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M
y R

esearch in  
E

ducational S
ettings 



S
om

e early [m
is]diagnoses 

1999 

2005 

2014 

�vasculitis
� 

�depression� 

�ruled out dem
yelinating disorder� 

�suspected  
C

A
D

A
S

IL
� 

2006 

�m
s
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�norm
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w
hite m

atter  

changes� 

�normal� 

�anxiety
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2015 
2013 

D
r. S

m
igrodzki: 

�leukodystrophy
� 

�infection
� 

“N
orm

al,  
but  

angry
� 

�age-associated m
em

ory im
pairm

ent� (at age 55) 

�m
ultiple sclerosis

� 

�dementia� 



The P
ushm

e-P
ullyou 

P
henom

enon 

(D
r. D

oolittle, 1967) 



W
hen you’re being  

pushed in one direction  
and pulled in another…

 

…
you have to  

get creative if  
you w

ant to 
dance! 

A
nd I choose to 

dance! 



M
y (H

ealthy) N
eighbors 



W
hy I volunteer  

in m
edical research 

1.  I have no health insurance. 

 C
ritical C

ondition (2008) 



W
hy I volunteer  

in m
edical research 

1.  I have no health insurance. 
2.  I trust science. 
3.  I w

as born to teach. 
4.  I’d like to m

atter to the w
orld. 

5.  I need a little hope once in  
aw

hile. 



N
IH

 spends over $32 
billion per year on 
m

edical research.* 
nih.gov 

*now
, som

e on m
e! 
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M
R

Is 
P

eg tests 
M

em
ory tests 

N
um

ber gam
es 

E
voked potentials 

N
erve conduction studies 

 First N
IH

 C
linical Trial (M

S
) 



S
trength tests 

C
oordination 

W
alk on heels 

S
tair clim

bing 
Touch your nose 
B

alance &
 reflex tests 

   

First C
linical Trial (M

S
) 



B
lood tests 

H
earing tests 

D
raw

ing shapes 
Lum

bar puncture 

First C
linical Trial (M

S
) 



E
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M
y  

hopes vs.  
reality 

I 
need 

m
edical  
care 

“U
sing  

hum
ans” 



N
ecessary P

aw
s 



M
y second clinical trial…

 



C
om

m
unicating w

ith M
e 

“I apologize for the late 
response. W

e are trying to 
ensure that w

e could see you 
under the research (and there-
fore at no charge to you)...”  



C
om

m
unicating  

w
ith R

esearchers 

“I’d rather have a root canal 
w

ithout anesthesia than any 
m

ore delays in trying to find 
out w

hat’s happening!” 
 

 
 

 
 - M

ary  



C
om

m
unicating  

w
ith R

esearchers 
“It's been 3 w

eeks since the 
scheduler cancelled m

y 
appointm

ent…
 I no longer 

have any hope to see the 
doctor, so if you’d just find 
tim

e to give m
e a few

 m
inutes 

to explain w
hatever gene/test 

results you have, I’d be 
satisfied. Thank you.” 



C
om

m
unicating w

ith M
e 

“You’ve not heard back because 
there is no update. W

e’re aw
ait-

ing ethical approval. This is not  
a process w

hich takes m
inutes, 

but rather involves a thorough 
review

 of the proposed research 
to ensure that it [is] appropriate 
for participants…

 I’ll let you 
know

, but I do not update  
for every step.” 



C
om

m
unicating w

ith 
R

esearchers 
“Y

ou still leave m
e in N

o-m
an’s 

land…
 I’ve been w

aiting nearly a 
year…

 just to get details on m
y 

condition so I could potentially 
pursue opportunities w

ith other 
sim

ilarly-diagnosed patients, 
support groups... Y

ou know
 that 

tim
ely intervention is key...” 



E
m

otional Investm
ent – 

noun 
   1.  

2. a topic not discussed in  
handbooks for volunteers  
in clinical trials. 



W
hat S

ocial W
orkers  

O
ffered for P

sych H
elp 

“I could, like,  
just let you vent,  
or discuss 
com

m
unication 

problem
s.”  



I B
E

LIE
V

E
…

 
 

C
linical trials should inform

 
volunteers about the risks 

and strategies to help them
 

deal w
ith the em

otional 
investm

ent of being studied 
as hum

an subjects.  
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LS
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E
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V

olunteers in clinical trials 
should be given easy and 

confidential access to 
psychologists or 

psychiatrists prior to, during, 
and for a brief tim

e after the 
study. 



…
because instead of feeling  

like a hum
an lab rat, 

w
e could feel like any  
other hum

an on a  
research team

. 



Dementia Alliance International 
�N

othing about us w
ithout us!� 

  

W
e can conduct research on ourselves. 

and should 



C
onducting R

esearch  
[on] O

urselves 



S
eeing the V

alue of  
O

ur O
w

n R
esearch 



…
B

ut Failing to S
ee O

ur V
alue 

as E
xpert R

esearchers. 



…
B

ut Failing to S
ee O

ur V
alue 

as E
xpert R

esearchers. 



I’ll also build qualitative 
m

odels to show
 actual &

 
changing cognitive abilities. 



C
linical trials  

yield new
 

know
ledge. 

D
S

I of hum
an brain w

hite  
m

atter, by A
lfred P

asieka. 

D
S

I – D
iffusion S

pectral Im
aging (variant of M

R
I).  

R
adio w

aves from
 H

2O
 m

olecules, energized  
by a m

agnetic field, m
ap the w

ater in neuron  
fibers, revealing a unique w

iring diagram
. 

cool 
   v 



S
o, yes, you’re w

elcom
e to 

explore m
y unique brain…

 

w
ith m

e – all of m
e. 



This is just the 
beginning.  

info@
infodai.org 


