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Making Friends with Fear

Sheila Messina, RN, MA, Education and Training Specialist, HomePN Consumer

Most patients on specialized nutrition have had
their share of traumatic medical and/or surgical
procedures. One would think that
repeated exposure to this expe-
rience would result in a
sense of familiarity and
fearlessness, but often the
oppositeappearsto be true:
while repeated exposure
may bring a sense of the
known, itusually brings
a greater level of fear.

What happens to you
when you are told that
you will need another sur-
gery orcomplicated procedure?
If you are like me, your whole body tenses up
and youwantto run. What'’s happening? For me, | fear
a loss of control. | am afraid my independence will be
compromised. | believe | will experience unmanage-

able pain, and if general anesthesia is involved, | am
afraid I will not wake up.
I share this from my own experience, but in
talking with others, | find this happens
to them as well. Over the past 30+
years | have had more than 12
major surgeries. | remember
very vividly in 1974 being on
the gurney in the hallway out-
sidethe OR, tremblingand tell-
ingthe nurse how afraid | was. At
that time | did not know why |
was afraid. | did not have any
skills to deal with this fear and it
was apparent that the nurse didn’t
either as she was unable to comfort
me. | went through that surgery extremely tense
with a sense of “impending doom” and | believe this
contributed to a very difficult recovery.
Fear cont., pg. 2 O

Help Secure Oley’s Future

Finding yourself or your loved one dependent on
homePEN, being required to “hook-up” night after
night — and trying to keep a life on track despite
the enormous associated hassles — is mind-boggling.
But people help, especially people who have walked
the same road. Education helps, especially when the
technology is new and evolving. The Oley Founda-
tion is chiefly about connecting homePEN people
to each other and providing a constant update on
these therapies.

Oley has a great number of strengths, including
heroic consumers and caregivers, a dedicated staff and

Horizon cont., pg. 7 O

Don’t Let This Happen
to You

Tim Joyce

lamwriting to tell of a recentloss. More than that,
though, the story of this tragic event should serve as
a warning to us all.

We of the Chicago Pumpers support group lost a
longtime member and friend. Bob Kwiatkowski
was a terrific guy. Those of you outside of the
Chicago area wouldn’t know him. He never at-
tended the Oley Conferences. We, however, will
feel the loss for a long time.

Outwardly, Bob had wispy, blond hair topping a
prednisone-chubby head and huge, red blotches
covering his hands and arms. Inwardly, he suffered
from a congenital immunodeficiency that affected
his gut. More than that | can’t really say, as he rarely
talked about his problems.

Over the last few years, Bob had struggled with a
virus in his intestines. He would go to the hospital
where they’d pump him full of antibiotics until he felt
well enough to go home. Then he’d last at home as
long as he could before returning for another round. It

Don’t cont., pg. 8 O




Coping Skills

Fear, from pg. 1

Since that time, with many more ensuing
surgeries and procedures, | came to recognize
just how fearful I became as | approached
these encounters and realized that | must
develop some skills for modifying the fear. |
have found that | cannot erase it entirely —
that would take a major case of denial — but
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I can certainly make it more manageable and
not become paralyzed by it.
Recognize the Fear

When a procedure or surgery is scheduled,
I acknowledge that | am frightened and need
to talk to someone about it. | do this with
friends, since talking about it with my family
tends to make them as frightened as | am. In
fact, many times they look to me to make
them feel better. (Maybe that’s because | am
a nurse and they expect me to know and
understand everything.) When | talk about
the fear with friends, | find that it gets
outside of me and becomes diluted. | am not
necessarily looking for

Speak with the Anesthesiologist

Here, | am trying to achieve three things.
First, 1 want to let the anesthesiologist know
about my fear as it can affect my response to
the medications being administered. Among
other things we tend to become hypertensive
when we are fearful which can make recovery
more complicated.

Second, | want to know what his/her plans
are for anesthesia. Will | be receiving con-
scious sedation? Is an epidural block being
considered? I'm trying to gain more infor-
mation so | can be mentally and physically
prepared for the procedure/surgery.

Third,  wantto con-

answers; | just want
others to know what is
going on with me.

If you are a family
member or caregiver,
you also need to recog-
nize your own fear. Find
someone to talk to —
other than the patient.
This can be a health

When a procedure is
scheduled, I acknowledge
that I am frightened and
need to talk to someone
about it.

vey my special con-
cerns. I have major ver-
tebral fractures. The
anesthesiologist (and
surgeon) needs to
know that | cannot lie
flat; tryingtodosocre-
atesmajor post-op pain
problems. Addition-
ally, since I have had so

care provider, a good
friend, or other family members, as long as
they are supportive and trustworthy.

Recognizing that emotions and attitudes
can affect a patient’s outcome, clinicians too
have a role in reducing their patient’s fear.
Questions like “Do you have any fear about
the surgery and/or procedure?” and “Do you
have any questions for me?’ can invite the
patient to express their concerns and give you
an opportunity to lessen them. Knowing what
to expect, and being aware of the patient’s
concernscan alleviate the patient’s stress, help
avoid complications and contribute to a
speedier, smoother recovery.
Visit the Recovery Unit

Ever since | had a less than optimal experi-
ence in the surgical ICU in 1992, | make
certain that whenever possible, | go and visit
the hospital unit where | will be recovering
— before the surgery. I introduce myself to
the staff and try to get acquainted with the
personnel and surroundings. A key here is to
dress your best when you make the visit.
Remember, the hospital gown can hide who
you truly are. You want the staff to see you as
a whole person with a life, not just as a
patient.  wantto be knownas Sheila Messina:
someone with an identity other than “the
patient in Room 322.”

many surgeries the
amount of medication | require will most
likely exceed usual expectations. To avoid
wasting valuable time and creating confusion
with a verbal explanation, | provide the anes-
thesiologist with an updated list of my rel-
evant medical history.
Practice Your Advocacy Skills
You may believe these skills are too difficult
for you to learn — that my training as a nurse
gives me an advantage in this area— but it’s
not true. I had to learn these skills by trial and
error. My voice used to tremble when I started
“standing up for me” by asking questions.
Now I amable to “speak my piece” inastrong,
stable voice, most of the time. Like any skill,
the more you use it, the stronger it becomes.
You also may believe that your health care
providers know all there is to know about you
and that you don’t need to be an active
participant in your care. Again, it’s not true.
The last time 1 checked, “mind reading” was
not a requirement for the health care profes-
sional. And as tighter budgets result in less
time for patient care, busy clinicians need to
be reminded of your unique situation.
What happens if, despite your best ef-
forts, you find yourself in a situation where
everything does not work out as you had
Fear cont., pg. 6 O
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Tube Talk

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, ¢/o The Oley Foun-

dation, 214 Hun Memorial A-28, Albany Medi-

cal Center, Albany, NY 12208; or E-mail
DahIR@mail.amc.edu. Information shared in this
column represents 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.

One Piece Clothing for Older Children
and Adults

I'm the mother of an-almost 4-year-old who has a g-tube. |
have always dressed her in one-piece clothing, especially at
night when she is on continuous feeds, as this makes the process
easier and creates less worry for usabout her pulling on the tube,
etc. Shannon is a triplet, and | was afraid of her tube coming
open/out/etc. as she and her siblings got more active (and
curious). I like the snap-front access for her continuous night
feeds because I can thread the tubing out at the best spot to
minimize tubing disconnections and entanglements. Snap-
front pj’s also allow easy access if | need to check the site or
connection while Shannon is sleeping; | can usually do this
without waking her. In addition, I'm sure it depends on the
individual child, but the shorts or pj bottoms that I've tried on
occasion haven’t “hit” Shannon in a good spot as far as the g-
tube, either; they always seemed to rub against the tube and |
know that’s not good or comfortable for her.

Because Shannon is now a size 4T, it is getting harder and
harder to find one-piece clothing, especially pajamas. |
found a website (www.ableapparel.com) that carries short-
sleeved, v-neck, cotton-knit “onesies” that snap all the way
up the front and at the crotch. They carry children’s size 4-
6, all the way up to adult small. I purchased the smallest ones
for my daughter at $10 a piece. | ordered by calling the toll-
free number given on the website (888/688-ABLE), but |
believe you can actually order on-line as well. The item is
called an EZ-tee. (Just so everyone knows, it says the item is
“not intended for use as sleepwear” but | think they have to
say that, since by law, clothing labeled as children’s sleep
wear must be made of fire retardant material — which
cotton is not.) | hope this information is helpful!

— Susan McLane
Susan_MocLane@cch.com

School Daze

Many parents find working with their school system to be very
challenging — developing education plans, health plans, educating
school staff on enteral and TPN issues, dealing with time issues for
chronically ill children — the ups and downs are endless. Some
experienced parents are working with us to develop resources for
other parents who are struggling with this, or are unsure how to
anticipate their child’s needs. We have found that school district staff
members often have no idea how to start working with these parents
and children. Can you assist us? We are looking for information on
school districts that are getting it right, in hopes of tapping them for
“best practice” information. If your school district has done anything
to “smooth the way” for you and your child, please let us know.
Contact information for the relevant person at the school district
would be helpful. Please do not send or call with information on
schools that are not meeting your needs, we are very aware of them,
and this is what we are hoping to correct. Please call or email Ellie
Wilson at 800-776-6539, wilsone@mail.amc.edu.

Pediatric Meeting in Pittsburgh

Come learn more about short bowel syndrome and help spread the
word about the Oley Foundation at the Third International Pediatric
Intestinal Failure and Rehabilitation Symposium, September 12-14,
2002 at the Omni William Penn Hotel in Pittsburgh, PA. The
conference is designed for parents and clinicians who care for children
with short bowel syndrome (SBS) or small bowel intestinal transplants,
and will focus on new developments regarding SBS etiology, patho-
physiology, surgical and nonsurgical therapies, and research.

Thursday’s session (September 12) is specially designed with the
family in mind, to enhance the parent/caretaker’s understanding of
intestinal function. Parents/caretakers are also invited to stay for the
general session for an additional fee, although they are reminded of the
graphic and intense nature of the scientific portion.

For more information about the conference, contact Sue Haunty at
412/692-7396 (email: susan.haunty@chp.edu); or Jane Anne Yaworski,
MSN, RN, 412/692-5217 (email: janeanne.yaworski@chp.edu).

For more information about staffing the booth contact Ellie Wilson,
RD at (800) 776-OLEY (email: WilsonE@mail.amc.edu).

Scholarships Offered RN

Nutrishare is offering three $500 scholarships for TPN con-
sumers towards the Fall 2002 semester. Interested consumers
should write a letter describing their studies and what they plan to use
their education for. (A few paragraphs is fine.) A committee set up by
Oley will review the applications and choose the winners based on
potential and need. The scholarship money will be distributed at the
end of the semester when the winner submits a copy of his/her grades
to the Oley Foundation. Applications should be typed or word pro-
cessed, and postmarked by July 30, 2002. Applications should include
the candidate’s name, photo, number of years on TPN, address and
daytime phone number. Send applications to the Oley Foundation
(address on page 2). Former applicants are welcome to reapply. O
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Bright Ideas from Our Readers

We have received a barrage of tips from our readers lately. With the hope they make your life easier or more affordabe, we are sharing them with
you on these pages. Please note the Oley Foundation has not tested any of these products and is in no way endorsing them. As always, check with your

physician before making any changes in your health care.

Homemade Mini IV Stand Convenient to Use

I began on HPN about three years ago, infusing overnight
using a standard IV pole to hold the formula and the pump. The
pole had the advantage of hanging the formula bag upright so
any air bubbles in the bag would rise

it to the pump. Now I could wrap the Velcro strips around Standly’s
copper pipe to hold the pump. To keep the pump where | want it, |
fastened a radiator hose clamp on the pipe, and rest the Velcro on top

of the clamp. (It is really simpler than

rather than entering the pump. It also had
the advantage of making the bag and the
pump visible. If the pump sounded
during the night, it was easy to reach over
and remedy the problem. The disadvan-
tage of the IV pole was that it was noisy
on our wood floors when | had to get up
in the night to use the bathroom, and
carrying the 1V pole up and down stairs
with the formula bag attached was a
cumbersome task.

When I changed health care companies, my
new company provided me with an ingenious
backpack that could be carried by a single
handle like a brief case. The formula bag fit
inside along with the pump, and the line
extended out of the case through a small hole.
Thiswas much more convenient to carry with
me, but | had to carefully bleed the formula
bag of any bubbles, and if the pump went off
in the night, it meant opening the bag and
fishing the pump out of its clever Velcro
pocket. I also could not see at a glance how

itsounds.) I drilled a hole in the top
of the frame, and put in a threaded
hook with a nut on which to hang
the formula bag. To carry Standly, |
cut a 7 inch piece of old belt and
used a bolt and nut on either side to
affix the handle to the frame.

I found that the formula bag would
swing precipitously when | carried
Standly, so | took the rest of the old
belt, and stapled (using a heavy duty
stapler) a piece of Velcro to each end
of the belt. Now | wrap the belt
around the frame and bag to hold the
hanging formula bag in place. | took
some more strips of Velcro and
wrapped them around the copper
pipe to use as line guides to keep the
tubing from getting snagged.

After using Standly nightly for
a couple of months, | think I can
pronounce it perfect—at least for
me. It cost under $10; it is light and

much formula remained in the bag. It was
awkward plugging and unplugging the AC
adapter into the pump, so | started using batteries and | soon found I
was amassing dozens of half spent 9 volt batteries.

It seemed to me | could have the best of both worlds, and | ended up
making what is essentially a small 1V stand. (see photo). My wife calls
it “Standly.” I made my first Standly from some scrap one-half inch
copper pipe and fittings left over from a previous plumbing job. I cut
the pipe with a tube cutter, and soldered it together with a propane
torch. Because | wanted to pack Standly in a suitcase, | did not solder
the two joints that connect the top to the base. Instead | used a boltand
nut on each side so | could take Standly apart.

The top part of Standly is 10 inches wide and about 19 inches high.
(The dimensions are not crucial.) The base is 6 inches by 9 inches.
It requires 8 copper right angle elbows and 2 tees. The price of the
materials would be under $10.

The pumps | have used (Sabretek & Verifuse) have both had
threaded holes in the back. | found a bolt that would screw into that
hole (probably metric—your hardware store could help you). I took
two pieces of Velcro, punched a hole in the end of both pieces with a
paper punch, and put the bolt through the Velcro holes and attached

“Standly” the Mini-IV Stand

portable; 1 don’t have to worry about
air bubbles; and both the bag and
pump are readily visible and accessible. In addition, it is easy to plug
and unplug the AC adapter when getting up in the night. Standly
travels readily, is easy to store during the day, and iscompletely stable
with my four-liter bag of formula hanging from it.

Pleased with the results, I made a second Standly, this time using
one-half inch plastic plumbing pipe and glue. The pipe is easily cut
with a hacksaw, and it takes no skill to apply the glue. I found that
assembling this Standly was a little tricky because, in gluing only
one joint at a time, it is difficult to get everything square. However
working in plastic is easier for someone without skills or tools. |
found the end result was perhaps not quite as sturdy for my four-
liter bag, but perfectly satisfactory in use.

I can truthfully say that it has taken me longer to write this account
of putting Standly together than it actually took me to do the job. If
you have questions, you can write to me at the address below.

— Donald Empson
1206 N. Second Street
Stillwater, MN 55082
empson@usfamily.net
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Oley News

Parent Likes Catheter/Tube Holder

My daughter, Stacey has been TPN-dependent since age five due
to chronic intestinal pseudo-obstruction. She is now 20 years old.
Over the years we have had many problems with her line getting
pulled, and she would end up
with site infections. We tried tap-
ing, of course, but the tape irri-
tated her and her skin. We tried
tape, rolled gauze, and even tap-
ing the line to the inside of the
shirt. Thenafriend told me about
Baboo’s patches and | decided to
give them a try.

We have used the Baboo’s Patch
for several months. They are easy
to use and great protection for the
consumer’s line and skin. The
patches come in packages of three.
They iron onto the inside of the
consumer’s shirt. Each patch has
a velcro area for attaching the
consumer’s central line and IV
tubing; or if used for a G- or J-
tube, attaching those tubes. None of the velcro touches the con-
sumer, it is protected by a soft fabric. There are two areas of velcro
on each patch allowing for the multiple lines. My daughter likes to
attach her CVVC on one side and the 1V tubing down the other side.
We have been able to attach a double lumen line with multiple
infusions into this one patch. The tubing does not slip. Using these
patches has protected her skin because we no longer have to tape the
line or tubing to her chest.

The patches aren’t movable from shirt to shirt. We solved that
though by attaching them to a light t-shirt and her favorite

FREEDOM ,
To BE _

You!

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.

Ask your health-
care provider or
contact us for
more information

ZEVEX

INCORPORATED

800.970.2337

801.264.1001
WwWWw.zevex.com

e +/- 5% accuracy
 24-hour battery life

< No drip chamber hassles
< Automatic free-flow prevention
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Designed by the parent of a formr HPEN-dependent child, Baboo's
Patch can be used for 1V and G/J-tubes.

shirts. If Stacey wants to wear a shirt without a patch, she just
wears the t-shirt underneath.

Valerie, the mother of “Baboo” and inventor/owner of the patch, is
very open to suggestions and ways
to improve the lives of “our” chil-
dren. When she first modified the
patch to include velcro, my daugh-
ter had a problem with the design.
We emailed Valerie with the prob-
lem. She immediately responded,
accepting our input graciously and
modifying the patch. This newly-
modified patch is now available.

Using the patches has made our
life much easier and the line is pro-
tected from pulling, hanging, etc.

— Karen Nelson

86 Fox Wood Dr
Sanford, NC 27332
KMNelson86@aol.com
919-499-2623

Swimwear Covers Tubes Well

More than one female consumer has called the Oley office to rave
about the two-piece swimwear offered by Lands’ End. According to
callers, the mail order company sells a large selection of quality, two-
piece (and one piece) swim suits that offer consumers easy access to
their tubes, catheters and ostomies, while at the same time making
these appliances less visible to others at the pool or beach. If you are
interested, and thinking of purchasing the swimwear on-line, please
consider going through the iGive.com mall (http://www.iGive.com).
It costs no more for you, and Oley will receive a donation. O

“Nutrishare doesn't forget about the importance
of the opinions and needs of the consumer once
they have been on service for awhile.”

Elizabeth Tucker - Bloomington, Minnesota

1-800-HOME TPN

Nutrishare is the only organization to have been recognized
by the ACHC as specialists in Home TPN care.
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Oley News

NICHCY:
A Resource for Families

The National Information Center for Children and Youth
with Disabilities (NICHCY) provides information on disabili-
ties and disability-related issues for families with disabled chil-
dren ages 0 to 22 years. They cover such areas as early interven-
tion, special education and related services, family issues, disabil-
ity organizations and transition to adult life.

NICHCY'’s services include: personal responses to families
specific questions; publications (fact sheets, newsletters, etc.
available in Spanish too); referrals to other organizations and
sources of help; information searches of its databases and library.

For more information, contact NICHCY at P.O. Box 1492,
Washington, DC 20013; Phone: (800-695-0285); Email:
nichcy@aed.org; Web: www.nichcy.org

Fear, from pg. 2

anticipated, and that fear you do not like begins to surface? | had that
happen to me recently. | had arrived for elective surgery and found
that the anesthesiologist | had requested was not available and the
one | would be having was someone who did not “listen to me.” |
handled it by making certain that everyone in the surgical unit knew
my concerns and how | was feeling. It did not change the circum-
stances of the situation, but it did allow me to “stand up for myself”
and let my needs be known.

Facing your fears using skills like those | have described, can only
have a positive influence on your recovery, regardless of the pending
surgery or procedure. Hopefully they will generate some new ideas that
allow you to express yourself in ways that reduce your fear and permit
you to have a more positive health care experience. O
Reprinted from Nutrition, “Making Friends with the Fear,” by Sheila
Messina, RN, MA, Volume 18, Page 360, Copyright 2002, with permis-
sion from Elsevier Science.

Equipment Exchange

EN supplies/formula

« Calmoseptine Ointmentt

« 2 cases Twocal HN exp 11/02 8 oz cans

* 5.5 boxes Vivonex Plus

« 2 Kangaroo 330 Pumps (stationary)

* 15 cases Neocate

* 16 Kangaroo Pump sets 1000 ml (8884-773600)
* 1-1/2 cases Complete Pediatric (exp. 7/02)

e 2+ cases of Tolerex

e 1Mic-Key G kit, 14Fr/ch 1.2 cm

» Safe-T-Vac suction catheters, 10 Fr, 12 Fr

« 4 Retention Foley Catheters, 12 Fr, 5cc

* 1 Yankauer suction tube

5 CPAP filters No. 32226-01

2 Mic-Key 12" extension tubes

« 3 Softtouch Suctioning Kits

« 1 Bard universal feeding adaptor #000332

1 Corpak NG tube, 6 Fr #20-8366

« 1 Corpak Y-extension set #20-1007

* 2 Rusch foley catheters, #318118, 18 Fr, 5-10 cc
« 11 Sherwood 500ml pump bag/sets, #702005

« 5 right angle feeding set and Y-port, 24"

« 3 bolus feeding sets w/ single port

* 2 Mic-Key extension set, 12", Y-port

* 1 Mic G-tube, 5 cc, 18 Fr.

 miscellaneous EN supplies (syringes, tape, dressings)

TFREE shipping offered.

offer to pay for shipping.

The following HPEN supplies are offered to LifelineLetter readers free of charge:

For more information, call (800) 776-OLEY/(518) 262-5079. The Oley Foundation 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 through this column please

HPN Supplies/Equipment

« 1 Provider One Pump w/ battery, backpack, rechargert

« 1 Abbott Aim Plus w/ battery/2 backpacks/no recharger t
« 1 Pancreatec Pump w/ battery/backpack/recharger t

e CADD admin sets #21-7042, 21-7032%

« 14 Clinipad dressing changest

10 ml BD syringes w/ interlink syringe cannulat

« Bard repair kit, 1.6 mm lumen Hickmant

« Provider pump sets #13575, 1.2 micron filter

Ostomy Supplies

e Ostomy bags 1.5" and 1.75" 1

« 2 boxes of Hollister Ostomy bags #3631, size 2.5
« 3 boxes of Hollister Ostomy bags #3804, size 2.75
« 10 Hollister stomahesive, item #3734, size 2.75

« 3 Hollister premium paste

« 9 Hollister Ostomy bags #3325, size 2.5

« 3 Generic brand one piece ostomy bags.

Miscellaneous

* incontinence diaperst

« 3 cases Terumo 60ml syringes, plastic cath tip

« 2 boxes of Latex gloves.

» 2 Cans of Quik Care antimicrobial foam hand rinse.
|V Pole
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Oley News Briefs

Earn Money for You and Oley!

Here isan opportunity for you to earn $100.00 for Oley, as well
as $20.00 for yourself. This opportunity is open to all short bowel
consumers of home parenteral nutrition (HPN) or IV hydration.

The makers of a product that might help patients with short
bowel syndrome are seeking input about
you and your condi- tion. They are con-
ducting a short survey that asks
your opinions ofa new treatment for
Short Bowel Syn- drome. The prod-
uct under review may improve symp-
toms associated with short bowel syn-
drome and the company that makes it wishes to understand how
interested you are in it.

The Oley Foundation Research Committee thinks it is appropri-
ate for you to participate in this survey if you are interested. Please
be aware, that it will be at least several years before this product will
be commercially available. This is not a sales effort of any kind, nor
is it an invitation to take part in clinical trials.

To participate in the survey, all you need to do is contact Oley by
phone (800) 776-OLEY, email: bishopj@mail.amc.edu, or via
good old-fashioned snail mail (see address on page 2). We will send
you the questionnaire. It takes about 15 minutes to fill out. For all
properly completed responses, the research organization will pro-
vide us with $20 to give you for your time and effort, and in
addition they will also donate $100 to Oley!

Thisis, of course, entirely voluntary. As with any research of this
kind, your name and address will not be divulged to the company.
All responses will be coded so we can reach you if the company
needs follow up clarification. All mailings and contact will come
to you from the Oley Foundation staff. O

Horizon , from pg. 1

board, a supportive industry component; however, the Foundation
also has it’s struggles. One of the biggest hurdles that Oley faces each
and every year is funding. We are secure enough to survive one year in
the red, but we are constantly aware of how vulnerable each program
is to the winds of change among our largest supporters.

To put Oley on firm financial footing, to ensure that Oley will
continue to be here for consumers in the years to come, we have
launched the Oley Horizon Society: a Society of people who have
included Oley in their planned giving program (i.e. wills, beneficiary
of life insurance policies, etc.).

If Oley was there for you and yours in a substantial way please think
about joining the growing number of Oley Horizon Society members.
(See page 10 foracomplete list of Horizon Society Members.) Asimple
“yes, plans are underway to include Oley in my will” by December 31,
2002 (an extension of the original deadline) grants you founding
member status. This is our best chance of making sure Oley is there for
the next consumer and the next.

For more information on making a planned gift to Oley, please
contact Joan Bishop, at (800) 776-6539 or BishopJ@mail.amc.edu.
She’ll be delighted to explain what is needed. O

elebrating
Life!

The Coram Healthcare staff proudly nominates
James Seals to be a member of our
Celebration of Life Circle. James has been
receiving PN for 11 years. Although he has been unable
towork due to intermittent pain, he doesn't let this interfere
with his involvement with family and church.
When James' two sons were younger,
he volunteered in their classrooms ina program
toencourage reading. He now coaches his sons' basketball
and football teams. James sings in the church choir,
does volunteer work and drives his wife and son to work
and school every day.

Hehas a great, positive attitude, despite occasional setbacks.

Congratulations James.

CORAM

NUTRITION SERVICES

James was nominated to Coram's Celebration of Life Circle by Coram Healthcare's staff.

To nominate someone, send the story of a friend or loved one to:
«&RA7,  Coram's Celebration of Life Circle

N
_-“% .[ % 1675Broadway, Suite 900, Denver, C0 80202
P f @,-’ or, email: celebratelife@coramhc.com

“rrfen For information, please call: 972.394.9974
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HPEN Concerns

Don't, from pg. 1

was a vicious cycle and we rarely saw Bob
because of it. For us, the worst of it, was that
Bob was famous for being out of touch. He
rarely returned phone callsand, to our knowl-
edge, never initiated them. We never knew
how bad things were for him.

The tragedy of Bob’s death is that it was
probably preventable. The events surround-
ing his death could have been so different.
The Last Two Days

Wednesday morning Bob’s home care com-
pany was attempting to make his delivery.
The driver rang the his apartment
buzzer and got no answer. This,

her youth. Every night this neighbor would
place a pennant in her back window and
remove it every morning. In this way, the
folks in the house behind her could simply
look for the flag in that window. No more
than 12 hours need go by before someone
would know if there was a problem. Similarly,
you might signal to your neighbor all is well
by opening and closing your curtains/blinds
each day.

2) Be sure to act when a situation changes;
make new arrangements as soon as needed.
I’'m told Bob had made such an arrangement
with one of his neighbors. Unfortunately,

cally place a phone call to an emergency
number such as 911 or your doctor. Your
hospital may offer such as service or know
who does in your community.

6) Consider becoming a member of
MedicAlert®, anon-profitmembership organi-
zation (800/432-5378 orwww.medicalert.org).
The membership fee ($35 the first year and
$20 a year thereafter) entitles you to several
services, including indentifying you and
your medical needs/conditions to emer-
gency responders should you be discovered
unconscious. It can also tell ER personnel
which family member or friend to notify if
you are in trouble.

7) Check with your city or

I'm told, was quite unusual. The
driver called the office and some-
one there phoned the apartment.
Still no answer.

The delivery man left to return
the next day. He still got no an-
swer. The company attempted to
find someone who could tell them
whatwasgoing on. Unfortunately,
Bob’s mother was away in Ari-

Leave standing instructions with your home
care company — or any other people or
companies that make regular stops at your
home — about how to react should you not

answer when expected.

township. They may have an-
other program in place for just
this situation.

8) Hire a Wake-up Service.
Alarm clocks don’twork for some
people and there are plenty of
firms that are set up to be a sub-
stitute. Have them call you twice
a day with instructions on what
to do if you do not answer. Of

zona. Eventually they contacted

her. She, in turn, called a cousin who lives in
the area. The police were notified and they
had to bust into the apartment. There they
found Bob had passed away.

It was determined that he died sometime
during the previous night. There is no telling,
I suppose, what might have happened had the
home care company made a bigger fuss the
day before and gotten into the apartment
then. And there is no telling just what Bob
might have been going through during the
last day(s) of his life that prevented him from
reaching the door or the phone. I'll leave that
for others to contemplate. But Bob’s death
can serve as a wake-up call to the rest of us.

I present to you a series of steps that you can
take to prevent this sort of tragedy from
befalling you or someone you know.

1) Set up a system whereby somebody calls
you on a daily basis. Better yet, have them call
once in the morning and once in the evening.
Alternatively, you can make the call toafriend
or family member. Even if you are calling an
answering machine, they only have to hear
your voice, not hold a conversation. This
person should be trusted with a key or be able
to contact someone who has one.

My mother tells me of a neighbor of hersin

she had moved away some months before
and Bob had yet to find another neighbor
to take her place.

3) Leave standing instructions with your
home care company about how to react should
you not answer when expected. This goes for
any other people or companies that make
regular stops at your home. Thisisan unlikely
scenario, to be sure, but obviously possible. |
might suggest that they continue to try your
phone, on the hour, for say, four to six hours.
If they don’t get an answer, then a neighbor,
friend, family member or the police should be
notified. Make sure they have those numbers
available. And always notify your company if
you do not expect to be home for a delivery.

4) The US Postal Service has a program
called Carrier Alert. A notice is placed in the
mail box to alert the letter carrier. After three
days, if the mail has not been picked up, the
carrier notifies the Post Office and calls are
made. You may have noticed that letter carri-
ers now have cell phones with them to keep in
touch with the home office.

5) Remember the lady on television shout-
ing, “I've fallen and I can’t get up!” Look
into one of those personal medical alarm
‘panic button’ systems that will automati-

course, don't forget to inform
them if you simply go out for the evening, or
when you attend the Oley Conference.

9) If you work, ask a coworker to be alert for
days when you don’t show up. Have them
place a call to your home to check on you.

10) If you live with one or more other
persons, don’t assume you are immune from
this situation. Have a plan in place should
your family or roommates leave town for a
few days. Your arrangements don’t have to
be continual, but someone should be avail-
able to perform this service occasionally.
Then be certain to put them in force when
you need them.

These suggestions are but a start. If you
are doing something that hasn’t been cov-
ered here or have a story that might interest
the rest of us, please contact the Lifeline-
Letter editor (contact information on page
2). I’'m going to miss Bob, but if his tragedy
helps to save someone else then his loss will
have some meaning. O
Unfortunately, this is not the first time such an
event has happened to a member of the Oley
family, and it can be very painful for the survi-
vors. So please, if you won't take these steps for
yourself, take them for the sake of your family,
friends and Oley.
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Regional News

Little Brother

by Chelsea Marek

A mother sent in this poem, written by her 11 year old daughter
about her brother, to share how siblings are affected by all that
homePEN families go through. Part one she wrote when her brother
first went through the g-tube surgery/take-away-all-oral-intake
drama and part two was when her mom took him to Cleveland for
swallowing therapy. The mother writes “I feel very lucky for the love
and compassion both of my girls have for all he has been through!!”

Part One
Through the highway we will race,
Down to this horrid place.
To the hospital we go,
Through thunder, lighting, rain, and snow.
I wish I could see him, but | can't,
Like everyone else, my mother and aunt.
It would be great if he was just fine,
But not him, not that brother of mine.
They think it’s asthma. No, maybe stomach pain,
On to the next doctor, this is driving me insane.
So when he comes out, I'll say “Hi”,
Until then we have to say good-bye.
I want to say bye to that horrid place,
Good-bye to the doctor’s puzzled face.
And when he is finally asleep in his bed,
I'll have good thoughts to put in my head.
I wish so much that he was safe and well,
I love him so much, there are no words to tell.
Like any sister, my love for him is deep,
I'll pray for him nightly before I can sleep.

Little Brother Part 2
Here we go on the plane,
This is driving me insane.
Off to Cleveland we will go,
Though it’s freezing and ten below.
Rainbow Babies is the name of the place,
It takes two weeks ‘cause this isn’t a race.
An electric stimulation is what they have to do,
The number of hours it takes is a dreaded 2!
For three weeks | won’t see my mom,
Nor my Grandma or my brother, so I'll just have to be strong!
It’s hard when you're waiting in anticipation,
While some of your family is across the nation.
I love my brother and I hope he gets well,
Like I said before, there are no words to tell.
It’s hard you know him being sick and all,
When you can’t buy him a slushy at the Collin Creek Mall.
I guess it’s not so bad since he’s so cute,
If he gets well his solid-only diet will forever be on mute.
So I'll end this poem whether you like it or not,
I like what | have and | have what I've got.
And, | repeat, to make a long story short- my brother can’t drink,
So when they go to Cleveland he’ll get well. | think.

Volume XXIIl, No. 3

Northern California ASPEN
Meeting Planned

The Northern California chapter of ASPEN (NoCalspen) is holding
a conference Wednesday, September 25, 2002, from 8:30 a.m. to
3:00 p.m. at the Scottish Rite Center in Oakland, California.
Entitled, “Navigating to Knowledge” the conference offers wonder-
ful speakers on topics which include: Pain Management and Gas-
trointestinal Disease, Managing the Enteral Patient, and Vascular
Access Update. For additional information please contact Sheila
Messina at 408-978-0466 or sheila.messina@gte.net

A Story of Triumph

Last December we let lifeliners know about “On Eagles’ Wings,” the
story of one family’s heath care experiences written by along time Oley
member and father of an HEN consumer. In the book, the father
recounts the painful and ultimately triumphant story of his son’s
journey through his unexpected total gastrectomy, the long and
difficult search for proper nutrition and care, and the inspiring new
career he builds for himself serving his country as a disabled person.

Since that time, we’ve heard from several people how this book has
brought them insight into the challenges of homePEN, and have been
urged to share the information with readers again. The family is
generously donating a significant portion of the proceeds from the
book to the Oley Foundation.

Order Form
Thomas Crown Publishing
5691 Meryton Place
Cincinnati, OH 45224
(513) 542-8879

Quantity Description Each | Total Amt.
On Eagles’ Wings | $23.95*

-
I

I

I

I

I

I

I

I

I

I

| *Price includes shipping and handling within the continental
| U.S. Please enquire about any special order requests.
I

I

I

I

I

I

I

I

I

I

I

I

I

Ship to Information

Print Name

Mailing Address

City ST Zip

Make checks payable to Thomas Crown Publishing. Please
allow 2-3 weeks for delivery.
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Contributor News

Individual Contributors: Your Support Makes Oley Stronger!

The following generous donations were received between May 4, 2001 and June 11, 2002. Newly listed donors (those who gave March 26, 2002

are not listed below, yet have supported the Foundation by volunteering their time and talents.

AMBASSADORS
($2,000+)

Anonymous**

Lyn Howard, MD and
Jack Alexander

Darlene Kelly, MD*

PRESIDENT’S CIRCLE
($1,000 - $1,999)

John and Heidi Andolina*

Geoffrey Burney

David & Jan Holder

Dava & Michael Huss

Thomas R. Kent

Robin Lang**

Arthur Murphy*

Richard Rivett

Ezra Steiger, MD*

Steve & Edithe Swensen*

Peggy Waldon, inmemory
of David Waldon, Sr.

World Reach Inc.
(Matching Gift)

BENEFACTORS
($500-$999)

Milton Abercrombie

Robert & Laura Andolina

John Balint, MD

John & Carol Broviac, MD

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

Joanne Hilferty

Stuart & Beth Kay

David & Eldonna Miller**
Family Home

Randall Moore, MD

Jon A. Vanderhoof, MD

Lynda Yeabower*

SPONSORS ($250-$499)

Felice Austin**

Albie “Ginger” Bolinger

Frona A. Brown, EdD

Patricia Brown, RN*, in
memory of Dominic
Schiono and John
McCarthy

Oley Horizon Society
Founding Members

John Balint, MD
Joan Bishop
Katherine Cotter
Ann & Paul DeBarbieri
Tom Diamantidis, PharmD
Herb & Joy Emich
Don Freeman
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 Mclnnes
Rodney Okamoto, RPh
Kay Oldenburg
Judy Peterson, MS, RN
Beverly Promisel
Roslyn & Eric Scheib Dahl
Steve Swensen
Cathy Tokarz
Eleanor & Walter Wilson
James Wittmann
Patty & Darrell Woods

...and growing every day!!

Harish & Bindu
Chamarthi

Richard & Faith Dillon

Linda** & Ray
Gravenstein

Bruce Grefrath*** &
Susan Parker

Bruce Groeber Memorial
Fund

Valerie Gyurko, in honor
of all HPEN consumers

James Jackson

Mr. & Mrs. Robert Jackson

Kathleen** & Larry
Mclnnes, in memory of
Bob Kwiatkowski and
Phillip Shoolin

Sheila Messina, RN*

Kay Oldenburg

Carol Parrish, RD

Lynn R. Patton, RPh, MS

Judith Peterson**

Jane Balint Ramsey, MD

Elizabeth Tucker***

University of Michigan
Homecare

Dean & Margi Wieber

Rose** & Bill Wu

PATRONS ($100-$249)

Ester Adler

Albert Heritage Foundation

Sharon Alger-Mayer, MD

Stan & Shayne Ankoviak,
inhonor of Christopher’s
15 years on HPEN

Susanne & David Appel

George Baillie & Margaret
Malone

BankAmerica Foundation

Joan Bishop***

Jason Bodzin, MD

Bruce Braley

Alan Buchman, MD*

J. Chapman

Fredi Cooper

David & Mary Cox

Robert M. Craig, MD

Linda Curran

Susan Curtas

Christine & Arthur Dahl, Jr.

Paul & Ann DeBarbieri

Dale & Martha Delano

Betty Dunham

Edison International

Rebecca Edwards

Laura Ellis

Herb Emich

Randall Falck

Elaine Fazzaro

Jerry Fickle

Kathleen Fitzgerald/
Northwestern
Memorial

Don Freeman*,**

Jane Freese

Roselyn Freese

Todd Friedman

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.JosephAlfirevich
Mrs. Helen Ropaik

Roberta Groeber**

Donald & Patricia Hallam

Cathy Harrington, MA***

Arthur Harshbarger

Lenore Heaphey

Phillippe Heyman

Bob & Blanche Hoffman

Mrs. Claire Isaacs

Dr. & Mrs. John Jenks

Jayne Justice

Thomas Ray Kent

Charlene Key**

Mr. & Mrs. Koessler

Paul Koessler Foundation

Maribeth Krupexak &
Robert Dowd

Nancy & Peter Kudan

Dorothy Kwiatkowski, in
memory of Robert

Sandy & David Lakey

Michael Levy

Barbara Lorenzen*

Jacki Lynch

Bud Lyon & Sarah Higgins

Joyce Madden

Kathleen Mayo

Medical Alternatives

MERCK Co.
(matching gift)

Lisa, Ron, Bryan and
Sarah Metzger

Lois Moran

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

MVI, Inc.

Alice Myers

Sandra & Stewart North

NAVAN

Shirley Palmer

Clemens Pietzner

Jean Rouse

Jane & David Russell

Sarah Russell

Steve Sawyer

Penelope Scott

Mr. & Mrs. F.J. Scheib

Pete & Valerie Schreiner**

Violet Schultz

Schwartz Family

Patricia Searle

David Seres, MD

Jerry & Jeane Shapiro

Phyllis Suchman, in honor
of a longer life

Carmen Taylor

Margaret Thompson

Catherine A. Tokarz

William Uhitil

Mary Jo & Jeff Walch

Barbara & Peter Witt**

Michelle & Peter Witt, Jr.

Allan Yelner

Donald Young

Carl Zecher

SUPPORTERS
($50-$99)

Stephen Abshire, MD

Casey Baron

Mr. & Mrs. Anthony
Bartalo

Edna Bey

Rosemarie & Daniel Blois

Marcia Boatwright

June Bodden**

Caring Solutions Inc.

Mr. Albert Chambers

Nancy Church

Edward Cloke

Nina Coake

Davria Cohen

Florence Cohen

Edythe Comito

Velda Cowan

Christopher & Tracy Cox

Cypress Creek Friends of
the Library

Roslyn & Eric Scheib
Dahl***

Rick Davis

Friends from Nutrishare’s
Kentucky Office, in
memory of Baby
Diamantidis

Linda & Grant Downs

Beverly Engle

Karen Farmer

Mary Friel

Federal Reserve Bank of
Boston

Friends of Alma Louise
Anderson:

Mr. & Mrs. W.R. Jens
Mr. & Mrs. G. Knight
Mr & Mrs. C. Shishida
Mr. & Mrs. D. Smart
Friends of Woody Freese**
Vickie & Paul Dichian
Wilbur Hatfield
Andrew & Concetta
Futchko
Alice Gannon
Linda & Timothy Gaye
Ms. Mary Gergely
Arthur & Mary Jane
Germond
Greenfield Highway Dept.
Deborah Groeber
Steven Groenwaldt
Ms. Marta Harshberger
Mr. & Mrs. Ray Haserodt
Shirley Heller
Marilyn Holliday
Fay Hotzman
Joyce & Bob Hydorn
Barbara & Alfred King
Traci Kolb
Mary Korda
Joan Labrosse
Margery LaChapelle
William & Patricia
Lansing
Thomas Market
Mary Bea May
Jerry Mayer & Diane Evans
Don McGreer
Cliff McKie
Daniel McKnight
Elias & Joan Medwar
R. Menk
Kevin & Janet Miller
Alice Myers
Diane Owens
Mrs. J.W. Padrick
Beverly Promisel
Paul & Joan Razickas
Laurie Reyen, RN
Elsie Roesch**,in memory
of Nan Day** and Julie
Bishop
Richard Rogers
St. Joseph’s Hospital Gl
Nurses
Tom & Leslie Sanford
Angelyn Schauer
Judith Schwartz
Douglas Scott
Square Foundation
Barry & Ronna Staley
Peg Story/Story Farms
Margaret Taber
UPC Health Network
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Contributor News

or later) have their acknowledgments listed. Thank you for your support...it really does make a difference! We also wish to thank all those who

Lorraine Uthke

Ronald Van Deusen
Family

James Vaughn

Mary Jo & Jeff Walch

Eleanor & Matt
Werkheiser

Lynn Winneberger

Robert Winters

Bruce Wolf

Allan Yelner

CONTRIBUTORS
($30-$49)

Hannah & Robert Abeles

Pamela Belmonte

Peggy Borum

Herschell Bottrell

Mary Brattich

Steve Brust

Ralph Campanelle

Vickie & Joe Capraro

Richard Caron

Joey Carusiello

Chicago Pumpers

David Christopher

Patrick Clarkson

Jill Clavero

Mr. & Mrs. James Cocke

Gerald & llene Cohen, in
memory of Lillian
Gordon

Katherine Cotter**

Tracy Cotter, MD

Stephen & Janett
Covington

Michele D’Avello

Anne Dube

Marc & Judy Ehrlich

John & Helen Eidem

Jay Foster

Phillip Gerhardt

Robert Giese

Margaret Hannah

Karen Hettrick

Richard & Catherine
Hines

Rose, Jeff & Alicia Hoelle**

Jean Holt

Chai Huang

Mr. & Mrs. Larry Johnson

Robert & Selma Klein

Bob & Barbara Klenke

Valerie Knasinski

Brenda Leake

Lisa Lee

Paula Lefraid

Richard MacDowell, MD

Judith Martuscelli**

Jerry Mayer

Merck Matching Gift

Gail Moore

Lois Moran

Ed Morrisey

Rod & Paula Okamoto

Paul & Donna Peot

Ellen Pierce

Mr. & Mrs. Wm. Pierce

Laurie Reyen

Elsie Roesch

Joanne Rogers

Sharon & Gary Sakowitz

Edith Schuler

Kathryn Sesselman

Tara & Kevin Smith

Karen Smollen

Michelle Sneed

Retta Snider

Rex Speerhas

Donna Stempien

Marvin Strack

Stump Jumpers Rod &
Gun Club

Maria Ternes

Jennifer Thiesse

Enrica Thuro

Denise Timothy

P & J Trounce

United Way of MABay, Inc.

Rachel & Philip Wache

Phyllis Wakefield

Allan Yelner

Betty Zollweg

FRIENDS (UP TO $30)

Hans Arnold

Margaret Bald

Dawn Barranco

Sue Bauder

Faye Beachler

Gerald Bennett

Rudolf Bentlage

Margaret Blanco

Richard & DonnaBobrick

Rosemarie Boothroyd

Ken & Joan Bowling

Arnold Buchenwalster

Mr. & Mrs. Wayne
Butler, in memory of
Joy Sanders

Lois A. Campana

Joseph & Barbara Caro

Mary & Beth Caruse, in
honor of Robin Lang**

Richard Cavanaugh

John & Kathleen Ciampa

City Packing Co.

Bill & Sandra Clark

Lee & Joyce Coulouris

Wanda Courtney

David Crandall

Catherine Critch

Marlaina Curry & Family

Dale Delano

Peggy Digney

Frances Dinkel

Marilyn Dolan

Mr. & Mrs. Duntchik

Selma Ehrenpreis

Donald Empson

Vincent & Muriel
Fattoross

Peter & Joyce Fleming

Louis & Barbara Frattaroli

Bob & Kathy Fredenburgh

Richard & Louise Gabel

Linda George

Gessner Family

Joyce & John Gilman

Stuart Gordon

Alan & Ruth Greenthal

Eleanor & Edward Harder

Mrs. Mildred I. Hayward

Angelina Headings

William Herring

William & Marsha
Highfield

Alisha Hill

Matthew & Marilyn
Insogna

Jean Jacobs

Patricia Kegley

Deborah Kennerly

Barbara Klingler

Marlene & Jerry Koeppel

Donna Kuhlmann

Charles & Mary Kunz

Teresa Lane

Chris LaPofla

Paula Lerfald

Ms. Roberta Martiniano

Linda Louise Mason

Mayville Historical Society

Kenneth & Loretta
McAdams

Susan McClane

John McDonald

Michael Medwar

Mid Hudson Valley Land
Surveyors

Linda Mitchell

Evelyn Morter

Morris & Donna
Mummery

Fred & Esther Muscanell

Barbara Nieweg

Donna Noble**

Mike and Eleanor Orkis**

Rose & Harold Orland

Mrs. J.C. O’Shea

Palenville Fire Dept.
Ladies Aux.

Toni & William Palmer

Rachel Anne Penney

Michael & JoLyn Phillips

James & Dana Phipps

Mary Probus, in memory
of Baby Diamantidis

Arnold & Gwen
Prudhomme

Judy & Jerry Puca

Lena Rock, in memory of
Joy Sanders

Gary Rieck

Aimee Sable

Hanna Schwarz

Harry Scranton

Marlene Smith

Leona Strother

Lester & Leola Swaney

Arnold & Henrietta Swartz

Sysco Food Services

Thomas Terrace

Jennie Thille

United Way of Manatee
Cty

Grace Anne Valentine

Bonnie Wagner

Phyllis Wakefield

Weglein-Greene Families

Ethel Weissman

Eleanor Werkheiser

Mary Whipple

Marilyn Wilkinson

Dan Wolfe

Lisa Zovko

IN MEMORY OF
MIKE ORKIS

David Altieri

Jean Brown

Louise Casseles

Mrs. Marjorie Chace

Audrey Crawford

Ann Hill DeBarbieri

Daniel & Holly DeForest

David & Karen DeForest

Margaret & Dee DeForest

Ronald DeForest

Janet Duell

Mrs. Charles Ehrcke

Beverly Engle

John & Susan Goldwaite

Barbara & Gregory
Guthrie

Mrs. Betty Hawkes

Regina Hinman

Joyce & Robert Hydorn

Eleanor Jenkins

Auggie & Susan Jones

Helen Kergel

Clent & Rosemarie Lamb

Paul & Joann Lawton

Ms. Roberta Martiniano

Sara Mullins

Fred & Esther Muscanell

Michael & JoLyn Phillips

Elsie Roesch*

James & Mary Smith

Pat Smith

Dan & Susan Staver

Nancy White

Working Family of Bill
Orkis Constellation
Nuclear

IN MEMORY OF DONNA
STOCKS-SEDIO

Bay Village Fire Fighters
Assn

Mr. & Mrs. Kottari

Richard Powell

* Oley Board Trustee

** Oley Regional
Coordinator

*** Oley Staff

it #4

Unrestricted Corporate
Donations

GOLDEN DONORS ($50,000+)
Coram Healthcare

SILVER CIRCLE MEMBERS
($25,000-$49,999)
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/Infusion Care Systems
Mead Johnson Nutritionals

CONTRIBUTORS ($1,000 - $2,499)
B. Braun
Kendall/Tyco Healthcare
Kimberly Clark/Ballard Medical
Nestlé Clinical Nutrition
Patient Support Services
Zevex, Inc.

FRIENDS ($500-$999)
Baxa Corporation
Calea Ltd.
Nutritional Restart Center
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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-
sumers on a monthly basis. The goal is to
make speaking with fellow lifeliners more
affordable, 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.

Heidi Andolina
Greenfield Ctr, NY
(888) 610-3008 EST

Linda Wyatt
Kuna, ID
(888) 650-3290 MST

An Oley board member, Heidi is the parent of Julie (2-1/2 y.0.) who has been
on TPN and intermittent EN since birth due to SBS. Julie had a very difficult
first year, but has made great progress since. Call Heidi to talk about living fully
while meeting the challenges of raising a child on HPEN.

Linda is one of Oley’s new Regional Coordinators. She is a single mom with two
grown children. She was diaghosed with Gl dysmotilty in 1997 and has
experience with both TPN and EN. She has both linesbut is currently maintained
with TPN. Linda works full time, and enjoys reading, yard work and shopping!

Sharon Rose
Nashville, TN
(888) 610-3008 CST

Robbyn Kindle
Bedford, TX
(888) 650-3290 CST

Sharon has been on TPN since October 1968 (on home TPN for 32 years),
making her the longest HPN survivor known to Oley. However, TPN is far
from the focus of her busy life. She is married, a mother of two teenage boys,
and employed as an RN. She currently has a Hickman catheter.

Robbyn hasbeen on TPN since 1991 due to amalrotation of the small bowel. She
received asmall bowel, kidney, pancreasand liver transplant in May 2000 because
of TPN induced liver disease. Despite this, she was able to graduate with
university honors in the spring of 2000 with a degree in Nutrition & Dietetics.

Jim Cowan
Cleveland Heights, OH
(888) 610-3008 EST

Eleana Shore
West Hills, CA
(888) 650-3290 PST

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

Eleana’s daughter Erin (age 6) is fed via G-tube due to multiple diagnoses,
including GERD, food allergies and motility issues. She has undergone three
Nissen Fundalplications. Eleana is constantly researching new information to
help her daughter and speaks both English and Spanish fluently.
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