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Lifelineletter

Living with home parenteral and/or enteral nutrition (HPEN)

Catheter Related Infections
Barry M. Farr, MD, University of Virginia Health System

Dr. Farr presented a tremendous amount of data from
the latest research on catheter related blood stream
infections at the 2003 Oley Conference. An overview of
his talk is published below; the talk is available in its
entirety from the Oley Videotape Library. A copy of the
detailed “Guidelines for the Management of Intravas-
cular Catheter-Related Infections” co-authored by Dr.
Farr is also available by sending a stamped, self-ad-
dressed envelope to the Oley Foundation. Many thanks
to Dr. Farr for sharing his time and expertise, and to
Robin Lang for transcribing the presentation.
Different catheters require different management
for catheter-related infections (CRBSI). First it is
important to note which type of CRBSI is more
common with which type of device. CRBSI in short-
term, non-tunneled catheters are often related to
extraluminal (outside the catheter) colonization of
the catheter which originates from the skin, most
likely because the lack of internal attachment allows
the catheter to move in and out a little; they are less

commonly infected by intraluminal colonization of
the hub and catheter lumen. In contrast, the most
common route of infection for long-term, tunneled
cathetersand implanted ports, isintraluminal (within
the catheter). With intraluminal infection, the exit
site and tunnel (skin area overlying the catheter)
appear to be normal, but fever/chills are present and
symptoms may be worse when infusing.
Diagnosing CRBSI
The most widely used lab technique for confirm-
ing the diagnosis of CRBSI is a semi-quantitative
catheter segment culture method. A 5 cm catheter
segment (usually the tip) is rolled across an agar
plate 4 times, then the colony forming units (bac-
teria/fungi) are counted over a 24- to 72-hour
incubation period. Concern has been raised that the
coating on anti-microbial coated catheters could
sometimes lead to false negative results when a cul-
ture is taken. Quantitative catheter segment culture
Catheter cont., pg. 2 O

The Oley Conference: Participate! Contribute! Attend!

The 19th Annual Oley Consumer/Clinician Confer-
ence offers a wonderful experience for everyone! The
conference is an excellent opportunity for home nutri-
tion support consumers, family members, caregivers,
cliniciansand members of the infusion industry to come
together and learn about the latest advances in home-
PEN therapy, discover the newest developments in
products and services, and share coping mechanisms.

It is a serious educational program complemented
with product and service exhibits, youth activities, and
plenty of social time for fellowship and networking.
Child care is provided, free of charge, for consumers
and their families. Mark your calendar and encourage
others to join you June 30 to July 2, 2004, at the
Marine Memorial Club in San Francisco, California.

As parents of a homePEN consumer wrote about
their experience: “Thank you so much for the won-
derful weekend we had at our first conference with
you. It was all we had hoped it would be... and much
more. We have already decided to go to next year’s.
We were impressed with the quality of speakers and
variety of topics covered, and feel we made friends
and got an education at the same time! It is good to
know that we are not alone in this life we now live.

Our children had aunique experience while attending
also. We appreciate the effort you put into making it
an enjoyable, fun, family experience for them. It
helped them feel included and worthwhile.”

Bring your family and make a vacation out the
holiday weekend. Like the rest of San Francisco, the
hotel is quaint and offers something for everyone.
We'll be one block from the cable car stop, 5 blocks
from Chinatown, and a short taxi ride from
Fisherman’s Wharf and the ferry to Alcatraz. You
could also make a day trip of wine tasting in Napa
Valley, hiking in the Redwood Forest at Big Basin
State Park, or driving along historic Route 1.

Watch for more details in the conference registra-
tion packet which will be mailed with the March/
April issue of the newsletter or visit our website at
www.oley.org. See you next summer! 0




Medical Update

Catheter, from pg. 1

methods are somewhat more accurate than
the semi-quantitative method, but are also
somewhat more difficult and expensive to
perform. They involve a technique such as
“sonification” of the catheter segmentinsome
culture broth. This removes microbes from
the catheter and allows the broth to be cul-
tured quantitatively. The main drawback with
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both of these methods is that they require
removal of the catheter, which may be sal-
vageable or not even infected.

Since access can be an issue for long-term
catheter users, an alternative method has
been developed that uses quantitative cul-
tures of blood, one set drawn through the
CVC, and another percutaneously from a
peripheral vein. A colony count from the
catheter sample that is at least 5 to 10 times
greater than the peripheral sample would
indicate CRBSI. In tunneled catheters, for
which the method has seemed most accu-
rate, a quantitative culture of blood from the
catheter that yields at least 100 cfu/mL may
indicate a CRBSI without comparing it to a
peripheral blood sample.

A new method under investigation is called
“differential time to positivity.” This tech-
nique also requires the culturing of blood
samples drawn from the catheter and a pe-
ripheral vein. CRBSI is indicated if the cath-
eter sample becomes positive more than two
hours before the peripheral sample. In several
studies, this test was found to be as accurate as
the quantitative blood culture method. It may
be somewhat quicker to use than quantitative
blood cultures and more hospitals will have
this method available than the quantitative
blood culture methodologies.

Another approach being developed uses an
endoluminal brush (FAS Medical) to clear the
inside of the catheter lumen and procure a
sample of the biofilm lining the catheter. (An
article describing the endoluminal brush is on
page 10). The sample is taken to the lab for
culture. If the infecting agent can be identified,
there isa better chance of clearing the infection
and saving the catheter. The drawback to this
technique is that it requires training for the
clinician, and isn’t widely available yet.

When there is concern about endocarditis,
a trans-esophageal echocardiogram (TEE)
should be done to make sure this complica-
tion isn't present in addition to the CRBSI.
Common Culprits of CRBSI

The four most common microbes to cause
CRBSI are:

1. Coagulase negative staphylococci, a bac-
teria present on the skin of all human beings.
Such infections have a very low patient mor-
tality rate (0.7%) and 90% of catheters with
this type of infection can be cleared.

2. Staphylococci aureus, a bacteria associated
with a significantly higher patient mortality

rate (8.2%). Methicillin-resistant Staphylo-
coccus aureus (MRSA) is associated with an
even higher mortality rate, often because the
therapy is less effective against the microbe.
When MRSA becomes vancomycin resistant
aswell, this has resulted in a very high patient
mortality, again because the therapy is less
effective against these microbes. There is a
high probability that a catheter infected with
this microbe will be pulled.

3. Gram negative bacilli mostly come from
the gastrointestinal tract; others come from
aquatic sources (e.g., tap water). A physician
might try to clear this type of infection before
determining whether to pull the catheter.

4. Candida species, a fungus which like Sta-
phylococci aureus is associated with a high
patient mortality rate. It is part of the normal
flora of the gastrointestinal tract. With these
types of organisms, the catheter is almost
always removed.

Treating CRBSI

Most short-term, non-tunneled catheters
are considered temporary linesand are usually
pulled when CRBSI is suspected. For tun-
neled catheters and ports, the decision to pull
the catheter is more difficult. The decision
depends upon the patient’s need for the par-
ticular catheter, the severity of the CRBSI, the
type of microbe involved, and possible com-
plications (i.e. septic thrombophlebitis, en-
docarditis and/or metastic seeding).

When CRBSI is suspected, cultures are
drawn and then IV antibiotics are typically
started right away. Vancomycin is frequently
recommended because most coagulase nega-
tive staphylococci will require this therapy.
Once culture and antibiotic susceptibility re-
sults return, a decision is made about whether
to pull the line and what type of antibiotics to
use. Nafcillin or oxacillin should be used for
methicillin-susceptible staphylococci. Am-
photericin B or fluconazole are the usual
choices for candidemia.

How long the patient must remain on anti-
biotic therapy depends on the microbe and
the anatomic extent of the infection. A simple
CRBSIwouldtypically receivea 14 day course,
whereas a patient with evidence of septic
thrombosis, endocarditis, osteomyelitis or
metastic seeding, may require 4 to 6 weeks of
treatment. Streptokinase has been used in
combination with antimicrobial therapy, but
its use has not been shown to be beneficial as

Catheter cont., pg. 11 O
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HEN Tips

Tax Deductions and Oley

Asa501(c) (3) organization the Oley Foundationissupported (financially
and otherwise) in part by the generous contributions of hundreds of
members like you. In addition to benefiting from the knowledge and
support the Foundation offers, you may be eligible for a tax break.

Our understanding: Gifts to the Foundation are tax deductible to
the full extent allowed by law in the year they are made. Specifics
surrounding donations of cash (credit card or check), auction items,
equipment/supplies (offered through Oley’s equipment exchange
program), stocks/annuities/mutual funds, planned gifts should be
discussed with your tax consultant.

Travel to and from hospitals, home care companies, other
consumer’s homes, etc. for Oley volunteer purposes could also be
considered tax deductible. The cost of traveling for medical reasons
i.e. to medical conferences (i.e. the Oley Annual Consumer/Clini-
cian Conference), medical appointments, etc. can be considered tax
deductible. Again, check with a tax consultant.

If you need a letter verifying your gift, attendance at a meeting,
travel on behalf of Oley, etc. contact the Foundation’s Executive
Director, Joan Bishop at (800) 776-OLEY or bishopj@mail.amc.edu.

As always - thank you, thank you, thank you for keeping us going! [

FREEDOM ,
To BE

Ask your health-
Discover EnteraLite® enteral nutrition delivery and regain the
freedom to live, work and play with maximum mobility. Compact,
lightweight and able to operate in any orientation, the
EnteraLite® pump travels anywhere with you in a choice of con-
venient carrying packs.

care provider or
contact us for
more information

r43'4-9 .4

INCORPORATED

800.970.2337

801.264.1001
www.zevex.com

* +/- 5% accuracy
© 24-hour battery life

 No drip chamber hassles
 Automatic free-flow prevention

Tube Talk

Technique for Granulation Tissue
My hushand has esophageal cancer and had a g-tube inserted 6
months ago. We had a big problem with granulation. After painful
silver nitrate burning, we found through trial and error, and our
homeopathic physician’ssuggestion, away to keep it under control.
Between the plastic bumper and the skin, we keep a split 2" x 2"
gauze. Once that is in place, | thoroughly wet the gauze with
Colloidal Silver (found at health food stores, Colloidal Silver comes
inabottle with adropper, and contains an active ingredient similar
tosilver nitrate, but at a much lower, more tolerable level.). It takes
a good month or so to heal the granulation, but it has been a
lifesaver. We change the gauze in the morning and at night, and
each time we soak the gauze with the colloidal silver, which has
antibiotic properties. We tried a lot of other techniques, and

nothing has worked but this.

— Elaine Warfield, East Jewett, NY
elainewarf@yahoo.com

Mic-Key Extension Sets Turning Black
Around the end of November I noticed my daughter’s Mic-
key extension sets (Kimberly-Clark Ballard Medical) turning

Thank you to everyone who sent material for the “Tube Talk” column. Anyone who

is interested in participating can send their tips, questions and thoughts about tube

feeding to: Tube Talk, c/o The Oley Foundation, 214 Hun Memorial MC-28, Albany

Medical Center, Albany, NY 12208; or E-mail DahlR@mail.amc.edu. Information shared

in this column represents the experience of that individual and should not imply endorse-

ment by the Oley Foundation. The Foundation strongly encourages readers to discuss any
suggestions with their physician and/or wound care nurse before making any changes in their care.

black after 48 hours of use. The material is stuck inside

the tube and will not come out with normal soap and water
washing. By squeezing the tube very tightly between my fingers
and running them down the tubing at the same time, some of the
residue will come out of the tube, but then gets clogged at the
ends. Even several cleanings like this will not remove all of the
residue. We had never seen this before. In the past, the sets looked
fine after two weeks, but we were advised to change them anyway;
now we have to change them after two days.

I called our home health care company and the manufac-
turer and was told they had never heard of this. | contacted
a friend who uses the same sets with her daughter, who said
she had just started experiencing the same thing. Both of our
daughters are on the same formula, EleCare. We have ruled
out infection as a potential cause of the build up.

Ballard Medical is now testing my daughter’s extension sets. If
you are having this same problem, feel free to call me or contact
John Blight at Ballard Medical (800-528-5591) .

— Candace Webb
momluvnit@yahoo.com
(970) 663-1045
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Oley News

Lifeline Mailbox

Advocacy Improves Hospital Experience
Dear Lifeline Readers,

This fall I was admitted to a community hospital 1I’d never been in
before. I had fever, shaking chills (a.k.a. Rigors). My temperature was
103.5°F. I didn’t know any of the doctors there and my primary care
physician (PCP) was on vacation.

I watched everything the medical professionals did. Typically the
catheter is the first suspect as to the cause, therefore, catheter and
peripheral cultures were taken. The catheter cultures went well; the
nurse gloved up, gowned up and wore a mask. She also used a sterile
drape to lay my catheter on. After she flushed the line, a new cap was
needed. An assistant nurse handed her anew cap with her BARE hands.
I politely said, “I'd prefer you wear gloves and could | please have
another new cap.” She obliged without hesitation.

Early cultures revealed a GRAM negative bacteremia; a final report
wouldn’t be back for 48 hours. During my stay | received Fortaz, and
Vanco via a peripheral 1V. | noticed that some nurses attempted to
connect the line without gloves, and sometimes without swabbing
with alcohol. | spoke up. Most were very amenable to my suggestions
to use gloves and alcohol preps.

The following day | was sent to interventional radiology for a PICC
line. Before it was inserted, | asked the technician to use Chlorhexidine
(Chloraprep) to clean my skin. He did. He asked if | wasa nurse. | said,
“No, this isn't my 1st PICC line.”

After 36 hours in the hospital, the infectious disease doctor was pleased
with my progress, but reluctant to discuss discharge without the final
report. He listened to my years of experience on home IV nutrition and
home IV antibiotics. At 48 hours into this hospital stay, at 11.a.m.
Saturday, there were no doctors, and no reports. Getting discharged on
a weekend is like getting an act from congress, and like most people, |
don’t want to stay in the hospital any longer than needed.

From reading and personal experience, I know some Gram negative
germs respond to Rocephin and Levoquin. | phoned my home care
company and said, “Please call the doctor and talk to him about
discharge, I can run the drugs at home and escape the other bugs in this
place.” They did as | asked. When the infectious disease doctor arrived
about an hour later, he said, “I’ve never met anyone like you that can
advocate for themselves to the point where the home care company is
calling me for the prescription before I've even written it.”

I went on to tell him that it was important for me to participate in
a 5K fund raiser for the Oley Foundation the following week. |
explained what Oley isall about and what I've learned asa member. His
reply, “It sounds like you've receive a very good education there. Good
luck on the walk, I'll see you when you return.” Then he signed the
discharge papers. | told him I'd like to hug him, but it was probably
inappropriate. He said he’d take it as a psychological hug.

At home I alternated running Levo and using an antibiotic lock with
the infected catheter, and reserved my new PICC line for TPN only.
Though I was nervous at an unknown hospital, in the 57 hours | was
there, I met very intelligent, capable, caring professionals. I learned
that speaking up for myself was well received, there were no hurt
feelings and no extra germs for me.

— Robin Lang, York, Maine

Leaky IV Tubing

Last July Linda Till noticed that her daughter’s TPN tubing was wet
on the outside of the line when she went to disconnect her. Closer
examination showed leakage of fluid from both ends of the cassette
where the tubing is connected. Since then, she and her daughter’s
nurses have observed other lines leaking in the same area, and one time
found a leak at the connection between the tubing and the filter. This
isa concern because even a small leak in the line compromises sterility
and thus could potentially lead to sepsis.

The tubing sets are sold by Baxter, and are used with a Baxter
(formerly Sabratek) 6060 TPN pump. The package identifies them as:
Sabraset 560112-GEL (Administration set with spike); lot number
013832; manufactured November 2001.

Baxter is working with Linda to resolve this issue. They have had few
complaints from other users about these lines (17 complaints out of
300,000 devices). Tubing sets for the 6060 pump are now manufac-
tured by Baxter in its own production plants.

If you have experienced any leaking sets, they should be reported to
Baxter (800-437-5176 Product Information/Quality Management)
and, if you care, to the FDA as well (see article below). O

Having Problems With a
Medical Device?

If you have experienced a problem with a medical device, the
first step is to report the problem to the manufacturer. (Call 800-
776-OLEY if you need help locating a phone number or contact
person.) Be prepared to answer specific questions about the device
aswell as the problem, i.e. have the product and packaging handy
for the lot number, manufacturing date, etc. Someone from the
company is required to respond to your complaint.

It is Oley’s understanding that the manufacturer is re-
quired to report product complaints to the Food and Drug
Administration (FDA) on an annual basis. However, if your
problem was serious (such as an adverse reaction, poor
quality product, etc.), or merits a more timely report to the
FDA, you are encouraged to report the problem directly to
the FDA via its MedWatch program. Medical errors can also
be reported to this same program.

There are a few ways to report the problem: you may take the
FDA reporting form (available on the FDA web site
www.FDA.gov) to your doctor or health care provider. Your
provider can fill in clinical information based on your medical
record that can help the FDA evaluate your report. If your
healthcare provider chooses not to complete the form or you
are uncomfortable asking them to do so, you may complete the
Online Reporting Form yourself or call the FDA’s toll-free
information line 888-INFO-FDA (888-463-6332).

As the end-users of medical products you play a critical
role in alerting the FDA to any potential problems. In most
cases health care providers are not responsible for reporting
these types of problems, and without your assistance the
FDA has no way of monitoring them.
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Oley News

Equipment Exchange

The following supplies are offered free to readers:
Equipment
* 1 Ross Patrol pump
e 1 CADD pump 5700
Formula
* 114 cans Jevity 1.2 cal H protein, exp. 9/04
« 10 cases Jevity 1 cal, exp. 10/04
« 3 cases Jevity Plus, exp. 5/05
« 2 cans Duocal, exp. 2/05

Regional Events

M2 Hosts Outstanding Fundraiser

Living up to their name and reputation, the Mighty Medical Miracles
(M3) support group of Columbus, OH, held their second annual
fundraiser on October 5th,
2003, raising $9,000 for
Oley and $2,000 for their
local group. Theeventwas
spearheaded by Donna
and Richard Noble, par-

ents of 5-year-old Kyle (see « 4.5 cases Probalance Formula, exp. 10/04

photo below), an HPN « 150 cans Pulmacare, exp. 6/04

consumer since birth. Part « 1+case Peptamen 1.5, exp. 4/04

3| of the huge success was « 4 cases Isosource, Vanilla, exp. 2/04

Jaci Overmyer (left) and Isabel Christenson the combined efforts of * Nutramagen formula 16 oz. can, exp. 5/05
paint pumpkins at the M Fundraiser. MichelleChristenson, M't?' Miscellaneous

Goldsmith, the Welday’s * 15 Ross EZ feed bags, 1000 ml
and other volunteers. The event included a DJ, great food, and fall « 26 Ross Top fill bags, 1000 ml
festival activities, including a Bounce ride, face and pumpkin paint- » Cook connecting tubes, 30 cm, 40 cm
ing, and a terrific silent auction. * 45+ Ross Patrol bags, 1000 ml
Many thanks to the Nobles and « 50 8-Fr. Catheters
everyone who helped plan and at- * Syringes
tended the event. * 1 Nebulizer

* 2 Mickey button 16 Fr.
 Tegaderm, various sizes

MORE SUPPLIES are available! For acomplete listing, visit
our website at www.oley.org or contact Cathy at
HarrinC@mail.amc.edu, (800) 776-OLEY. Oley cannot
guarantee the quality of the supplies donated or be responsible
for their condition. In the spirit of Oley, we ask that those
receiving goods offer to pay for shipping.

If you are interested in hosting a
fundraising event, small or large, in
your hometown, contact Joan
Bishop at bishopj@mail.amc.edu or
(800) 776-OLEY.

5K Walk/Run Loads of Fun
Sue Miller, mother of 23-year-old
HPN consumer Rachel Miller and
co-owner of Gould Orchards, gen-
erously donated the proceeds from
her second annual Sweet Cider Flow

* The staff ar Nutrishare

SKecross country race thisfall tothe e Noble enjoys the festivities are great, They make you
Oley Foundation. The upstate New at the M? fundraiser _,Ir."n" ke .-.'_l."r:.r.ln'.l'.f;' and thar i
York support group cheered on par- oot ilier sl st e )

ticipants then enjoyed a picnic and farm festivities. A huge thanks to Sue

for organizing the event and selecting Oley

as the recipient charity. Many thanks also Matthew J. Van Brunt
to Robin Lang, who collected $700 in '
sponsorships for the event, and everyone

else who contributed to the walk. O

Rbin g at the 5K Walk

A I L O o) |
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2004 Oley Awards

Recognize Someone Who Inspires You!

Nominate them for an Oley Award.

Consumers, caregivers, Regional Coordinators, even clinicians love recognition. What
a great way to tell them how much you admire their courage, perseverance, and
willingness to help others in their struggle with homePEN. And who wouldn’t
appreciate a travel scholarship to the Oley conference in California this summer? Or extra

money for an educational program in their region?

It's FREE and easy!

A simple form (inserted in this issue) with five, quick questions is all you need to
complete. Technophiles can also find it on our website @ http://www.oley.org/
nomform.html. Just type in your answers — fax it, mail it or click “submit” — and you’re

done. Send as many forms as you like.

Questions? See details below or call (800) 776-OLEY.

Award Criteria

The awards will be given at the 19th Annual Oley Consumer/
Clinician Conference to be held June 30 to July 2, 2004 at the
Marine Memorial Club & Hotel in San Francisco, CA. Nominations
will be reviewed by a committee comprised of previous award
winners, trustees and consumers. Oley awardees receive a special
keepsake, are honored at the annual conference awards program
and will be spotlighted in the LifelineLetter. Most awardees will
have some of their travel expenses underwritten. Recognition is
given to all nominees!

LifelineLetter Annual Award
[ 19 years of age or older
[0 HomePEN consumer or caregiver
[J Consumer has been on homePEN for at least five years

[0 Demonstrates courage, perseverance, a positive attitude in
dealing with illness, and exceptional generosity in helping
others in their struggle with homePEN

O Winner will receive a travel grant to the Oley Conference in
San Francisco, CA, June 30 to July 2

Oley Foundation Child of the Year Award
Sponsored by Pediatric Services of America
[J 18 years of age and under

[0 Home parenteral and/or enteral nutrition consumer
[0 On homePEN for at least three years

[J Demonstrates courage, perseverance, a positive attitude in
dealing with illness, and exceptional generosity in helping
others in their struggle with homePEN

O Winner will receive a travel grant to the Oley Conference in
San Francisco, CA, June 30 to July 2

Nominations must be submitted by April 5, 2004

Lenore Heaphey Award for Grassroots
Education
[ Oley Foundation Regional Coordinator volunteer

[0 Organized an outstanding information and/or education
program during 2003

O Winner will receive a nominal cash award to foster
educational/support activities in his or her local area

Nan Couts Award for the Ultimate Volunteer

Sponsored by Judy Peterson, RN, MS

O Clinician (physician, nurse, dietitian, etc.) must practice in the
field of homePEN or a related field, i.e. psychology,
interventional radiology, pain management, etc.

[0 Has demonstrated a willingness to give of themselves — beyond
their regular work hours — to educate, empower and improve
the quality of life for HPEN consumers. For example: a nurse
who facilitates an Oley support group on her day off.

O Winner will receive a partial travel grant to the Oley
Conference in San Francisco, CA, June 30 to July 2

Celebration of Life Award
In honor of Coram Healthcare, Oley Golden Donor
[0 Enteral or parenteral consumer, any age
[0 On homePEN for at least 3 years
[ Lives life to the fullest — traveling, fishing, gardening,

volunteering, performing in a local theater spending time
with children and grandchildren, etc.

O Winners will receive a travel grant to the Oley conference in
San Francisco, CA, June 30 to July 2
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Oley Foundation

Award Nomination Form

Deadline for nominations: April 5, 2004

Select the award, identify the nominee. Fill in your name and contact information.

I am pleased to nominate the following individual for the 2004 Your name:
(please check one):
0 LifelineLetter Award Relationship to Nominee:
0 Oley Foundation Child of the Year Award
[0 Lenore Heaphey Award for Grassroots Education Company (if any):
[0 Nan Couts Award for the Ultimate Volunteer
[ Celebration of Life Award Address:
Nominee’s name: Age:
Address: City: State: Zip:
Phone: ( ) - home, ( ) - work
City: State: Zip: Email: @
Phone: ( ) - home, ( ) - work

Please use this form or an accurate reproduction. Do not
Email: @ submit additional pages. Be sure to type or print legibly
using dark ink, since this form will be photocopied. Feel
free to submit more than one nomination.

Primary diagnosis: No. years on HPEN

Tell why the nominee qualifies for the award, describing specific examples: i.e. for LifelineLetter/Child of the Year Awards,
how this person has demonstrated a positive attitude in dealing with his/her illness; for the Celebration of Life Award, lived a full life; for the
Lenore Heaphey Award, organized an excellent educational program; or for the Nan Couts Award, has gone “above and beyond” what could
ever be financially compensated for, to bring information, compassion and the Oley Foundation to homePEN consumers.

Continued on back []



Describe how this person has been exceptionally generous in helping consumers in their struggle with homePEN.
For example the nominee may participate in professional educational sessions/research, visit others in the hospital, hold support group meetings, etc.
For the Celebration of Life Award, describe further examples of how the nominee lives their life to the fullest.

. Additional Comments. Please explain anything else that we should know about this person.

Return yOur The Oley Foundation
form(s) by April 5 to

214 Hun Memorial, MC-28
|:| Albany Medical Center
Albany, NY 12208

Questions? Call (800) 776 - OLEY Fax: (518) 2625528




Oley News

Bright Ideas:
My Cheating Heart

I have been on TPN for the past 6 years because of
my Gl track malfunctioning due to my underlying
chronic condition, scleroderma. (Scleroderma is an auto
immune disease causing hardening of the skin. In many patients it
affects the esophagus creating swallowing problems. It also causes other
severe complications of the G track and respiratory system.) Like others
who cannot eat, people with scleroderma face not only medical prob-
lems, but dealing with the social and psychological difficulties of living
without the number one human social pastime: eating!

Most doctors (and many patients) address the medical issue, leaving
the patient to explore dealing with not eating. Let’s get real!! What |
miss the most is the noshing and kibitzing. I was never one to sit down
and eat a big meal, and had always grazed small meals. But even that
is not possible at this time, and probably forever. Being on a very
restricted diet of zero food tolerance, | just had to find a way to “cheat”
my Gl track and give me some psychological satisfaction.

I have been eating lifesavers and these gourmet jelly beans, “Jelly
Bellies,” which are outstanding as the beans have individual authentic
flavors such as coffee, chocolate and licorice. The effect these bits have
onmy Gl systemisn'tso bad aslongas | keep it toasmall amount. (You
can never really cheat the GI track; it always fights back.)

I also like to make chicken and vegetable broth, and suck on the
chicken bones just to get the flavor. | invite friends over and give
them the solid chicken and vegetables and | eat the broth —
sometimes with a very small amount of pulverized vegetables. I can
easily tolerate agood clear soup broth. When it is homemade you can
control the ingredients and seasoning, which can sometimes trigger
a problem, i.e. too spicy, peppery, etc.

Then, of course, there is the good old fashion chew and spit. It is
pretty tough to do this politely in public. Maybe we should create a
video on chew and spit etiquette. If anyone else has good ideas for just
“getting a taste” or “cheating” let me know.

— Shirley Heller

Shoyleeh@aol.com

Los Angeles, CA

Send your tips for ‘Bright Ideas’ to the LifelineLetter Editor:

DahlR@mail.amc.edu or Oley Foundation, 214 Hun Memorial MC-28,

Albany Medical Center, Albany, NY 12208. Ideas will be published in the

newsletter and posted on Oley’s website (www.oley.org) as space permits.

Photos or illustrations are welcome. Be sure to include your name, city and
state, daytime phone number and what therapy you are on. O

On-Line Shopping?
Don't forget Www.igive.com
will donate a portion of your
spending to Oley at no charge to you,

and there are hundreds of great stores
to choose from! Call (800) 776-OLEY for details.
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Check out our

for long-term
consumers!

v Providing home parenteral

and enteral nutrition for
nearly 25 years

v Consumer newsletter,

twice yearly

v’ Consumer audio tele-

conference, twice yearly

v/ Your own home nutrition

support team in every
location (or where you live)

v Golden donor to the OLEY

Foundation

Coram Healthcare:

Providing You
with a Lifetime of Service

CORAM

HEALTHCARE

972-394-9914
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Medical Update

Endoluminal Brushing: A Sweeping Change in Catheter Management?
Anthony C. Nicholls, PhD, Alpha-VT Consulting, Liss, Hampshire, England

The Endoluminal Brush is a device that
allowscliniciansto procure asample of biofilm
from a catheter in situ to test for catheter-
related blood stream infection (CRBSI). It
can also be used to remove occluding debris
from catheter lumens and thus restore pa-
tency to blocked lines.

How It Works

The Endoluminal Brush consists of alooped
strand of stainless steel wire twisted to hold
nylon bristles, in a brush head, at its distal
end. The device is fully enclosed inside a
sterile plastic sheath

head is cut off and sent in a specimen tube to
the microbiology laboratory. In the lab the
debris is removed from the bristles by vortex
mixing and cultured on blood agar plates.
Counts of greater than 100 colonies indicate
aCRBSl is likely. Clinical research has shown
that Endoluminal Brush culture results are
more accurate than the Maki Roll, Cleri Flush
or Quantitative blood culture (QBC) in the
diagnosis of CRBSI. In addition, unlike the
techniques of Maki and Cleri, it allows the
catheter to remain in place while the test is

conducted, and unlike

havingastandard luer
lock connector at the
brush end and a seal

How the endoluminal brush
clears a catheter lumen

QBC it does not re-
quire the taking of pe-
ripheral blood samples

at the handle end. Figure 1 e for comparative data.
The Brush’s luer lock i Unclogging Catheters
is connected directly _ —— Some 25% of cath-
to the catheter hub Figure 2 —_— eters will become oc-
and introduced, 1cm - cluded during use:
attime, intothecath- | Figure 3 60% will fail because

eter lumen. When it

e
=

of blood clots (throm-

has been advanced to

bus) and 40% because

the end, it is with-
drawn in asingle, steady movement back into
the sheath.

Before use, the length and diameter of the
catheter lumen must be known so that the
correct Brush can be selected. The Brush
must be of greater diameter than the lumen
(see Fig 1) such that, on introduction, it is
compressed into a “Christmas tree” profile,
thus orientating all the bristle tips to the hub
of the catheter and opposed to the direction of
motion (see Fig 2). In this mode the bristles
should slide over the debris, pushing nothing
in front of the Brush. Upon withdrawal, all
the bristles face the direction of motion and
“scrub” debris from the walls. Because the
Brush is spirally wound it “rifles” the lumen
on the way back, avoiding any need to twist or
push back and forth (see Fig 3).

In the same way that paint brushes retain
paint that can only be removed by vigorous
washing, the Endoluminal Brush holds the
debris that it removes. This debris can be
examined in the laboratory for the presence of
micro-organisms. Use of the Brush has been
shown to be safe and without complication.

Once the Endoluminal Brush has been re-
trieved from the catheter lumen, the brush

of mechanical obstruc-
tion (kinking, pinch-offetc.), drug or mineral
precipitation or lipid deposition. While throm-
bolytic drugs such as tissue plasminogen acti-
vator (t-PA) clear 60 to 80% of thrombolytic
occlusions, they are unable to clear other types
of occlusions.

The Endoluminal Brush has been widely
used to restore pa-
tency and has an ef-
ficiency equal to or
better than t-PA in
thrombosed cath-
eters. It hasalso been
used incombination
with thrombolytic
drugs. However, the
mainadvantage ofthe
Brush is that it will
remove all debris, re-
gardless of its nature,
and, thatit physically
removes, rather than
dissolves, the debris and its colonizing micro-
organisms. Researchers have shown thatasingle
brushing, followed by the withdrawal of 10 ml
of blood through the line, reduces the bacterial
count between 70 and 90%.

An endoluminal brush with debris removed
from a catheter lumen. Photo courtesy of Peter
Kite, MD, Leeds General Infirmary.

Since endoluminal build up of proteina-
ceous debris is widely thought to be the pre-
cursor of infection and occlusion, it is impor-
tant that as soon as a catheter shows signs of
blockage — slowing pump rate, resistance to
infusion, pain on infusion, inability to with-
draw blood or repeated pump alarms —
interventional action is taken. Current re-
search in England, Australia, New Zealand
and the United States is examining the use of
prophylactic or preventive brushing to elimi-
nate catheter dysfunction and lower infection
rates. Results are expected to start being re-
ported early in 2004.

Where the Brush Is Used

The Endoluminal Brush is approved for
use in the sampling for micro-biological
analysis of, and removal of, occluding de-
bris from CVCs in the United States,
Canada, Australia, New Zealand, South
Africa, Brazil, Colombia, Argentina, Czech
Republic, Turkey and all countries in the
European Community and Scandinavia.
(Editor’s note: because the Brush is newly
approved by the FDA, and only recently
available, it is not yet widely in the U.S.) In
all countries, except the USA (where sub-
mission is underway), the Brush is also
approved for use in renal catheters.

The Brush may be used alone or in combina-
tion with chemical solutions to remove block-
age. With thrombi, t-PA is the drug of choice:
with calcium phos-
phate deposits, 0.1 N
hydrochloric acid may
be used. With pheny-
toin or tobramycin, so-
dium bicarbonate
1mEg/ml is recom-
mended, and with
aminophyline, ammo-
nium chloride 1mEg/
ml. Finally, for lipid or
protein deposits, 70%
ethanolor0.1N sodium
hydroxide are best. [
Dr Nicholls is Manag-
ing Director of Alpha-VT Consulting in Liss,
Hampshire, England and was the founding CEO
and chairman of FAS Medical Limited, the
Company that developed the Endoluminal
Brush. References are available upon request.
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Medical Update

Catheter, from pg. 2

an adjunctive therapy to antibiotic treatment
among patients with CRBSI whose catheter is
not removed. TPA has also been used.

When the catheter is left in place and an
intraluminal CRBSI is suspected, two weeks
of antibiotic lock therapy is recommended
in conjunction with the systemic antibiotic
treatment to prevent a recurrent infection.
Remember, most CRBSIs with tunneled
catheters involve the spread of infection
from the catheter hub to the catheter lu-
men. A much higher concentration (100 to
1000 times greater) of antibiotics is neces-
sary to Kill bacteria in a biofilm than in
solution/blood. Both facts point to the need
foran antibiotic lock: e.g. 1 mg/ml concen-
trations of vancomycin should be instilled
in the infected catheter for hours or days
when the catheter is not in use. Using this
technique has resulted in significantly more
catheters being saved, except with certain
pathogens like fungi.

Preventing CRBSI

A number of different factors described
below have been shown to influence the risk
of CRBSI.

Where the catheter is placed has a lot to do
with the risk of infection. Catheters placed in
the subclavian have a lower risk of CRBSI
than those placed in the internal jugular or
femoral veins. Femoral veins are also more
prone to thrombosis (clotting).

It is recommended that a maximum level
of sterile technique be used when catheters
are placed. Clinicians should use large
drapes, dress as for a surgical procedure
(i.e., cap, mask and a sterile gown and gloves),
after cleansing hands with antiseptic soap
or an alcohol solution. The patient’s skin
should be cleansed with a chlorhexidine
solution. These precautions have all been
shown to lower the risk of CRBSI. CDC
recommends this approach.

When first introduced, transparent dress-
ings were very occlusive. They did not allow
water in; however, they did not allow mois-
ture outeither, which leftabreeding ground
for microbes. In studies, transparent dress-
ings have been linked to more microbial
colonization at the exit site, which lead to
CRBSI. Thereisstill controversy asto which
type of dressing is better: transparent dress-
ings, or a gauze and tape dressing. Current

transparent dressings are more breathable,
and shouldn’t be relied upon as a moisture
barrier when the patient showers. (Editor’s
note: a limited number of sample moisture
barrier dressings were recently donated to
the Oley Foundation and are available on a
first come, first serve basis by sending a self-
addressed stamped 9” x 12” envelope to the
address on page 2.)

Long-dwelling catheters (e.g., tunneled cath-
eters) have a lower risk of becoming infected
from microbes outside the catheter. One in-
fection per two catheter years is the average
infection rate for an adult, long term TPN
consumer. Cathetersthatare no longer needed
should be removed.

Studies have shown that catheters reserved
only for TPN, not multiple uses, are less likely
to become infected.

In hospitals, the administration set should be
changed every 3 days for TPN, and within 24
hours when lipids are used.

Several studies demonstrate that having only
IV specialists handle the catheter is safer than
awhole myriad of health care workers. Don’t
hesitate to remind staff if they are not wearing
gloves and/or practicing proper technique.
IV specialists have better training regarding
catheters and catheter care.

To protect health care workers, a needleless
system is being used throughout the United
States; however, there have been multiple
reports of outbreaks of infections in patients
due to these devises. Studies showed thatend
caps were not changed as frequently as rec-
ommended (2 times per week). When used
properly, the needleless systems have usually
had CRBSI rates comparable to those of the
old needle systems.

Downsizing of hospitals has put patients at
increased risk for infection. Smaller infection
control teams have often meant less stringent
surveillance for infections. Meanwhile there
have been too few nurses, especially registered
nurses, in many facilities. As a result, CRBSI
rates have gone up in some facilities, as well as
health care costs. “An ounce of prevention is
worth a pound of cure;” investing in infection
control teams saves money.

Using chlorhexidine to prep the catheter site
(before insertion and every few days during
the first weeks that a catheter is in place) has
been shown to work better than alcohol or
povidone iodine for reducing the incidence of
CRBSI. However, antibiotic ointment, i.e.

neosporin, bacitracin or PNB ointment,
should not be regularly used at the catheter
site because it increases the risk of Candida
colonization 5-fold.

Antiseptic (silver sulfadiazine-chlorhexidine)
coated catheters have been shown to reduce the
risk of infection. Antibiotic-coated catheters
(minocycline-rifampin) also work, but con-
cern has been raised that they will encourage
the growth of antibiotic resistant microbes.

Vancomycin locks, have been used to prevent
CRBSI, but the CDC recommends against
this practice due to the risk of developing
antibiotic resistance, particularly vancomy-
cin-resistant strains of microbes.

In summary we need to:

e Use maximum sterile technique when
placing catheters;

e Use 2% chlorhexidine prep before the
catheter is placed and every few days during
the first weeks after a catheter is inserted;

* Educate and train health care workers in
proper catheter care;

 Have only 1V specialists handle catheters;

* Always use impermeable dressing for showers;

« Push for more surveillance by Infection
Control teams; and

« Always remove catheters when they are no
longer needed.

Questions & Answers

Q. “When blood cultures are taken from the
catheter, should the first vial of blood drawn
off be thrown away?”

Dr. Farr: “Ifyou are looking for an intralumi-
nal infection, some believe that the first vial
should be saved, and a second one taken as
well. Typically the first vial of blood drawn off
is discarded because it may contain the solu-
tion that was last being infused through the
catheter and that material could interfere with
the accuracy of the blood culture (especially if
it included an antimicrobial). If it doesn’t
contain an antimicrobial, however, and rep-
resents fluid that had been sitting in the
catheter for hours, it may contain a higher
concentration of microbes.”

Q. “Whendo | need to see my physician or go
to the hospital?”

Dr. Farr: “If you have symptoms, such as
fever or chills (rigors) during infusion, it is
important to be seen at that time. Positive
cultures are more likely to be found when you
are symptomatic.” O
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Oley News

Welcome Aboard New Trustees, RCs!

The Oley Foundation relies on its many dedicated volunteers to
provide critical support to its outreach and educational programs.
Thank you for standing behind us — we couldn’t do it without you.
We'd also like to thank some individuals for stepping up as new
board members and regional coordinators. Join us in welcoming
them to their new positions.

Jane Balint, MD, Oley Trustee

Dr. Balint is a pediatric gastroenterologist at Columbus Children’s
Hospital (Ohio) with a special interest in caring for children who
have short bowel syndrome or other intestinal problems that have
necessitated the use of parenteral or

diagnosis. She has worked hard to get back a “normal” life. Jane has a
degree in Business Administration and worked for IBM until a few
years ago. She has recently remarried.

We are looking forward to working with Jane: her expertise in
business and homePEN will be a great asset to the board, as well as
her terrific sense of humor. Feel free to introduce yourself to Jane and
share your ideas with her this May when Jane is answering one of
Oley’s toll-free lines (888/ 650-3290).

Davria & Steve Cohen, Regioinal Coordinators
Davria (Davi) is a 20+ yr. HPN consumer. She has short-bowel
syndrome due to the surgical removal of most of her small

enteral nutrition at some time in
their lives. She became interested in
this field in her earlier career as a
pediatric nurse, first caring for two
of Dr. Howard’s patients who taught
her a great deal and whose pictures
will always be in her office as a
reminder, then subsequently work-
ing with a pediatric surgeon.

Dr. Balint is involved with Oley
for many reasons. First because it
is such a great source of support
and information for the children and families with whom she
works. Second because of a profound respect for those who have
long been involved with Oley, including Lyn Howard, MD, and
Joan Bishop, and her father, John Balint, MD, who was a founding
board member and is a dedicated supporter of the Foundation.

Her goal isto get those in her care off parenteral and enteral nutrition
whenever possible, and if this cannot be accomplished, to help make
their livesas manageable as
possible. As with others
who work in this field, a
more global goal is to find
away to make the intestine
work better so as to avoid
the need for specialized nu-
tritional support.

We are pleased to wel-
come Dr. Balint onto the
board where her sensitiv-
ity to consumer issues and
clinical expertise will be
greatly appreciated.

Jane Golden,
Oley Trustee

Jane hasbeen on TPN since 1993 asa result of short bowel syndrome
(SBS). She has been a Regional Coordinator for many years and has
attended several Oley conferences. She feels strongly that SBS survi-
vors need other survivors to talk to and see, since it is difficult for others
to truly understand the lifestyle and concerns of people with this

Dr. Balint and her patient Luke Vohsing

Jane Golden and her hushand, John Palmer

intestine following an automobile accident. Davi has used
both Hickman catheters and ports, with the ports being
installed at both
subclavian and
femoral sites.
One of Davi’s
first contacts
with the Oley
Foundation oc-
curred when she
was trying to
learn about vari-
ous catheter options. Oley
referred her to a number of
fellow consumers. The expe-
riences they shared helped
Davi make her decision and
led to more consumer con-
tact, participation in Oley meetings, and eventually to becoming a
Regional Coordinator in order to help others who are
on long term nutritional support.

Davi is experienced with many of the nutritional and
general health issues confronting long term HPN pa-
tients, including issues that are specific to those who
both eat and use intravenous therapy. She is also aware
of the emotional and life-style issues that affect patients
including those issues that arise from family interactions
as a wife and mother. She has attended and presented at
NAVAN, ASPEN and Oley meetings.

Prior to her automobile accident, Davi was a dental
hygienist. Subsequently, until her retirement last
year, she was a bookkeeper. She sings in two choirs,
and especially enjoys entertaining at nursing homes.
Her other hobbies include reading, aqua exercise,
and hiking in the woods.

Davi’s husband, Steve, is sharing her Regional Coor-
dinator responsibilities. Steve has also participated in Oley, NAVAN,
and ASPEN meetings, and has spoken on spousal and family issues.
Steve is an emeritus geophysicist with NASA whose hobbies in-
clude golfand local history. He shares Davi’s interest in reading and
hiking. We are delighted to have both of them on board! O

Davi & Steve Cohen, Regional Coordinators
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Your Support Makes Oley Stronger!

The following generous individuals have donated a gift to the Oley Foundation between November 11, 2003 and January 14, 2004. Thank you for
your support! We also wish to thank all those who are not listed below, yet have supported the Foundation by donating gifts earlier this fiscal year or

have volunteered their time and talents. For a complete listing of everyone who donated in 2003 see pages 14 and 15.

Ambassadors ($2,000+)
Geoffrey Burney

Susan & Troy Feece
Jane Golden*,**

Lyn Howard, MD***
Darlene Kelly, MD*
Miller Family Home**

President’s Circle

($1,000 - $1,999)

John Balint, MD

Margaret Waldon, in memory
of David Waldon, Sr.

Benefactors ($500 - $999)

Laura & Bob Andolina, inhonor
of Julie Andolina

Arthur & Barbara Murphy
Foundation, Inc

Alan Buchman, MD*

Rick Davis

Linda Gold**

The Scudiery Family Foundation

Sponsors ($250 - $499)

David & Susanne Appel, inhonor
of Rebecca’s 19th Birthday

Bruce Braly

Ginger Bolinger

Rabbi Fredi Cooper

Robert Jackson

Kathleen & Larry Mclnnes**

LynnPatton, inmemory of Mary
Massaro

Patrons ($100 - $249)

Milton Abercrombie

Sharon Alger-Mayer, MD, in
honor of Don Young

Felice Austin**, in honor of
Mariah Abercrombie** and
19 precious yrs on TPN

Jane Balint, MD*

Justine Barth

Frona Brown, in honor of
Esther Ann Adler

Kathryn Cleberg, in honor of
Charlie Cleberg — adoption

Cleveland Clinical Foundation
Nutrition Support & Vascular
Team, in honor of Drs. Doug
Seidner & Ezra Steiger*

Davria & Steven Cohen**

Susan Curtas

Christine & Arthur Dahl

Ann & Paul DeBarbieri

DeKold Family

Dale Delano

Richard & Faith Dillon

Herbert Emich

Beverly Engle

Doug Fox

Todd Hanover, in honor of Dr.
Darlene Kelly - Mayo Clinic,
Dr. Theresa Byrne, NRC

Julie Clegg & Lori Hansel

Jo-Ellyn & Charles Klein

Robin Lang**, in honor of the
Lang Family - my loving,
supportive, caring folks

Chuck and JoAnn MacMullen

Ainsley Malone

Ron & Lisa Metzger, in honor
of Dr. Howard***

Stewart & SandraNorth, inhonor
of Travis North 11/14/93

Eleanor Orkis**, Mr. &
Mrs.Durwood DeForest,
Mr. Mrs. Stanley DeForest

Lou and Martha Pacilio

Shirley Palmer, in honor of Jane
Golden***

Dr. and Mrs Douglas Prince

Nancy & Jerry Robertson, in
honor of their grandaughter,
Julie Andolina

Violet Schultz, in memory of
Dick Schultz**

Douglas Seidner, MD

Brian Sessions

Connie Stone

Josephine Stone

Steve & Edithe Swensen*

Margaret M. Thompson

Roger and Kay Tims

Cathy Tokarz

James S Vaughn

Jeffrey & Mary Jo Walch

Walter Yaffa

Don Young

Supporters ($50 - $99)

Ace Hardware of Hernando

Ankoviak Family

Mary Barron for Casey Barron

Marcia Boatwright, RN

John & Helen Eiden, in honor
of Charlie’s Birthday!

Elaine Fazzaro

Jane Freese

Roselyn Freese, in memory of
Woody Freese*,**

Mary Friel

Richard Gabel

Margaret Cass Garcia, RN

Mary Gergely

Linda Gulden

Bob & Blanche Hoffman

Stuart & Beth Kay

Christopher & Larissa Lang

Gary & Jolene Lang

Tiffany Matthews

Mary Bea May

Merck Employee Giving Campaign

Shelia Messina**

Kevinand Janet Miller,inhonor
of Jon’s 20 years on TPN!

Alice Myers

John W. Padrick

Carol Rees Parrish, RD, MS

Angelyn Schauer

Shore Family**, in honor of Erin
Shore who turned 8 on 12/18/03

Marilyn Sobiech

Robert Wachstein

Marilyn Wakeland

James Wittmann, in honor of
Cheer Up Committee, aka
Robin Lang**

Patricia Worthington

Contributors ($30 - $49)

Wendy Agar

Sharon Basgall, in honor of Jarett
Basgall on TPN Since 6/00

Barbara, Ed & Max Beckert

Pamela Belmonte

Jarol Boan

Steve Brust

Michael & Donna Carusiello

Ryan Cherniewski

Florence Cohen

Kurt Daniels

Ray & Linda Gravenstein**

Margaret Hannah

Emma Harris

Terri Herenstein

Donna Hoover

Carolee & Ron Jones

Charles Karnack

Heather Kendall

Georgia Latti

Thomas Marson, in honor of
Mercedes Marson’s birthday
and 8 years on TPN

Lois Moran, inmemory of Bob Sweet

Francis Murray

Susan & Jim Penzner

Paul & Donna Peot, in honor of
Ryan’s 16 yrs on TPN

James Quadracci

Stephen & Jennifer Salem

Tom and Leslie Sanford

Alan Segal

Marvin Strack

Carolyn Thompson

Enrica Thure, in honor of
Gregorio Tongol 14yrson TPN

Amy & Bill Vohsing

Pam Wagner, RD, CNSD

The Wiebers

Friends (up to $30)
Hannah Abeles
Therese Atwell

Sue Bauder-Horning

Gerald Bennett

June Bodden

Todd Bookhout

Rosemarie Boothroyd

Laurence Bowman, in memory
of Samuel (Jim) Knickerbocker

Natacha & John Branche

Jacqueline Breckling

Joan Burridge

Karen Butt

Bernice Carpenter

Marybeth Caruso

Mr. & Mrs. Stuart Cohen

Marlaina Curry, in memory of
Eydie Kirby

J & M De Gasperis

Colleen Dixon

Teri Dool

Mary Eheart

Marc Ehrlich

Miriam Epstein

Deborah Ewen

Kimberly & Gregg Follanshee

Marolyn Ford

Denise Fredericks, MS, RD

Mary Friel

G Constanza Gonzalez for
Lina Romero

Ellen and Howard Goebel, in
honor of Roy George, Happy
15th Birthday

Linda Gold**

Brenda Hawn

Shirley Heller, in honor of
Suzanne Keating’s birthday,
Seth School, llana’s engage-
ment, and Michelle Wellish -
Happy Birthday

Glenand Karen Hillen, in honor
of Allison’s 20th Birthday

Dona and Kevin Holmstrom

Harland E. Johnson

Margie Jones

William & Katherine Jones

Eleanor Kennedy

Marilyn Kinkade

Barbara Klingler**

Tomas Lachanski

LaurieHeusnerandMichelleWhite,
in honor of winter holidays

Kenneth Lighthall

Jane Lindsay

Catherine Maglio

Susan McKallor

Lise Memling

David Minter

Jean Montana

Gail Moore

Morris & Donna Mummery

Joyce Nielsen

Roger Niosi

Old Dixie Inn

Contributor News

Ruth Olin

Harold Orland

Mary Patnode**

Elizabeth Pemble

Jo Ann Pergola

Mr. & Mrs. J. Petrsorie

June Pisiak

Patricia Powell

William & Evelyn Powell

Mary Probus

Becky Puckett, in honor of
Nathan Puckett’s 9th Birthday

Marjorie Quinn

Pam Rector**

Mary Beth Rehder

The Ropertos

Charlotte Shore, in honor of
Erin Shore’s birthday

Richard Slater

Myrna Stinnette

Jeanne Taylor

Linda & Rebecca Till

Jason Timmons

Peter Trounce, in memory of
June Trounce

Angela Vallanti

Mary VanKleunen

Kelly Vass

Margaret Vishia

Dan Wolfe

Robin Lang** 5K Sponsors
Pamela Belmonte

Mary Beth Caruso

Old Dixie Inn, Inc
Kimberly & Gregg Follansbee
Mary Friel

Jane Freese

Linda Gold**

Barbara Klingler**
Christopher & Larissa Lang
Gary & Jolene Lang
Georgia Latti

Catherine Maglio

Stephen & Edithe Swensen*
Angela Vallanti

James Wittmann

In Memory of Diane Kane**
Ace Hardware of Hernando
Felice Austin**

June Bodden**

Don Young

*Oley Trustee

**Regional Coordinator
***Qley Staff
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Contributor News

Thank You Zevex!

ZEVEX manufactures the EnteralLite®
Ambulatory Enteral Feeding Pump. The
EnteraLite® delivers enteral nutrition solu-
tions with unprecedented +/-5 percent accu-
racy, and is suited for ambulatory patients.
The pump weighs little more than one pound,
has a 24-hour battery and can be operated in
any orientation due to the elimination of the
drip chamber. The EnteraLite® was devel-
oped to improve the quality of life of patients
while accurately delivering solution according
to prescribed feeding schedules. ZEVEX also
manufactures products for cataract surgery,
infusion therapy, hemodialysisand open heart
surgery. All of these products are designed and
manufactured at its headquarters in Salt Lake
City, Utah. The company’s facilities meet
world-class manufacturing standards 1ISO9001
and EN46001. ZEVEX is a public company,
with shares traded on the NASDAQ under the
symbol ZVXI. We thank Zevex for their on
going contribution to Oley programs. O

Unrestricted Corporate
Donations

GOLDEN DONORS ($50,000+)
Coram Healthcare

SILVER CIRCLE MEMBERS
($25,000-$49,999)
Novartis Nutrition

Nutrishare, Inc.

BENEFACTORS ($15,000-$24,999)
Abbott Laboratories
(Alternate Site Product Sales/ Ross
Products/Creative Network)

PATRONS ($5,000-$14,999)
BD Medical Systems
Daniel F. & Ada L. Rice Foundation

SUPPORTERS ($2,500-$4,999)
Critical Care Systems

CONTRIBUTORS ($1,000 - $2,499)
Arrow International
Bard Access Systems, a div. of C.R. Bard Inc.
Baxa Corporation
B. Braun Medical, Inc.
Kimberly Clark/Ballard Medical
Zevex, Inc.

FRIENDS ($500-$999)
Calea Ltd.
Pediatric Services of America
Shield Healthcare Centers

Thanks for Supporting the Oley Foundation

The following individuals have generously donated a gift to the Oley Foundation in 2003. Thank

Ambassadors ($2,000+)

Geoffrey Burney

Susan & Troy Feece

Jane Golden***

Lyn Howard, MD***

Darlene Kelly, MD **

Miller Family Home -
David and Donna**

President’s Circle ($1,000
-$1,999)
Heidi and John Andolina*
John Balint, MD
Betty & Bette Marie Bond/
Neshminy Mall Fountain
Crowe & Mulvey LLP
Friends from Daufuskie:
Joe Boures
Steve Carlidge
John Darden
Roger Eiler
Rick Goga
Gary Gronske
Jed Hoban
Robert Merlo
Robert Tooley
Ron Trevaloni
Estate of Selma Ehrenpreis
Richard Rivett
Thomas R Kent
Peggy Waldon
World Reach Inc -
Andolina’s matching gift

Benefactors ($500 - $999)

Arthur & Barbara Murphy
Foundation Inc

John Broviac MD,

Milton Abercrombie

Rick Davis

Bob and Laura Andolina

Alan Buchman, MD*

Bruce Groeber Memorial
Fund

Laura Ellis*

Ladies of Chrome and
Leather

David & Donna Miller**

Lyn Patton

Margaret Taber

The Scudiery Family
Foundation

Rabbi Fredi Cooper

Sponsors ($250 - $499)

Shahab Aftahi, MD

David & Susanne Appel

Patricia Brown*

Cleveland Clinic Fdn Nutr
Supp & Vascular Team

Faith & Richard Dillon

James Cowan**

Philip and Vera Gerhardt

Ginger Bolinger

Bruce & Susan Grefrath* **

Linda Gold**

Robert Jackson

Kathleen & Larry Mclnnes**

Barbara Thompson
McKinnon

Sheila Messina*

Judith Peterson**
Tierney Reider
Kathleen Mayo

Violet Schultz

Villa Valenti Restaurant

Patrons ($100 - $249)

Sharon Alger-Mayer, MD

Felice Austin**

Jane Balint, MD*

Justine Barth

Marcia Boatwright

Jason Bodzin, MD

Bruce Braly

Frank Brown

Jim Femia

Janice & Lawrence Cernoch

Jane Cilo

Citrus Cardiology
Consultants P.A.

Kathryn Cleberg

Davria & Steven Cohen

Tiffany Crosson

Susan Curtas

Ann & Paul DeBarbieri

DeKold Family

Christineand Arthur Dahl

Dale Delano

Patty Dempsey

Rebecca Edwards

Susan Ellzey

Herb Emich

Emich Herbert

Beverly Engle

Randall Falck

Jerry Fickle

Doug Fox

Todd & Susan Freidman

Mary Freil

Friends of Sarah Russell
Barry Graves
Stan Krysta
Sharon

Todd Hanover

Marie Haydena

Lenore Heaphey

Stephen Heineck

Sarah Higgins

Portia Hutton

Julie Clegg & Lori Hansel

Jo-Ellyn & Charles Klein

Nancy & Peter Kudan

Naomi Liebman

Cynthia& Thomas Macko

Chuck and JoAnn
MacMullen

Joyce Madden

Ainsley Malone

Paul May

Kathleen Mclnnes**

McKinley Enterprises

Lisa & Ron Metzger

Kevin and Janet Miller

Francis Murray

New York Life Insurance

Richard Noble

Stewart & Sandra North

Eleanor Orkis**, Mr.&Mrs.
Durwood DeForest,andMr.
& Mrs. Stanley DeForest

Lou and Martha Pacilio

Mr & Mrs John Padrick

Shirley Palmer

Lynn Patton

Geraldine & Wallace Pollard

Dr. and Mrs Douglas
Prince

Beverly Promisel

Donald Riccio

Nancy & Jerome
Robertson

Royal CoachmanHomesInc

Mr. Mrs. David Russell

Angelyn Schauer

Francis & Joan Scheib

Paul C Seese

Douglas Seidner, MD

Brian Sessions

Judith Spak

Connie Stone

Josephine Stone

Stephen & Edithe Swensen*

Rita Thomas

Margaret M. Thompson

Thrift Ctr Pharmacy/
Optioncare

Kay and Roger Tims

Cathy Tokarz

James S Vaughn

Jeffrey & Mary Jo Walch

Anita Wallin

Paula Weiss

Monika Williams

Gayle Winneberger

Peter Jr & Michelle Witt

James Wittmann

Rose & Bill Wu**

Walter Yaffa

Donald Young

Donna Zechermom

Supporters ($50 - $99)

Ankoviak Family

Gisela Barnadas

Mary Baron

Anthony Bartalo

Casey Barron

Sue Bauder-Horning

Marcia Boatwright

Betty & Bettemarie Bond**

Cleveland Clinic Healthcare
Fair Committee

Steve & Davi Cohen**

Robert Craig MD

Sheila Dekold

Sheila Dille

John & Helen Eidem

Jane Freese

Roselyn Freese

Karen Farmer

Elaine Fazzaro

Mr. & Mrs. William
Fitzpatrick Sr.

Andrew & Concetta
Futchko

Richard Gabel

G & V.M. Garcia

Margaret Cass Garcia

Mary Gergely

Tamara Gravelle

Linda Gulden

Kurt Daniels

Margaret Hannah

Marta Harshbarger

Mr. & Mrs. Ray Haserodt

Mary & Ted Heeter

Rose & Jeff Hoelle**

Bob & Blanche Hoffman

Alice Hothem

Frances Hovey

Stuart & Beth Kay

James/Bergerson Patricia
Kellner

Arnold Klein

Linda Lafyatis

Christopher & Larissa Lang

Gary & Jolene Lang

Jacki Lynch

Lenore & Arthur Niedzielski

Eleanor Orkis**

Tiffany Matthews

Mary Bea May

Carolyn Mesler

Edward Morrisey

Harold & Kathleen Mullen

Alice Myers

Diane Owens

Carol ReesParrish,RD, MS

Paul & Donna Peot

Mr. & Mrs. William Pierce

Deborah Ruck

Tom and Leslie Sanford

Warren & Cheri Schutt

Sandy Schwarz

Mary & Charles Sheridan

The Shore Family**

Jill Skulich

Marilyn Sobiech

Jerry Stewart

Josie Stone

Linda Stoverock

Sweetwater Homes Realty
Inc of Citrus

Margaret Taber

Enrica Thure

Jason & Elaine Timmons

Frank Vilardi

Robert Wachstein

Marilyn Wakeland

Nancy Webb

United Way of Tri State -
Allan Yelner

Barbara Young

Ace Hardware of
Hernando

James Wittmann

Eugene Worek

Patricia Worthington

Contributors ($30 - $49)

Wendy Agar

Tara Alioto

Elizabeth Allen

Sharon Basgall

Barbara, Ed & Max Beckert

Pamela Belmonte

Jarol Boan

Mary Brattich

Steve Brust

Michael & Donna
Carusiello

Phyllis Cashbaugh

Ryan Cherniewski
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and Making 2003 a Great Success!

you for your support — we could not have made it without you.

Florence Cohen

Linda & Lenny Cohen

Michele D’Avello

Encouraging Sisters in
Christ

Marilyn Flaig

Marolyn Ford

Richard Gabel

Ray & Linda Gravenstein**

Emma Harris

Shirley Heller

Terri Herenstein

Glen and Karen Hillen

Henrietta Holm

Donna Hoover

Sam Janusweski

Carolee & Ron Jones

Janet Joslin

Mr. & Mrs. Wayne

Charles Karnack

Heather Kendall

Barb & Bob Klenke

Robert and Selma Klein

Mary Korda

Brenda Leake

Michael Levy

Thomas Marson

Carolyn Mesler

Kathryn & Susan
Montanye

Lois Moran

Francis Murray

Susan & Jim Penzner

Paul & Donna Peot

Pike Karen

Paul Quadracci

Stephen & Jennifer Salem

Hanna Schwarz

Alan Segal

Shore Charlotte

Barbara Smay

Karen Smollen

Dona Sprague

Ronna Staley

CM Stanulonis

Donna Stempien

Marvin Strack

Mark Tavill

Mardi Taylor

Karen Thayer

Jennie Thille

Carolyn Thompson

Amy & Bill Vohsing

Pam Wagner, RD, CNSD

The Wiebers

Mariann Wright

Frank Ziuis

Charles & Betty Zollweg

Friends (up to $30)
Hannah Abeles
Therese Atwell

Sue Bastaja

Gerald Bennett
Donna Blessing

June Bodden**

Todd Bookhout
Rosemarie Boothroyd
Laurence Bowman
Natacha & John Branche
Jacqueline Breckling

Joan Burridge

Karen Butt

Nancy Campbell

Bernice Carpenter

Mary Beth Caruso

Elaine Clukey

Mr. & Mrs. Stuart Cohen

Marlaina Curry

J & M De Gasperis

Daphne DeMichael

Margaret Digney

Colleen Dixon

Teri Dool

Mary Eheart

Marc Ehrlich

Encouraging Sisters in
Christ Adult Bible
Fellowship

Miriam Epstein

Deborah Ewen

Robert & Alice Faragher

Julie Fisk

Kimberly & Gregg
Follansbee

Denise Fredericks, MS,RD

Jane Freese

Todd Freidman

Mary Friel

G Constanza Gonzalez

Renee & Jeff Garnier

Chris T Gilbert

Ellen and Howard Goebel

Linda Gold**

Donald Grimberg

William Hart

Brenda Hawn

Dona and Kevin
Holmstrom

Harland E Johnson

Margie Jones

William & Katherine Jones

Suzanne Keating

Eleanor Kennedy

Marilyn Kinkade

Bob & Barbara Klemki

Barbara Klingler**

Thomas Lachanski

Laurie Heusner and
Michelle White

Kenneth Lighthall

Jane Lindsay

Sheryl Longobardi

Dana Lovvorn

Catherine Maglio

Dr. D.E. or Rita McGreer

Susan McKallor

Elias Medwar

Michael Medwar*

Lise Memling

David Minter

Jean Montana

Gail Moore

Kimberly Morgan

Morris & DonnaMummery

Meta Murray

Joyce Nielsen

Roger Niosi

Old Dixie Inn, Inc

Ruth Olin

Harold Orland

Virginia Owen

Kim Palumbo

Mary Patnode

Priscilla Patton

Elizabeth Pemble

Jo Ann Pergola

Mr. & Mrs. J Petrsorie

Ellen Pierce

June Pisiak

Patricia Powell

William & Evelyn Powell

Mary Probus

Becky Puckett

Marjorie Quinn

Pam Rector

Mary Beth Rehder

Gary & Karen Rieck

The Ropertos

Warren Rymiller

Laurie & Chuck Sargent

Shore Family**

Jill Skulich

Richard Slater

Benny Smith

Gail Smith

Janice Smith

Sue Staver

Judith Stevens

Myrna Stinnette

Dawn Supinski

Joanne & Leona Tanker

Jeanne Taylor

Jennifer Thiesse &
Randy Mark

Linda & Rebecca Till

Peter Trounce

Angela Vallanti

James & Mary VVankleunen

Kelly Vass

Margaret Vishia

Phyllis Wakefield

Dan Wolfe

Mighty Medical Miracles
Fundraiser

Accents From The Heart

Magdalena Acevedo

Tara Alioto

Michael & Judy Antonucci

Cathryn Baack

Jane Balint, MD*

Bank One-Grove City Office

Becker & Lilly LLC

Lori Bennett

J. Bradley Brown

Richard & Angela Buergel

Thomas & Crystal Busher

Central Ohio Newborn
Medicine Inc

William Chinn M.D.

Paul & Karol Christenson

Michelle Christenson

Daniel Christenson

Columbus Auto Resale Inc.

Coram Healthcare Inc

Coram Healthcare Inc -
Cincinnati

Bohnny Cordy

Margaret Corry

Howard & Janis Crosson

Tiffany Crosson

Stephen Detore Studio, Inc

Brad & Michelle Dickson

Joyce & Howard
Dougherty

Anita Goldsmith

Sandra & Geoffrey Griffin

Bill & Robin Hall

Wendell Hannah

Angelina Headings

Mary & Ted Heeter

Abbagail & James
Hockenberry

Eric & Cynthia Hoefler

Henrietta Holm

Dona Holmstrom

Jo L. Hoover

Alice Hothem

Insurance Intermediaries, Inc.

Integrity Healthcare Inc.
Columbus

Integrity Healthcare Inc.
Lancaster

Integrity Healthcare
Services Inc.

Mike & Julie Kayser

T.R Kent

Duane & Susan Knauer

Brian Koenig

Linda Lafyatis

William J. Lightfoot, DDS,
MS, Inc.

Mary & William Linn

Vincent & Rona Loscalzo

Mary Ann Mansfield

Patricia Mayhew

Melissa McClaren

Bruce & Jill McClaskie

H. Juhling & Helen P.
McClung

Mckinley Enterprises Inc

Steven & Tammy Murry

Nationwide Mutual Ins. Co

Dennis & Sharon Nessler

William & Jo Ann Nichols

Tarita Noble

John & Patricia Noble

Jim & Nancy Noble

Nutrishare Inc

OhioHealthHomeReachInc.

Priscilla Patton

Lorraine & Devin Pelton

John & Catherine Penrose

Roger & Janet Perry

Nancy & Herb Postle

Carson & Tierney Reider

Tierney Reider

Russell Reigel

Cathy & Douglas Rhoades

Russell & Edith Riegel

Juan Rivera

Camille Roush-Kopczewski

Michael & Roxanna
Rubinic

Charles & Laurie Sargent

Paul Seese

LarryJ. & Linda M. Sharpe

Showa Aluminum Corp.

Karen & Gregory
Shumaker

Suzanne Sinclair

Dave & Jill Skulich

Stella Spiewak

C.M. Stanulonis

Frances Stewart

Jerry L. Stewart

Stewart’s Motor Car, Inc

Ann C. Stinard

Larry & Connie Stone

Scott & Linda Stoverock

Amelia Stundza

John & Matilda Stundza

Kaye Sulser

Jeff & Jodi Swearingen

T & R Brothers Alfred’s
Barber Shop

Mardi Taylor

Sue Dell Thoman

Rita Thomas

Laura Thornberry

Abbagail & James
Thornberry

Contributor News

George & Kati Timmons
Tishcon Corporation
Michelle Trunick-Sebben
Martha Vanfossan

Jason & Lindsay Veselica
Joe & Tricia Wagy

Joyce Weir

Lucilla & Mary Welday
Wendy'’s International
Barbara Williamson

Eve Williamson
Saundra & Nathan Wright
Martin & Bertha Young
Margaret & Chris Zimmer
Frank A. Zivis

*Oley Trustee
**Regional Coordinator
***Qley Staff

=
7 JDFPN

Oley Horizon Fund Members

John Balint, MD
---"i“""j““{"’v Joan Bishop
e NEW! = Ginger Bolinger
F Katherine Cotter
Jim Cowan
Ann & Paul DeBarbieri
Tom Diamantidis, PharmD
Selma Ehrenpreis
Herb & Joy Emich
Don Freeman
Linda Gold-Pitegoff
Linda Gravenstein
The Groeber Family
Valerie Gyurko, RN
Alfred Haas
Lyn Howard, MD
William Hoyt
Darlene Kelly, MD
Family of Shirley Klein
Robin Lang
Judi Martuscelli
Kathleen MclInnes
Rodney & Paula Okamoto, RPh
Kay Oldenburg
Judy Peterson, MS, RN
Clemens Pietzner
Beverly Promisel
Roslyn & Eric Scheib Dahl
Steve Swensen
Cathy Tokarz
Eleanor & Walter Wilson
James Wittmann
Patty & Darrell Woods

...and growing every day!!

Volume XXV, No. 1

(800) 776-OLEY - LifelineLetter — 15



Toll Free Schedule D

Toll Free Numbers Available to US and Canadian Consumers!

The Oley Foundation is able to offer its
toll-free lines to consumers in the US and
Canada. Two toll-free numbers are cir-
culated to experienced homePEN con-
sumerson a monthly basis. The goal is to
make speaking with fellow lifelinersmore
affordable, and to provide Regional
Coordinators with a better grasp of
their region’s needs.

Advice given by volunteer coordinators
represents the experience of that indi-
vidual and should not imply endorsement
by the Oley Foundation.

Due to the expense, a per-minute fee
charged to Oley, we ask that you limit
your conversations to 30 minutes.

The schedule of toll-free numbers and
volunteer coordinators is updated in
each LifelineLetter, and posted on our
web page @ www.oley.org. Comments?
Call (800) 776-OLEY.

MAR. '04
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Marie Hartwick
Little Rock, AR
(888) 610-3008 CST

Jim Cowan
Cleveland Heights, OH
(888) 650-3290 EST

Marie began TPN in 1982 due to SBS secondary to Crohn’s Disease. After 12
years she ran out of access and transitioned to HEN. She hasa g-tube and receives
Vivonex viaa Patrol pump. She’s had an ostomy twice, and over 50 surgeries. She
i$56y.0., asingle mother and ran a media campaign to get coverage for her HPN.

Along time consumer, Jim hasbeen on HPN since 1977 due to Crohn’s disease.
He supports both the Oley Foundation and the Crohn’s and Colitis Founda-
tion. Jim has experience with many of the issues surrounding homePN, a great
sense of humor and can be awonderful resource to new and long time consumers.

Dave Helguson
Portland, OR

(888) 610-3008 PST

Heidi Forney
Sweet, ID

(888) 650-3290 MST

Dave isa psychologistand began HEN viaa j-tube after loosing his esophagusand
stomach to Barrette’s Disease in 1997. Last May he added TPN to his regimen
due to problemswith malabsorptionand chronic weight loss. He is happy to share
what he has learned through trial and error to save others from the same pitfalls.

Heidi ismom to 3 boys, the youngest (Sean) has SBS, pulmonary and orthopedic
issues, and has been on TPN since 1997. He is also G-tube fed as tolerated. Her
mother-in-law lives with themand is also -tube fed due to cancer. Heidiisan RC,
and enjoys speaking and providing support to others about the varied issues
surrounding a different, but totally normal lifestyle for their family.

Bryan Tims
Richmond, VA

(888) 610-3008 EST

Jane Golden
Watertown, CT

(888) 650-3290 EST

Bryan has been on TPN since the age of 5 (23 years total) due to a swimming
pool accident that left him with SBS. Hisisonfor 9 hoursanight, 7 daysaweek.
He has been to college, graduate school, and now is happily married and works
for a state lab doing molecular testing to track disease outbreaks.

Jane has been on TPN since 1993 due to SBS. She has been an RC for many
years, has attended several Oley conferences and is a new Oley board member.
She feels strongly that SBS survivors need other survivors to network with. She
has worked outside the home until a few years ago and is recently married.
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