SUMMER
2008

AlphaNet, Inc.

2937 SW 27th Ave., Suite 305
Coconut Grove, Florida 33133
800- 577-2638, Fax: 305-442-1803
www.alphanet.org

COORDINATORS:

Gayle Allison Tipper 877-982-5742
gallison@alphanet.org (NC, VA, WV, DC)
Roger Bray 877-227-71914
rbray@alphanet.org (KY, IN)

Patti A. Brown 877-264-71470
pbrown@alphanet.org (TX)

Victoria (Vicki) S. Cameron 888-526-9077
vcameron@alphanet.org (ME, NH, VT, Volunteer)
Shirley R. Dennis

sdennis@alphanet.org

Kathleen (Kathy) A. Haduck 800-813-4494
khaduck@alphanet.org (DE, PA)

Kay Kinsel Swift 877-742-9078
kkinsel@alphanet.org (MT, NE, ND, SD, WY, CO)
Patricia (Pat) E. Maclnnes 877-277-7931
pmacinnes@alphanet.org (NY)

Diana Patterson 888-399-0443
dpatterson@alphanet.org (FL, PR, USVI)
Barbara Pusey 800-745-3004
bpusey@alphanet.org (Zemaira USA)

Jim Quill 888-795-6393

jquill@alphanet.org (At Large)

Judy K. Rose 877-860-8694
jrose@alphanet.org (AZ, NM, At Large)

Jodi Roth 877-662-4774
jroth@alphanet.org (MN, WI)

Sandy L. Singleton 877-898-8630
ssingleton@alphanet.org (AK, CA, HI)
Kathleen (Kathie) D. Sivesind 866-244-1026
ksivesind@alphanet.org (NV, WA, OR, ID, UT)
Marta C. Strock 866-762-1850
mstrock@alphanet.org (Maryland & At Large)
Jane Totten 866-477-1552
jtotten@alphanet.org (GA, SC, TN)

Douglas (Doug) K. Turley 877-943-9828
dkturley@alphanet.org (IA, KS, MO)
Elizabeth (Liz) A. Veronda 888-723-9487
Iveronda@alphanet.org (IL)

Marilyn Wagner 866-556-6622
mwagner@alphanet.org (AL, AR, LA, OK, MS)
Fred C. Walsh 800-791-3194
fcwalsh@alphanet.org (MA, RI, CT, NJ)

STAFF:

Robert C. Barrett, Chief Executive Officer
800-577-2638 ext. 229 rcbarrett@alphanet.org
Robert A. "Sandy" Sandhaus, MD, PhD, FCCP,
Medical Director, Executive VP,

800-577-2638 ext. 226 rasandhaus@alphanet.org
Terry L. Young, General Manager

800-278-1804 tlyoung@alphanet.org

Bonnie S. Boyd, RN, Director of Disease
Management & Clinical Research

800-577-2638 ext. 253 bboyd@alphanet.org
Janis G. Berend, MSN, C-ANP, Nurse Case Manager
800-577-2638 ext. 220 jberend@alphanet.org
Teresa A. Kitchen, BSN, RN, Clinical Nurse Manager
888-553-0093 tkitchen@alphanet.org

Sarah K. Phillips, Executive Assistant
800-577-2638 ext. 243 sphillips@alphanet.org
Melissa Grenadir, Human Resources Manager
800-577-2638 ext. 247 mgrenadir@alphanet.org
Laura L. Larios, Accountant

800-577-2638 ext. 209 llarios@alphanet.org
Edward J. Parker, IT Manager

800-577-2638 ext. 257 eparker@alphanet.org
Crystal L. Lenzner, Communications Specialist
800-577-2638 ext. 318 clenzner@alphanet.org

The AlphaNetter is a
publication of AlphaNet, Inc.

phaNetter

AN ALPHA
CELEBRITY

She’s been featured in the National Enquirer, People,
USA Today, Newsweek, Modern Bride, Business Week and
on the Paul Harvey radio show, Voice of America as well
as Yahoo! and AOL... an Alpha-celebrity, Linda Katz.
How Linda found this notoriety is a mixture of her
creativity, sense of fun and
a dash of good luck. Four years after her Alpha-1 diag-
nosis, in 1994, Linda was the seventh person in her Southwest Kansas town of Garden City
to get internet access. She wanted to learn how to make web pages, so she began to put
together an experimental site. She gathered all her nieces and nephews, borrowed some tools
and heavy equlpment from her famlly and friends and set about photographmg the workers
(aka the “executives”) from the “Prairie Tumbleweed Farm

Linda had a lot of fun writing copy for the Farm and dubbing Garden City “the
tumbleweed capital of the world.” She wrote, tongue-in-cheek, about her “quality tested”
tumbleweeds and offered suggestions for a variety of uses including as Christmas trees,
home décor, landscaping, and for proms and dances.

Much to her surprise, her practice posting on a search engine started generating actual
orders. Today, she runs a thriving business selling three sizes of tumbleweed, all with the
guarantee “if they don't tumble, we don’t sell them.” Her husband, son and grandchildren
all help when needed.

Buyers are diverse and some are also very well known. Many purchases are for use
in movies, TV shows and commercials such as Barney: The Purple Dinosaur, and the movie
Finding Neverland. Others are for commercial décor such as in the stores of Pottery Barn
and Ralph Lauren. They have been in the U.S. Capitol and even NASA has bought from
the Farm, for use when testing the
Mars Tumbleweed Rover (which
is shaped like a beach ball).

After watching her Dad die from
Alpha-1, Linda takes care of herself
and today feels good. She has partici-
pated in Alpha-1 studies and enjoys
looking into her genealogy, that is,
when she’s not tending the Farm.

Linda Katz (right) gathering tumbleweeds with her two
nephews Jarred Waller (left) Jacob Waller (center).




New Recommendations
for Disposal of

Infusion Supplies

By Teresa Kitchen, BSN, RN, AlphaNet Clinical Nurse Manager

In April, a letter from AlphaNet, “Recommended Medical
Waste Disposal Procedure Update,” was included with each
infusion supply order mailed to you. This letter provided
updated information regarding the disposal of certain types
of infusion supplies commonly known as “medical waste.”

Because this important information will directly
change how you and/or your infusion nurse dispose of your
infusion supplies, we felt it was important to include the letter
here in the event that you didn’t receive it or did not read
it. Also, please be sure to pass on this letter to your infusion
nurse as they may not know about these important changes
in procedure.

If you or your infusion nurse has any questions or
concerns about these new recommendations, please dont
hesitate to contact me. I can be reached at 888-553-0093
or at tkitchen@alphanet.org . And, as always dont hesitate
to contact your AlphaNet Patient Services Coordinator
directly with any questions.

RE: Recommended Medical
Waste Disposal Procedures Update

In the past, disposal procedures for empty Prolastin®
medication vials, used IV tubing and IV bags have required
the use of a biohazard container, also referred to as a “sharps
container.” This practice has been followed for many years.
Today those precautions are no longer necessary.

Pharmaceutical companies have revised their manufactur-
ing processes and have incorporated new procedures to de-
activate possible viruses or other microbiological contaminants
that may be present in donated human plasma. These
measures have been extremely successful in addressing the
overall safety of biological products.

Twenty-nine Alphas and guests gathered this past Spring and enjoyed a lunch-
eon meeting at New York’s Blue Fin restaurant. Participants welcomed newly
diagnosed Alphas as well as listened to presentations by Donovan Quill, about
Alpha-1 and his family, and Pat MacInnes, who discussed the need for a cure.
As a special bonus, the meeting netted $200 for the Alpha-1 Foundation.

In March, we contacted both the Centers for Disease
Control (CDC) and the Environmental Protection Agency’s
(EPA) Region 7 office. We asked them if they had developed
any specific guidelines related to the disposal of medications
that are manufactured from donated human plasma and
the products used to administer these drugs. They did not
have any specific guidelines or recommendations on the
disposal of these products. Their position is that these
products would not be considered infectious since they
have been processed and manufactured in compliance with
pharmaceutical standards.

In addition, it is our understanding that many pharmacies
and hospitals dispose of these products in their normal trash
and not with biohazard products.

The only exception to this information is if your IV tubing
had visible blood back-up, at any time during the infusion,
then it should be considered biohazardous and discarded
in the “sharps container.”

Given our current information and guidance from the
CDC and EPA, it is our recommendation that Prolastin vials,
and the equipment used to pool and infuse Prolastin, do not
require any special handling for disposal and can be discarded
safely with your normal household trash. Of course, you
should continue to dispose of needles, and other hazardous
materials in the biohazard container.

For more information, please call your AlphaNet Patient
Services Coordinator.

Sandy Sandhaus, MD, PhD,
Medical Director, AlphaNet

Terry Young,
General Manager, AlphaNet




Peter Duttweiler is a man on
a MISSION. Credited by many as the unstoppable force
behind Veteran’s benefits for those with Alpha-1, Pete worked
diligently and methodically for years to obtain medical rights
from the Department of Veterans Affairs (VA).

It wasn’t until his Alpha-1 diagnosis in 1990, that Pete
began to understand why his health had been so poor.
The more he researched about Alpha-1, the more he found
out about lifestyle and environmental factors and their impact
on the disease. He immediately recognized that his service
record, including a year in Vietnam, had put him in the
most detrimental of circumstances to rapidly accelerate

his disease progression.

ALPHA VETERAN KEEPS
SERVING OTHERS

On the (Internet) Road Again Some of you out there might recognize Pete
by his on-line handle of "PeterD." He has been posting articles about
Alpha-1, Veterans, and lung issues on various e-mail lists for the last 10 years.

But Pete is a man of action — so he began to work on many
fronts. By 1994, he was participating in a support group,
started by Alice Dunkley, in Central New York that attracted
about 10 people each month. He was inspired to put together
an anthology called the “The Alpha Atlas” featuring 100
Alphas from around the world and their stories of coping with
the disease. Through distribution at an early national confer-
ence and posting on-line, the stories were among the first about
Alphas and very well received. Edited with the help of his wife
Eileen, the collection became a catalyst for bringing Alphas
together and sharing information.

Pete was finally forced into retirement from the U.S.
Postal Service in 92 when his lung capacity and function
continued to decline.

Throughout the years he was also fighting another battle —
this one with the U.S. government to get the medical benefits
he felt he, and other veterans, deserved. He meticulously docu-
mented his own medical case history. Carefully researching
details such as the location of “Agent Orange” spraying during
the Vietnam War, he tracked down and pulled together other
Vets to document their medical information. He collected
photographs, researched weather data, worked with AlphaNet
Medical Director Robert A. Sandhaus, MD, PhD, and made
a connection with a sympathetic, very helpful officer from the
Disabled American Veterans Association.

The process took five and a half years.

The year following his retirement, after
serving in conditions that dramatically
compromised his health and suffering through
more than 20 years of misdiagnosis in the
VA medial system, Peter finally had both
a correct diagnosis and benefits to help him
get life-sustaining treatment.

But Pete’s mission is not finished. He still
works daily to help other Vets and to interact
with other Alphas from around the U.S. To
date, he has helped approximately 70 Veterans
receive some level of benefits. There are still
unresolved issues with certain aspects of Pete’s
VA benefits, specifically regarding asthma and
nicotine addiction, and he has taken that battle
through the VA system where it is now under
review and awaiting a decision from the Board
of Veterans Appeals.

He has helped many Vets over the years.

In the words of one Virginia-based Alpha-Vet,
“Pete’s a college grad and able to put things into
place; he really came through and helped a lot.”

“Pete was really the first one to fight for
Veteran’s benefits for Alphas and he’s still pretty much the main
guy to go to,” said Texas Alpha Dave Courtney. “Peter helped
me a lot with advice and samples of documents and I have con-
sequently helped some other folks.”

For more information about obtaining Veteran’s benefits,
contact your AlphaNet Patient Services Coordinator.

Department of Veterans Affairs:



A life-long love of exercise and
healthy living are now paying off
big time for Alpha Jim Trimble.
His mantra “I have Alpha-1:
Alpha-1 does not have me,” offers
daily inspiration to this California
resident who loves the outdoors.

Jim recently completed the
25-mile Tour de Palm Springs
charity bike ride for Team Alpha.
But a 25-mile ride is a piece of
cake for this avid biker, who rides
by himself three to four times
a week, usually 25 miles a shot.

A retired grocery store owner, Jim and his wife have
four grown children and split their times between homes in
Piedmont (San Francisco Bay area) and Palm Springs. He began
cycling close to 40 years ago after an injury in the Marine Corps
stopped his routine running.

Jim and his wife are vegetarians and big proponents of
healthy nutrition. There is no doubt his life-long good habits

“l have Alpha-1; Alpha-1 does not have me.”

helped him stave off the impact
of Alpha-1, but eventually Jim
was still becoming short of
breath. About a year ago, he
sought out the cause and gained
an almost immediate diagnosis
of Alpha-1.

At six feet tall, Jim’s body
was struggling. Following his
doctor’s advice, he began using
oxygen, taking a 10-pound lig-
uid portable oxygen container
along on his rides. He’s resting
better, eating more and has been able to gain an additional 10
pounds because he is not burning as many calories trying to
breathe. His lung capacity has improved in the last year to 47%.

On his off-days he swims, practices fly-fishing and pursues
his passion of reading.

“I'm going to make the most of my life, the more I can
exercise the healthier I will stay,” explains Jim.

Jim plans to keep riding — for Alpha-1 and himself.

FERENCE GUIDES AVAILABLE

ve been added to the AlphaNet library and are now
ith Lung Disease, Understanding Lung Disease
ance Directives.

available and include: Traveling with Alpha-1,
monary Exacerbations, Staying Healthy:
Factors, Medications for Alpha-1 Lung Disease,
nding Pulmonary Function Testing.

offer focused information on single topics and
ncluded and expanded on the material in the
erence Guide™. For copies, call AlphaNet
77-2638 and ask for extension 243.



Did You Know...

All of a sudden 1 got

4 nasty crick in my neck...

Since Jim “Bones” Carbone was a kid and used to caddy

for his Dad, he has loved the game of golf.

Jim says he knows a lot of people who say they aren’t well enough
to play, but he feels golf is one of those “moral imperatives” (like
eating a hot dog at a baseball game), that just has to be enjoyed. His
game may not be what it used to be and when you ask him his golf

handicap, he quickly responds “my swing,” but he still plays courses
near his Cincinnati home an average of once a week.

Jim retired from a career as a medical sales rep and surgical assistant
and had to give up his hobby of playing and singing in local bands,
but even a lung capacity of 35% will not keep him
off the golf course. He credits his 27-year-old son, Jason, with get-
ting him back on the course and helping him with his
“incredible ingenuity, patience and love.”

Another side of Bones is that he is also a bit of

a comedian and has re-created a series of oxygen-related mishaps as photo-cartoons.
Pictured above: his oxygen line gets tangled around the tee marker.
The course is the Nicklaus-designed Kings Island.




Summer 2008
Swim the English Channel
New York, NY

June 27-29
Breathe Easy Bike Ride

Santa Inez, CA

July 1116
U.S. Transplant Games
Pittsburg, PA

July 26
Plymouth Harbor Watch Cruise
Massachusetts

Auqust 24
Accenture Chicago Triathlon
Chicago, IL

August 31
Disney Half Marathon
Anaheim, CA

Alpha-1 Association
Programs & Activities

July 12
Dakotaland Support Group Meeting
Sioux Falls, ND

August 16
Regional Support Group Meeting
Lebanon, NH

September 20
Alpha-1 Education Day
Chapel Hill, NC

Alpha-1 Foundation & Team Alpha

Santa Barbara County's Wine Country

September 12-14
24th "Escape to the Cape” Bike Trek
Plymouth to Provincetown, MA

September 14
Maui Half Marathon
Maui, Hawaii

October 6

Lone Star Alphas Shoot for a Cure 3rd Annual
Golf Tournament

Flower Mound, TX

October 20
Santa Clarita Half Marathon
Valencia, CA

To find out more about these or other
events in your area, log on to
www.alphaone.org or call

toll-free: 1-888-825-7421, ext. 248.

September 27
Regional Support Group Meeting
Las Vegas, NV

October 4
Alpha-1 Education Day
Boise, ID

October 18
Alpha-1 Education Day
Pittsburgh, PA

To find out more about conferences and support

groups, visit the Alpha-1 Association website at

www.alphal.org or call toll-free: 1-800-521-3025
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