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Help Plan the 2001 Oley
Conference

Plans are underway for the 16th Annual Oley Con-
sumer/Clinician Conference, and the Oley Founda-
tion needs your ideas. Specifically we’re wondering
what topics you’d like to see covered during the
plenary and breakout sessions. Consumer and clini-
cian input is welcome!

The conference will be held at the Hilton Milwaukee
City Center, June 21 to 23, 2001, in Milwaukee, WI.
Call, write or e-mail your ideas to Joan Bishop at the
Oley Foundation (contact information is on page 2).

Down Home with Nancy Harvey

Alteplase Safely Clears
Catheter Occlusions

Most homePN consumers and caregivers have
dealt with the frustration of an occluded catheter.
Restoring the catheter’s function (and thus the
consumer’s ability to infuse HPN, hydration, antibi-
otics, etc.) is not only critical to the consumer’s well
being, but also to their ability to retain lifelong
access. Catheters may be occluded by a thrombotic,
mechanical or other obstructions. Studies show that
more than half (58 percent) of catheter-related
occlusions are thrombotic, resulting from the for-
mation of thrombus within, surrounding or di-
rectly outside of the catheter. Until two years ago,
these catheters were treated with urokinase.

In 1999, the Food and Drug Administration
(FDA) severely limited the availability of urokinase,
and since then, clinicians (and consumers) have
been urgently seeking information regarding appro-
priate ways to use other agents to treat thrombosis-
related catheter occlusion. Lifeline readers will recall
Barbara McKinnon’s article in the March/April 2000
LifelineLetter which reviewed three alternative
‘clot busters:’ streptokinase, alteplase and reteplase

we are in the process — which can be a problem.”
Nancy and Jim live on two acres outside Jefferson

City, Missouri, with their many animals: geese, ducks,
four dogs and two cats. She jokes that with her short

Bright and principled, 49 year old Nancy Harvey
has a well-balanced, practical and spiritual approach
to life and its many challenges. Nancy has had
Crohn’s disease since she was in her early twenties.
Her Crohn’s was exceptionally severe, with no remis-
sions, and as she recalls, “there were few treatment
options back then.” In 1980, following a major
bowel resection, she ended up on TPN. Luckily, she
is able is eat what she wants, although with her short
bowel, she watches her intake before going out.

The bulk of her nutrition is taken at night.
Nancy infuses a 3-liter bag of TPN over 12 hours.
Her husband, Jim, plays a big role in her care. “Jim
grew up helping out at home, so helping out
around our house and with the TPN is no big deal
to him,” says Nancy. He and Nancy enjoy the time
they spend together hooking up each night. As she
explains “It’s always been a good time for us to
chat.” Although she admits that, “Sometimes, if
we’re not careful, we start talking and forget where

Three of Nancy’s feathered companions: Snowflake (left),
Samantha and Josephine.

Pathways to PositivesPathways to Positives



Nutrishare is offering two $500 schol-
arships for TPN consumers: one towards
the Spring 2001 semester and one for the
Fall 2001 semester. Interested TPN con-
sumers 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 distrib-
uted at the end of the semester when the
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Nancy , from pg. 1

bowel syndrome, she relates well to the geese’s
quick digestive system. Her main compan-
ions, though are the dogs — most of them
mutts she found abandoned. They’re all dif-
ferent sizes, and all react differently to the
TPN. “One of the dogs is afraid to be near me
when I’m infusing,” she explains, “and an-
other is very protective.” A third dog even
sleeps with Nancy when she’s hooked up!

According to Nancy, pets provide good
companionship and shouldn’t be too much of
a safety concern for consumers to keep in their
home. She stays away from the cats when she
is infusing, and is careful when she pets them

(to avoid a scratch which could get infected),
but so far she’s had no problems. Well, almost
no problems. Once, many years ago, she was
sleeping when a thunderstorm woke up her
German Shepherd. He was scared, and as he
jumped up, he got tangled
in the lines. He ended up
pulling the spike from the
bag. “It was a big mess, but
it sure was funny,” she re-
calls. “It was back in the
days when I used to mix my
own bags. So while Jim
mopped the floor, I just
mixed another bag and
hooked up again.”
Be Happy: Stay Active

Nancy has taught French
for most of her adult life.
She stopped working two
years ago because of a com-
plication from breaking her
leg. At the time, her catheter
was in the leg that was bro-
ken. She had trouble healing
from the pin they inserted and eventually
her line became infected, leaving her with one
good vein for TPN.

 Even though she’s retired, Nancy stays
busy. She and Jim moved to a new home,
where she volunteers at the school up the
road. She shops; she enjoys cooking for family
and friends; and has even taken to writing.
She’s had three articles published, two on
euthanasia (accessible on the internet at
www.FirstThings.com, search by author
“Nancy”). Her interest in the topic stems
from her experience with her own health
problems. She feels consumers are at risk.

“TPN afford us a good quality of life, but
it’s terribly expensive. Some people don’t
understand, and may feel it’s not worth
paying for,” she explains.

Her advice to other consumers who aren’t
working, is to get out and
volunteer. “It’ll raise your spir-
its,” says Nancy. She suggests
working with kids. “They’re
just thrilled to have some at-
tention, and it’s as easy as
reading a story for an after-
school program.” She con-
tinues, “All schools are eager
to have volunteers. You can
help as much or as little as
you like.” Nancy uses a cane
and says the kids clamber to
help her. She thinks it’s great
for them to be exposed to
people who are different or
disabled. “It helps them real-
ize that if challenges come
their way, they can still move
forward with their life,” she
adds.

Nancy is grateful for her strong support
network and her faith. Her husband, parents
and friends are all behind her when she needs
them. “I was lucky. When the disease hit, I
wasn’t devastated because I knew what’s
important in life.” Twenty-some years later,
her disease and therapy are still just one part
of her normal, full life. Her secret: “You need
to reach out and enjoy life — care for the
people around you. No matter how sick you
are, you can still show love, and people today
are starved for affection and concern.” ❦

Scholarships Offered
winner submits a copy of
his/her grades to the Oley Founda-
tion. Applications should be typed or
word processed, and postmarked by May
1, 2001 for the Spring scholarship, and
October 30, 2001 for the Fall scholarship.
Applications should include the
candidate’s name, photo, number of years
on TPN, address and daytime phone num-
ber. Send applications to the Oley Foun-
dation (address in box on page 2). Former
applicants are welcome to reapply.

Nancy with Mokie Beastie, a
protective friend who took care to
stay clear of her infusion tubing.
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HEN Tips

Tube Talk
Thanks to everyone who
sent material for the “Tube
Talk” column. Anyone who is interested in
participating can send their tips, questions and
thoughts about tube feeding to: Tube Talk, c/o The Oley
Foundation, 214 Hun Memorial A-28, Albany Medical
Center, Albany, NY 12208; or E-mail DahlR@mail.amc.edu.
Information shared in this column represents the experience of
that individual and should not imply 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.

Minimize the Pain of Silver Nitrate
If you’re like me, using silver nitrate to reduce tissue
buildup around your stoma site can be very painful. One
suggestion is to ask your physician about numbing the area
first with a drop or two of 2% Lidocaine. It should be left
on the tissue area for a couple of minutes, then dabbed off,
before the silver nitrate is applied. I find it much less
traumatizing and more comfortable to deal with. The 2%
Lidocaine may be prescription only, but a little goes a long
way and certainly cuts down on the pain. (Note: because
you use so little each time, it is wise to store the Lidocaine
in a dark area at room temperature.)

— Barbara Witt
Sparta, WI

luckybucky@centurytel.net
(608) 269-2173

Makeshift G-tube Holder
Our son Steven is a very active sleeper and we worried about
him pulling on his G-tube. To hold the tube in place, we use
a nametag clip. First we make a loop out of his tube, then we
wrap the plastic loop from the name tag around his tube and
snap it shut. The clip part we attach to his diaper. This
makeshift holder gives Steven room to move around with-
out the tube pulling on his stomach. When he had a G-J
tube, we did the same thing so the tube did not dangle.
(Editor’s note: this tip was first published in MUMs National
Parent-to-Parent Network Newsletter.)

— Charlene Jurysta
114 Whitetail Lane

Butler, PA 16001

Additional Tube-Holder Suggestions
Additional suggestions for securing a tube or catheter are
available from the Oley Foundation office. Interested persons
should send a self-addressed, stamped envelope to: G-Tube/
Catheter Holders, c/o The Oley Foundation, 214 Hun Memo-
rial A-28, Albany Medical Center, Albany, NY 12208.

Advertisement
Not Available

Advertisement
Not Available
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Alteplase , from pg. 2

Medical Update

(article available at www.wizvax.net/oleyfdn/lifeline/99-019.html).
After hosting a conference to study the issue, the National Associa-

tion of Vascular Access Networks (NAVAN), in cooperation with
several other organizations (including the American Society for
Parenteral and Enteral Nutrition), has come to the consensus that
Alteplase (Genentech, Inc.) is a safe and effective treatment for
thrombotic catheter occlusions. Following is some information ex-
tracted from their recently published guidelines “The Use of Alteplase
(t-PA) for the Management of Thrombotic Catheter Dysfunction,”
edited by William Haire, MD and Suzanne Herbst, RN, MA, pub-
lished in the September 2000 Clinician. (For a complete copy of the
guidelines E-mail jpiperata@synermed.com. Please indicate the num-
ber of copies requested and include a complete mailing address.)

Alteplase vs. Urokinase
Urokinase has been studied extensively for the treatment of occluded

catheters. While early studies reported patency rates of nearly 100
percent, members of the NAVAN consensus feel the investigators did
not use objective criteria or precise definitions for catheter obstruction

and catheter clearance. Two more recent studies by Monturo et. al.1

and Haire et. al.2 showed that urokinase returned function to 59
percent of thrombosed catheters and removed the total clot in just 32
percent of thrombosed catheters. These studies required radiographic
confirmation of the presence of a thrombus and its resolution.

Clinical trials have demonstrated that t-PA restores function in
about 60 to 80 percent of treated thrombosed catheters [see Table
1]. When compared with urokinase in a study by Haire, et. al.1, t-
PA restored function to more catheters than did urokinase [see
Table 2]. Radiographic studies confirmed the complete resolution
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Table 2. Treatment of Thrombosed Catheters

89%

59%
61%

32%

18%

46%

*Clot resolution confirmed after one or two doses
  using radiographic contrast injection.

Adapted with permission from Clinician and Haire, WD, et.al.

of the occlusion in almost twice as many t-PA-treated catheters as
urokinase-treated catheters. In addition, significantly fewer of the
t-PA treated catheters required a second dose of drug compared
with the urokinase-treated catheters.

Although clinical experience with t-PA in pediatric patients with
occluded catheters is limited, preliminary data are available from two
clinical trials by Maloney et. al.3 and Choi et. al.4 which reported rates
of 88.7% and 82.3% respectively for reestablishing patency.

Dosage and Administration
Suggested procedures for treating a partial or complete thrombotic

catheter occlusion are shown in Table 3. The standard t-PA concen-
tration is 1 mg/mL. An adequate volume of the t-PA solution (usually
1-2 mL) is used to fill the catheter, and then allowed to dwell in the
catheter 30 to 120 minutes. The t-PA dose can be repeated if the first
try isn’t successful. If the catheter does not respond to two t-PA
instillations, or if dysfunction recurs, the clinician will need to further

Clinical trials have demonstrated that
t-PA restores function in
about 60 to 80 percent of

treated thrombosed catheters.

Table 1. Patency Rates Attributed to t-PA
Source t-PA Dose Patency

Rate

Atkinson et. al. 2 mg in 2 mL 83.0%

Haire et. al. 2 mg in 2 mL 60.7%

Maloney et. al. 0.25 mg in 1 mL 88.7%
or 0.5 mg in 2 mL

Choi et. al. 0.5 to 2 mg 82.3%

Advertisement
Not Available
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Medical Update

Table 4. Suggested Procedure for Aliquoting t-PA
Until t-PA is available in a catheter clearance dosage, institutions are aliquoting
50 mg doses into smaller doses and freezing them as indicated below. This process
should be conducted under aseptic conditions in the pharmacy to minimize the
potential for contamination since t-PA is preservative free.

t-PA is available in powder form and should be reconstituted with preservative-
free Sterile Water for Injection, USP to a concentration of 1 mg/mL. The solution
is then aliquoted (typically 2 mL t-PA in 5- to 10-mL polypropylene syringes). It
may then be used, or stored at -20°C for 1 month. To assure sterility, the t-PA should
be thawed at room temperature and used within 8 hours.

evaluate the nature of the occlusion.
One of the drawbacks to t-PA is that it is

not convenient to use. It requires refriger-
ated storage and must be reconstituted
prior to use. Additionally, it is distributed
in 50 mg doses, when only 2 mg are typi-
cally needed for catheter clearance. Once
reconstituted, t-PA can be frozen for fu-
ture use in individual doses and stored for
up to one month [see Table 4].

The larger distribution size means cost can
also be an issue. When t-PA is repackaged in
2 mg doses its cost is comparable to urokinase,
but smaller institutions may not use all 25
doses before their limited shelf life expires.

The manufacturer of t-PA (Activase®,
Genentech, Inc.) is seeking FDA approval
for using t-PA for catheter clearance, and
hopes to have it by late summer 2001. If the
drug is approved, the company will be look-
ing into distributing the drug in a more
convenient 2mg vial.

In summary, the studies of t-PA suggest that
it is a well-tolerated and effective treatment to
restore patency to thrombosed catheters. The
consensus conference participants recom-
mend that subsequent studies investigate
other uses for t-PA, including prophylactic
use to prevent catheter-related thrombotic
occlusion and infection, and use with antibi-
otics to treat catheter-related infections. ❦
Information from this article was adapted with
permission from Gardiner-Caldwell SynerMed,
the publisher of Clinician.

Bibliography
1. Monturo CA, Dickerson RN, Mullen JL.

Efficacy of thrombolytics for occlusion of
long-term catheters. J Parent Ent Nutr.
1990;14(3):312-314.

2. Haire WD, Atkinson JB, Stephens LC.
Urokinase versus recombinant tissue plasmi-
nogen activator in thrombosed central venous
catheters: a double-blinded, randomized trial.
Thromb Haemost. 1994; 72:543-547.

3. Maloney KW, Hillery CA, Nelson TJ,
Gill JC. The use of aliquoted and frozen t-PA
in central venous line occlusions. Blood.
1999;1(suppl):25a. Abstract 114-1.

4. Choi M, Massicotte MP, Marzinotto
V, Chan AKC, Andrew M. Use of tissue
plasminogen activator to clear blocked cen-
tral venous lines in pediatric patients: a
prospective cohort study. Blood .
1999;1(suppl):25a. Abstract 96-1.

If able to aspirate fluid, clamp the catheter and
attach a syringe filled with 0.9% NaCl; unclamp
and flush the catheter with 20 to 30 mL using
the push-pause method to increase turbulence

within the fluid path

Clamp the catheter, remove the syringe, and
resume therapy or lock the catheter

WAIT 30 minutes to 2 hours

Clamp the catheter and remove the cap

Attach an empty syringe to the external hub of the catheter,
unclamp the catheter, and attempt to aspirate 5 mL of fluid

Complete Occlusion
Clamp the catheter, remove the cap, and attach a

3-way stopcock to the catheter hub

Attach an alteplase-filled syringe to the stopcock
port opposite the catheter hub and an empty
10-mL syringe to the side port; turn off the

stopcock to the alteplase-filled syringe, which
will open the stopcock to the empty syringe

Pull back on the empty-syringe plunger to the
8-mL mark, and while maintaining negative
pressure, turn off the stopcock to the empty
syringe, which will open the stopcock to the

alteplase-filled syringe

Allow the alteplase solution to fill the lumen
slowly; reclamp the catheter, remove the

stopcock, and aseptically cap the hub

Table 3. Suggested Procedure for Using t-PA

Adapted with permission of Gardiner-Caldwell SynerMed.

Partial Occlusion
Clamp the catheter and remove

the cap or IV tubing

Attach an alteplase-filled
syringe to the external hub of

the catheter, unclamp
the catheter, and slowly instill

the alteplase solution to
fill the lumen;

reclamp the catheter, remove
the syringe, and aseptically cap

the hub

➔
➔

➔ ➔

➔

➔
➔

➔ ➔

➔

➔

If unable to aspirate, instill a
second dose of alteplase as

described above. If the catheter
remains occluded after 2 doses

of alteplase, consider alternative
etiologies, potential diagnostic

approaches, and additional
management strategies
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2001 Oley Awards

Recognize Your Favorite Consumer/Caregiver:

Nominations must be submitted by April 2, 2001

LifelineLetter Annual Award
★ 19 years of age or older

★ Home parenteral and/or enteral nutrition
consumer or caregiver

★ Consumer has been on homePEN for a
minimum of five (5) years

➻ Winner will receive a travel grant to the
Oley Conference in Milwaukee,

Wisconsin, June 21 - 23, 2001

Lenore Heaphey Award for
Grassroots Education
★ Oley Foundation Regional

Coordinator volunteer

★ Organized an outstanding information and/or
education program during 2000

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

Oley Foundation Child of the Year Award
★ 18 years of age and under

★ Home parenteral and/or enteral
nutrition consumer

★ On homePEN for a minimum of
three (3) years

➻ Winner will receive a travel grant
to the Oley Conference in
Milwaukee, Wisconsin,
June 21 - 23, 2001

Mead Johnson Enteral Award
★ Enteral consumer, any age

★ On homeEN for a minimum of one (1) year

★ Resident of the Greater Milwaukee area (roughly
200 mile radius around the city)

➻ Winner will receive a travel grant to the Oley Conference
in Milwaukee, Wisconsin, June 21 - 23, 2001

In addition to the award-specific criteria listed above, all nominees should demonstrate courage, perseverance, a
positive attitude in dealing with their illness, and exceptional generosity in helping others in their struggle with
homePEN. The awards will be given at the 16th Annual Oley Consumer/Clinician Conference to be held June 21 to
23, 2001 at the Hilton Milwaukee City Center, in Milwaukee, Wisconsin. Nominations will be reviewed by a committee
comprised of previous award winners, trustees and consumers. Oley awardees receive a special keepsake, are honored
at the annual conference awards program and will be spotlighted in the LifelineLetter. Most awardees will have all or
some of their travel expenses underwritten. Recognition is given to all nominees!

Nominate them for an Oley Award.
Consumers, caregivers, even Regional Coordinators, love recognition. What a

great way to tell them how much you admire their courage, perseverance, and

willingness to help others in their struggle with homePEN. And who wouldn’t

appreciate a travel scholarship to the Oley conference in Milwaukee this summer? Or

extra money for an educational program in their region?

It’s FREE and easy!
A simple form (inserted  in this issue) with five, quick questions is all you need

to complete. Technophiles can also find it on our website @ www.wizvax.net/

oleyfdn/nomform.html. Just type in your answers — fax it, mail it or click

“submit” — and you’re done. Send as many forms as you like.

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

fit box
2-3/8" (w) x 2-11/16" (h)



2001 Oley Regional Coordinator Listing

* Coordinators who conduct or have information on regular support group meetings.

Bette & Betty Bond
56 Rustleaf Lane
Levittown, PA 19055-1421
(215) 946-0898

Susan M. Engstrom
216 Bennington Hill Ct.
W. Henrietta, NY 14586
(716) 334-3170

Miriam Epstein
46 Lakeview Dr.
Marlboro, NJ 07746
(732) 972-9052

Woodrow Freese
1148 Route 23A
Catskill, NY 12414
(518) 678-3391
kiskatom@mhonlive.net

Bobbie Groeber
1149 Harbour Dr.
Palmyra, NJ 08065
(609) 492-9234

Rose & Alicia Hoelle
1449 Memorial Ave.
Gibbstown, NJ 08027
(856) 423-4885
rosie@net-gate.com

Ed Marchewka
PO Box 2
Sewickley, PA 15143
(412) 741-8623

REGION I (MA, ME, RI, VT, NH, CT): REGION III (KY, WV, VA, MD, DC, NC):

Robin Lang
53 David Dr.

York,  ME  03909
(207) 363-7880

ivtpn@earthlink.net

Carol A. Pelissier
280 Elgen Ave.

Manchester, NH 03104
(603) 625-2362

pelco@worldnet.att.net

Regional Coordinators are an integral part of the Oley Foundation’s outreach efforts. To date, the following patients/
caregivers have accepted these volunteer positions. If you need someone to speak with, or are interested in a get-together, contact
the volunteer nearest you (even if he or she is not in your region). We encourage you to contact any or all of the others as they
have an assortment of knowledge and experience to share.

To make speaking with fellow lifeliners more affordable, Oley also circulates two toll-free numbers to experienced HPEN
consumers on a monthly basis. A schedule of the toll-free numbers is printed in the LifelineLetter. The toll-free schedule, and updated
RC list, are also posted on our web page @ www.oley.org or are available by calling the Oley office at (800) 776-6539.

REGION IV (SC, TN, MS, GA, AL, FL, PR)

Laura Krueger (parent)
6059 Knight Arnold Rd Ext

Memphis, TN 38115
(901) 795-4470

lkrue99408@aol.com

Tracy Phalen
1001 W. Gleneagles Rd.

Ocala, FL 34472
(352) 694-8249

Virginia M. Tate
2435 Pate Rd.

Bartlett, TN 38133-5135
 (901) 383-8340

Lynda Yeabower
1242 Emerald Bay Dr.

Destin, FL 32541
(904) 654-9667

Jean Ross
5605 Arlo Ct.

Virginia Beach, VA 23464
(757) 479-8664

Ellen Seiz (parent)
11 Mayflower Ct.

Ocean Pines, MD 21811
(410) 641-7384
gope@dmv.com

Sallie Simpson
7513 Lilac Sea

Columbia, MD 21046
(410) 381-1908

marcusb@pol.net

Diane Cumberledge
2647 Hilltop Dr.
St. Albans, WV 25177
(304) 727-8441
bcumberledge@juno.com

Cheri Dickerson
3200 Vale St.
Richmond, VA 23234
(804) 231-5763

Jennifer Ferguson
2307 Raymond Ct.
Richmond, VA 23228
(804) 262-9014

Bruce Grefrath*
DC Consumer Rep.
1217 E St., N.E.
Washington, DC 20002
(202)546-2545
alr-dc@iamdigex.net

Judi Martuscelli
RR 2 Box 264

Drums, PA 18222
(570) 788-6751

judi@intregrfix.net

Malisa Matheny
10 Pearl Dr

Doylestown, PA 18901
(215) 345-7783

malilibear@aol.com

Pat McKenney
RD 2 Sunset Dr.

N. Salem, NY 10560
(914) 277-3275

Kay Oldenburg
204 Baker Blvd.

Syracuse, NY 13209
(315) 635-9775

Eleanor Orkis*
2426 Lenox Rd.

Schenectady, NY 12308
(518) 377-0526

Elsie Roesch
947 Pond St., Apt. 902

Syracuse, NY 13208
(315) 478-3277

Jane Golden
1239 Middlebury Rd.
Watertown, CT 06795
(860) 945-6315
janegolden@aol.com

Irmagail Gordon
190 High St., Apt. 404
Medford, MA 02155
(781) 391-8079
coee10@aol.com

REGION II (PA, NJ, NY, DE)

updated
1/3/01

June Bodden*
3259 Marigold Dr.
Clearwater, FL 33761
(727) 784-9659

G. Nan Day
321 Imperial Blvd., 122-L
Lakeland, FL 33803
(941) 607-4289

Diane Kane
2857 W. Live Oak St.
Lecanto, FL 34461
(352) 746-5881
R2D2@hitter.net

Barbara Klingler
1290 Farnsworth Ave.
Malabar, FL 32950
(321) 724-4566
lbklingler@prodigy.net



REGION V (WI, MI, OH, IL, IN): REGION VIII (MT, WY, UT, CO):

* Coordinators who conduct or have information on regular support group meetings.

Sonia Alagna (parent)
12626 Houghton Dr.
Dewitt, MI 48820
(517) 669-5940
soniaA69@aol.com

David Balsinger
4104 Maricarr Dr.
Kettering, OH 45429
(937) 296-9473

Katherine A. Cotter*
47681 Vista Cir. So.
Canton, MI 48187
(734) 454-9213

James Cowan*
1472 S. Taylor Rd.
Cleveland Hgts., OH 44118
(216) 932-3512

Ben Hawkins*
9379 Ranchill Dr.
Cincinnati, OH 45231-3028
(513) 521-4497
benhawkins@juno.com

Nancy Groat
14448 Lakeshore Dr. #2
Grand Haven, MI 49417
(616) 847-0470
ngroat@novagate.com

CANADIAN AFFILIATIONS:

Sherril D. Miller*
2036 Lincoln Cir.

Salt Lake City, UT 84124
H: (801) 277-7691

Gloria Brunelle (grandprnt)
1003 N. 22nd
Kelso, WA 98626
(360) 636-0446

Janet Dobbins
Box  276
Harrington, WA 99134
(509) 253-4282

Paul & Karyl Jones
372 Kuliouou Rd.

Honolulu, HI 96821-2262
(808) 395-7969

Sandra Sheeley
2321 Rosemont Pl., W.

Seattle, WA 98199
(206) 282-1323

Don can also provide information on
the Canadian Parenteral and En-
teral Nutrition Assn. (CPENA)

Cathy Bey-Lorenz
2925 Glen Dr, Apt 319

Coquitlam, BC  V3B 7H9
(604) 944-7699

cathybey@istar.ca

Linda Gravenstein (parent)
12314 Hammersmith Dr.
Tomball, TX 77375
(281) 376-9468

Marie Hartwick*
215 N. Pierce
Little Rock, AR 72205
(501) 664-3508

Charlene Key
PO Box 1708
Boerne, TX 78006-6708
(830) 537-4901

Beverly Buchanan
1546 S. Queen Ct.
Lakewood, CO 80232
(303) 986-8298

Allison Hilf
3329 E. Bayaud Ave.
Denver, CO 80209
(303) 393-2619
ahilf@aol.com

REGION X (WA, OR, ID, AK, HI):

Judith Peterson
2825 Chatsworth Blvd.
San Diego, CA 92106

(619) 226-2061
catsjp@juno.com

Mary Short (parent)
9114 E. Calle Maria

Tucson, AZ 85710-7307
(520) 733-0632

Patty Woods (parent)
3626 Cougar Caynon

Hemet, CA 92545
(909) 766-5145

woodscln@inland.net

Felice Austin (parent)
252 Pala Vista Cir.
Henderson, NV 89014
(702) 435-6007
fleecy@aol.com

Linda Boutin
4490 Jaunta Ct.
Chino, CA 91710
(909) 628-6830
lindabout@aol.com

Donna Miller (parent)
27561 Croyden St.
Highland, CA 92346
(909) 864-5244

REGION IX (CA, NV, AZ):

Robbyn Kindle
925 Springdale

Bedford, TX 76021
(817) 858-0978

byrdfire@aol.com

Cherrie Simpson* (parent)
1658 Clydesdale

Lewisville, TX 75067
(214) 221-5344

REGION VII (NM, OK, TX, AR, LA):

REGION VI (MN, ND, SD, IA, NE, KS, MO):

Tim Joyce
15522 Dobson Ave.

Dalton, IL 60419
(708) 849-7475

rincewind@ameritech.net

Kathleen McInnes
7707 W. Berwyn Ave.

Chicago, IL 60656
(773) 763-8791

mckathleen@yahoo.com

Valerie Schreiner (parent)
HPEN Family Network Coor.

203 Brookfield Dr.
Stratford, WI 54484

(715) 687-4551

Barbara Witt
719 Randy Rd.

Sparta, WI 54656
(608) 269-2173

luckybucky@centurytel.net

Rosaline Ann Wu*
14339 Hix Rd.

Livonia, MI 48154
(734) 464-2709

     rosewu@lpstech.com

Don Freeman
21 Providence Pl
Nepean, ON  K2J 1N9
(613) 825-4341
donaldcfreeman@aol.com

Karla Bronson (parent)
714 Argyle Ave.
Minneapolis, KS 67467
(785) 392-3141

Ron Mason
2201 Fox Run
Nixa, MO 65714
(417) 725-5976

Mary Patnode
14904 95th Pl., N.
Maple Grove, MN 55369
(612) 420-7052

Bonnie Sjoberg
14942  62nd Ave

Milaca, MN 56353
(320) 983-2138

warrensjoberg@webtv.net

Elizabeth Tucker
5327 Highpointe Dr.

Bloomington, MN 55437
(952) 835-0130

evt8888@aol.com
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Equipment Exchange
The following homePEN supplies are offered free of charge:

• 300 cases of 60cc syringes

For more information, call Roslyn Dahl at the Oley
Foundation at (800) 776-OLEY/(518) 262-5079. The
Oley Foundation cannot guarantee the quality of
the supplies donated through this column or be
responsible for their condition.

PEN Pal Wanted
A woman from Indiana is seeking a

supportive homePEN PEN Pal. She
is on tube feeds and feels isolated and
depressed. Send letters to:

Nevada Lamb
47 Center Street

Pew, Indiana 46970

Tim Joyce is a Regional Coordinator in Chicago,
IL, who has 20 years experience with homePN.

Sufferin’? Succotash!
Tim Joyce, HPN Consumer

Every year the American Society for Parenteral and Enteral Nutri-
tion (A.S.P.E.N.) holds a Clinical Conference. This year the confer-
ence was held in my hometown, Chicago. During the conference,
Oley conducts a session in which they introduce clinicians to the
patient’s and family’s point of view. It was here that I finally put into
words an idea that has been on my mind for some years.

One of the Oley panelists, Ann Weaver, is the mother of a six-
year-old boy on homePN due to Hirschsprung’s Disease. His
doctors had given up on him at birth, and
Ann gave up on the doctors. He now leads
a relatively normal life, while she is prob-
ably a typical soccer mom. This was one of
the points Ann found intriguing: “Why
would they want me to give a speech
about my normal life? Later on, Kathleen
McInnes, an HEN consumer on the panel,
also touched on this point.
What Is Normal?

Perhaps you are now asking yourself,
“What do they mean by ‘normal’?” As con-
sumers, we all know the problems we face
day in, day out. We know we have to take
time out of each day, maybe several times a
day, to mix and hang or TPN or enteral
formulas. The endless visits to the doctor,
the catheter care and strange sleeping ar-
rangements all make our lives very different
from that of ‘normal’ people.

For those of you who are caregivers, you see and share in what we go
through every day. Add to that the constant worry about your loved
one’s health. We know there are days when your ability to empathize
has been used up and for two cents you could chuck it all. What could
possibly be normal about this situation?

When the speakers broached the topic, I was reminded of a philoso-
phy I’ve been thinking about for some time. I thought that here was an
audience who might benefit by hearing it. I hope this meant something
to those present and I hope it does to you.

I will, at a moment’s notice, talk to anyone, anywhere, in whatever
detail they can handle, about my various afflictions. I am not ashamed

of my catheter. Should someone ask about it, I’ll tell them what it is and
why I have it. When somebody asks me, “How ya’ doin’?” I may tell
them about my sore back or that I’m feeling tired. But I will never tell
them that I suffer from Crohn’s disease, aseptic necrosis, arthritis,
pseudo-obstruction or any of the other maladies that afflict me. I no
more suffer from these than I suffer from thinning hair.
Living with a Condition

These things are simply conditions I live with. These disor-
ders, all of them, and the challenges they
present, have become common place for
me. They are the background of my life. I
didn’t reach this conclusion overnight. It
took six years from the time they sent me
home with my first permanent line before
I became fully at peace with my lot. Now
I’ve learned to live my life around them.

After all, everybody has conditions they
live with or, if you will, suffer from. So
called normal people suffer from hunger
and have to stop three times a day —
interrupting whatever they are doing — in
order to eat. I don’t have to, although I can.
We all suffer from the condition of sleep
in which we must stop all activity and lose
one third or more of our lives to uncon-
sciousness. Normal people have to stop
their lives to go to work. I don’t have to
work, although I can and sometimes do.

The point is: eating, sleeping and working are all normal activities
around which we have created rituals — just as I have rituals for
changing my dressing or hanging my bag.

If you’re a patient, my sincere hope is that you are not feeling sorry
for yourself. You need to get over it, and get on with living, loving and
laughing. If you’re a caregiver, doctor or whatever, don’t see me as
“suffering.” I don’t need nor want your pity. A little concern, however,
along with a modicum of care and a friendly ear when I need it, will go
a long way toward helping me meet the challenges of chronic illness.

So yes! I lead a normal life. In some ways my life is better than many
‘normal’ people. It is just a matter of perspective and experience. ❦
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Individual Contributors: Your Support Makes Oley Stronger!
The following generous donations were received between December 18, 1999 and January 18, 2001. Newly listed donors (those who gave

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

PRESIDENT’S CIRCLE
($1,000 - $1,999)

John Andolina
Phillip Crowe Jr.
Friends from The Daufuskie Cup

Edward Bell
Joe Boures
John Carton
John Darden
James Dawson
Frank Dewey
Roger Eiler
Gary Gronske
Jerry Gronske
Michael Hobin
Michael O’Donnell
Ron Trevaloni

M.T. Hirschler
David & Jan Holder
Norma Johnson
Darlene Kelly, MD*
Thomas Kent
Paul Koessler Foundation
Ezra Steiger, MD*
John Steiger
Steve & Edithe Swensen*
Peggy Waldon, in memory of
  David Waldon, Sr.

BENEFACTORS ($500-$999)
Robert & Laura Andolina, in honor

of their niece, Julie Andolina
Felice Austin**
John Balint, MD, in honor of
   Don Young
John & Carol Broviac, MD
Richard & Faith Dillon
Emma Harris
Joanne Hilferty
Dava & Michael Huss
David & Donna Miller**
Randall Moore, MD
Richard Rivett
Douglas Seidner, MD
Lynda Yeabower**

SPONSORS ($250-$499)
Milton Abercrombie
Albie “Ginger” Bolinger, in

honor of 18 years on TPN
Patricia Brown, RN*
Harish & Bindu Chamarthi
Laura Ellis
Linda** & Ray Gravenstein
Bruce Grefrath*,** & Susan Parker
Valerie Gyurko, in honor of the

Oley staff, JB, RD, CH & EW
Lenore Heaphey
James Jackson
Mr. & Mrs. Robert Jackson
Robin Lang**
Porter Co Indiana Amateur

Radio Club

Elizabeth Tucker*,**
Dean & Margi Wieber
Donald Young*, in memory of

Lois Elsmore
Rose** & Bill Wu

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

Malone
BankAmerica Foundation
Joan Bishop***
Jason Bodzin, MD
Bruce Baly, in honor of

Matthew Braly
Frona Brown
Charles & Charlotte Buchanan
David Burns, MD
J. Chapman
Fredi Cooper
Robert M. Craig, MD
Mary Susan Curtas
Christine & Arthur Dahl, Jr.
Sandra Daley
Dale Delano
Sheila Dille
Valerie Egem, in memory of

Henry Egem
Selma Ehrenpreis
Herb Emich
Beverly Engle
Randall Falck
Karen Farmer
Aimee Fien
Kathleen Fitzgerald/Nutrition

Support Northwestern Memorial
Mr. & Mrs. W.W. Fitzpatrick, Sr.
Don Freeman*,**
Jane & Woodrow 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

Roberta Groeber**, in memory of
Joseph Axwlroth

Cathy Harrington, MA***
William Heizer, MD
Phillippe Heyman
Bradford & Susan Higgins
Home Parenteral Service of Ozarks
Joyce Hydorn
Intravenous Therapy Service
Mrs. Claire Isaacs
Jayne Justice
Thomas Ray Kent
Robert & Selma Klein
Barbara Lorenzen*

Jeremiah Lynch
Cynthia Macko
Chas & Jo Ann MacMullan
Elizabeth Marsh
Biagio & Nancy Mazzone
Kathleen** & Larry McInnes
Barbara McKinnon
Medical Alternatives
Elias & Joan Medwar
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, in honor

of Travis North
North Texas Society for PEN
Mike and Eleanor Orkis**
Shirley Palmer, in honor of

Jane Golden
Lynn R. Patton, RPh
Judith Peterson**
Ellen Pierce & Chris Ericksen
Jean Rouse
Samuel Rosenthal
Steve Sawyer
Mr. & Mrs. F.J. Scheib
James Schmitt
Pete & Valerie Schreiner**,

in memory of Becky
Schwartz Family
Douglas Scott
Patricia Searle
Stanford Seidel
Slocum, DeAngelus & Assoc. PC
Carol Smith
Marilyn Smith
Joanne Snure, RN
Marilyn & Richard Sobiech
Kenneth Storch, MD, PhD
Phyllis Suchman
Karyn & Robert Thomas
Roger & Kay Tims
Catherine A Tokarz
William Uhitil
United Way of Laurel Highlands Inc.
Barbara & Peter Witt**
James Wittmann
Rodock & Doris Worthington, in

honor of 5 years on HPEN
Frances Young

SUPPORTERS ($50-$99)
American Express (Matching Gift)
Stan & Shyne Ankoviak, in honor of

Christopher on TPN since birth
Cathy Backinger
Mary Barron
June Bodden**
Francis Bostosky, in honor of 12

years on HPEN
Jan Burnes
Davria Cohen
Mary Cooling
Katherine Cotter**
James Cowan**

Maddy Cravotta, in memory of
Joseph & Margaret Cravotta

Cypress Creek Friends of the Library
Paul & Ann DeBarbieri
Dale Delano
Kathryn Doolittle
Rebecca Edwards
Aimee & Dan Fein
Miriam & Elias Feinburg
Norman & Sue Frewin
Concetta Futchko
Friends of Alma Louise Anderson

Mr. & Mrs. W.R. Jens
Mr. & Mrs. G. Knight
Mr & Mrs. C. Shishida
Mr. & Mrs. D. Smart

Edward Garrison, in memory of
Irma Garrison

Mr. & Mrs. Ray Haserodt
Robert & Blanche Hoffman
Dr. Carol Ireton-Jones
Mr. & Mrs. Robert Klein
Mary Korda
Sandra Lakey
Christopher & Larissa Lang
Mr. & Mrs. McDonald
Don & Rita McGeer
R. Menk
Kevin & Janet Miller
Lois Moran, in memory of

Bob Sweet
Lynn Patton
Louise & Dick Pearce
Beverly Promisel
Jonathan E. Rhoads, MD
Helen Richards
Friends of John Richard

Mr. & Mrs. Wm. J. Reinka
Mr. & Mrs. Wm. E. Reinka
Denise Johnson & Thomas Wies
Rilla Ann Murray &
Lee Dahringer

Elsie Roesch
Samuel Rosenthal
Angelyn Schauer, in honor of her

good friend Ellen Pierce
Karen Schwartz
Mr. & Mrs. Henry Schwartz
Patricia Seaman
John Signorello
Joy Skiba
Nancy Skie
Karen Smollen
Gary Strite
Kenneth Storch
Glenda Teague
Jim Tenessen
UPC Health Network
Mary Jo & Jeff Walch
Jill Waldoch
Eleanor & Matt Werkheiser
Heiko & Carolyn Wijnholds
Robert Winters
Steven Wolfert
Carl Zecher

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

Stephen Abshire
Christopher Ashley
Gerald Bennett
Ruth Anne Bennett
Katherine S. Blair
Cynthia Bloss
Pamela Broughton & Eva Ulmer
Mary Cooling
Caroline Cox
Rebecca Crowley
Louann Dahl
Marie Deneen
Mary Dietrich, in honor of Ashley

Dietrich 8 years on HPEN
Monica Diez
Anne Dube
Marolyn Ford
Mary Friel
Kathy Hammond/Home

Medical of America
Emma Harris
Shirley Heller
Karen Hettrick
Donna Holt
Jean Holt
Barbara & Ronald Ives
Susan Janusweski
Bob Klenke
Linda Lakin
Brenda Leake
Martha Manobianco
Mary Marson, in honor of Merceles

Marson & 4-1/2 years on TPN
Judith Martuscelli**
Malisa Matheny
Mary Bea May
Jerry Mayer
Rick Nasby/Entech Medical Corp.
Alyce Newton
Maryann & James O’Donnell, in

memory of Marion & Robert
O’Neill

Paul & Donna Peot
James Quadracci
Sheila Rady, in honor of Anne

Marie Rady
Pam Rector
Laurie Reyen
Catherine Ricciardi, RN
Wendy Rivner
Tom & Leslie Sanford
Patricia Schwill
Brian Sessions
Adetha Smith
Tara & Kevin Smith
Karen Smollen
Retta Snider
Donna Stempien & Family
William Steinmayr
Linda Stokes
Mark & Patricia Tavill
Maria Ternes
Gregorio Tongol, in honor of all

HPEN consumers
United Way of Massachusetts Bay
Gertrude Urgena
Amy & Bill Vohsing, in honor
    of Luke

to thank all those who are not listed below, yet have supported the Foundation in other ways.
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Unrestricted Corporate
Donations

GOLDEN DONORS ($50,000+)
Coram Healthcare

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

Nutrishare, Inc.

BENEFACTORS ($15,000-$24,999)
Liberty Medical Supply

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
Critical Care Systems

CONTRIBUTORS ($1,000 - $2,499)
Nestle Clinical Nutrition

Pharmacy Solution Services
Zevex, Inc.

FRIENDS ($500-$999)
Baxa Corporation

Kendall
Pharmacy Resources

SIMS Deltec

Planned Gifts for Oley

Thank You for Your Support!
BD Medical Systems

BD Medical Systems is a worldwide leader in the medical supplies, devices and
systems industry. Sandy, Utah, is the company’s headquarters for the infusion,
injection, surgical, anesthesia, and critical care businesses. BD is committed to
providing innovative, quality products, educational programs and services. Oley
thanks BD for their increased donation at the Supporters level.

Baxa Corporation
Baxa Corporation is a developer and manufacturer of innovative devices and

systems for the safe and efficient preparation, handling, packaging and adminis-
tration of medications. Achievement of certification to the International Standards
Organization (ISO) 9001 quality standards is a milestone in the company’s efforts
to assure its products meet the highest level of design and production capability in
the industry. Some of the company’s key products include: the MicroMacro™
TPN Compounders which are used for mixing TPN solutions and the Baxa
Repeater™ Pump and the Exacta-Mix™ Pharmacy Pump which are used for
filling solutions and/or medications into IV bags and infusion devices. We are
grateful for Baxa’s continued support at the Friends level.

Katherine Cotter
Don Freeman

Groeber Family
Alfred Haas

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.

Lyn Howard, MD
William Hoyt

Oley Staff
Judy Petersen

November 23, 2000 or later) have their acknowledgments listed.  Thank you for your support — it really does make a difference! We also wish

Bonnie Wagner
Phyllis Wakefield
James Weiss
Linda Zelley

FRIENDS (UP TO $30)
Hannah Abels
Hans Arnold
Theresa Atwell
Sue Bauder
James Bigley/Quality Food Mgmt.
Margaret Blanco
June Bodden
Rosemarie Boothroyd
Roland Cheney
Kathleen M. Conley
Gary & Carolyn Connolly
Wanda Courtney
Velda Cowan
June Craig, in honor of Robin Lang
Marlaina Curry & Family
Mr. & Mrs. R.R. Curry
Beth Davenport

A.K. Davis, in memory of
Norwood E. Davis

Mary Dietrich
Margaret Digney
Marilyn Dolan
Gary & Pam Essary
Louse Farino
Peter & Joyce Fleming
Richard Gabel
Lee Genise
Lewis & Barbara Gershman
Philip & Roberta Haim
Margaret Hannah
Mrs. Mildred I. Hayward
Brian & Karen Hettrick
Florence & Robert Hines
Rose** & Jeff Hoelle
Alexes Hourigan
Jean Jacobs
Andrea Johnson
Effraim Kaplan
Bernie & Linda Karp
William & Bernice Kasky

Susan Koonin
Kathryn Kunze
Thomas Lachanski
Teresa Lane
Paula Lerfald
Sheryl A. Longobardi
Helen & Phil Lyte
Carole Maiwald
Phyllis Manuli
Pat & Joe Marcy
Margo Maun
Kathy Mayo
John McDonald/NIFO
Susan McKallor
Eli & Joan Medwar
Edward Morrisey
Donna J. Mummery
Marcie & David Nagengast
Lewis Nahum
Rose & Harold Orland
Bill & Thelma Pierce
Judy & Jerry Puca
James Quadracci

Louise Quast
Anne Rasmussen
Gary Rieck
Elsie Roesch
Ursula Rychter
Warren Rymiller
Cynthia Sabbag
Marie Sakowitz & Family
Sharon Sakowitz
Lawrence Schwarz & Elysa Marcela
Philip Shoolin
Kathy Simons
Lois & Albert Skiba
Peter & Lynne Skiba
Donna & Jeffrey Stempien
Kenneth & Betsy Stinner
Arnold & Henrietta Swartz
Frances Tanhauser, in memory of

Ronald Tanhauser
Jennifer Thiesse
Mrs. Jennie Thille
June Trounce
United Way of Manatee Cty

Robert Wachstein
Weglein-Greene Families
F.R. “Bud” Weir
Eleanor Werkheiser
Mary Whipple
Jesse Wise, in honor of 14 years

on TPN
Sharon Woodside
Charles & Betty Zollweg
Lisa Zovko

IN MEMORY OF DONALD
LOTT & IN HONOR OF
CASEY KELLOGG

Deborah Kellogg
Marie Kellogg
Richard Kellogg
Thomas Barry

* Oley Board Trustee
** Oley Regional Coordinator
*** Oley Staff



Toll Free Schedule ☎
Reach Out and Talk to a HomePEN Consumer — Toll Free!

To make speaking with fellow lifeliners
more affordable, Oley circulates two toll-
free numbers to experienced homePEN
consumers on a monthly basis. We strongly
encourage you to take advantage of this
program which enhances consumer-to-
consumer networking and provides
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 15 minutes. The
exception is FRIDAYS, WHEN ALL
CALLS ARE FREE — including calls
to the Oley office!

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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Jane Golden
Watertown, CT
(888) 610-3008 EST

Mary Friel  (NEW!)
Framingham, MA
(888) 650-3290 EST

Malisa Matheny
Doylestown, PA
(888) 610-3008 EST

Sheila Messina
San Jose, CA
(888) 650-3290 PST

Robin Lang
York, ME
(888) 610-3008 EST

Elizabeth Tucker
Bloomington, MN
(888) 650-3290 CST

As a result of short bowel syndrome, Jane has been on and off TPN since 1993.
She believes strongly in the benefits of networking with fellow lifeliners. Jane
worked hard to get back to a “normal” life and until two years ago, worked full
time for IBM. She enjoys horses and has a terrific sense of humor.

Mary has been on TPN 7 years for short bowel syndrome due to Crohn’s
disease.  She has attended two Oley conferences; works full time; is involved in
many activities; and likes to travel.  Mary has dealt with catheter infections,
kidney stones and other complications from Crohn’s.  Call evenings or weekends.

An active young lifeliner and college student, Malisa is on HPN, and sometimes
HEN, because of chronic intestinal pseudo-obstruction. She knows a great deal
about summer camps that accept homePEN consumers. Upbeat and outgoing,
Malisa enjoys networking with other lifeliners.

Sheila has been on TPN for 15 years due to short bowel syndrome. She is an
education and training specialist for case managers and has a lot of experience
with managed care. She enjoys helping other lifeliners function as indepen-
dently as possible and participate in their health care decisions.

A TPN consumer for 21 years, Robin lives with her son and two dogs on 10 acres
in Maine. She has traveled a lot (twice abroad) and worked prior to her recent
application for SS disability. She loves to help others and make new friends.
Robin keeps busy as a writer, Regional Coordinator and church volunteer.

Liz has had Crohn’s disease since 1965, and been on HPN since 1985. She can
discuss her experience with Remicade, a newly-approved drug that battles
Crohn’s. Liz is very interested in health care and health insurance advocacy. She
also has experience with a variety of stress management techniques.
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Get Psyched for the
2001 Oley Conference!
Nancy & Barbara Groat at the Oley
Conference in Boston last summer.


