
1 –
Pull provider’s schedule 
and check scheduled 
patients for previous 

enrollm
ents/refusals/diseas

e

2 –
In clinic record reasons 

for not enrolling patients 
and enrolled patients on 

printed sheets (exam
ple at 

end)

3 –
Return collected blood 

&
 consents to the lab

4 –
Secure consents and 

record blood vial delivery in 
delivery log

5 –
Enter participant data; 

print sam
ple labels; scan 

and file consents

6 –
Deidentify blood 

sam
ples (10 days m

ax post 
collection)

7 –
Prep tubes etc.. For 

blood extraction; put 
sam

ple label in process 
book

8 –
process sam

ples

9 –
Spec sam

ples and 
transfer to 2 m

L tubes



12
Clinic

Total 
Patients 

Scheduled

Previously 
Enrolled

Enrolled
Doctor 

Rejected
Patient 

Rejected
N

o 
show

s
M

issed
Total 

Sam
ples 

Collected
Clinic hrs

Participant 
Data Entered

Date 
Deidentified

Date 
Processed

Processing 
Tim

e

1/9/17
Stroke

7
2

1
1

2
1

0
1

2.5
2/3/2017

2/3/2017
2/8/2017

5 hours
1/23/17

Stroke
18

2
5

4
3

2
2

5
7.5

1/30/17
Stroke

13
1

3
2

3
2

2
3

6
2/6/17

Stroke
15

4
2

4
3

0
2

2
3.5

3/7/2017
3/7/2017

3/15/2007
3 hours

2/13/17
Stroke

3
1

0
1

1
0

0
0

1.5
3/14/17

Stroke
13

0
0

5
5

0
3

0
5

4/10/2017
4/10/2017

4/15/2017
4.5 hours

3/21/17
Stroke

14
2

2
4

2
2

2
2

3.5
3/23/17

Pulst
5

3
2

0
0

0
0

2
2.5

3/28/17
Stroke

12
0

2
3

4
0

3
2

3.75
3/30/17

Pulst
2

2
0

0
0

0
0

0
0

4/4/17
Stroke

13
2

2
1

4
1

3
2

4

5/17/2017
5 hours

4/6/17
Pulst

5
3

2
0

0
0

0
2

3.25
4/11/17

Stroke
8

1
1

2
3

0
1

1
3

5/15/2017
5/15/2017

4/13/17
Pulst

4
3

1
0

0
0

0
1

3
4/18/17

Stroke
12

0
0

4
4

0
4

0
3

4/20/17
Pulst

4
3

1
0

0
0

0
1

2
5/4/17

Pulst
6

4
1

1
0

0
0

1
3

5/17/2017
5/17/2017

6/15/2017
5 hours

5/16/17
Stroke

18
2

1
5

3
3

2
1

3.5
5/23/17

Stroke
16

2
3

3
3

2
3

3
4.5

6/15/2017
6/15/2017

5/30/17
Stroke

9
0

0
2

1
5

1
0

1.5
6/6/17

Stroke
16

2
2

5
4

1
2

2
4

6/15/2017
6/15/2017

7/14/2017
5 hours

6/13/17
Stroke

15
2

0
4

6
1

2
0

3
6/15/17

Pulst
4

3
0

0
1

0
0

0
0

7/3/17
Stroke

4
0

1
1

1
0

1
1

1.5
7/14/2017

7/14/2017
7/11/17

Stroke
12

1
1

2
2

2
4

1
3

7/13/17
Pulst

2
1

0
1

0
0

0
0

1.5
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Sam
ple #

Collection 
order

Relationshi
p to 
proband

Able to 
contact 
(V1-6)

Personal 
identfiers 
can be kept 
w

ith 
sam

ple 
(V5-6)(this 
applies to 
all, needs 
to be 
m

erged 
w

ith 
colum

n AB) Video tape
DN

A 
Collection 
Date

Consent Date
Consent 
Version

DN
A 

Concentrati
on ng/ul

Type of 
Sam

ple 
DN

A 
Volum

e

DN
A Total 

am
ount 

(ug)

RN
A 

Collection 
Date

RN
A [] 

ng/ul
Living 
Status

Disease 
Status

Clinical Dx
Inheritance

Genetic Dx
Ethnicity

Personal 
identfiers 
can be kept 
w

ith 
sam

ples 
(V1-4)(This 
specific 
question is 
for version 
4-6, it is 
im

plied for 
v1-3, so if 
yes for AC 
then yes 
here)

De-
identified 
sam

ples 
can be used 
for 
unspecified 
future 
research 
(V1-
3)(Blank=N
o)(If this is 
yes for V1-
3 then it is 
im

plied as 
yes for 
personal 
identifiers 
kept w

ith 
sam

ple if 
N

O
 then 

that 
applies as 
w

ell)
SM

P-17-PD-028-01
A

proband
yes

yes
yes

4/20/2017
4/20/2017

6
547.6

blood
1000

547.6
N

A
0Living

Affected
PD

sporadic
W

hite
yes

N
A

SM
P-17-SCA-050-01

A
proband

yes
yes

no
5/4/2017

5/4/2017
6

692
blood

1000
692

N
A

0Living
Affected

SCA6
fam

ilial
W

hite
yes

N
A

PH-17-ST-034-01
A

proband
yes

yes
yes

5/16/2017
5/16/2017

6
182

blood
800

146
N

A
Living

Affected
ST

fam
ilial

w
hite

N
A

N
A

JM
-17-ST-313-01

A
proband

yes
yes

blank
5/22/2017

5/22/2017
6

284
blood

1000
284

N
A

0Living
Affected

ST
fam

ilial
W

hite/Am
e

rican Indianyes
N

A
LC-17-ST-001-01

A
proband

yes
yes

no
5/23/2017

5/23/2017
6

158
blood

1000
158

N
A

Living
Affected

ST
sporadic

w
hite

N
A

N
a

PH-17-ST-035-01
A

proband
yes

yes
no

5/23/2017
5/23/2017

6
115

blood
800

92
N

A
Living

Affected
ST

sporadic
w

hite
N

A
N

A
JW

O
-17-ST-058-01

A
proband

yes
yes

no
6/6/2017

6/6/2017
6

110
blood

800
88

N
A

Living
Affected

ST
fam

ilial
w

hite
yes

N
A

PH-17-ST-036-01
A

proband
yes

yes
no

6/6/2017
6/6/2017

6
394

blood
1000

394
N

A
Living

Affected
ST

fam
ilial

Hispanic or 
Latino

yes
N

A
JW

O
-17-ST-059-01

A
proband

yes
yes

no
7/3/2017

7/3/2017
6

175
blood

1000
175

N
A

Living
Affected

ST
sporadic

w
hite

yes
N

A
PH-17-ST-029-01

A
proband

yes
yes

Yes
3/21/2017

3/21/2017
blood

155
600

93.24
N

A
N

A
Living

Affected
ST

fam
ilial

w
hite

N
A

Yes
PH-17-ST-030-01

A
proband

yes
yes

no
3/28/2017

3/28/2017
blood

171
1000

171.00
N

A
N

A
Living

Affected
ST

sporadic
w

hite
N

A
Yes

PH-17-ST-031-01
A

proband
yes

yes
no

3/28/2017
3/28/2017

blood
447

1000
447.30

N
A

N
A

Living
Affected

ST
sporadic

w
hite

N
A

Yes
PH-17-ST-032-01

A
proband

yes
yes

no
4/4/2017

4/4/2017
blood

684
1000

684.00
N

A
N

A
Living

Affected
ST

fam
ilial

w
hite

N
A

Yes
PH-17-ST-033-01

A
proband

yes
yes

no
4/11/2017

4/11/2017
blood

572
600

343.20
N

A
N

A
Living

Affected
ST

fam
ilial

w
hite

N
A

Yes
JW

O
-17-ST-053-01

A
proband

yes
yes

Yes
1/23/2017

1/23/2017
blood

58.9
300

17.7
N

A
N

A
Living

Affected
ST

fam
ilial

w
hite

N
A

Yes
JW

O
-17-ST-054-01

A
proband

yes
yes

Yes
3/21/2017

3/21/2017
saliva

153.9
1000

153.90
N

A
N

A
Living

Affected
ST

fam
ilial

w
hite

N
A

Yes
JW

O
-17-ST-055-01

A
proband

yes
yes

no
4/4/2017

4/4/2017
blood

706
1000

706.00
N

A
N

A
Living

Affected
ST

fam
ilial

w
hite

N
A

Yes
JM

-17-ST-099-01
A

proband
yes

yes
Yes

1/9/2017
1/9/2017

blood
112.1

300
33.10

N
A

N
A

Living
Affected

ST
fam

ilial
w

hite
N

A
Yes

JM
-17-ST-100-01

A
proband

yes
yes

Yes
1/23/2017

1/23/2017
blood

95.9
800

76.70
N

A
N

A
Living

Affected
ST

sporadic
w

hite
N

A
Yes

JM
-17-ST-101-01

A
proband

yes
yes

yes
1/23/2017

1/23/2017
blood

969.7
1000

969.70
N

A
N

A
Living

Affected
ST

sporadic
hispanic

N
A

Yes
JM

-17-ST-102-01
A

proband
yes

yes
yes

1/30/2017
1/30/2017

blood
148.9

1000
148.90

N
A

N
A

Living
Affected

ST
sporadic

w
hite

N
A

Yes
JM

-17-ST-103-01
A

proband
yes

yes
blank

1/30/2017
1/30/2017

blood
140.1

1000
140.10

N
A

N
A

Living
Affected

ST
sporadic

w
hite

N
A

Yes
JM

-17-ST-104-01
A

proband
yes

yes
blank

1/30/2017
1/30/2017

blood
99.6

300
33.20

N
A

N
A

Living
Affected

ST
fam

ilial
w

hite
N

A
Yes

JM
-17-ST-105-01

A
proband

yes
yes

yes
2/6/2017

2/6/2017
blood

344.5
700

241.15
N

A
N

A
Living

Affected
ST

sporadic
w

hite
N

A
Yes

DD-17-ST-054-01
A

proband
yes

Yes
yes

1/23/2017
1/23/2017

blood
201.4

1000
201.40

N
A

N
A

Living
Affected

ST
fam

ilial
w

hite
N

A
yes

DD-17-ST-055-01
A

proband
yes

Yes
no

1/23/2017
1/23/2017

blood
114.8

600
68.88

N
A

N
A

living
Affected

ST
sporadic

w
hite

N
A

yes
DD-17-ST-056-01

A
proband

yes
Yes

blank
2/6/2017

2/6/2017
blood

141.7
400

56.68
N

A
N

A
living

Affected
ST

sporadic
W

hite
N

A
yes

SM
P-17-SCA-049-01

A
proband

yes
yes

yes
4/13/2017

4/13/2017
6 blood

283
1000

283
00

N
A

N
A

living
affected

SCA7
fam

ilial
w

hite
yes

N
A


