 2 11%
M France 4 22%
M Germany 6 3.3%
M Iceland 1 05%
M India 1 05%
Ireland 2 1.1%
Israel 3 1.6%
M italy 2 11%
New Zealand Jordan 1 05%
Netherlands B Mexico 1 05%
Mexi Netherlands 4 22%
exico B New Zealand 6 3.3%
Jordan— M Norway 6 3.3%
— I Pnilippines 1 05%
| Italy M Portugal 2 1.1%
srael Russia 1 05%
Ireland M South Africa 3 1.6%
— M Spain 1 05%
M Sweden 3 1.6%
Switzerland 1 0.5%
Germany Bl United Kingdom 41 22.3%
France— anada Total: 184 100.0%

Denmark: Chile

Diagnosis Determination of Enrolled Participants (Participants have the option to select multiple diagnosis determination methods.)

Imaging - PET
Unknown

Imaging - CT:
Histology:
Genetic Laboratory Analysis

Imaging - MRI

[l Other 1,169 56.6%

Physical Examination 492 23.8%
M Imaging - MRI 115  5.6%
[ Genetic Laboratory Analysis 110 5.3%
M Histology 83  4.0%

Imaging - CT 63  3.0%
[l Unknown 20 1.0%
M Imaging - PET 15 0.7%

Total: 2,067 100.0%

Physical Examination

Includes data through 4/14/19 @ 7:00 am 5



Not Indicated

Diagnosis Age of Enrolled Participants

0-10

71-80  —— AV}
61-70
51-60
W 0-10 13 0.8%
11-20 218 13.6%
B 21-30 500 31.1%
B 3140 343 21.3%
W 41-50 181 11.3%
51-60 68 4.2%
W 61-70 10 0.6%
W 71-80 1 01%
I Not Indicated 273  17.0%
Total: 1,607 100.0%
31-40 21-30
f— - .
| | ~JReferral Source
™ Wledemann-Stelner USD ngnterfor B Dakota (USD) Sanford
Syndrome Foundation Disabilities School of Medicine 1000
The Ehlers-Danlos .
" N Stickler Involved People South Dakota Parent
B National Foundation n (Stickler Syndrome) Connection
(EDNF)
Simons Variation In
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Deletion) d =
(/2]
™ Klein-Levin Syndrome ;L(lfﬁszaeriguan?ﬁ ™ National Institute of
Foundation o p{l1q Health (NIH)
Syndrome)
Coordination of Rare 200
M Support Group M Disease at Sanford B PWN4PWN
(CoRDS)
. . Self-referral (Internet
M 4p-Support Group ClinicalTrials.Gov S:ar;ie/réaoc(igl :/Irgzia)
BBA6
. 0
W Otner Foundaton, nc
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