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Living with home parenteral

Bacterial Overgrowth

Jon A. Vanderhoof, MD, Pediatric Gastroenterologist; Rosemary J. Young, MS, BSN, Pediatric
Gastroenterology Clinical Nurse Specialist; University of Nebraska Medical Center, Creighton University

Dr. Vanderhoof covered the topic of bacterial over-
growth, as well as other issues related to managing
consumers with intestinal failure, in his talk at the
Oley Conference in Milwaukee this past summer.
Toview his presentation, request the videotape from
the 2001 Oley Conference: Plenary Session Day 2
on the order form on page 9.

Avariety of bacteria normally resides in the intestinal
tract. Species vary from the small to large bowel and
increasing numbers occur over the length of the bowel,
with about 1000 bacteria per milliliter of intestinal
contents being present in the upper bowel to almost 1
billion per milliliter in the colon (See Figure 1, page
12)1. There is a lower number of bacteria in the small
bowel as compared to the large bowel because of the
forward peristalsis of the intestinal tract, bacteriocidal
action of gastric acid and bile, reduction by enzymatic
digestion and mucus entrapment, low exposure from
the environment, and presence of an ileocecal valve®.,

Bacterial overgrowth in the small bowel is often
associated with gastrointestinal anomalies such as
those that result in short bowel syndrome. The causes
of small bowel bacterial overgrowth include:

< Anatomical abnormalities occurring due to con-
genital (birth) defects and traumatic alterations (in-
jury/surgery),

« Abnormalities of intestinal peristalsis (motility)
such as intestinal pseudo-obstruction,

« Defects of intestinal mucosal surface and immune
defense mechanisms (see Table 1, page 11).

Symptoms of small bowel bacterial overgrowth
vary depending on the cause of the overgrowth, as
well as the location of the excess bacteria, and type of
bacteria present®l. Most often, symptoms include
combinations of abdominal pain and cramping, di-
arrhea (which can sometimes be bloody), dyspepsia,
gas, and weight loss.

Bacterial Overgrowth cont., pg. 11 O

The Days Are Long, But the Years Are Short!

Stephanie Harlow, HEN Consumer, 2001 LifelineLetter Award Winner

During the awards ceremony at the 16th Annual
Oley Consumer/Clinician Conference, the 2001 Life-
lineLetter Award Winner, Stephanie Harlow shared
some of the particular challenges and triumphs of her
household (see videotape order form page 9. Stephanie and
three of her sons are on HEN; a fourth son is on HPN.

No matter how difficult getting through any one day
can be, itisimportant to remember how precious each
day is. I have the choice to have an optimistic perspec-
tive, or not. My children, like yours, are learning how
torespond to the challenges they face by how I respond
to my own challenges. We each have unique opportu-
nities to teach the eating world how to interact with us.
We all have the ability to put together a support
system, a safety net to hold us up through the hard
times. Throughout these tough times, I try to keep in
mind that the days may be long, but the yearsare short.

After many trying years leading up to our diagnosis,
we were faced within just a few months with me
coming off TPN and going on tube feeds, Kody going
on TPN and three other boys becoming tube fed. The
psychological impact of seeing four of my boys being
tube-fed was difficult to adjust to.

One of the most
important things |
have learned about
being a parent of
several tube-fedand
one TPN depen-
dent child, is that
my Kids use me asa
mirror. In other
words, their percep-
tion of themselves,
of their health and
especially their self-
image, is based on
what they see re-
flected in MY eyes! If I look at them with pity, sorrow
— project the impression that | am overwhelmed and
feel our lives are awful — well, they feel pitiful, full of
sorrow, overwhelmed and that their lives are awful.

Westrive to project a matter-of-fact attitude about the
whole thing. Yes, we have tubes and are fed by formula
but that’s okay, we feel great, so let’s get on with it. It

Long Days cont., pg.2 O

Stephanie Harlow at the Ole
Picnic in Milwaukee




Coping Skills

Long Days , from pg. 1

helps for my children to see an adult dealing
with it from a social aspect too. | do not ever
deny that this is an unfortunate thing that has
happened to us, but we can handle it —
together — and we will be just fine.
Getting the Routine Down

For the enteral-fed in our household, the
first year or so was punctuated by learning the
individual needs of each person. Everyone
had different motility needs, differentamounts
and different rates. Some could tolerate bolus
feeds better than pump feeds. There was a lot
of vomiting in those days. Some days it was
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hard to keep up with WHO was vomiting
WHAT, and WHEN and HOW much.

It was quite a management feat just to stay
on top of all the different supply needs for
the household, much less keep on top of
who was getting how much of what. We
also had on-going food trials from time to
time trying to determine who could tolerate
which food protein. Every time any food
was introduced we all would have delayed
symptoms which

shopping in grocery stores, cooking over a
stove, cleaning up afterward. The most im-
portant aspect for us, however, is how much
better we feel. After the years of problems,
just to finally know what was wrong with me
and my boys was a tremendous relief.
Managing the Medical Needs

We have had to figure out what our needs
are from our physicians, our TPN supplier
and our enteral supplier, as well as our insur-
ance case manager.

would disappear with
the removal of the
food and re-appear
with introduction of
a new food. | had an
anaphylactic reaction
to the formula one
evening, which put

We learned early on to
surround ourselves with
supportive friends and family
and a medical support system
that works for us.

Once we determined
those needs, it was our
responsibility to ad-
equately communicate
those needs. Occasion-
ally, a little coercing is
needed to pull every-
one back in line. The

me perilously on the

TPN fence again, but a switch to Elecare (a
brand-new formula at that time) and re-
sumption of steroids, along with switching
to a G-J tube kept me on tube feeds.
Overcoming the Social Hurdles

We also had to grapple with the social
aspects of our non-eating state. | think we
were able to manage all of this so well,
because we are our own support system. In
our house, tube-feeding is the norm. Every-
one gets “g-tube milk” as one of the younger
boy’s named it years ago.

We've had to work hard at having a few
accommodations put in place at the schools,
but finally, after years of struggle, after learn-
ing the American Disabilities Act and the
Individuals with Disabilities Education Act,
we have managed to get an individualized
plan in place for each of the boy’s unique
needs. They play sports, go to partiesand have
birthdays like everybody else.

Our mealtimes are a bit different than
most of the world. Our kitchen no longer
hasatable, but hasa couch so three kids and
IV poles with feeding bags can sit together.
There are two bar stools at the island for
the two eaters in the house. Our counter
tops sport charging stations for those of us
that use feeding pumps and my pantry is
filled only with formula, TPN, tube sup-
plies, and feeding bags. We have to plan a
little differently to leave the house.

Our tube-feeding requirements are now a
part of our daily life. I am grateful for the
extra time | have not spent planning meals,

Harlow family is defi-
nitely a team effort and when any one mem-
ber of that team isn’t pulling their weight, it
puts an extra load on everyone else.

The medical management of something this
complex is very dynamic, constantly chang-
ing and requires the ability of everyone to
“think on their feet” and be pro-active. We
have chosen the individuals on our “team”
based on their ability to be a supportive par-
ticipant. This took some work, some adjust-
mentsand unfortunately, several replacements.
We now have had a team in place that works
very well together. We try to keep everyonein
communicationwith everyoneelse atall times,
another very important aspect in complex
situationssuch as ours. Thank God for Email.

All of these things were a matter of making
adjustments, identifying the problem and
working at it until a solution was found. We
approached every challenge this way, took
each one individually and gradually solved
the problems one by one. We are constantly
doing this because as the boys grow and
change, adjustments are necessary.

Finding Support

In addition to all the things Keith and | do
in the house to manage our unique way of
life and manage our family in this world, we
learned early on to surround ourselves with
supportive friends and family and a medical
support system that works for us. That was
difficult in the beginning. There was a lot of
pity, a lot of questions and people just did
not know how to act around us.

Long Days cont., pg. 8 U
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HEN Tips

Tube Talk

Thank you to everyone who sent

material for the “Tube Talk” col-

umn. Anyone who is interested in par-

ticipating can send their tips, questions and thoughts about

tube feeding to: Tube Talk, c/o The Oley Foundation, 214 Hun

Memorial A-28, Albany Medical Center, Albany, NY 12208; or E-

mail DahIR@mail.amc.edu. Information shared in this column repre-
sents the experience of that individual and should not imply endorsement
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.

No Pain with J-tube Placement

For those of you with surgically placed J-tubes, | have two golden nuggets of advice,
compliments of some radiological procedures I underwent recently with Dr. Elvira
Lang, Director Cardiovascular/Interventional Radiology, Beth Israel Deaconess
Medical Center, Boston, MA. Dr. Lang recently wrote an article on access for the
LifelineLetter, and spoke on this topic at the 2000 Oley conference.

Prior to meeting Dr. Lang, | had experienced two horrendous procedures to replace
and/or reposition my J-tube. | had a standard J-tube which kept falling out of the tract,
and spasming in my intestines often caused the tip of the J-tube to end up in places it
should not have been. Each of the replacements/repositionings took over two hours
without any anesthesia. You could hear my screams of pain from the procedures, two
blocks away. Scar tissue in the tract will cause the procedures to be painful, and
unfortunately this pain can’t be topically anaesthetized with Novocain injections.

My most recent procedure was my first with Dr. Lang. When interviewed prior
to the procedure, | was assured that all would be done to minimize discomfort. |
listened with great skepticism. Dr. Lang offered me a mild anesthetic intravenously
to relax me and mitigate the discomfort. Next she pulled the old tube out for a short
distance, sprayed it heavily with an anesthetic called Hurricane Spray (Hurricaine
Spray* Topical anesthetic, Benzocaine 20%, Beutlich Pharmaceuticals, Waukegan,
IL), and slowly pushed it back into the tract. The spray anesthetized the tract from
the inside as the tube was pushed back in. Dr. Lang gave the Hurricane Spray a few
minutes to work internally and then pulled out the old tube without so much as an,
“Ouch.” She sprayed the new tube and the guide wire as well. Again, as they were
inserted and positioned, | never felt a twinge. The whole procedure was over in 55
minutes without screams, drama, or trauma.

New Tube Stays in Place

The second lesson to be learned from this story is about pain prevention. Dr. Lang
chose a different kind of tube for me; one with a pigtail retention which would be far
less likely to fall out or need repositioning (Wills Oglesby G-tube, Cook Inc.,
Bloomington, IN). There is also another model with a mushroom retention to
accomplish the same end. When | asked why these tubes are not universally used, Dr.
Lang explained that it was because both the pigtail and mushroom tubes are called G-
tubes, not J-tubes. Although they are G-tubes, they work well as J-tubes without
interrupting the transport of food in the gastrointestinal tract.

If you identify with any or all of this story, you need to speak to the radiologist prior
to your procedure about the pigtail, the mushroom and the Hurricane. Ineffective tube
configurations and painful procedures are not necessary, as proven by a knowledgeable,
compassionate physician/radiologist.

— Diane V. Owens
Marion, MA

Equipment Exchange

The following homePEN supplies are
offered free of charge to readers:

« 3 cases Isomil, exp. 12/01
« 3 cases Neocate Plus, pineapple/orange
« few boxes Neocate Plus, unflavored

For more information, call (800) 776-
OLEY/(518) 262-5079; or send an E-mail
to: DahIR@mail.amc.edu. The Oley
Foundation cannot guarantee the quality
of the supplies donated through this
column or be responsible for their
condition. In the spirit of Oley, we ask
that those receiving goods through this
column please offer to pay for shipping,
especially for heavy items such as formula.

We’ve Moved!

The Oley Foundation web site has moved to
a new location on the world wide web. Our
new site can still be accessed by our domains:

www.oley.org

www.homePEN.org

...but now is much faster, making it easier for
you to view and download information.

Please note: specific addresses published in
previous issues of the LifelineLetter that con-
tainour old “wizvax” address, will eventually
no longer work. The information is still
available, but you’ll need to go through the
links on our new home page. If you have any
questions about finding information on our
web page, don’t hesitate to contact Cathy
Harrington at HarrinC@mail.amc.edu or
(800) 776-OLEY.

We'd like to use this opportunity to re-
mind readers that awealth of information is
available via our webpage, including, but
not limited to, articles published in the
LifelineLetter since 1995.

We are hugely indebted to Stephanie and
Keith Harlow, who have donated the new
space which we share with NEEDSs, an organi-
zation that serves patients with Eosinophilic
Enteritis (EE) and related diseases. Stephanie
and Keith also provided much-needed techni-
cal support during the transition.

We also want to thank Harish Charmarthi,
who helped uswith many technical questions,
and along with his wife, has underwritten the
Foundation’s two domain names. O
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Oley News

Advertisement
Not Available

Participants Needed for Study
on Eosinophilic Disorders

Physicians at Children’s Hospital Medical Center of Cincinnati
need participants for their study of eosinophilic disorders of the
gastrointestinal (GI) tract (i.e. the esophagus, stomach, intestines).
These disorders are associated with an increased number of eosino-
phils in the organ affected. Eosinophils are a specific cell type that
have been closely linked to allergies.

Eosinophilic disorders are difficult to diagnose and include Eosino-
philic Gastroenteritis (EG), which affects the stomach and/or small
intestine; Eosinophilic Esophagitis (EE), eosinophilic infiltration con-
fined to the esophagus; and Eosinophilic Colitis (EC), eosinophilic
infiltration confined to the large bowel. Symptoms may include feeling
full before finishing a meal, swelling, reflux, diarrhea, abdominal
cramping or pain, nausea and vomiting, blockages. Patients with these
disorders often require enteral, and sometimes parenteral, nutrition.

Currently physicians are trying to expand their limited understand-
ing of the eosinophil-associated disorders of the GI tract by obtaining
demographic information via a web-based survey. Full details on the
purpose of collecting information, confidentiality issues, the research-
ers’ affiliation, and more can be found at their web site at http://
www.cincinnatichildrens.org/eosinophils; or by contacting them at
(513) 636-7210 or eosinophils@chmcc.org.

A second source of information is Stephanie Harlow, Executive
Director of The National Eosinophilic Enteritis Disease Foundation
(NEED). NEED is dedicated to increasing the awareness of EE and
related diseases; promoting professional research; resolving treatment
and quality of life obstacles; and influencing federal, state, and local
government policy to benefit EE disease sufferers. To find out more
about NEED, visit their web site at http://cdisr.com/NEED/; or
contactthemat (540) 786-4795 or administrator@ NEEDsupport.org.

Advertisement
Not Available
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Oley News

Malisa Matheny

Teens at this year’s Oley Conference
had their very own session, entitled
“Transitioning to Independence.” Led by
myself, and two other young adults on
HPN, Mariah Abercrombie and Alicia
Hoelle, participants had the opportunity
to be among their peers and talk about
issues that arise when living with TPN or
enteral nutrition. This was one breakout
session with no adults allowed!

Mixed with conversations about ill-
ness, tubes, and coping were lots of fun
activities. Aliciastarted everyone out play-
ing a game that got all of us comfortable
and laughing. Then we addressed some
of the issues that young people had on
their minds and made a poster focusing
on issues of independence. Teens also
had the opportunity to participate in a
contest to guess the number of M & M’s
in an empty TPN bag. The boy and girl
that guessed the closest won a prize of
their choice. Prizes included a Block-
buster gift certificate or a Bath and
Bodyworks basket full of goodies. Re-

Conference Session Just For Teens

Allison Hillen, Beatrice Weaver and
Alicia Hoelle during the teen session.

freshments were served and after every-
one had the opportunity to chat, teens
made bracelets out of hemp and beads
to take home with them. Both parents
and young people commented on how
much they enjoyed having a session just
for this age group. If you missed it this
year, hopefully we will see you at the next
Oley Conference in Anaheim!

Thanks to Nutrishare for sponsoring this
session and to Mariah Abercrombie and
Alicia Hoelle for helping to lead it.

Want Your Newsletter
Delivered Sooner?

If you have email, and want your copy of the
LifelineLetter two to three weeks earlier than
regular postal delivery, call Oley today! The
time savings for people outside the continen-
tal United States is even greater.

Rising postal costs and slow overseas and
Canadian delivery times instigated anew prac-
tise at the Foundation. Dozens of our foreign
members now receive the LifelineLetter elec-
tronically, rather than through the mail. The
electronic version is sent as a pdf file which
requires Adobe Acrobat Reader™ to open.
This free software is available to download at
www.adobe.com. Sample LifelineLettersin pdf
file format are posted on our webpage at
http://c4isr.com/oley/lifeline/artind.html.

Switching your subscription from a paper
to electronic copy also saves Oley money.
The Foundation’s postal costs have been
rising steadily for the last five years, and are
nearly double what we paid in 1995. Elec-
tronic subscribers can always switch back to
paper copies if they so desire.

To sign up for this free service, or ask
questions about how the process works, email
Cathy Harrington at HarrinC@mail.amc.edu.

The Oley Family Fondly Remembers

Nancy Harvey
Jim Harvey

Nancy Harvey died July 23, 2001, at age 49, from complications
related to pneumonia and kidney failure. She had lived with severe

Crohn’s disease for nearly 30
years, and had been on HPN
since 1980.

An experienced educator,
Nancy taught French and En-
glish from 1976 to 1999 in
public schools in St. James,
Vienna and Cuba, Missouri.
She loved animals and had be-
come interested in writing in
her later years. She wasan out-
spoken opponent of abortion
and euthanasia. We will miss
her kind and gentle spirit.
To learn more about Nancy,
read her profile in the January/
February 2001 issue of the Life-

lineLetter, on-line at http://www.c4isr.com/oley/lifeline/nancy.html.

Nancy Harvey

Julie Bishop

Julie Bishop, a long time Oley volunteer and daughter of Oley’s
Executive Director, Joan Bishop, died suddenly, September 16,

2001, at age 30. Over
the years Julie had pro-
vided countless hours of
support in the Oley of-
fice, at regional picnics
and at many annual
conferencesin Saratoga
Springs, NY, and in
Memphis, TN. She was
also a regular visitor
and moral booster for
the Oley staff.

Julie had a special
warmth and charm
that pulled her Oley
friends and family
closer together. She

Julie Bishop with her daughter, Guiliana.

loved life, fishing, being with friends and family, and most of all,
her 3-1/2 year old daughter, Guiliana. We miss her dearly. [
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Conference Coverage

Good News, Bad News
The bad news is that the photos from
pages 5 and 6 make the electronic

version of the LLL too large to send via
email, and therefore were not included
in this file...
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Conference Coverage

The good news is that these photos
are available, in full color, on our
website at:
http://c4isr.com/oley/best.ntml

Questions? Email DahlIR@mail.amc.edu
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Coping Skills

Long Days , from pg. 2

Our closest circle of support includes
those people who were with us during the
most difficult times and can understand
our perspective now... that our tube-feeding
and TPN give us our life back, they do not
take it away. We have found that surround-
ing ourselves with people who are upbeat,
optimistic and can appreciate the simple joys
of life are win-win relationships.

Other than my husband, a few close friends
and family members, | find strength and
support from organizations like the Oley
Foundation and unwavering support from
our internet support group filled with the
collective experiences and wisdom of par-
ents and patients who have been on TPN
in some cases nearly 20 years. It is

important thing | have learned is that I have
to allow myself some occasional down time.
After a significant Kody-crisis, | have learned
to give myself a day or so to just cry and be
upset— usually beginning with a sappy movie
or some sad story that I just completely over-
react to. | recognize that as just what it is: an
opportunity to vent/project my own frustra-
tions, fears and sorrow, and | allow that to
happen. You can’t keep it all bottled up
inside. A little venting from time to time can
prevent big explosions farther down the line.
Families like yours and mine who can expect
intermittent traumatic medical crises cannot
afford to be pressure-cookers. You don’t want
to have to deal with letting off all that steam
in a middle of a crisis which in and of itself is
enough to drive anybody over the edge. Take

foot shaving cream snowman); Kody'’s sep-
ticepisode, resultant line removal and roller-
coaster hospitalization, were all behind us.
All that mattered is that we were together,
we got through it all okay and successfully
graduated our first-born child.

I am a firm believer in the tenacity of the
human spirit. Within every one of us is the
ability to persevere, no matter what the
obstacle. I think it is simply a matter of
personal choice, and at some point during
our initial years on parenteral and enteral
therapy, we chose optimism. For the
Harlow family, we are going to take each
new day and find some joy, some happy
defining moment and hold on to it.

I believe each of us has a specific purpose
on this earth. We each have different

strengths and weakness, we each have

very reassuring to know if I'm hav-
ing one of those down-days, or had
a frustrating medical encounter, |
know there are going to be friends
who not only understand what I'm
talking about, but understand the
consequences and the big picture. |

Though this lifestyle is extremely
difficult at times, | have learned to be
grateful for what these challenges have

brought to our lives.

avery unique individual spirit. | have
a personal goal to continue to do all
I can to help find a cure for the
disease that keeps my family on tube
feeds. | believe by working together
with others we can support and em-
power each other toward a common

would very much like to take the
opportunity to thank them, to point out
that this type of support is crucial. They
should be recognized and applauded for
their support for one another.

Though this lifestyle is extremely difficult
at times, | have learned to be grateful for
what these challenges have brought to our
lives. I am grateful to live in a time where my
disease can be accurately diagnosed, and
technology can replace food with an amino-
acid based formula for myself and three of
the boys. For Kody, and on two separate
occasions for myself, the advances made in
the availability and administration of TPN
therapy has kept us alive.

| stop often and watch Kody riding his
bike, zipping around the cul-de-sac we live
onand try to just soak itall in. How wonder-
ful it is when he is feeling good, and just
living and being happy. How wonderful it is
when | am feeling good, when all the boys
are feeling good. I get a level of joy from
simple things that most people in our society
who do not have these challenges will not
appreciate until the autumn of their lives.
Taking Care of Myself

Thisis not to say, however, that | don’t have
an occasional poor-me pity party. Another

care of yourself, keep a handle on your own
needs and psychological well being so that
when you have to face the crisis that will
come, you will be able to get through it, then
quickly recover after it’s over and get back to
enjoying life. Remember, the days may be
long, but the years are short.

Never has that rang more true than the last
two weeks in June in the Harlow household.
Attending Kody’s kindergarten graduation
followed the next day by my oldestson’s high
school graduation, brought everything
quickly back into perspective for us. Friday
night, just five days ago, it all came together,
quite literally, at the very last minute. Kody
had been discharged from the hospital with
a fresh central line with very little time to
spare, but we managed to make it to our
oldestson’s high school graduation ceremony.
Cameras were charged and ready, tissues
were close at hand. The previous couple of
weeks beginning with my very inconvenient
laceration and resultant repair, formula and
tube problems; the difficulties with two sepa-
rate school education plans; a traumatic
change in nursing and pharmacy companies;
Kody’s broken back and the new finding of
osteopenia; the senior pranks (involving a 6

goal. Each family in our network of
eosinophilic disease sufferers and each fam-
ily of the Oley Foundation is at a different
place in their journey, but we each have
something to contribute and together we
can help hold each other up. By continuing
to network, we will reach our goal faster, we
will find a voice and we will be heard. In
fact, we are already making a difference.
For our family, we choose to live our lives
with an optimistic perspective. I try to keep
in mind that my children’s attitudes are a
reflection of what they see in me. | want
them to have full and happy lives, confident
in who they are and confident of their place
in our world. I am blessed beyond measure
with the support from my internet TPN and
Eosinophilic families, organizations like the
Oley Foundation, a fairly large and ever-
growing supportive team of health care pro-
fessionals, and acommunity including friends,
family, and a few very special teachers who
have been open and willing to learn about our
alternative lifestyle. We are all learning to-
gether how to make a place at the table for
everyone. The days are long but the years are
short. Make the most of each day that you
have, no matter what, and you can look back
with peace, happiness and satisfaction. [
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The Oley Foundation Video Tape Library Order Form

The Oley Foundation’s video tape collec-
tion has just grown again! Filming of the
latest set of tapes — those covering the
2001 Oley Annual Consumer/Clinician
Conference — was coordinated and un-
derwritten by Abbott Laboratories. Many
thanks for their generosity and support.

Consumers and clinicians are welcome to
borrow any of the video tapes in Oley’s
library at no charge. (We'd be delighted if
you could cover the $3 shipping and han-
dling charge per video.) Simply complete
and return the order form. Tapes are avail-
able on afirst ordered, first served basis, and
must be returned within one week of receipt.
Tapes produced by Oley may be copied for
repeat viewing.

Shipping Information:

Name

Address

City State Zip
) -

Optional: Enclosed is a check for $
(A donation of $3 per video borrowed will help cover Oley’s shipping charges.)

Daytime Phone (

Video Loan Agreement:
I agree to return the following video(s) to the Oley Foundation within
one week of receipt.

Signature Date

Mail Your Video Order To:

The Oley Foundation, 214 Hun Memorial, A-28, Albany Medical
Center, Albany, New York 12208

Indicate your choice by checking the box. Limit 2 tapes per order.

Information About The Oley

Foundation
O Support for Life: The Oley Foundation

Enteral — Tube Feeding
0 Tube Feeding (1997, MSKCC)
0 Tube Feeding: A Matter of Nutrition

Miscellaneous
[ Choices in Nutrition: Understanding HPN

2000 Oley Conference
O Plenary Session Day 1: Awards Ceremony, Catheter & Site
Selection, Site Preservation, Catheter/Tube Infections

[0 Plenary Session Day 2: Insurance Issues, Medicare
Legislative Issues, Coming of Age (20s) on HPEN

[0 Breakout Session: Interpreting Your Own Lab Values
O Breakout Session: Liver Disease
O Breakout Session: It’s Your Line: You're the Boss

1999 Oley Conference

Therapy Options (Free, with $5 shipping/ handling charge)
[0 1992 Breakout Session: The Comings & Goings of Crohn’s

2001 Oley Conference
O Plenary Session Day 1: Who Wants to Be a Millionaire?
Featuring: Infection, Travel, Motility Disorders, Trace Elements

[ Plenary Session Day 2: Managing Intestinal Failure: Multi-
Disciplinary Approach, from Diet to Surgical Options
Plus: 2001 Oley Foundation Memorial Service

[0 Breakout Session: Transplantation

[0 Breakout Session: Preserving Your Liver

0 Breakout Session: Good Grief (Coping with Loss)
[0 2001 Oley Foundation Awards Ceremony

O Plenary Session Day 1: Preserving Venous Access,
Independence/Dependence Issues, Physician/Patient
Relationship, Defining the Role of the Oley Foundation

O Plenary Session Day 2: Using the Gut, Liver Disease, Bone
Disease, Venous Access Management, Health Care Corporate
Compliance

[0 Breakout Session: Using Your Gut
O Breakout Session: Pediatric Issues
[0 Breakout Session: Keeping Complications to a Minimum

More Videos Listed on Back [




Indicate your choice by checking the box. Limit 2 tapes per order.

1998 Oley Conference
O Plenary Session Day 1: Thrombotic Catheter Occlusions,
Transition from TPN to Oral and Enteral Nutrition

(0 Plenary Session Day 2: Evaluating and Acquiring New
Equipment, Tips for Traveling with HPEN, Living Fully,
Decision Making: Who's Involved and How Much?

00 Breakout Session: What’s Missing in TPN?
0 Breakout Session: Complications from TPN
[0 Breakout Session: Research: What's Being Done?

1997 Oley Conference

O Plenary Session Day 1: Switching Physicians/Seeking
Second Opinions, Switching Therapies, Reducing
Dependency on TPN, and Returning to Work

O Plenary Session Day 2: History of TPN, Current Medical
Challenges, Small Bowel Transplantation Update,
Reimbursement Issues

O Breakout Session: Update on Inflammatory Bowel Disease
0 Breakout Session: Improving Gut Functions
0 Breakout Session: Reducing Complications from TPN

1996 Oley Conference

0 Has HPEN Met It’s Early Expectations?

(0 Plenary Session Day 1: Catheter Dressing Techniques, The
Evolution of Infusion Control Devices, and HPEN Research

O Plenary Session Day 2: Maintaining Control in the Presence
of Chronic Pain, Taking Charge of Your Health Care, and
Advice on Insurance Issues

[0 Breakout Session: Minimizing the Risk of Liver Disease
O Breakout Session: Is Enteral Nutrition for Me?
[0 Breakout Session: Pain Management

1995 Oley Conference
00 Plenary Session Day 1: Managed Care from the View of
the Provider, Insurer and HPEN Consumer

Plus: The Annual Awards Ceremony, Regional
Coordinator Workshop and Help Plan Oley’s Future

1994 Oley Conference

[0 Opening Remarks: How HPEN Began

(0 Plenary Session Day 1: Alternatives to HPN, Catheter
Complications, Pros and Cons of Tube Feeding, and Bowel
Lengthening

[0 Plenary Session Day 2: Forum on Health Care Reform

[0 Breakout Session Day 1: Medical Management of Pain
Plus: Alternative Pain Management

0 Breakout Sessions Day 2: Management of Diarrhea
Plus: Pseudo Obstruction Update

1993 Oley Conference
(0 Plenary Session Day 1: Small Bowel Transplantation and
Dietary Program to Enhance Bowel Function

O Plenary Session Day 2: What You Need to Know About the
Business of HomePEN and Why

[0 Breakout Session: Pain Management
[0 Breakout Session: Sepsis & Catheters

Please Return Videos Promptly!




Medical Update

Bacterial Overgrowth ,frompg.1

Diagnosing Overgrowth

Identifying the cause of small bowel bacte-
rial overgrowth, and even diagnosing it as
the cause of the patient’s symptoms, is often
challenging. Aspirating fluid from the bowel
during an upper gastrointestinal endoscopy
was once considered the gold standard for
diagnosis; however, this method is often not
helpful because it may be impossible to aspi-
rate from the area where the overgrowth is
occurring and because methods of culturing
the fluid are often affected by errors in obtain-
ing and processing the fluid. Glucose breath
hydrogen testing is sometimes beneficial in
identifying overgrowth. Glucose is used as a
substrate for this breath test because itis rapidly
metabolized by bacteria in the small bowel
(before it can be absorbed) and results in
excess hydrogen which is easily detected in
the patient’s breath [, Other diagnostic tests
include quantitative and qualitative evalua-
tion of urine for indicans and detection of an
elevated level of serum d-lactic acid, both of
which indicate bacterial metabolism €1, At
times, d-lactic acidosis can be so severe as to
cause seizures and metabolic acidosis with

coma. Elevated serum folate levels may also
be present with bacterial overgrowth. The
presence of a dilated bowel segment on up-
per Gl x-ray may identify the location of
overgrowth in advanced cases.
Treating Overgrowth

Treatment of small bowel bacterial over-
growth is varied, depending upon the sever-
ity of symptoms. Broad spectrum antibiotics
have been utilized with fairly good success.
Long-standing cases of bacterial overgrowth
or the presence of very pathogenic organisms
require more aggressive, and often a combi-
nation of, treatments 1.
Diet

The simplest method to treat small bowel
bacterial overgrowth is to alter the patient’s
diet. If chronic low-grade symptoms are
present, utilizing a high fat (50-60% of
total caloric intake), low carbohydrate diet
is beneficial: it reduces the food substrate
which most bacteria thrive on, i.e. carbohy-
drates; and limits bacterial proliferation,
which results in symptomatic improvement.
If the patient is eating a completely oral
diet, achieving a high fat intake is often not
difficult; however, reducing concurrent car-
bohydrate intake is more of a challenge (see

Table 1. Etiological Factors
Associatedwith SmallBowel
Bacterial Overgrowth
Anatomic disorders
Diverticula
Surgical loops
Bowel obstruction (complete or partial)
Intestinal resection with dilatation
Loss of ileocecal valve
Enterocolic fistula
Motor disorders
Chronic intestinal pseudo-obstruction
Autonomic neuropathy (diabetic)
Immunologic mechanisms
Immune deficiencies (innate or induced)
Malnutrition
Reduction of gut-associated lymphoid
tissue after resections
Non-immune mechanisms
Achlorhydria or hypochlorhydria
Deficiency of exocrine pancreaticsecretions

Table 2, page 13). Consultation with a
dietitian is helpful in this regard and it is
our experience that this diet should be rig-
idly adhered to on a daily basis. If the

Bacterial Overgrowth cont., pg. 12 0
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Medical Update

Bacterial Overgrowth , from pg. 11

person is also receiving enteral formula, modifying the solution by
the addition of fat and/or switching to a higher fat formula, such as
Pulmocare®, may make a significant difference.
Antibiotics

If the dietary therapy is insufficient to control symptoms, it should
be continued with the addition of antibiotics. Broad spectrum antibi-
otics, such as Bactrim and Flagyl, used continuously, at half the usual
antibiotic dose, are often very effective. Trials of different antibiotics
may be needed to find the right combination. In addition to Bactrim
and Flagyl, we have found Augmentum and Keflex to be beneficial.
Our most severe case of small bowel bacterial overgrowth was a child
with short bowel syndrome who suffered severe d-lactic acidosis with
seizures. He went through several treatment regimes before we iden-
tified oral Vancomycin, a potent antibiotic, as an effective measure to
control his overgrowth. After the acute overgrowth has been con-
trolled, antibiotic therapy may be required only for a few days out of
every month or may be so severe as to require prolonged continuous
therapy. If symptoms reappear after a few months, switching antibiot-
ics is often necessary. We have seen no development of antibiotic
resistant complications utilizing this therapy over prolonged periods of
time, probably because of the low doses utilized.
Probiotics

Probiotic therapy is another potential treatment for small bowel
bacterial overgrowth. Probiotics are live, human-derived microorgan-
isms that benefit the person taking them by improving their intestinal
microbial balance. There are many probiotics available, but few have
undergone rigorous evaluation in clinical studies. Lactobacillus GG
has been well studied and found to be beneficial in some mild cases of

bacterial overgrowth®. One child that we followed seemed to respond
to antibiotic therapy initially, but eventually became symptomatic
regardless of the antibiotic protocol utilized. He had experienced
severe arthritis due to bacterial by-products from his overgrowth. The
addition of Lactobacillus GG, (2 capsules a day,) to Flagyl therapy
significantly decreased his arthritic symptoms.
Bowel Flushes

If medication therapy is not effective, or if symptoms are quite severe,
daily or weekly bowel flushes may be beneficial. These routines work
by mechanically flushing excess bacteria from the bowel. We have
found daily use of low dose magnesium citrate or Miralax® (both
osmotic laxatives) to be helpful for some of our patients. At times,
simply having the patient attempt to pass stool every couple of hours
is sufficient to improve their condition. Many patients with short
bowel syndrome have learned to avoid stooling in order to control their
frequent watery bowel movements, which can be particularly counter-
productive when they have bacterial overgrowth.
Avoid Acid Suppression Agents

There have been some reports of bacterial overgrowth being exacer-
bated by the use of acid suppression agents. These agents are commonly
used in patients with short bowel syndrome to help control excess acid
production and reduce small bowel fluid losses. Using acid suppression
agents can be harmful because they suppress gastric acid which plays a
normal role in reducing the bacteria consumed in the diet. Therefore, if
possible, these agents should be avoided or reduced in dosage.
Steroids

Inflammation from bacterial overgrowth can be so severe as to result
in a colitis situation with bloody stools. In addition to treating excess
bacteria through antibiotic therapy and diet, it may be necessary to use
sulfasalazine and/or corticosteroids to reduce the inflammation caused

Figure 1. Micro-organisms in the GI Tract

Mouth
Peptostreptococcus
Fusobacterium
Bacteroides

Duodenum

103- 104 CF'U/mI Stomach

Streptococci, _ <102 CEU/ml

Staphy! Iogo_cc:, Streptococci,

Lactobacilli Staphylococd,
Lactobacilli,
some fungi

‘lleum Colon

6 - 10

1c%/ifo1r?ns CRU/m! 1011 - 1012 CFU/ml

Bacteroides Bacteroides,

Biﬁdobacter’ium Bifidobacterium,

Clostridium ’ Clostridium,
Enterococci

Figure 2. Intestinal Tapering and Lengthening
Procedure

>

1. (top left) Segment of dilated bowel affected by bacterial
overgrowth.

2. (top right) The segment of bowel (tube) is cut in half
lengthwise.

3. (bottom left) Each half is stitched into a tube.

4. (bottom right) The two tubes are then stitched from end to
end to form a longer, narrower segment of bowel.
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by the excess bacteria. This is only used in
extreme cases and on a very short-term basis.
Surgery

Severe situations of small bowel bacterial
overgrowth unresponsive to dietary, medical,
or mechanical measures may require surgical
therapy. Temporary colostomy placement or
an intestinal tapering and lengthening
(Bianchi) surgical procedure may be benefi-
cial in these cases®®. These methods, of course,
are notwithout complications themselvesand
should only be reserved for the most severe
cases (See Figure 2, page 12).

Small bowel bacterial overgrowth is a
condition which can occur at any time in
many consumers of home parenteral and
enteral nutrition. If a previously stable
homePEN consumer becomes symptom-
atic with diarrhea, weight loss, abdominal
pain, cramping, and an increase in intesti-
nal gas, this condition should be consid-
ered. Numerous measures are available as
treatment options. Research into this area
isongoing especially in the areas of probiotic
therapy, and new surgical measures. [
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Medical Update

Table 2. Low carbohydrate, high fat diet

Minimum 2 to 4 servings recommended
daily (1/4 to 1/2 cup serving size)

FOOD ALLOWED EXCLUDED

Milk and milk Whole milk, cheeses, unsweetened Low fat milks, ice

products yogurt cream, ice milk,
Minimum 4 servings recommended daily | low fat yogurt
(1/2 cup milk or yogurt, 3/4 oz. natural
cheese serving size)

Vegetables All allowed Any with sweetened
Minimum 3-5 servings recommended | sauces (i.e. candied
daily (1/4 to 1/2 cup serving size) sweet potatoes)
Add butter, cheese or gravies

Fruits Fresh fruits, unsweetened canned fruits | No juices, no

sweetened canned
fruit (i.e. in heavy
syrup)

Meats & Meat
Substitutes

All allowed including peanut butter,
eggs, dry beans, nuts

Minimum 3 to 5 servings recommended
daily (1 oz. cooked meat, poultry, fish;
1 egg; 1/2 cup cooked beans serving size)

None

Breads, Cereals,
and Starches

Low sugar cereals, breads, crackers, rice
and pastas
Minimum 6 to 11 servings recommended

Sugar coated and
sweetened cereals,
frosted or sweetened

1. No pop, juices or sweetened drinks (Koolaid®) allowed!

2. No desserts, candies, etc.

3. Snacks should consist of high protein and/or high fat foods - like hard cooked eggs,
whole milk, peanut butter, cheeses, cold meats, pizza, etc.

daily (4 crackers, 1/2 slice bread, 1/4 muffins, rolls,

to 1/2 cup rice or pasta serving size) doughnuts.
Fats All allowed. Butter, margarine, salad None

oils, cream cheese, salad dressings,

bacon, etc.
Desserts Use allowed fruits All'but allowed fruits
Soups Any Sweetened dressings

and sauces
Beverages Whole milk, water All sweetened
REMEMBER:

8. Vanderhoof JA, Young RJ. The role of
probiotics in the treatment of intestinal infec-
tions and inflammation. Curr Opin
Gastroenterol. 2001;17(1):58-62.

9. Warner BW, Vanderhoof JA, Reyes JD.
What'’s new in the management of short gut
syndrome in children. J Am Coll Surg.
2000;190(6):725-36.
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Contributor News

Individual Contributors: Your Support Makes Oley Stronger!

The following generous donations were received between August 5, 2000 and September 5, 2001 Newly listed donors (those who gave July 31,
really does make a difference! We also wish to thank all those who are not listed below, yet have supported the Foundation by

AMBASSADORS ($2,000+)
Anonymous**
Lyn Howard, MD*

PRESIDENT'S CIRCLE
($1,000 - $1,999)

John and Heidi Andolina*

David & Jan Holder

Dava & Michael Huss

Norma Johnson

Darlene Kelly, MD*

Thomas R. Kent

Paul Koessler Foundation

Robin Lang**

Patricia Searle

Steve & Edithe Swensen*

Peggy Waldon, in memory of
David Waldon, Sr.

BENEFACTORS ($500-$999)
Milton Abercrombie
Robert & Laura Andolina
Felice Austin**

John Balint

John & Carol Broviac, MD
Richard & Faith Dillon
Laura Ellis

Joanne Hilferty

Stuart & Beth Kay

Randall Moore, MD
Richard Rivett

Jon A. Vanderhoof, MD

SPONSORS ($250-$499)
Albie “Ginger” Bolinger
Patricia Brown, RN*
Harish & Bindu Chamarthi
Linda** & Ray Gravenstein
Bruce Grefrath*** &

Susan Parker
Valerie Gyurko
Lenore Heaphey
James Jackson
Mr. & Mrs. Robert Jackson
Robin Lang**
Kathleen** & Larry Mclnnes
Judith Peterson**
Calvin Smith Teachers Fund
Elizabeth Tucker*,**
Dean & Margi Wieber
Rose** & Bill Wu

PATRONS ($100-$249)
Albert Heritage Foundation
Sharon Alger-Mayer, MD
Jane Balint, MD
George Baillie &

Margaret Malone
BankAmerica Foundation
Thomas Barry

Joan Bishop***

Jason Bodzin, MD

Bruce Baly

Charles & Charlotte Buchanan

David Burns, MD

J. Chapman

Fredi Cooper

Corning, Inc.

Robert M. Craig, MD

Sandra Daley

Sheila Dille

Betty Dunham

Edison International

Valerie Egem

Herb Emich

Beverly Engle

Kathleen Fitzgerald/
Nutrition Support
Northwestern Memorial

Mr. & Mrs. W.W. Fitzpatrick, Sr.

Don Freeman*,**

Jane & Woodrow Freese*,**

Roselyn Freese

Todd Friedman

Friends of Anthony Deluca:
Mr. & Mrs. G. Cutrone
Mr. & Mrs. A. Deluca
Mr. & Mrs. J. Deluca
Mr. & Mrs. V. Garcia
Mr. & Mrs. F. Pontillo

Friends of David Waldon**:
Jerry & Darlene Gentleman
John & Nancy Gentleman
Judy & Mike Holzinger
Joyce & Don Zerban

Friends of Willis Schultz**
Mr. & Mrs. Jack Downs
Mr. & Mrs. Joseph Alfirevich
Mrs. Helen Ropaik

Linda Gold-Pitegoff

Roberta Groeber**

Donald & Patricia Hallam

Cathy Harrington, MA***

Arthur Harshbarger

Phillippe Heyman

Bradford & Susan Higgins

Joyce Hydorn

Mrs. Claire Isaacs

Jayne Justice

Thomas Ray Kent

Maribeth Krupcxak &
Robert Dowd

Nancy & Peter Kudan

Barbara Lorenzen*

Chas & Jo Ann MacMullan

Biagio & Nancy Mazzone

Barbara McKinnon

Medical Alternatives

Sheila Messina, RN

Lisa & Ron Metzger

David & Eldonna Miller
Family Home

Lois Moran

Jackie Mortman and staff at
J.M. Associates, Ltd.

Alice Myers

Sandra & Stewart North

Mike and Eleanor Orkis**

Pace Windows & Doors

Shirley Palmer

Lynn R. Patton, RPh

Ellen Pierce & Chris Ericksen

Samuel Rosenthal

Steve Sawyer

Mr. & Mrs. F.J. Scheib

Pete & Valerie Schreiner**

Violet Schultz**

Schwartz Family

Patricia Searle

Slocum, DeAngelus & Assoc. PC

Carol Smith

Marilyn & Richard Sobiech

Kenneth Storch, MD, PhD

Karyn & Robert Thomas

Margaret Thompson

Catherine A Tokarz

William Uhitil

United Way of Laurel
Highlands Inc.

Mary Jo & Jeff Walch

Monika Williams

Barbara & Peter Witt**

Rodock & Doris Worthington

Donald Young*

SUPPORTERS ($50-$99)

Stan & Shyne Ankoviak

Gisela Barnadas

Edna Bey

Rosemarie & Daniel Blois

June Bodden**

Francis Bostosky

Nancy Church

Edward Cloke

Nina Coake

Edythe Comito

Maddy Cravotta

Cypress Creek Friends of the
Library

Christine & Arthur Dahl, Jr.

Roslyn & Eric Scheib Dahl***

Paul & Ann DeBarbieri

Dale Delano

Linda & Grant Downs

Federal Reserve Bank of Boston

Miriam & Elias Feinburg

Friendsof AlmaLouise Anderson:
Mr. & Mrs. W.R. Jens
Mr. & Mrs. G. Knight
Mr & Mrs. C. Shishida

Mr. & Mrs. D. Smart
Friends of Bruce McDowell
Nancy Backinger
June Bodden**
Cheryl Futress
Alice Meyers
Linda Stokes
Diane Wagner
Friends of Woody Freese**
Vickie & Paul Dichian
Wilbur Hatfield
Friends of John Richard:
Mr. & Mrs. Wm. J. Reinka
Mr. & Mrs. Wm. E. Reinka
Denise Johnson &
Thomas Wies
Rilla Ann Murray &
Lee Dahringer
Concetta Futchko
Edward Garrison
Greenfield Highway Dept.
Shirley Heller
Marilyn Holliday
John Jordan
Barbara & Alfred King, in
memory of Nancy Harvey
Mr. & Mrs. Robert Klein
Margery LaChapelle
Sandra Lakey
William & Patricia Lansing
Don & Rita McGeer
R. Menk
Kevin & Janet Miller
Lois Moran
Lynn Patton
Jonathan E. Rhoads, MD
Helen Richards
Elsie Roesch**
St. Joseph’s Hospital Gl Nurses
Angelyn Schauer
Joy Skiba
Peg Story/Story Farms
Gary Strite
Margaret Taber, thank you
for the newsletters and
information
James & Sarah Tennessen
Carla Truman
UPC Health Network
Ronald Van Deusen Family
Eleanor & Matt Werkheiser
Lynn Winneberger, in honor of
Gayle Winneberger's birthday
Robert Winters
Bruce Wolf
Allan Yelner

CONTRIBUTORS ($30-$49)
Hannah & Robert Abeles
Stephen Abshire

Christopher Ashley

David & Patricia Ashley

Gerald Bennett

Roland Cheney

Chicago Pumpers

Tracy Cotter, MD

Stephen & Janett Covington, in
memory of Maxiene Webb

Caroline Cox

Louann Dahl

Michele D’Avello

Mary Dietrich

Anne Dube

Ruthann Engle**

Jay Foster

Emma Harris

Karen Hettrick

Rose** & Jeff Hoelle

Donna Holt

Jean Holt

Chai Huang

Sam Janusweski

Mr. & Mrs. Larry Johnson

Janet & Chester Joslin

Valerie Knasinski

Linda Lakin

Brenda Leake

Lisa Lee

Martha & Daniel Manobianco

Mary Marson

Judith Martuscelli

Jerry Mayer

Elias & Joan Medwar

Rick Nasby/Entech Medical Corp.

Alyce Newton

Maryann & James O’Donnell

Diane Owens

Sheila Rady

Laurie Reyen

Joanne Rogers

Sharon Sakowitz

Tom & Leslie Sanford

Patricia Schwill

Adetha Smith

Tara & Kevin Smith

Karen Smollen

Linda Stokes

Stump Jumpers Rod &
Gun Club

Maria Ternes

United Way of MA Bay, Inc.

Rachel & Philip Wache

Cyndi & Rabbi lvan
Wachmann

Bonnie Wagner

Phyllis Wakefield

Charles & Betty Zollweg

FRIENDS (UP TO $30)
Hans Arnold
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2001 or later) have their acknowledgments listed. Thank you for your support...it

volunteering their time and talents.

Sue Bauder

Ann Berger

Margaret Blanco
Rosemarie Boothroyd
Vickie & Joe Capraro
Joseph & Barbara Caro
N&J Carpenter & Assoc.
Joyce & Peter Casertino
John & Kathleen Ciampa
Bill & Sandra Clark
Katherine Cotter**

Lee & Joyce Coulouris
Laura Cronin

Marlaina Curry & Family
Beth Davenport

A.K. Davis

Monica Decoteau
Frances Dinkel

Arthur Eggleston

John & Linda Farrow
Vincent & Muriel Fattoross
Peter & Joyce Fleming
Bob & Kathy Fredenburgh
Richard Gabel

Lee Genise

Gessner Family

Alan & Ruth Greenthal
Roberta Groeber**
Margaret Hannah
Stephanie & Keith Harlow
William Hart

Mrs. Mildred 1. Hayward
Florence & Robert Hines
Alexes Hourigan

Jean Jacobs

Earl & Margie Jones

Effraim Kaplan

Suzanne Keating

Deborah Kellogg

Marie Kellogg

Richard Kellogg

Susan Koonin

Koval Dairy Farm/
Elizabeth Koval

Kathryn Kunze

Thomas Lachanski

Paula Lerfald

Carole Maiwald

Kathy Mayo

Mayville Historical Society

Kenneth & Loretta McAdams

John McDonald/NIFO

Susan McKallor

Michael Medwar

Mid Hudson Valley Land
Surveyors

Mr. & Mrs. Miller

Donna J. Mummery

Rose & Harold Orland

Palenville Fire Dept.
Ladies Auxiliary

Toni & William Palmer

Bill & Thelma Pierce

Arnold & Gwen Prudhomme

Judy & Jerry Puca

Warren Rymiller

Marjory Salisbury

Hanna Schwarz

Lawrence Schwarz &
Elysa Marcela
Linda Shaw
Lillian & Hyman Sher
Philip Shoolin
Skidmore College
Kathy Simons
Lois & Albert Skiba
Peter & Lynne Skiba
Lester & Leola Swaney, in
memory of Nancy Harvey
Arnold & Henrietta Swartz
Frances Tanhauser
United Way of Manatee Cty
Grace Anne Valentine
Robert Wachstein
Weglein-Greene Families
F.R. “Bud” Weir
Manuela Wenz
Eleanor Werkheiser
Marilyn Wilkinson
Jesse Wise
Lisa Zovko

IN MEMORY OF
WOODY FREESE ***
Paul & Joan Razickas
Beverly Engle, he was a
wonderful person and
inspiration to many
Eleanor & Edward Harder
* Oley Board Trustee
** Oley Regional Coordinator
**x Oley Staff

Planned Gifts for Oley

The Oley Foundation would like to thank
the following individuals and families for their
planned gifts to the Oley Foundation. We
invite anyone else who has made a planned gift
or is considering one, to call Joan Bishop at
(800) 776-OLEY.

Katherine Cotter
Roslyn & Eric Scheib Dahl
Tom Diamantidis, PharmD

Don Freeman
Linda Gravenstein
Groeber Family
Alfred Haas

Lyn Howard, MD
William Hoyt
Judi Martuscelli
Kathleen Mclnnes
Rod Okamoto, RPh
Oley Staff
Judy Petersen, MS, RN

Thank You for Your Support!

B. Braun

B. Braun is a leading provider of intravenous solutions, specialty parenteral and
enteral nutrition products and related equipment. The company’s proven line of
specialty parenteral nutrition products include: ProcalAmine® (3% Amino Acids
and 3% Glycerin Injection with Electrolytes) for peripheral parenteral nutrition;
TrophAmine® (6% and 10% Amino Acid Injections) for infantsand young children;
HepatAmine® (8% Amino Acid Injection) for patients with liver disease; and
NephrAmine® for patients with renal failure. As your healthcare partner, B. Braun
shares your goal of enhanced patient outcomes and commitment to optimum
nutrition support. Thank you B. Braun for your continued support!

Kimberly-Clark / Ballard Medical

Kimberly-Clark / Ballard Medical develops, manufacturers and markets the com-
prehensive line of MIC™ Feeding Tubes, including the market leading and widely
prescribed MIC-KEY ™ Low Profile Gastrostomy Feeding Tube. Asthe maker of the
first balloon gastrostomy feeding tube designed specifically for enteral nutrition
delivery,and aleader in ongoing research and development and customer support, the
company continues to be committed to serving the needs of the enteral nutrition
consumer. Thank you for your support at the Contributor level.

Unrestricted Corporate
Donations

GOLDEN DONORS ($50,000+)
Coram Healthcare

SILVER CIRCLE MEMBERS
($25,000-$49,999)
Nutrishare, Inc.

BENEFACTORS ($15,000-$24,999)

PATRONS ($5,000-$14,999)
Abbott Laboratories
(the combined efforts of Abbott Alternate Site
Systems and Creative Networks/
Administrative Services)

SUPPORTERS ($2,500-$4,999)
BD Medical Systems

CONTRIBUTORS ($1,000 - $2,499)
Kimberly Clark/Ballard Medical
B. Braun
Nestle Clinical Nutrition
Zevex, Inc.

FRIENDS ($500-$999)
Baxa Corporation
Calea Ltd.
Kendall
Pharmacy Resources
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Toll Free Schedule D

Toll Free Numbers Available to Canadian Consumers!

Thanks to a donation by Calea, the
Oley Foundation is able to offer it’s toll-
free lines to consumers in Canada. The
new plan also offers lower rates, but we
no longer have free calls on Fridays.

Oley circulates two toll-free numbers
to experienced homePEN consumers on
a monthly basis. The goal is to make
speaking with fellow lifeliners more af-
fordable, and to provide Regional
Coordinators with a better grasp of
their region’s needs.

Advice given by volunteer coordina-
tors represents the experience of that
individual and should not imply en-
dorsement 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.
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Kathleen Mclnnes (HEN)
Chicago, IL
(888) 610-3008 CST

Laura Krueger (parent)
Memphis, TN
(888) 650-3290 EST

Kathleen is 55 years old and has used enteral nutrition for six years due to a gut
motility disorder. She has multiple sclerosis, infuses constantly and uses an
ambulatory pump. She believes in leading as active a life as possible, travels and
is well-versed in using private insurance.

Laura’s son Seth (11 y.0.) was born prematurely, with gastroschisis, and was
dependent on TPN until he underwent the Bianchi bowel lengthening
procedure in 1993 (see http://expage.com/sethsstory). Laura offers her in-
sights, coping techniques and shortcuts for living with a child on TPN.

Ben Hawkins
Cincinnati, OH
(888) 610-3008 EST

Barbara Klingler
Malabar, FL
(888) 650-3290 EST

Ben Hawkins has been on HPN since 1980. He had a port-a-cath for the last
10years, but in September went back to a Hickman catheter. He has used many
brands of pumps, both portable and pole mounted, and last year went through
the process of qualifying for Social Security Disability.

Barb has been on TPN for 15 years due to a volvulus. She is active in her church
and raises future guide dog puppies. While on TPN she has camped cross -county
and traveled the Caribbean, including a recent cruise. She has also been scuba
diving with her Hickman. She looks forward to speaking with other consumers.

Linda & Angie Mitchell
Bryan, OH
(888) 610-3008 EST

Nancy Groat
Grand Haven, Ml
(888) 650-3290 EST

Diagnosed with pseudo obstruction at 11 mos, 17 y.o. Angie has been on TPN
for 15 years. She hasalso been on j-tube and g-tube feedings. Angie has lived much
of her life in hospitals far from home. Angie and her parents, Linda and Merrill,
would like to speak with fellow teens and parents. Call Angie after 6 pm EST.

Nancy is a single retired nurse with a very supportive family. Diagnosed with
Lymphangectasia she has been on TPN for 7 years which has improved her
quality of life. She has a support group for people with rare disorders. Nancy
is currently on disability and can share her experience with the process.
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