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Amyloidosis and Agent Orange s, surwie

On May 7, 2009 cardiac
AL Amyloidosis was
recognized by the Sec-
retary of Veterans Af-
fairs as having a
“positive association
between exposure to
herbicide agents” this
allowed cardiac AL
amyloidosis to be es-
tablished as a presump-
tive disease associated
with 2,3,7,8-
tetrachlorodibenzo-p-
dioxin (TCDD) expo-
sure. Below is a brief
introduction to Agent
Orange exposure and
information on how
Veterans may enroll to
receive the benefits that
they have earned.
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Introduction

Between the years of
1962 and 1971 the United
States Government
dredged various parts of
Vietnam, Cambodia,
Laos, and South Korea
with several herbicides
intentioned to defoliate

the countries' vegetation.
By killing the plant life,
the United States military
was able to minimize
guerrilla acts and deprave
opposing forces of food.
However, not enough
testing was done on the
potential negative effects
of these herbicides and
the scope
of their
deadly
impact is

still being

unveiled Chemical structure of 2,3,7,8 Dioxin

today. (ICDD)

The most

notorious of these hetbi-
cides is nicknamed,
"Agent Orange" and was
also the most widely
used. The specific combi-
nation of the chemicals in
Agent Orange produced
an unforeseen by-product
called 2,3,7,8-
tetrachlorodibenzo-p-
dioxin (TCDD). Dioxin
TCDD is a pollutant and
exposure to high levels of
it has been linked to seti-
ous health conditions in

many animal studies. As
concerns about the harm-
ful effects of Agent Or-
ange began to arise, the
United States Congress
passed Public Law (PL)
102-4, The Agent Orange
Act of 1991 in an effort
to garner information on
on the health effects of
the herbicides
sprayed dur-
ing the Viet-
nam War.
The Law te-
quired that a
comprehen-
sive evalua-
tion of scientific and
medical research regard-
ing Dioxin TCDD and
Agent Orange exposure
be completed every two
years, with the findings
updated and published
every two years. It was
not until 2006 that the
committee charged with
reviewing the scientific
and medical publications
on Agent Orange expo-
sure, recognized an con-
tinue to page 4
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Amyloidosis Foundation Updates

2013 Senior Research Grant Recipient
Ping Zhou, MD, PhD -Tufts Medical Center

Off the shelf Lambda Light Chain Knockdown Therapy - Despite the advances of
stem-cell transplant and proteasome inhibitor therapy, systemic AL amyloidosis (AL)
remains a lethal disease for patients who die of AL within 3 to 4 years of diagnosis,
representing about half of newly diagnosed patients. We need to develop targeted
therapies that directly and rapidly eliminate production of toxic amyloid-forming light
chains in order to improve patient outcomes and survival. We will extend our work
developing an off-the-shelf lambda light chain specific gene silencing agent that inter-

feres directly, specifically and promptly with production of the protein that causes 80%

of cases of AL - the lambda light chain protein. We have shown in plasma cells from
patients with AL lambda type, that our agent markedly and rapidly reduces lambda
light chain production. This grant will allow us to extend our pre-clinical study of this

Dr. Ping Zhou in her lab at Tufts
Medijcal Center.

agent in an additional 20 patient specimens and in a mouse model. ()13 Junior Research Grant Recipient
Jennifer Ward, PhD - Boston Medical Center

Dr. Jennifer Ward in ber lab at
Boston Medical Center
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Calling All Committee Members!

This is an exciting year for the Amy-
loidosis Foundation and we want you
to be a part of itl We are looking for
passionate individuals with innova-
tive ideas to serve on our
“Involvement Committees”. The
best part is that all correspondence
will be done on-line or via phone
conferences so members can be lo-
cated any where in the world! We
look forwatd to hearing from you!

For more information email:
eallen@amyloidosis.org

Teleconferences

Teleconferences are a convenient and
efficient way for physicians to edu-
cate and update a large patient com-
munity. The next teleconference will
be March 7, 2013 with Dr. Vaishali
from 1:00pm to 3:00pm EST. Re-
cordings of past teleconferences are
available on the Foundation’s web-
site. We highly encourage teleconfer-
ence attendance.

For more information email:
info@amyloidosis.org

Tetracycline Analogs for Treatment of Amyloidosis - Primary systemic AL (amyloid
light chain) amyloidosis is caused by the light chain (LC) of an antibody that misfolds,
aggregates and forms amyloid fibrils that deposit throughout the body. Targeting the
plasma cells which produce antibodies with chemotherapy has been successful at stop-
ping progression of disease but there still remains no approved therapy against the amy-
loid fibrils that remain in tissues. We have built upon studies with other amyloidogenic
proteins to demonstrate that the tetracycline antibiotic doxycycline can disrupt light chain
AL amyloidosis fibrils isolated from human tissue. We propose to treat transgenic mice
with doxycycline to determine if doxycycline can break up the amyloid deposits and we
will determine the time and dose needed. We will test if doxycycline treated fibrils are
toxic to cardiac and renal cells. We believe that successful treatment of AL amyloidosis
will be achieved using a combination of therapies targeting both the plasma cell and the
tibrils themselves.

Upcoming Medical Conferences
American College of Cardiology
(ACC)

Dates: March 9th—March 11th, 2013

Location: San Francisco, California

This will be the ACC’s 62nd annual
Scientific Session and Exposition and
is one of the most highly attended
and respected events in cardiovascu-
lar medicine.

For more information email:
info@amyloidosis.org
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President’s Corner

For some 2012 has been a trying year: the loss
of a loved one, a new diagnosis, or the reemer-
gence of amyloidosis. Whatever your experi-
ence has been with the disease, I hope the
Amyloidosis Foundation was able to provide
you with the resources and support you

needed.

2013 holds lots of promising developments for the amyloid com-
munity. Drugs for amyloidosis are in various stages of clinical tri-
als, the Foundation awarded two new research grants, and our

awareness and educational programs are rapidly expanding. Please

know that none of these programs would be in existence without

your generous help.

On behalf of all us here at the Amyloidosis Foundation I’d like to
wish you and your family a happy new year!

Mary E. O’Donnell

President

Board of Directors:

Board Chairman: Isabelle Lousada
President: Mary O'Donnell
Treasurer: Richard Cwick
Secretary: Uria Espinoza

Raymond Comenzo, MD
Robert A. Kyle, MD
Jeana Rossi-Miller
Stephen P. Miller
Martha Skinner, MD
Giampaolo Merlini, MD

Scientific Advisors:

Raymond Comenzo, MD
Rodney H. Falk, MD
Morie Gertz, MD
David Seldin, MD, PhD
Alan Solomon, MD
Douglas Sawyer, MD

Make Your Resolutiom
L) q{:;‘ii‘

Make your New Years resolu-
tion with the Amyloidosis Foun-
dation! Now is the perfect time
to incorporate the Foundation
into your yearly planning and as
a part of your life! Whether it be
volunteering at a Foundation
event, donating a silent auction
item, joining a committee, par-
ticipating in our involvement
program or even “liking” our
Facebook page and providing
newsletter feedback - We value

our community and want to stay

Qtouch with youl! )

Support Group Spotlight

Tennessee Support Group

Date& Time: February 20, 2013 from
3:00pm to 5:30pm

Location: Vanderbilt Clinic of The
Vanderbilt University Medical Center
Room: 2703

The Tennessee support group meets
monthly in The Vanderbilt Clinic on
both Wednesdays and Saturdays

Cootdinator: Charlotte Haffner

For more information email:
info@amyloidosis.org

Support Group Spotlight
Northern California Support Group

Date& Time: February 2, 2013 from
10am to 2pm

Location: Kaiser, Walnut Creek 1425
South Main Street

Room: Oak 1& Oak 2

Speaker: The Binding Site has up-
dated information on FL.Cs and may
be able to join us.

Coordinator: Dena Heath

For more information email:
info@amyloidosis.org

Providing our patients and their families with the support they need is very
important to the Foundation. The expansion of our support group program is
one of the ways that we are working to meet this need. Please contact the
Foundation to learn more about our support groups or express interest in co-
ordinating the formation of a new one.
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Agent Orange

association with AL amy-
loidosis and the pollutant.

Association

The Department of Vet-
eran Affairs considers AL
amyloidosis to be a pre-
sumptive condition asso-
ciated with Agent Orange
exposure. When
a disease is con-
sidered to be
presumptive that
means that it was
expected to de-
velop under nor-
mal conditions.
As it applies to

notably clonal hyperpro-
liferation of B-cell-
derived plasma cells and
production of abnormal
amounts of immu-
noglobulins" (Institute of
Medjcine, p.409). 1t is
through these commonal-
ities - and the difficult to
explain statistic that 10%
to 15% of multi-
ple myeloma pa-
tients also have
AL amyloidosis;
though there is
i8] currently little
research to pin-
point exactly
what the specific
correlation

the VA: there Veterans and Agent Orange: Update

are certain
diseases that

and evaluate scientific evidence regarding

the health effects of berbicide exiposure in

are accepted
as to have Vietnam.
resulted from

a veteran’s service -
should they meet the time
and location criteria. .
The VVeterans and Agent
Orange: Update 2010 lists
AL amyloidosis as a non-
neoplastic health condi-
tion and places it in the
same chapter as multiple
myeloma due to the com-
monalities between the
two diseases. The Update
2010 states that both con-

2010 is the ninth in a series of congres-
sionally mandated studies that review

is - that has
allowed
veterans
who suffer
from AL
amyloidosis to receive
benefits and compensa-
tion. This presumptive
consideration allows for a
Veteran not to have to
prove an explicit connec-
tion between their AL
amyloidosis and military
service. Due to the pre-
sumptive service connec-
tion, the VA assumes that
a relationship between
AL amyloidosis and

qualifying criteria such as
dates of service and loca-
tion.

Compensation
&Benefits

Although AL amyloidosis
is presumptive, a Veteran
must still submit a claim
to receive consideration
for disability compensa-
tion. Eligible veterans
may receive the following
benefits:

1. Agent Orange Reg-
istry Health Exam -
is free and voluntary
to Veterans who have
been exposed to

Agent Orange.
2. Health Care Bene-

fits - encompassing a
full range of services
(must first enroll in
VA's healthcare sys-

tem)

3. Disability Compen-
sation - monthly pay-
ments for service-
connected or service-
related conditions.

4. Dependents’ Bene-
fits - children of Viet-
nam Veteran’s who
have suffered birth

monetary compensation
or vocational training.

3. Survivors’ Benefits
— spouses, children
and dependent par-
ents may be eligible
to receive benefits
following the death
of a Veteran.

It is important to note
that each claim is as-
sessed individually and
there are many factors
that are considered when
providing Veterans with
the benefits and setrvices
that they have earned.

How to Submit a Claim

The VA has now stream-
lined the process of sub-
mitting claims by allow-
ing for their processing to
be done online. This new
approach has allowed for
the VA to dramatically
decrease its turn-around
time and award compen-
sation in a more efficient
manner. The following
page lists a detailed ac-
count of helpful re-
sources and contact in-
formation for veterans
interested in filing a claim
to receive the benefits

o o 1 Agent Orange exposure defects may be eligi- and services earned in

1 r T i

.tIOIlS., ShaTe severa exists based on other ble for healthcare, selfless service to the

biological features, most monetary United States. AF
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Agent Orange done.

W

Department of
Veterans Affairs

Veterans with Questions
about Agent Orange Expo-
sure should utilize the fol-

lowing contacts:

* VA’ Special Issues
Helpline: 1-800-749-
8387

¢ VA benefit’s informa-
tion: 1-800-827-1000

* To locate your nearest
VA medical center visit

www.va.gov/directory

Miles That Matter

An incredible labor of love is
the only thing to call Eli, Kim,
Kristy, and Tammy’s 1417 mile
bike ride from Suffolk, Virginia
to Key West, Florida. They be-

. gan on September 27, 2012 and

finished on October 15, 2012.
They rode to raise awareness of
amyloidosis and to support
Tammy’s mother, Judy who is
need of a kidney transplant due
to complications from the dis-
ease. The Foundation is so hon-
ored to have such wonderful

ambassadors—we are very
proud of you. To read about
their journey please visit their
blog at http://

Eli, Kim, Kristy and Tammy finish in style at Key West, Florida after rnilesmatter.blogspot.com/

their 1417 mile bike ride which began in Suffolk, Virginia

@ Open Clinical Trials

The list of clinical trials
that are currently accept-
ing patients is not limited
to the ones listed, in fact
there are over twenty
open clinical trials for
amyloidosis around the
world. The Foundation
does not support one
clinical trial over another
but does adamantly advo-
cate for patient participa-
tion in clinical trials. A
sustained and enhanced
clinical research effort is
what will be behind any
medical progress in amy-
loidosis. More informa-
tion on other clinical tti-
als and their locations can
be provided by contacting
the Foundation or visitin
www.clinicaltrials.gov A

Drug or Name of Study: Bendamustine and Dexamethasone in Patients With
Relapsed AL Amyloidosis; Phase 11

Sponsor: Columbia University
Collaborator: Cephalon
Principal Investigator: Suzanne Lentzsch, MD

Location: Columbia University (more locations will open soon)

Drug or Name of Study: Study of Oral MLLN9708 in Adult Patients With Re-
lapsed or Refractory Light Chain Amyloidosis

Sponsor: Millennium Pharmaceuticals, Inc.

Location: Various locations within the United States and Internationally

*Coming Soon*
Drug or Name of Study: Carfilzomib
Principal Investigator: Adam Cohen, MD

Location: Fox Chase Cancer Center, Philadelphia, PA (more locations to come)
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Reflections on the 6th Annual New York Benefit s e rigier

3
¥
¥

Charlotte Haffner, a long-
time friend of the foundation
shares her experience as a
guest at the 6th annual New
York City Benefit for the
Ampyloidosis Foundation.
Supporting research and ac-
tively participating in the
Amyloidosis Foundation's
events is important to Hapfner
not only becanse she believes in
the foundation's mission but
also is an amyloidosis patient.
In the summer of 2008, she
was diagnosed with primary
AL amyloidosis. Her story is
a unique one full of promise:
Charlotte was the first patient
to receive both a heart trans-
plant and a stem cell trans-
Pplant at Vanderbilt Univer-
sity Medical Center. Due to
ber trials and trinmphs with
the disease, Ms. Haffner has
becomse a titan in the Amyloi-
dosis community. She volun-
teers on bebalf of the Amyloi-
dosis Foundation at medical
conferences, coordinates the
amyloidosis support group at
Vanderbilt University Meds-
cal Center and has made nu-
merous press appearances to
generate awareness of anyloi-
dosis. Here are her thonghts
on the 6th annual New York
City Benefit:

September 26th 2012 my
dear friend Beverly Mur-
rey and myself boarded a
plane for New York City.
We were going to help
support the Amyloidosis
Foundation at the 6th
annual New York City
Benefit for the Amyloi-
dosis Founda-

tion. Beverly had never
been to New York before
so I really wanted this
trip to be a lot of fun for
her.

Shortly after we arrived 1
called Uria Espanoza,
who is not only the chair-
woman of the NYC
Benefit but also the Sec-
retary of the Amyloidosis
Foundation's board of
directors, to let her know
that we had landed
safely.Urla suggested that
we meet downtown for
dinner - she was just as
nice as I thought she
would be! Over din-

ner, she asked me to say a
few words at the benefit
about my experience with
amyloidosis and my vi-
sion of the future for
amyloidosis patients. I
was really honored by her
request.

The following morning,
we woke and started the
big day with a run
through Central Park . It
was beautiful outside and

that set the tone for the

entire day. I loved every
moment of it and was
really looking forward to
attending the benefit at
the New York City Ath-
letic Club.

Later that evening when
we arrived at the venue (a
beautiful building brim-
ming with old world
charm) we were greeted
by Uria and mingled with
the other guests. We met
some new friends and
spent time with old ones.
I was really impressed by
the silent auction! It had
everything from a dia-
mond necklace to gift
certificates to some of
New York's top restau-
rants.

When it came time for
me to give my speech I
told everyone about my
battle with Amyloidosis
and how it took so long
to get the correct diagno-
sis. I expressed how
thankful I was to have
gotten to Vanderbilt and
in the hands of Dr. Joe
Fredi. Dr. Fredi, a cardi-
ologist, recognized right
away that my heart failure
was caused by Amyloido-
sis. I spoke about my
treatment journey and
how fortunate I was to
have met Dr. Doug Saw-
yet, chief of the Division
of Cardiovascular Medi-
cine at Vanderbilt. Dr.
Sawyer had just come to

Photo Courtesy of Vanderbilt Univer-
sity Medical Center newsletter (2008)

Vanderbilt from Boston
where he had been in-
volved in a 10 year study
of amyloidosis. Things
have really worked out
well for me, but more
often it does not. My
goal now is to become an
advocate for education
and research for this tet-
rible disease; of which
there is no known cause
and no known cure. We
must all work together,
patients and doctors.
Amyloidosis is a terrible
and personal disease that
effects everyone in a dif-
ferent way. Education is
the key to early diagnosis,
improved treatments and
a higher quality of life for
amyloidosis patients. I
would like to offer many
thanks to the wonderful
doctors I have, and to the
wonderful ones I have
met. You make a diffet-
ence. AF
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1st Annual “Joe LaGuardia” Amyloidosis Foundation 5K Run/Walk sy Lo Harington

Development Corpora-
tion. One of Joe’s re-
sponsibilities with Lake-
front was to oversee the
activities that took place
at the “Inner Harbor”.
Joe loved his position at
Lakefront and was pas-
sionate about how this
area would help in the

| growth and development

,,,,, e
Joe LaGuardia, will al-
ways be remembered as a
passionately driven pio-
neer and dedicated com-
munity member who ele-
vated the stature of the
New Yotk State Fair to
unprecedented heights;
known now as “The
House that Joe Built”.

Please join us for our 75
Annual “Joe LaGuar-
dia” Amyloidosis
Foundation 5K Run/
Walk to be held in Syra-
cuse, New York at the
Syracuse “Inner Har-
bor” on May 14, 2013.
(the first anniversary of
Joe’s passing from this
dreaded disease). The
purpose of this fund-
raising event is to raise
awareness of this rare
disease and to raise
money for research so
that a cure can be found.
Before Joe was diagnosed

of Syracuse and the com-
munity in which he lived
and grew up. Joe was a
respected leader in the
New York State Fair and
Entertainment Industry.
Joe has earned honors
and recognition by The
Entertainment Buyers
Association, The Acad-
emy of Country Music
and The International
Association of Fairs and

Joe reads with his grandchildren,
Giada and Anthony

Expositions where he

1994. Joe was very active
and generously devoted
his time to many commu-
nity organizations such
as, The Syracuse Sports
Hall of Fame, The Syra-
cuse Sports Corporation,
The Central NY Arthritis
Foundation, Elmcrest
Childrens Center, The
Syracuse Convention and
Business Bureau, The
Syracuse Chiefs and
many others. The center
of Joe’s universe was his
family. Joe was the great-
est husband, father, papa
and friend. Again, this
event will take place on
May 14, 2013 - the first
anniversary of Joe’s death
-and will have a donation
fee of $35. There will be
a live band, activities,
food and of coutse, fun.
But most of all, you will
be able to help raise
awareness of AMYLOI-
DOSIS and the research
efforts into this deadly
disease. In the Syracuse
area, there are a2 number
of people fighting this
disease as well as those
who have fought bravely
to survive and did not.
So we ask all to walk, run,
and support our efforts
in the research of AMY-
LOIDOSIS. Information

bis danghter, Mrs. Lori LaGuardia
Harrington attend the International

Entertainment Buyers Association
(IEBA) Hall of Fame induction cere-
mony for Joe LaGuardia.

osis Foundation website.
Please sign up there and
educate yourself on this
disease. We look forward
to meeting new faces. AF

Date: May 14, 2013
Registration: 4:00pm
Race Start: 5:30pm

Location: Inner Har-

bor- Syracuse, New
York

Website:
www.josephlaguardia.c
om

Contact: joelaguardia-

with Amyloidosis in No- received the highest regarding the upcoming benefit@gmail.com
vember of 2011, he had ~ Ronor in the industry Run/Walk can be found
retired as Execu,tive Di.  When he became a Certi- ~ www.josephlaguardia.co
rector of Lakefront fied Fair Executive in m and also the Amyloid-
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The Amyloidosis Foundation’s
2013 Metro-Detroit Spring Benefit

The Amyloidosis Foundation will be hosting a
benefit for the amyloidosis community in the
metro-Detroit area on May 2nd, 2013. Several
physicians and prominent members of the amy-
loid community will be in attendance to support
the first-ever Foundation benefit in the Detroit
region. The benefit will include dinner, music,
door prizes and silent auction. The theme will
focus on the healing power of art. Many of the
silent auction items will be pieces of artwork
created by patient artists. If you would like to
donate a piece of artwork or other silent auction

item, participate on the benefit’s planning com-
mittee, or attend the event please contact the

Foundation. As details of the benefit become Dylan Duncan (1979-)
finalized invitations will be circulated. We hope Sanibel Island . 2012

to see you there! AF _
Oil on canvas

“Individual commitment to a FO UNDATION

We Need Your Support! .’ AmyloidOSiS

group effort — that is what makes

a team work, a company wotk,a  What Did You Think?

society work, a civilization work”,

Vince Lombardi. The Amyloidosis Foundation welcomes your feedback! We are

always looking for letters, articles or any suggestions that you

Itis the individual commitment of may have to make this publication better!

our donors and supporters to the

Amyloidosis Foundation that allows If you have something that you would like to share with the

. . Amyloidosi ion community, pl n
us to provide our many services: yloidosis Foundation community, please contact us at

ranging from patient support to re- info@amyloidosis.org
search grants to education of the We look forward to hearing from youl!

medical community.

It is because of your generosity that

we are able to continue to works to-
The Gateway to a Cure newsletter is a publication of the Amyloidosis Foundation and is distrib-

wards finding a cure. uted as a service of the Amyloidosis Foundation with the understanding that the Foundation
is not engaged in rendering medical advice or other professional medical services. The Amy-
loidosis Foundation is a 501(c)(3) tax exempt non-profit organization.
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