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In 2015, Tom Camenzind appeared to have it all. He was an accomplished sophomore at 
Stanford University. But one day, things went horribly wrong. His health deteriorated rapidly and 
me diagnosis was heartbreaking: he had ME/CFS.

Today, Tom cannot speak. He is frozen in time, bedridden and unable to stand light, sound or 
touch. But if there is one tiny silver lining, it is that the world is about to learn of his plight - 
shedding light on this disease well beyond our ME/CFS community. Severely ill patients like 
Tom cannot speak for themselves; we are determined to speak to the world for them.

A national, televised program on Tom’s plight aired last week on the show, “The White 
[House Chronicle,” with host Llewellyn King. Watch this new, half-hour program includes 
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heartrending interviews with Torn’s parents an
CarolHeaA -

Pictured above: Longtime ME/CFS Advocate Courtney Miller and SMCI Director of Advocacy and Public 
Relations Emily Taylor hold a copy of the NV delegation letter

First of its kind! Nevada delegation sends letter 
to NIH on ME/CFS

On September 8th, Nevada's full Congressional Delegation sent a letter to Director Collins of the 
National Institutes of Health urging him to "strengthen and accelerate" its work on ME/CFS! The 
letter was led by Representative Amodei from Reno and signed by Senators Catherine Cortez 
Masto and Dean Heller, and Representatives Jackie Rosen, Ruben Kihuen and Dina Titus. We 
are so pleased to have teamed up with Courtney and Bob Miller, Anita Patton and people with 
ME/CFS across Nevada to bring the very first ME/CFS delegation letter. Thank you to the many 
residents of Nevada who took action to make this possible. View the complete letter here.

Pictured above: Simmaron Board chairman Jan Armstrong and SMCI Director of Advocacy and Public Relations 
VBrnilydfayloryfDym^

17cv1906 Sierra Club v. EPA ED_001523B_00001872-00002



17cv1906 Sierra C
lub v. EPA

 
ED 001523B 00001872-00003

m js
m o

CD

w

CD 
o n 
œ

CD
CD
W

u>

to
tu ;
v>

^/Co 
cB 
cd
3 : 
3',

cl

œ

o

cd 
SU 
cn 
cd
CD

B w
m
B

ÍD

Ö
tb

p> 
«J 
7T

oc
3;
CD
B 
cr 
CD

O 
~h 
8

n

o

CL
Û) 
23 
ë

co

CD

œ
23 :

af­
fi)

“cr 
cd

û) 
0 
ex 1 CD

ë.Œ
3 
3"

0

ES m "O 
cd

co
Z5

:C?

c

CD

•>s:
8

"R- ■ - ■■ ■

AO 10)
ZT /ë

CDCD
Û)

CD
0

0 
co

Z3
CD

Û) 
CO 30

CT m 0 c_ Co CD
0 
c S”<“

CD
g

B 
“O 
w 
cq‘ 
23

c:

ZJ
CQ
CD

CD
■ÿ-

CD 
Z5 
O

■3

S' 
~o 
Û) 
0

0 
Û)

Œ3

O 
0) 
23 <
"3 J 
O
Q ' / - 
O ;

||
cB 
co
tn

0 
0 
ZT 
TTk

0) ■m B-
”D 
Û)

8 IÓ
0

AU 
CX S’ fT\ SCQ- Er ■ 0 J8SS^

CD 
CD
3.

1
AU

0

O — 
S' ?

tD :/

CO 
Oj/WAo

23' 
O
O
Z3
cn
CD
S
CD

Í

CD 

œ 
Z3 
w.

Œ
tn
;CD 
CD 

_to

c 
”O

23 O 
g: 

œ 
s
0 
a 
0

O’ 
CD

CO 
.-3 
c 
Z3 
CL

CD

m co
0
'-Th'O 
OTJJC

3
O"
CD

o’ “0
0

13

U”
8
CD

"'n tn 0) 7T ÍD r
tn Zk 23

go zr
CD 0 CQ Ìjj'

K o’ 
e. W

CO

CD

O
CL
O œ0 —+» O z ;

0
'Ö

■c

XX
s 
'ä

C 
.3^ 
CDo CD CD 23 zyio<——c Ali

a ÍD MJ :tn > j 0
0) » .
0 
ex 
I/):

i
3'

0¿Xo
Z3- Á; 
CDcB CLCD 

0 
CL

co 
x* c

0
Û)

CQ' œ
CO

8 0 A 
CD

23 
CL tn

O cr
r~ê”

è

(n
%

CD
Q)

3 of /

tn 
CD 
fi)

3’

Û)
^CD: 
ex

Etax 
CD

3 0 r" icr



CD 
CD

“ P œ âg «

en
CD

H
CD

CD

cd en
cd CD

CD
fi)

CD 
en 
CD

CD 
3'

CD

CD

CD 

œ

CD CD
Qj
CD

CD 
en 
CD 
fi)

3'
CD

CD 
en 
c 
3 
3 
cd

CD 
5

CD 
fi) 
3
CD

CD

CD 
en 
3";

û) ;

CD

CD
ÇQ

<Q 
B CD 

o 
CD

en
CD CD 

cS 
Œ 
fi)

CD 
en 
CD 
CD

B
en

■3 
:3

CD
%

3 fi) CD

AV ;
CD 0

œ

CO

CD 
CD

œ

CD 
œ

CD 
ZJ

O.

fi) 
3 
■gì 
a)

CD

W

CD

3

CD

CD

CD 
en

(D^

O

en

0'

CD 
en 
CD 
CD

CD

en
CD

CD
3 fi)

■en
CD

en

o 
3;

3 
en“

CD

CD

fi)

° SS
CD



Minnesota Board members, Steve Curry and Sue Perpich, are hosting two seminal events on 
ME/CFS in Bloomington, MN. The public is invited to two receptions in Minnesota on September 
28th with SMCI President Carol Head and Chief Scientific Officer and Vice President for 
Research Dr. Zaher Nahle for a discussion about ME/CFS. This event is part of a national tour 
describing the progress and success of SMCI’s programs and research. If you are interested in 
attending, please contact Diana Sagini at 704-364-0016 ext. 208, or by e-mail at 
dsagini@solvecfs.org
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On September 7, the ME/CFS community breathed a sigh a relief as the Senate Appropriations 
Committee passed S. 1711 with accompanying committee report language that recommends 
restoring the $5.4 million chronic fatigue syndrome program under the CDCs National Center for 
Emerging and Zoonotic Diseases. In July, the House version of the budget (H.R. 3358) had 
zeroed out these funds in the House Committee report. Both the House and Senate reports 
nclude several recommendations to CDC, MIH, and HHS that were proposed by SMCI, 

#MEAction, and other advocates during the May ME/CFS Advocacy Week. We are pleased to 
see this support and growth of interest reflected in the Senate appropriations bills and look 
forward to continuing to fight for these items to be included after the reconciliation process in the 
final budget legislation in October.

The work of SMCI is entirely fueled by gifts large and small from people just like you.
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