30 ★ YEARS

28th Annual Consumer/Clinician Conference
Cape Codder Resort & Spa
Hyannis, MA

Lighting the Way
June 26–29, 2013

Conference Program

We strongly advise that you discuss with your physician any medical information received
from the Oley Foundation through the newsletter, conference presentations, informal discussions,
etc.—before you make any changes in your health care.
We do our best to offer a selection of foods that we hope will meet your dietary issues. If you
have a specific need, please inform Cathy at registration and we’ll try to help.
Smile! You’re on Camera!
Oley and its sponsors will be taking photos and videotaping in the conference sessions and
events. These images may be used by the sponsor or Oley, online or in promotional materials,
without further agreement. If you do not want your photo used, please let us know and we
will do our best to honor your wishes. We can’t guarantee that your image won’t appear in group
shots or on the video filmed at the conference. To “opt out,” please sign a release at the registration
table, or e-mail your name and an image (so we can identify you) to Lisa Metzger at metzgel@mail.
amc.edu.

30 ★ YEARS

43 New Scotland Avenue
Albany Medical Center, MC-28
Albany, NY 12208-3478
(800) 776-OLEY, (518) 262-5079, FAX (518) 262-5528
BishopJ@mail.amc.edu
www.oley.org

Welcome!
Welcome to scenic Cape Cod for the Oley Foundation’s 28th Annual Consumer/Clinician Conference. After a
wonderful conference here in 2007, the Oley community is gathering again in Hyannis to relax and reunite with
old friends and meet new ones. And as always, it will be a valuable opportunity to learn about treatment advances
and the latest research from top healthcare professionals, starting with our main session on Thursday morning—
Sailing Safely—and continuing with small breakout sessions and workshops that cover a range of HPEN topics.
And participants will also take away knowledge by hearing the experiences of consumers and their family, friends
and caregivers.
In addition to the exhibit hall featuring helpful folks representing Oley’s corporate partners, Jammin’ Jammies for
the kids, the silent auction, and the annual picnic and the farewell brunch, this year’s conference adds for the first
time a talent show during the welcome reception, an adult dance party celebrating Oley’s 30th anniversary, and a
high-energy Zumba-Thon fundraiser.
Outside of Oley, enjoy that all Cape Cod has to offer, including beaches, museums, great restaurants, golf and
other recreation, and Cape Cod League baseball (a bevy of major leaguers have played in the Cape League on
their way up).
We are expecting that this will be our biggest conference gathering ever, and we know that thanks to everyone who
participates, it will also be our best.
Enjoy!
Michael Medwar
Conference Co-chair
Past Consumer & Oley Trustee

Amanda Singer
Conference Co-chair
Consumer

Marion Winkler PhD, RD, LDN, CNSC, FASPEN
Conference Co-chair
Oley Trustee
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Oley Trustees & Staff
Officers:

Staff:

Mary Patnode, MS Ed, President
HomePN Consumer
Maple Grove, MN

Joan Bishop, Executive Director
bishopj@mail.amc.edu
Celebrating twenty-nine years with Oley in 2013, Joan handles the
multitude of tasks it takes to keep Oley running and growing, including
budget planning, building relationships, advocacy efforts, fundraising,
board development, coordinating the annual conference, etc. She is
dedicated to fulfilling the Foundation’s mission and welcomes your ideas,
comments, and criticisms.

Laura Ellis, PhD, RD, Treasurer
St. Lawrence University
Canton, NY

Trustees:
Terry Edwards
HomeEN Consumer
Richards Packaging
Port Coquitlam, BC
Gail Egan, MS, ANP
Community Care Physicians
Albany, NY
Darlene Kelly, MD, PhD, FACP, Science & Medicine Advisor
Rochester, MN
Laura Matarese, PhD, RD, LDN, FADA, CNSC
East Carolina University,
Brody School of Medicine
Greenville, NC
Ann Michalek, MD
Albany Medical Center
Albany, NY
Doug Seidner, MD, FACG, CNSP
Vanderbilt Center for Human Nutrition
Nashville, TN
Rex Speerhas, RPh, CDE, BCNSP
Cleveland Clinic
Cleveland, OH
Cheryl Thompson, PhD, RD, CNSC, CD
MD Informatics, LLC
Carmel Valley, CA
Marion Winkler, PhD, RD, LDN, CNSC
Rhode Island Hospital
Providence, RI

Roslyn Dahl, Communications & Development Director
dahlr@mail.amc.edu
Roslyn is responsible for raising funds for the Foundation as well as
producing Oley publications, coordinating online education programs,
managing Oley’s Web page and information clearinghouse. Call on her
to research your questions or to share ideas for Oley publications (other
than the newsletter) or promotions.
Cathy Harrington, Administrative Assistant
harrinc@mail.amc.edu
Cathy is the centerpiece of Oley efforts, managing the member database,
answering most of your calls, and meeting the needs of the Foundation
office. She is the glue that holds us together! She has experience in patient
care and extensive knowledge of the HPEN arena.
Darlene Kelly, MD, PhD, FACP, Science & Medicine Advisor
After retiring from her role as Medical Director for Home Parenteral
Nutrition at the Mayo Clinic in Rochester, MN, in 2012, Dr. Kelly
agreed to serve as the Science and Medicine Advisor for Oley. As such
she guides Oley research projects, and provides advice on medical-related
content for the newsletter and other publications, and recently has worked
with Joan Bishop on drug shortage efforts and on educational issues for
physicians and patients. Previously she has supported Oley as a board
member and research committee chair for more than ten years. We are
thrilled to have her on board!
Lisa Metzger, Editor, LifelineLetter
metzgel@mail.amc.edu
Lisa has been the editor of the LifelineLetter since 2007. She has been
a member of Oley for many years following her two stints on HPN
due to hyperemesis gravidarum while pregnant. Lisa’s responsibilities at
Oley also include advocacy and outreach efforts. She coordinates Oley’s
HEN and HPN Awareness Week efforts and works hard at keeping us
connected to other organizations/institutions. She welcomes your ideas
and articles for the newsletter, and input on outreach.

Lyn Howard, MB, FRCP, FACP, Medical Director, Co-Founder
Albany, NY
To learn more about the role of Oley Foundation trustees, and/or to submit
a name for consideration by the Oley Board of Trustees Nomination
Committee, contact Joan Bishop (800-776-OLEY / bishopj@mail.amc.edu)
or Mary Patnode, MS Ed (mpathjohn@aol.com).
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Boxes for patients are exempt
from any handling charges.

General Information
Registration and Conference Information

Welcome Reception/Awards Ceremony

Information about all aspects of the conference is available at the
registration desk. The desk will be staffed Wednesday 1:00 p.m. to 5:00
p.m., Thursday 8:00 a.m. to 4:45 p.m., and Friday 8:45 a.m. to 4:45 p.m.
All conference activities will be held at the Cape Codder. A map of the
meeting rooms is on the back cover of this program.

Sponsored by Covidien, we “kick off ” the meeting Wednesday at 7:00
p.m in VJ’s and Nauset. We’ll celebrate Oley Annual Award recipients and
Oley’s 30th anniversary. We’ll also enjoy a talent show, and connect with
old friends and meet new ones. Dessert-type refreshments will be served.

Medical Support/Emergency Services

Hosted by Walgreens Infusion Services on Thursday and ThriveRx on
Friday, attendees are encouraged to start their day with a delicious selection of breakfast treats.

For an emergency: Contact your primary care physician (if time allows) to
discuss the proper treatment plan prior to going to a medical center. The
following hospital has been alerted as to the increased potential for a GI or
HPEN incident, and is prepared to meet your needs:
Cape Cod Hospital
27 Park Street
Hyannis, MA 02601
(508) 771-1800
Telephonic support/backup for (emergency) nursing and pharmacy
infusion services during the conference has been graciously offered by
Coram Specialty Infusion Services. Call the Norwood Coram branch
at 800-678-3442 (24 hour availability) and identify yourself as an
Oley Conference participant. They will need contact information for
your physician in order to obtain orders. They can dispense prescribed
fluids, additives, and supplies with a physician’s order. They can also
help troubleshoot a consumer’s pump, provided it is one with which
they are familiar.

Drug Shortages Advocacy Efforts
Sponsored by ThriveRx, and spearheaded by Ann Weaver, we urge you
and your family join in efforts to eliminate drug shortages. Computers
will be set up near the Oley general registration in the East Foyer.

Video Testimonials
Has Oley had an impact on you? Sharing your stories is an important
way to keep Oley moving forward. See Oley staff for the location and
time. Thank you!

Welcome Massage
Courtesy of MOOG Medical Devices, enjoy a relaxing chair massage,
Wednesday, 1 p.m. to 4 p.m. in the lobby of the Cape Codder.

Volunteer Info Session/RC Workshop
Planned for “official” Oley volunteers, but open to everyone with an interest
in serving Oley via social networking, marketing, graphic design, etc. Meet
us in Sandwich, Wednesday at 2 p.m.

First-Time Conference Attendee Orientation/
Reception
Hosted by Nutrishare, Inc., this session is a must attend for first-time Oley
Conference goers. Meet Oley staff Wednesday at 6:00 p.m. in Crystal to
learn how to make the most of your first conference experience. Light
refreshments will be served.

Continental Breakfast

Child Care
Signed permssion required. All children’s items should be labeled.
Please pay particular attention to the special needs portion of the permission
slip. It will be inserted into your child's name badge holder so this critical
information will be with them as they travel to each activity.
Thursday, 9a.m.–noon
Ages 0-3: Nauset; Ages 4+: Oley tent in courtyard
Thursday, 2:00–4:30 p.m.
Ages 0-6: Presidential Suite, Room 500; Ages 7+: Oley tent in courtyard
Friday: 9a.m.–noon
Ages 0-3: Presidential Suite, Room 500; Ages 4+: Oley tent in courtyard
Friday, 2:00–4:30 p.m.
Ages 0-6: Presidential Suite, Room 500; Ages 7+: Oley tent in courtyard

Main Sessions
Thursday: Sailing Safely
… with a better understanding of:
• how and when home intravenous nutrition became an option;
• why becoming your own advocate is more important now than ever;
• new options for treating short bowel syndrome;
• how to tackle chronic pain.

Friday: A Beacon of Hope
… shines light on:
• how non-transplant surgery is improving outcomes in patients
with short bowel syndrome;
• the engineering of intestines in the lab;
• why alternative lipid solutions may be on the horizon;
• why and how drug shortages issues are being addressed.

Exhibit Hall/Lunch!
Come learn more about parenteral and enteral products and services,
Thursday and Friday, in the JFK Ballroom. The Grand Opening is
Thursday at noon. Friday is Raffle Day. Visit the exhibits and qualify to
win raffle prizes. You must be present in the hall to win! Drawings will
be held at 1:30 p.m. on Friday. Don’t miss the exhibits, samples and
raffle opportunities in the East Foyer! Complimentary lunch will be
served both days.
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General Info. (cont.)
Youth Activity

Oley Benefit Auction

Thursday, 2:00–4:30 p.m.:
The youth will enjoy a reptile show and cookie decorating.

The fun begins Thursday at 7:30 p.m. when the bidding opens in VJ’s &
Nauset. (See details on bidding/raffles below.) Drop off donated items at
the registration desk before Thursday afternoon. Visa, MasterCard, and
American Express will be accepted, as well as cash and personal checks.

Oley tent in courtyard. Signed permssion required. Wear sunscreen.

Friday, 2:00–4:30 p.m.:
Sponsored by Walgreens, youth will be entertained with a Wishkers build,
stuff, dress an animal workshop, and an ice cream/sorbet treat. We’ll also
play games if time allows. Dietary restrictions should be outlined on the
required signed permission form.

Your Choice! Breakout Sessions or Workshop
Sponsored by the Daniel F. and Ada L. Rice Foundation, the Tube Feeding Workshop will be held on Thursday afternoon in Emerald. Topics
covered include managing complications, competitive bidding, formula
options, and more (see next page)!
Alternatively, you can choose to participate in the small group discussion
breakout sessions (see page 6 for breakout session topics). There are more
breakout sessions on Friday afternoon (see page 7).

Transitioning to Independence
Supported by ThriveRx, two sessions have been coordinated for Friday
afternoon. The sessions will cover general guidelines about transitioning
and some tools and resources to help families work with their children.
The first breakout session, Preparing Yourself for “Letting Go”—It’s a
Process is for parents and clinicians (adults only, please!). The second
breakout session, Preparing Yourself for “Taking Charge”—It’s a Process!
is for our younger audience (teens to twenties only) who will be taking
on some or all of the responsibility for their care in the near future.

Oley Annual Picnic
Hosted by Fresenius Kabi USA, this fun filled event will be held Friday
evening in the courtyard of the Cape Codder, and includes picnic fare,
games, live music and time to socialize with friends.

Mobile Technology & HPN Research Reception

Jammin’ Jammies!

Join researchers Carol Smith and Donna Yadrich in the JFK Ballroom at 4:30
p.m. to learn more about a nursing study where HPN (IV nutrition) consumers/families will be loaned an iPad mini for six to twelve months to connect
to professionals, the Internet and HPN information. Carol and Donna will
be available to discuss the study at the reception Thursday, at their exhibit,
and throughout the conference.

Sponsored by Abbott Nutrition, the party begins at 8:00 in Crystal.
Karaoke, games and crafts will make for a memorable evening! Signed
permission required.

Silent Auction Bidding and Raffle Policy
The silent auction and raffles are fundraising activities. Those
held during the annual conference are to raise funds to offset
conference expenses. Conference attendees, including Oley staff
and Trustees, conference faculty, and the family members and
friends thereof, are encouraged to participate in
the silent auction and open raffles. Items
will be “sold” to the highest bidder
at the closing of the event, or given
to the winning ticket holder.
(Note that these fundraising raffles
are distinct from the raffles held by
exhibitors in the Exhibit Hall.)
NEW in 2013: Consumer Only
Raffles! In the spirit of the Oley conference and to enhance the experience
for homePEN consumers, a few of the raffles
will be reserved for consumers only. A home enteral
and/or parenteral consumer’s name must be designated on these
tickets to be eligible to win. Good luck!!
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Adult Dance Party
Adults get their turn with the karaoke machine, to dance and sing in
celebration of Oley’s 30th anniversary. Join in the fun 10 p.m. to 11
p.m. in Crystal.

Oley Zumba-Thon — A Reason to Dance!
Pick up a pledge sheet and join us! All ages are welcome; exercise at your
own pace and at your own level of ability. Turn in your completed sheet,
pick up your t-shirt and register at the Oley registration desk on Friday,
or Saturday in the Courtyard at 9:30 a.m. The dancing begins at 10:00
a.m. in the courtyard.

Farewell Brunch
Join fellow conference attendees Saturday morning at 11 a.m. for
brunch in the Emerald. Make your reservations by Friday at noon at
Oley registration. Don’t forget your camera and address book!

Alter Ego, a harmony-laden folk-rock and
Americana band from the Boston area will
join us at the picnic. Donating their
time with support from ThriveRx,
the band plays an eclectic mix of
music ranges from original to
contemporary covers. Find them
online at alteregosongs.net

Program
Wednesday

1:00 p.m. — 5:00 p.m.
Early Registration/Information
Cape Codder Lobby
2:00 p.m. — 4:30 p.m.
Volunteer Info Session/RC Workshop
Sandwich
See page 3 for details.
6:00 p.m. — 7:00 p.m.
First-Time Conference Attendee Orientation
Crystal
See page 3 for details.

Plus! Hot Topics: Research Prize Presentations
* Identification and Early Treatment of Dehydration in Home
Parenteral Nutrition and Home Intravenous Fluid Patients
Prevents Hospital Admissions
Mandy Corrigan, MPH, RD, LD, CNSC
* Effects of Teduglutide, an Analog of Human GLP-2, on
Intestinal Fluid Absorption in Short Bowel Syndrome (SBS)
Patients
Palle B. Jeppesen, MD, PhD
* Risk Factors for Central Line Associated Bloodstream Infection:
A Comparison of Frequently Infected vs. Rarely Infected Home
Parenteral Nutrition Patients
Marianne Opilla, RN, BSN, CNSC

7:00 p.m. — 9:00 p.m.
Welcome Reception/Awards Ceremony/30 Year
Celebration/Talent Show!
VJ's & Nauset
See page 3 for details.

11:45 a.m. — 12:00 p.m.
Oley Corporate Partner Awards
Emerald

Thursday

12:00 p.m. — 2:00 p.m.
Exhibit Hall Grand Opening/Lunch
JFK Ballroom/East Foyer
Complimentary lunch served.

8:00 a.m. — 4:45 p.m.
Registration/Information
Complimentary continental breakfast served.
East Foyer by JFK Ballroom
9:00 a.m. — 11:45 a.m.
Main Session I: Sailing Safely
Emerald

2:00 p.m. — 4:30 p.m.
Youth Activity
Oley tent in the Courtyard
See page 3 for details.

How and When Home Intravenous Nutrition Became an Option
Stan Dudrick, MD, FACS, FACN, FASPEN; Marion
Winkler, PhD, RD, LDN, CNSC, FASPEN

2:15 p.m. — 4:30 p.m.
Tube Feeding Workshop
Emerald
Moderator: Rick Davis

Why Becoming Your Own Advocate Is More Important Now
than Ever
Mary Patnode, MS Ed

Introductions & How Competitive Bidding May Affect You
Rick Davis

New Options for Treating Short Bowel Syndrome
Christopher Duggan, MD, MPH

Navigating Tube Feeding and Complications Along the Way
Mark H. DeLegge, MD
Enteral Formula Options
Jill Taliaferro, RD, LND, CNSC

Please don’t be late!
We have a packed agenda. Sessions
will need to start on time.

The Value of Low Profile Devices for Adults
TBA
New Enteral Connector Standards: It’s a Process!
Jake Dawson
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Program
2:15 p.m. — 3:15 p.m. & 3:30 p.m. — 4:30 p.m.
Breakout Sessions (choose two)
• Demystifying Catheter Locks: Antibiotic vs. Ethanol
Paula Gaida, RN; Melissa Miller, RN, MSN
Barnstable
• Understanding Your Lab Results
Rex A. Speerhas, RPh, CDE, BCNSP
Crystal, Table #1
• Nutrition Jeopardy (Making the Most of What You Eat!)
Carol Ireton-Jones, PhD, RDN, LD, CNSC, FASPEN;
Marion Winkler, PhD, RD, LDN, CNSC, FASPEN
Sandwich
• Dating & Relationships: It’s Complicated!
Megan Gravenstein
Meet in Loft Room 636
• Navigating Family Dynamics with Chronic Illnesses
Emily Katz, MD
VJ's Deck
• Do I Break Sterile Protocol?
Nancy Hackett, RN, CRNI
Nantucket
• Pediatric Specific Issues
Mark Puder, MD
Crystal, Table #2
• Swimming with Your Catheter: Evidence Based Practices...
Kathleen Gura, PharmD, BCNSP, FASHP, FPPAG
JFK Ballroom, Table #2
• Biofilm, Thrombosis & Catheter Infection: Related?
Reid Nishikawa, PharmD, BCNSP, FCSHP; Marcia Ryder, RN
Grand Cru
• Participating in Clinical Trials: What Can Patients Expect?
Alexis Potemkin, NP; Danielle Stamm, FNP-BC
JFK Ballroom, Table #1
4:30 p.m. — 5:30 p.m.
Mobile Technology & HPN Research Reception
JFK Ballroom
See page 4 for details.
7:30 p.m. — 9:00 p.m.
Oley Silent Auction
VJ's & Nauset
See page 4 for details.
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Friday

8:45 a.m. — 4:45 p.m.
Registration/Information
Complimentary continental breakfast served.
9:00 a.m. — 11:45 a.m.
Main Session II: A Beacon of Hope
Emerald
Engineering of Intestines in the Lab
Khalil Bitar, PhD, AGAF (via Skype)
Non-transplant Surgery Is Improving Outcomes in Patients
with Short Bowel
Antonio Morabito, MD, FRCS, FICS
Why Alternative Lipid Solutions May Be on the Horizon
Alyce Newton, MS, RD, CNSC, LDN
How Drug Shortages Issues Are Being Addressed
Mary Baker, PharmD, MBA
Background and Evidence Used in Formulation the
A.S.P.E.N. Parenteral Vitamin and Trace Element Position
Paper
Lyn Howard, MB, FRCP
11:45 a.m. — 12:00 p.m.
In Loving Memory
Emerald
A tribute to Oley members and friends who have died in
the past year.
12:00 p.m. — 2:00 p.m.
Raffle Day in the Exhibit Hall/Lunch
JFK Ballroom/East Foyer
Visit exhibits to enter contests. Must be present to win.
Drawing will be held at 1:30 p.m. Complimentary lunch served.
2:10 p.m. — 4:30 p.m.
Youth Activity
Oley tent in the Courtyard
See page 3 for details.

Please don’t leave needles lying around in your hotel room. There will be
a sharps container at the registration desk, if you didn’t bring your own.
Syringes without needles or blood can be disposed of in a non-see-through
bag in the regular trash.

Program
2:15 p.m. — 3:15 p.m. & 3:30 p.m. — 4:30 p.m.
Breakout Sessions (Choose two)
• Living with Intestinal Failure
Ann Michalek, MD; Don Young
Emerald, Table #1
• More About Lipids
Alyce Newton, MS, RD, CNSC, LDN; Mark Puder, MD
Sandwich
• New Developments in the Management of Refractory
Constipation (2:15–3:15 only)
Alex Flores, MD
Emerald, Table #5
• Hirschsprung’s Disease (3:30–4:30 only)
Allan Goldstein, MD
Emerald, Table #5
• Surgical Management of Intestinal Failure
Arlet Kurkchubasche, MD; Antonio Morabito, MD, FRCS,
FICS
VJ’s
• Managing Diarrhea
Darlene Kelly, MD, PhD
Nauset
• Skin/Wound/Ostomy Care
Betty Brady, RN, BSN, CWOCN
Nantucket
• Transitioning to Independence
a. Preparing Yourself for “Letting Go”—It’s a Process!
(adults only, 2:15–3:15 only)
b. Preparing Yourself for “Taking Charge”—It’s a Process!
(young adults only, 3:30–4:30 only)
Parag Shah, MD
Grand Cru
• Enhancing Absorption of Medications
Ann Marie Parry, RN, CRNI, VA-BC; Dean Parry, RPh
Emerald, Table #4
• Maintaining Hydration—It’s Essential for Your Health
Marion Winkler, PhD, RD, LDN, CNSC, FASPEN
Barnstable
• Techniques for Reducing Catheter Infection
Marianne Opilla, RN, BSN, CNSC
Emerald, Table #3

• Caregiving: Role, Responsibilities and Self-renewal
Marcia Boatwright, RN, CRNI; Melissa Miller, RN
VJ's Deck
• How to Manage Disagreements with Your Healthcare
Providers
Lyn Howard, MB, FRCP; Daniel Kamin, MD; Stephanie
Petruzzi, MSW, LICSW
Crystal, Table #1
• Enteral Jam Session
Rick Davis
Emerald, Table #2
• Navigating Airport Security
Kim LaForge
Crystal, Table #2
6:00 p.m. — 9:00 p.m.
Picnic
Courtyard
See page 4 for details.
8:00 p.m. — 10:00 p.m.
Jammin’ Jammies
Crystal
See page 4 for details.
10:00 p.m. — 11:00 p.m.
Adult Dance Party
Crystal
See page 4 for details.

Saturday

9:30 a.m. Registration/10:00 a.m. Zumba
Zumba-Thon
Courtyard
See page 4 for details.
11:00 a.m. — 1:00 p.m.
Farewell Brunch
Emerald
See page 4 for details.
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Research Prize / Scholarship
Nutrishare
HomePN Research Prize
Sponsored by Nutrishare, Inc., Oley Gold Medallion Partner
The Nutrishare HomePN Research Prize was established in 2007 to
encourage clinical studies focused on improving the quality of life for
homePN consumers. The 2013 prizes will be awarded to:

Mandy Corrigan, MPH, RD, LD, CNSC
Cleveland Clinic
Cleveland, Ohio
Identification and Early Treatment of Dehydration in
Home Parenteral Nutrition and Home Intravenous Fluid Patients
Prevents Hospital Admissions

Palle B. Jeppesen, MD, PhD
Rigshospitalet
Copenhagen, Denmark
Effects of Teduglutide, an Analog of Human GLP-2, on Intestinal
Fluid Absorption in Short Bowel Syndrome (SBS) Patients

Marianne Opilla, RN, CNSC
Nutrishare, Inc.
Elk Grove, California
Risk Factors for Central Line Associated Bloodstream Infection:
A Comparison of Frequently Infected vs. Rarely Infected
Home Parenteral Nutrition Patients

All three of these research papers will be presented during
Thursday morning’s main session.

Kyle R. Noble Scholarship
Coordinated by Richard & Donna Noble
Kyle R. Noble’s enthusiasm for life affected many positively, and he
is remembered widely with affection and admiration. Kyle passed away
in 2006 at the age of eight. In 2007, the Noble family established the
Kyle R. Noble Scholarship to recognize others who share the admirable
qualities for which he will be remembered. Last year the Scholarship
Committee selected two recipients, Daulton Heisey and Tim Weaver.
Daulton and Tim are both good students who are very involved in
their schools, extra-curricular activities, and communities, and are both
notably kind, warm, mature, and committed. Daulton aspires to be a
pediatric nurse when he completes his education, while Tim will study
computer engineering.
Daulton started on home parenteral nutrition (HPN) when he was
eight years old. He acknowledges that HPN presents challenges, but says,
“I try to have a positive attitude…I believe that life is too short to allow
yourself to get caught up in the unfairness of your situation; instead, I
have picked my feet up and I am determined to make a difference in the
world.”
Already Daulton is making a difference. He has coached baseball for
younger children; volunteered with his school’s Big Star/Little Star peer
mentoring program and Big Brother program; raised thousands of dollars for the American Heart Association; and served as class treasurer.
Daulton has also served on the Advisory Council of Teens at the Penn
State Hershey Children’s Hospital.
Tim has had to rely on parenteral and/or enteral nutrition (HPEN) on
and off all of his life. He knows what it is like to be on therapy, and to
be off. “While some may be disappointed or look at the negative aspects
of being on HPEN,” he says, “I look beyond that. I focus on the things
I am able to do because I am healthy and feeling well.”
One of the things Tim has enjoyed doing since he was young is going
to a camp for children with chronic health conditions. “The ability to
enjoy yourself in an environment where people accept you as you are
is a rare but wonderful experience,” Tim says. “The camp has had an
incredible impact on my growth and ability to care for myself.” Wanting
to make this experience more widely available, Tim joined with camp
counselor Matt to set up a Golden Tee (a golf arcade game) tournament
as a fund-raiser. Over the past few years, the annual event has raised
thousands of dollars and has grown, and Tim has taken on a wide range
of responsibilities.
Tim is also on the youth advisory board for his local hospital, and often
speaks about what it is like to be on HPEN. “I have spoken to a class of
pharmacology students, the suppliers for Baxter, and during a presentation
at A.S.P.E.N. All of these times, I have been trying to educate others on
what it is like being on HPEN….It gives the doctors [and others involved
with HPEN] the ability to understand the daily lifestyle of a consumer
and work to improve their quality of life.”
Past Recipients::
Mariah Abercrombie, Kailee Brown, Daulton Heisey, Alicia Hoelle,
Chelsea Johnson, Nathan Natale, Tim Weaver
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Special Sponsorships
Many thanks to the following companies and individuals for their generous contributions.
2013 Oley Awards
Abbott Nutrition; Coram Specialty Infusion Services; Nutrishare;
ThriveRx
Breakfast
Thursday: Walgreens Infusion Services
Friday: ThriveRx
Commemorative T-shirt
Coram Specialty Infusion Services
Conference Badges/Lanyards
Coram Specialty Infusion Services
Conference Bags
Nutrishare
Drug Shortages Advocacy
ThriveRx
Emergency Medical Support
Coram Specialty Infusion Services
First Time Attendee Orientation/Reception
Nutrishare, Inc.
General Conference Support
Patricia A. Brown, RN, CNSN, OCN; Dale & Martha Delano; Sheila
Messina, MA, RN; Ronald Perry; Sheldon Solkol
Hotel Room Keys
Coram Specialty Infusion Services
Hydration/Sport Drink
Cera Products
Jammin’ Jammies
Abbott Nutrition
Kyle R Noble Scholarship
Noble family, Abbott Nutrition, and many generous individuals
Nutrishare HomePN Research Prize
Nutrishare, Inc.
Picnic
Fresenius Kabi USA
Registration Bag Inserts
BioScrip
Silent Auction
Thank you to the volunteers who have helped orchestrate the event,
and to those who have donated and/or purchase(d) items!

Silent Auction Vacation Raffle
BioScrip
Speaker Support
Albany Medical Center; Alpert Medical School of Brown University;
Baxter Healthcare; Boston Children’s Hospital; Cleveland Clinic;
Coram Specialty Infusion Services; Fresenius Kabi USA; Geisinger
Health System; Harvard Medical School; Hasbro Children’s Hospital;
Hospira, Inc.; ICU Medical; InfuScience; Kimberly-Clark; Mass
General Hospital for Children; Mayo Clinic; Misericordia University;
Nutrishare, Inc; Rhode Island Hospital; Royal Manchester Children’s
Hospital; ThriveRx; Transportation Security Administration; VNA of
Cape Cod, Inc
Sunscreen
Fruit of the Earth
Transitioning to Independence Sessions
ThriveRx
Travel Scholarships for Consumers
NPS Pharmaceuticals; Daniel F. & Ada L. Rice Foundation; Critical
Care Systems; Joan Bishop; Jarol Boan, MD, MPH; Esther Ann Adler
Brown Memorial; Melissa Chaney Memorial Fund; Friends of Robin
Lang Memorial Travel Fund; Bruce F. Groeber Family; Carol IretonJones, PhD, RD, LD, CNSD, FACN; Carol & Jack Leibee; Melinda
Parker, MS, RD, CNSC; Janet Platt & Christopher Hlatky
Tube Feeding Workshop
Daniel F. & Ada L. Rice Foundation
Videotaping of Conference
Baxter Healthcare
Welcome Massage
Moog Medical Devices
Welcome Reception
Covidien
Youth Activity
Friday: Walgreens Infusion Services
Zumba-thon
Applied Medical Technology, Inc.; BioScrip; Coram Specialty Infusion
Services; Covidien; Fresenius Kabi USA; Kimberly-Clark; Nutrishare,
Inc.; ThriveRx; Walgreens

Throughout the conference you’ll see many Oley volunteers
designated with a hot melon colored ribbon. Be sure to thank
them for helping to make this meeting a success.

Silent Auction Consumer Raffles
Moog Medical Devices
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Exhibitors

ABBOTT NUTRITION*
3300 Stelzer Rd
Columbus, OH 43219
www.abbottnutrition.com
Abbott Nutrition is one of the world’s leading
authorities in science-based nutrition for all
stages of life. Explore its portfolio of products,
including Jevity, Vital, PediaSure Peptide and
EleCare, to help patients grow and achieve greater
well-being. Visit www.AbbottNutrition.com to
find product information, patient education
materials, clinical research papers, and more.

American Society for
Parenteral & Enteral
Nutrition (A.S.P.E.N.)
8630 Fenton St, Ste 412
Silver Spring, MD 20910
www.nutritioncare.org
The American Society for Parenteral and Enteral
Nutrition (A.S.P.E.N.) is dedicated to improving
patient care by advancing the science and practice
of clinical nutrition and metabolism. Founded
in 1976, A.S.P.E.N. is an interdisciplinary
organization whose members are involved in
the provision of clinical nutrition therapies,
including parenteral and enteral nutrition.

Applied Medical Technology,
INC (AMT)*
8000 Katherine Blvd
Becksville, OH 44141
www.amtinnovation.net
Applied Medical Technology, Inc. (AMT)
helped develop the PEG tube, and its founder
co-invented the first low profile feeding device.
AMT continues to make innovative medical
devices, including the AMT Bridle™ Nasal
Tube Retaining System, the AMT Mini
ONE® low profile buttons, and the new
AMT G-JET® low profile G-J enteral tube.
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The Association of
Gastrointestinal Motility
Disorders, Inc (AGMD)
12 Roberts Dr
Bedford, MA 01730
www.agmd-gimotility.org
The Association of Gastrointestinal Motility
Disorders, Inc. (AGMD) is a nonprofit
international organization that serves as an
educational resource concerning digestive
motility diseases and disorders. It also
provides support for patients as well as family
members, and functions as an information
base for members of the medical and scientific
communities.

Baxter Healthcare*
25212 West Illinois Route 120, WG1-3S
Round Lake, IL 60073
www.clinimix.com
Baxter Healthcare Corporation has 80 years
experience in developing parenteral nutrition
products that work together to help improve
patient outcomes. Baxter offers clinicians and
patients parenteral nutrition solutions, IV
fat emulsions and automated compounding
systems.

BioScrip, Inc*
100 Clearbrook Rd
Elmsford, NY 10523
www.bioscrip.com
BioScrip nutrition consumers receive
personalized, safe and effective infusion and
nutritional therapies to improve their quality
of life. The company acknowledges and
accommodates each individual’s functional,
psychosocial and lifestyle needs. Its goal is
to recognize, understand and exceed the
expectations of each consumer while providing
effective and affordable healthcare solutions.

Boston Children's Hospital
Center for Advanced
Intestinal Rehabilitation
300 Longwood Ave
Boston, MA 02115
www.childrenshospital.org/clinicalservices/
Site1993/mainpageS1993P0.html
The Center for Advanced Intestinal Rehabilitation
(CAIR) at Boston Children’s Hospital is staffed
by a multidisciplinary team that comes together
to provide patients with comprehensive, expert
care. Its team includes physicians trained
in surgery, gastroenterology and nutrition;
registered dietitians; nurse practitioners; nurses;
a pharmacist; and social worker.

Byram Healthcare
120 Bloomingdale Rd
White Plains, NY 10605
www.byramhealthcare.com
Byram Healthcare is a leading national provider
of medical supplies, providing the products,
services, and support needed to maximize
clinical outcomes and manage benefits. Byram
Healthcare is recognized for its clinical support
programs that include the diabetes, wound care,
ostomy, urological, incontinence and enteral
nutrition areas.

* Indicates a company is also
a corporate donor

Exhibitors

Calmoseptine, Inc
16602 Burke Ln
Huntington Beach, CA 92647
www.calmoseptineointment.com
Calmoseptine, Inc. promotes Calmoseptine
Ointment for the prevention and treatment of
skin irritations from moisture such as urinary
and fecal incontinence. It is also effective for
irritations from perspiration, wound drainage,
fecal and vaginal fistulas, and feeding tube site
leakage. Calmoseptine Ointment temporarily
relieves discomfort and itching. Free samples
at the booth!

CareAline Products, LLC
17 Conant St, # 61
Danvers, MA 01923
www.carealine.com
The company offers functional line care products
for PICC lines, central lines and G-/GJ-tubes.
No more tape and a consistent solution to an
ongoing problem of how to secure lines and caps.

CarePoint Partners
8280 Montgomery Rd, Ste 101
Cincinnati, OH 45236
www.carepointpartners.com
CarePoint Partners brings customer-focused
specialty pharmacy and related infusion therapy
services in the home or alternate environment.
By collaborating with healthcare professionals
and the patient, CarePoint says it “provides
cost-effective care that is driven by quality,
customer service, and values that promote positive outcomes and an enhanced quality of life.”

Cera Products, Inc.
55 Mathews Dr, Ste 220
Hilton Head Island, SC 29926
www.ceraproductsinc.com
Cera Products’ scientifically developed and
physician recommended rice-based oral
rehydration products include CeraLyte®, a
medical rehydration product for preventing and
correcting severe dehydration from diarrhea,
and CeraSport®, a high performance hydration
drink series for sweat replacement. All products
are certified gluten-free, providing essential
electrolytes, with no added sugars or fruit juices.

Coram Specialty Infusion
Services*
555 17th St, Ste 1500
Denver, CO 80202
www.coramhc.com
Coram is proud to support Oley as a Gold
Medallion Partner. Coram empowers tube feeding
and TPN consumers through individualized
customer service, clinical expertise, education,
and support. Coram’s Nourish Nutrition Support
Program offers thirty-plus years of experience,
comprehensive therapy management, consumer
advocacy services, online resources, national
coverage, and local expertise.

Critical Care Systems (CCS)*
61 Spit Brook Rd
Nashua, NH 03060
www.criticalcaresystems.com
Critical Care Systems (CCS) is a leading
national specialty infusion company providing
comprehensive clinical services to pediatric and
adult populations through a national footprint
of JCAHO-accredited, community-based
branches. It is CCS’s belief that customized
nutrition support, “state of the art” HPN
standards, and a team of HPN experts, lead to
optimal outcomes.

Dietitians in Nutrition Support
c/o Dema Halasa Esper, MS, RD, LD
Youngstown State University
Department of Human Ecology
One Plaza Place
Youngstown, OH 44555
www.dnsdpg.org
Dietitians in Nutrition Support, a practice
group of the Academy of Nutrition and Dietetic,
serves dietetics practitioners who provide
nutrition support therapy across the healthcare
continuum by offering evidence-based resources,
educational products and programs, as well as
opportunities for networking.

Covidien
15 Hampshire St
Mansfield, MA 02048
www.covidien.com
Covidien is a leading global healthcare products
company that “creates innovative medical
solutions for better patient outcomes and delivers
value through clinical leadership and excellence.”
Covidien manufactures, distributes and services
a range of industry-leading product lines in three
segments: Medical Devices, Pharmaceuticals
and Medical Supplies. Visit www.covidien.com
to learn more.
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Exhibitors (cont.)

Emmaus Medical
Emmaus Medical, Inc
20725 S. Western Ave, #136
Torrance, CA 90501
www.emmausmedical.com
Emmaus Medical (EM) is a specialty
pharmaceutical company dedicated to the
discovery of cost-effective treatments for rare
diseases. EM markets NutreStore [L-glutamine],
a treatment for SBS, used in combination
with r-hGH and diet. EM is completing its
Phase 3 trial for SCD and is doing research on
regenerative medicine products.

Feeding Tube Awareness
Foundation
PO Box 750474
Forest Hills, NY 11375
www.feedingtubeawareness.org
The Feeding Tube Awareness Foundation is
dedicated to providing families information and
support needed for day-to-day life raising a child
who is tube-fed. The organization also focuses
on raising positive awareness of tube feeding as
a lifesaving medical intervention and founded
Feeding Tube Awareness Week in 2011.

Heartland I.V. Care
1752 Terrace Dr
Roseville, MN 55113
www.hcr-manorcare.com
Heartland I.V. Care strives to deliver quality
care that exceeds the expectations of individuals
needing nutrition support. Life should not be put
on hold when infusion and enteral therapies are
needed, and the company works with consumers
and their loved ones to ensure that treatments
are incorporated into daily life.
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Home Solutions*
1601 New Road
Northfield, NJ 08225
www.infusioncare.com
Home Solutions Infusion Therapy is one of the
largest independent home infusion providers
in the country. The Home Solutions team
understands the importance of a positive patient
experience. “From the first interaction with
the intake department, to the driver; patients
feel confident that the company will perform
positively and place their health first,” says
Home Solutions.

ICU Medical
951 Calle Amanecer
San Clemente, CA 92673
www.icumed.com
The design of your needlefree intravenous
connectors plays a substantial role in your ability to
limit healthcare-acquired bloodstream infections.
ICU Medical says, “Each of our Infusion Therapy
products is carefully designed to keep patients and
healthcare workers safe by providing a needlefree
mechanically and microbiologically closed system
for vascular access applications.”

Just Another Run of the Mill
Day/Leah Atkinson
1225 Bridle Estates Dr
Yardley, PA 19067
justanotherrunofthemillday.tateauthor.com
Leah Atkinson and her son, Jameson, have
been members of Oley for seven years. Jameson
suddenly fell victim to short bowel syndrome
when he was sixteen. Leah’s book honestly and
openly chronicles Jameson’s trials and triumphs
in dealing with his illness. She also discusses
problems associated with her younger son’s
rebellion and self-destructive behavior.

Kimberly-Clark*
1400 Holcomb Bridge Rd
Roswell, GA 30076
www.mic-key.com
Kimberly-Clark—the Enteral Feeding
company—strives to deliver easy and reliable
enteral feeding solutions. Kimberly-Clark
makes MIC and MIC-KEY balloon-retained
gastrostomy and transgastric-jejunal feeding
tubes. For pediatric and adult patients, these
tubes provide safe, reliable nutrition delivery,
with more tube options than any other company.

MitoAction
PO Box 51474
Boston, MA 02205
www.mitoaction.org
MitoAction’s mission is to improve the quality
of life for everyone affected by mitochondrial
disease through support, education, outreach,
and advocacy initiatives.

Exhibitors (cont.)

MOOG Medical Devices Group*
4314 Zevex Park Ln
Salt Lake City, UT 84123
www.moog.com/medical
Moog Medical Devices / Curlin Infusion-Zevex
Enteral offers a full line of infusion pumps and
enteral pump devices, disposable administration
sets and accessories. The company’s pumps
combine the convenience of small size
ambulatory pumps and the sophistication of
hospital devices.

NathanMed
27 Shorebird
Irvine, CA 92604
www.nathanmed.com
NathanMed was formed by a parent of an HEN
consumer in 2008 to develop innovative enteral
nutrition devices and bring them to market.
NathanMed’s first product, the MixNGo
portable enteral nutrition delivery system, is
in the final stages of development and Nathan
Med welcomes all user feedback.

The Nebraska Medical Center
988145 Nebraska Medical Center
Omaha, NE 68198
www.nebraskamed.com/transplant
The Nebraska Medical Center’s Intestinal
Rehabilitation Program is well known for
innovative surgical, medical and nutritional
therapies for patients with intestinal failure and
short bowel syndrome. With intense dedication
to this population, the program has enabled
patients to decrease or even discontinue TPN.
Intestinal transplantation is also available if
necessary.

Nestlé HealthCare Nutrition*
12 Vreeland Rd
Florham Park, NJ 07932
www.nestlehealthscience.com
Nestlé Health Science offers nutritional and
enteral delivery solutions for people with specific
needs related to illnesses, disease states or the
special challenges of different life stages. Nestlé
Health Science worldwide headquarters is in
Lutry, Switzerland; the headquarters of its North
American HealthCare Nutrition business is in
Florham Park, NJ.

Newby-Coombs, LLC
1410 NW 48th St
Boca Raton, FL 33431
www.frogoneconnect.com
The FROG is an FDA-approved device designed
by a caregiver to make it easier to deliver
fluids—enteral feedings, liquids and crushed
medications—to patients with feeding tubes
(PEG and NG tubes). The company says “this
hand’s-free, time-saving device has the additional
benefits of fewer spills, fewer clogs, and less risk
of contamination.”

NPS Pharmaceuticals*
550 Hills Dr, 3rd Flr
Bedminster, NJ 07921
www.npsp.com
NPS Pharmaceuticals, Inc. is a biopharmaceutical
company delivering therapies that transform
the lives of patients with rare diseases. The
company’s lead product, Gattex® (Teduglutide
[rDNA origin]) for Injection was approved
by the FDA in December 2012. NPS is also
developing Natpara® (rhPTH[1-84]). For more
information, please visit www.npsp.com.

Nutrishare, Inc*
9850 Kent St
Elk Grove, CA 95624
www.nutrishare.com
Rod Okamoto and Tom Diamantidis founded
Nutrishare 22 years ago focusing exclusively on
the home parenteral nutrition(HPN) consumer.
Nutrishare provides individualized nutritional
care, reducing risks for complications associated
with long-term HPN, incorporating scientific
advances, and improving the quality of life of
its consumer family.

Padi-Lock LLC
5747 Feezor Rd
Farmington, MO 63640
www.padi-lock.com
Designed by a nurse, the Padi-Lock reduces up
to 32" of excess length in IV tubing, avoiding
tangles in bed, or in transport. See-through
design allows easy monitoring. Multiple PadiLocks can be attached to one another for
additional line monitoring and control. Easily
fits into a backpack for ambulatory patients.

Patchwork Peddler
PO Box 290
Crossville, TN 38557
www.PatchworkPeddler.com
Your place to get premium handmade feeding
tube accessories. The company says its “bamboo
pads aid in reducing granulation tissue with
antibacterial, hypoallergenic, antimicrobial,
and antifungal properties—saving you stress
and money.” Serving you and donating to the
community since 2009. Save 10% on orders
using “OLEY Conference” code.
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Exhibitors (cont.)

The PromptCare Companies
51 Terminal Ave
Clark, NJ 07066
www.promptcare.net
PromptCare is a leading regional provider of
home TPN and enteral nutrition. Established
in 1985, PromptCare serves at-home pediatric
and adult patients in New Jersey, New York,
Pennsylvania, Delaware, Connecticut, and
Massachusetts. A few of the care-specific
programs include nutrition, cardiac, pediatrics,
and advanced respiratory.

THRIVERX*
10828 Kenwood Rd
Cincinnati, OH 45242
www.thriverx.net
A proud Oley Gold Medallion Partner, ThriveRx
is dedicated to providing customized customer
service and clinical care for the home enteral and
parenteral nutrition consumer. Its mission is to
ensure quality care that fosters independence
and empowers patients and their families. Visit
their exhibit and learn more about its Short
Bowel Program.

Transportation Security
Administration
Attention: Disability Branch
601 South 12th St
TSA-33
Arlington, VA 20598
www.tsa.gov
The Transportation Security Administration
protects the nation’s transportation systems
to ensure freedom of movement for people
and commerce. Travelers with disabilities and
medical conditions may call TSA Cares toll free
at 1-855-787-2227 (or email TSA.ODPO@tsa.
dhs.gov)prior to traveling with questions about
screening policies, procedures and what to expect
at the security checkpoint.
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University of Kansas School of
Nursing
3901Rainbow Blvd
Kansas City, KS 66103
csmith@kumc.edu
Learn about a nursing study where HPN (IV
nutrition) consumers/families will be loaned
an iPad mini for six to twelve months to
connect to professionals, the Internet and HPN
information. Researchers Carol Smith and
Donna Yadrich will be available to discuss the
study at a reception Thursday, and throughout
the conference.

Walgreens Infusion Services*
1411 Lake Cook Rd, MSL321
Deerfield, IL 60015
www.walgreenshealth.com
Walgreens Infusion Services supports the needs of
home enteral and parenteral nutrition patients of
all ages and conditions. Multidisciplinary teams
provide individualized care and comprehensive
services designed to achieve optimal health
outcomes. Care coordination facilitates a smooth
transition from hospital to home. All Walgreens
infusion locations are ACHC accredited.

Planning for Your Flight Home
Navigating airport security can be challenging, especially with implanted devices, medical foods/intravenous bags, pumps, ostomies and various medications, etc. We want
to remind Oley conference attendees to take advantage of the Transportation Security
Administration program, TSA Cares.
It is recommended that you call 1-855-787-2227 approximately 72 hours ahead of
travel so that TSA Cares has the opportunity to coordinate checkpoint support with a
TSA Customer Service Manager located at the airport when necessary. Notifying them
of your medical issues, items you are traveling with, times, airline, etc. allows them the
opportunity to organize staff accordingly.
To learn more about TSA Cares visit:
www.tsa.gov/traveler-information/travelers-disabilities-and-medical-conditions
Safe travels!

Conference Faculty
MARY BAKER, PHARMD, MBA
Director, Medical Services
Hospira, Inc.
275 North Field Dr, Dept 097H, Bldg H2
Lake Forest, IL 60045
As Director of Medical Services for Hospira
Global Clinical Research and Development and
Medical Affairs, Dr. Baker directs programs in
medication error reduction, label enhancement,
parenteral nutrition, drug compatibility, and
large and small volume injectables. She received
her BS in Pharmacy from Purdue University,
PharmD from the University of Minnesota,
and MBA from Northwestern University. She
holds an affiliate faculty appointment with
Purdue University and has lectured at numerous
pharmacy schools on sterile products and careers
in industry. Dr. Baker has also presented at
American Society of Health-system Pharmacists
(ASHP), American Society for Parenteral and
Enteral Nutrition (A.S.P.E.N.), and European
Society for Clinical Nutrition and Metabolism
(ESPEN) conferences, and has published articles
on drug compatibility and medical education.
Mary was a member of the 2005–2010 US
Pharmacopeia (USP) Expert Committees
on Sterile Compounding (USP <797>) and
Nomenclature. She is currently a member of
the 2010–2015 USP Nomenclature, Safety and
Labeling Expert Committee.
Khalil N. Bitar, PhD, AGAF
Professor of Regenerative Medicine; Director
of GI Programs, Wake Forest Institute for
Regenerative Medicine
Professor of Internal Medicine, Gastroenterology; Professor of Physiology, Wake Forest
School of Medicine
Professor, Virginia Tech-Wake Forest School
of Biomedical Engineering and Sciences
Medical Center Blvd
Winston-Salem, NC 27157
Dr. Bitar has written and lectured widely
on tissue engineering. While he was unable
to join us in person, he will join us via
Skype. He will “always make time for a good
cause—the children,” he says. The mission of
the Neurogastroenterology and Regenerative
Medicine Program, which Dr. Bitar directs,
includes developing new knowledge in basic
and clinic sciences related to gastrointestinal
(GI) smooth muscle and the pathophysiology
of GI neuromuscular (motility) disorders. It
also includes creating new treatment modalities

for GI motility disorders in pediatric and
adult patients “utilizing the full spectrum of
regenerative medicine technologies.”
Dr. Bitar has shared the program’s priorities,
which are to: “(1) Advance the development
of internal anal sphincter (IAS) constructs in
animals, with the goal to implant the regenerated
IAS into human subjects with IAS failure. The
molecular, histologic, and physiological/motility
characteristics of the constructs will be evaluated
thoroughly and endoscopic and surgical
approaches to implantation of the constructs will
be developed. (2) Develop regenerated organs
or sections of organs to include the esophagus,
stomach, small bowel, and colon, including
lower esophageal sphincter, pylorus, and internal
anal sphincter.”
MARCIA BOATWRIGHT, RN, CRNI
Coram Specialty Infusion Services
2345 Waters Dr
Mendota Heights, MN 55120
Marcia is a Healing Touch Practitioner and
a Reiki Master/Teacher who uses meditation,
prayer, Healing Touch, and Reiki in her own daily
life, as well as providing these complementary
therapies for clients. She also holds national
certification in infusion therapy nursing and
specializes in nutrition therapy nursing and
central venous catheter management. Marcia
provides education regarding specialty infusion
therapy management of the home care client,
and home care nursing, and serves as a clinical
resource consultant. Her clinical background
includes extensive nutrition support nursing
and specialty IV therapy, nursing education, and
critical care nursing. Marcia is an active member
of Infusion Nurses Society (INS), Association
for Vascular Access (AVA), Minnesota AVA,
American Holistic Nurses Assoc., and Healing
Touch Professional Assoc.
BETTY BRADY, RN, BSN, CWOCN
VNA of Cape Cod, Inc
255 Independence Dr
Hyannis, MA 02601
Betty has have been a Certified Wound Ostomy
Continence Nurse (CWOCN) for twenty years.
She continues to work in homecare, acute care,
and long-term care settings addressing these
issues.

MANDY CORRIGAN, MPH, LD, RD,
CNSC
Infusion Dietitian
Coram Specialty Infusion Services
As a winner of the Nutrishare HomePN
Research Prize, Mandy is presenting research she
conducted while working at Cleveland Clinic.
She recently joined Coram Specialty Infusion
Services as an infusion dietitian.
RICK DAVIS
HEN Consumer
Past Oley Trustee and Board President
2761 Jean Lafitte Dr
Fernandina Beach, FL 32034
Over the past twelve years, Rick has learned what
works best for him by trying many different
techniques, formulas, supplements, g-tubes,
home care companies, and other supplies and
services. Dozens of other tube feeders ask his
advice by phone, e-mail, or personal visits. Rick
travels, skis, hikes, and enjoys the quality of his
life, including his volunteer service to Oley as a
past Board member and Past President. He has
been a guest speaker at many conferences and
corporate meetings.
MARK DELEGGE, MD
Senior Global Medical Director, Baxter
Healthcare
Medical Director, Coram Specialty Infusion
Services
Medical Director, DeLegge Medical
2832 Stay Sail Way
Mt. Pleasant, SC 29466
Dr. DeLegge is a long-time member of the Oley
Foundation and A.S.P.E.N. He is the Medical
Director at DeLegge Medical, which focuses on
research and design.

Names and addresses are provided for
educational purposes only. The Oley
Foundation requests that in the true spirit
of the Oley mission, this listing not be used
for the purpose of sales.
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Faculty (cont.)
STANLEY J. DUDRICK, MD, FACS,
FACN, FASPEN
Edward S Anderson Endowed Chair,
Physician Assistant Studies
College of Arts and Sciences, Misericordia
University
301 Lake St
Dallas, PA 18612
Dr. Dudrick is recognized throughout the
world for his pioneering research in the basic
investigative development and subsequent
successful clinical application of total parenteral
nutrition (TPN). TPN has been acknowledged as
one of the four most significant accomplishments
in the history of modern surgery, together with
the discovery and development of asepsis and
antisepsis, antibiotic therapy, and anaesthesia.
In 2012, the American College of Surgeons 100
Years of Surgical Quality Improvement cited him
for “one of the most important advancements
in surgery during the past century.” He was also
cited in Ten Philly Milestones in Surgical History
as “an example of Philadelphia’s leading role in
healthcare where the first infant was kept alive
nourished entirely long-term with intravenous
feeding.”
Dr. Dudrick received his MD degree from
the University of Pennsylvania School of
Medicine in 1961. After, he served as Chief
Resident in Surgery under Dr. Jonathan E.
Rhoads. Throughout his career, he has served
at medical institutions across the United States
as an educator and a leader. In 2011, he joined
the faculty of Misericordia University as the
first occupant of the Robert S. Anderson, M.D.
Endowed Chair, and Medical Director of the
Physician Assistant Studies Program.
He has authored more than eight hundred
published works; has served on fifteen editorial
boards; is a member of more than one hundred
academic, professional and scientific societies;
has been awarded thirteen honorary fellowships;
and has received more than one hundred other
honors.
He has also been recognized internationally,
with honorary membership or awards from
medical societies in Poland, Mexico, Columbia,
and the Czech Republic.
Dr. Dudrick and his wife, Terry, have been
married for fifty-five years. They reside in New
England and are the proud parents of two
sons and four daughters; and the delighted
grandparents of sixteen grandchildren.
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CHRISTOPHER DUGGAN, MD, MPH
Center for Nutrition; Division of GI/
Nutrition, Boston Children’s Hospital
Department of Nutrition, Harvard School
of Public Health
300 Longwood Ave
Boston, MA 02115
Dr. Duggan is a pediatric gastroenterologist
and nutrition physician at Boston Children’s
Hospital, where he directs the Center for
Nutrition in the Division of Gastroenterology
and Nutrition. He is Medical Director of the
Center for Advanced Intestinal Rehabilitation,
one of the largest centers in the US for the
care of children with intestinal failure/chronic
diarrhea syndromes. He also co-directs the
inaugural Harvard College course “Nutrition
and Global Health” and mentors undergraduate,
graduate, and post-doctoral students at Harvard
Medical School and Harvard School of Public
Health. He is currently Associate Professor of
Pediatrics at HMS and an Associate Professor in
the Department of Nutrition at HSPH.
For the past twenty years, Dr. Duggan has been
performing clinical trials in the fields of pediatric
nutrition, gastroenterology, and global health.
His early work centered on the management of
acute and chronic diarrheal diseases in children,
including trials that demonstrated the feasibility
and efficacy of oral rehydration solutions (ORS)
for diarrhea management in the US and globally.
In collaboration with colleagues at Harvard,
Tanzania and India, Dr. Duggan and colleagues
are evaluating the efficacy of micronutrient
supplementation in mothers, infants, and young
children at risk for infectious diseases and other
common health problems in low- and middleincome countries. Past and present research
support has come from the National Institutes
of Health, the World Health Organization, and
the Bill and Melinda Gates Foundation.
ALEX FLORES, MD
Director of Ambulatory and Community
Practice; Division of Pediatric
Gastroenterology, Hepatology, and
Nutrition
Boston Children’s Hospital
300 Longwood Ave
Boston, MA 02115
Dr. Flores is the Director of Ambulatory
and Community Practice in the Division of
Pediatric Gastroenterology, Hepatology, and
Nutrition at Boston Children’s Hospital. He is

also an Associate in the hospital’s Motility and
Functional Gastrointestinal Disorders Center.
Boston Children’s has one of the largest pediatric
gastroenterology programs in the world, with
over 35,000 outpatient visits per year.
PAULA GAIDA, RN
Clinical Liaison
InfuScience
2915 Waters Rd, Ste 110
Eagan, MN 55121
Paula has worked in the field of home infusion
for the past twenty-six years. She has taught
home infusion of parenteral nutrition in both
the hospital and homecare settings. Paula writes,
“I have been privileged to attend many Oley
meetings and have always come away humbled
by the stories and the people I meet there.”
ALLAN GOLDSTEIN, MD
Associate Professor of Surgery, Harvard
Medical School
Chief, Division of Pediatric Surgery, Mass
General Hospital for Children
55 Fruit St.
Boston, MA 02114-2696
After graduating from Yale University, Dr.
Goldstein attended Harvard Medical School.
He completed a residency in general surgery
at Mass General Hospital and a fellowship in
pediatric surgery at Columbia-Presbyterian
Medical Center. In 2002 he joined the staff at
Mass General Hospital as a pediatric surgeon.
MEGAN GRAVENSTEIN
HPEN Consumer
38 W Montfair Blvd
Woodlands, TX 77382
Megan has been on and off HPN since she was
six. Her current—and “hopefully final,” she
says—diagnosis is pseudo-obstruction. She has
been coming to Oley conferences for many years
and says, “I love it! Oley has provided me with
great strength within myself. Not to mention
a whole lot of support.” Megan hopes she can
provide support to others in many different ways.

Faculty (cont.)
KATHLEEN GURA, PHARMD, BCNSP,
FASHP, FPPAG
Clinical Pharmacy Specialist
Gastroenterology/Nutrition Center for
Advanced Intestinal Rehabilitation
Boston Children’s Hospital
300 Longwood Ave
Boston, MA 02115
Dr. Gura is the Team Leader with the Surgical
Program and a clinical pharmacist with the
Clinical Nutrition Service at Children’s Hospital
Boston. She is also an Associate Professor of
Pharmacy Practice at the Massachusetts College
of Pharmacy, and an adjunct faculty member
at three other universities. Her focus is on
academic clinical pharmacy and research; her
topics of expertise include nutritional support
for the critically ill pediatric patient; nutritional
support in intestinal failure; sterile products
preparation; aluminum toxicity; and drugnutrient interactions.
A certified Nutritional Support Pharmacist,
Dr. Gura is involved with several pharmaceutical
societies and has received numerous awards,
including A.S.P.E.N.’s Distinguished Pharmacist
Award (2012) and Serlick Award (2008) for
safe practice in the field of parenteral nutrition,
and the American Society of Health-system’s
Pharmacists’ Drug Therapy Research Award
(2009).
Dr. Gura has written book chapters and articles
on topics such as PN associated cholestasis,
clinical practice guidelines for PN, and the
use of PN in the neonate. Along with Drs.
Tom Jaksic and Christopher Duggan, she is a
co-editor of the recently published textbook
Clinical Management of Intestinal Failure. Her
research in the area of IF-associated liver injury
is currently funded by the March of Dimes,
with additional funding coming from the FDA’s
orphan drug development program.

NANCY HACKETT, RN, CRNI
Coram Specialty Infusion Services
1002 Dominion Dr
Hanahan, SC 29410
Nancy Hackett is a member of the Corporate
Clinical Operations team for Coram Specialty
Infusion, a leading provider of home infusion
services. She has been providing catheter
management education on behalf of Genentech
for the past five years.
With twenty-four years of infusion specialty
experience, Nancy has extensive central line
management knowledge. Prior to Coram, she
was a member of a Nutrition Support Team at
Rhode Island Hospital responsible for caring
for patients receiving intravenous nutrition via
central venous access devices.
Over the years she has presented at A.S.P.E.N.,
Oley Foundation, and Association for Vascular
Access conferences, sharing her passion for
the care of patients with central venous access
devices.
LYN HOWARD, MB, FRCP
Medical Director, Co-Founder Oley
Foundation
Former Head, Division of Clinical Nutrition
Albany Medical Ctr, MC-28
Albany, NY 12208
Together with Clarence Oldenburg, Dr. Howard
established the Oley Foundation in 1984. In
the early 1970s she sent her first patient home
on nutritional support and since then has been
published widely in the home parenteral and
enteral (HPEN) area. She is an advocate of
the consumer voice in the organization and
implementation of HPEN. Dr. Howard retired
from clinical practice at age seventy (2007), but
continues to work with the American Society for
Parenteral and Enteral Nutrition (A.S.P.E.N.)
to improve the mix of micronutrients (trace
elements and vitamins) approved by the FDA.
CAROL IRETON-JONES, PHD, RDN,
LD, CNSC
Consultant, Coram Specialty Infusion
Director, Private Practice
170 Countryside Dr
Carrollton, TX 75007
Dr. Ireton-Jones has thirty-four years of
experience in nutrition support. She has a PhD in
nutrition, has been an RD for thirty-three years,
and is in private practice seeing patients with
gastrointestinal challenges. She has published

and lectured extensively on home parenteral
and enteral nutrition. She writes that this will
be her sixteenth Oley meeting! You can reach
her at cireton-jones@foodtherapyrd.com.
DANIEL KAMIN, MD
Boston Children's Hospital
Division of Gastroenterology, Hepatoloy
and Nutrition
300 Longwood Ave
Boston, MA 02115
Dr. Kamin is part of the team at Boston
Children’s Hospital’s Center for Advanced
Intestinal Rehabilitation (CAIR) and Home
Parenteral Nutrition Program. His specialties
include gastroenterology and diarrheal diseases.
Dr. Kamin is also an Instructor of Pediatrics at
Harvard Medical School.
EMILY KATZ, MD
Director, Child & Adolescent Psychiatry
Rhode Island Hospital/Hasbro Children’s
Hospital
PO Box 122
593 Eddy St
Providence, RI 02903
Dr. Katz is a board certified pediatrician,
adult psychiatrist, and child and adolescent
psychiatrist. She currently serves as the
director of the Child & Adolescent Psychiatry
Consultation-Liaison at Hasbro Children’s
Hospital and is an assistant professor at Alpert
Medical School of Brown University. Her main
area of focus is providing mental health support
to medically hospitalized children and their
families, as well as helping hospital staff provide
developmentally appropriate treatment under a
family-centered care model.
Dr. Katz has also worked as a staff psychiatrist
at the Hasbro Children’s Partial Hospital
Program, a day program focused on providing
combined medical and psychiatric treatment
for pediatric patients struggling with chronic
medical illness—including around issues of
adherence, adjustment to illness, interactions
with caregivers, family responses to illness,
and helping teens and their families transition
towards independent care.
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Faculty (cont.)
DARLENE KELLY, MD, PHD        
Science and Medicine Advisor
The Oley Foundation
43 New Scotland Ave
Albany Medical Center, MC 28
Albany, NY 12208
Dr. Kelly’s interest in home parenteral nutrition
goes back to her college days, while her interest
in nutrition goes back further--to seventh
grade, when she says she was intrigued by the
“Basic Seven Food Groups.” Like the basic food
groups, her career has taken a variety of turns.
She explored her interest in nutrition first as
a college student, then as a dietitian, a college
nutrition instructor, and a graduate student
(both masters and doctoral degrees). She then
pursued it as a medical student, resident, and
fellow, and finally as a practicing physician. Dr.
Kelly was the Medical Director of Mayo Clinic
Rochester’s HPN program for twenty-two years.
She served on the Oley Board of Trustees for
about ten years, and now serves as Oley’s Science
and Medicine Advisor. She is also active with the
European Society for Nutrition and Metabolism
(ESPEN) and their Home Artificial Nutrition
(HAN) Work Group. Dr. Kelly has been a
valuable contributor at Oley meetings for the
past fifteen years.
ARLET KURKCHUBASCHE, MD, FACS
Providence RI Hospital
2 Dudley St, Ste 190
Providence, RI 02905
Dr. Kurkchubasche is a board certified General
and Pediatric Surgeon who practices at Hasbro
Children’s Hospital in Providence, Rhode Island,
where she has been faculty at the Alpert School
of Medicine of Brown University since 1997. She
received her medical degree from the University
of California, Irvine. She then completed her
general surgery residency in Portland, Oregon ,
a research fellowship at the Children’s Hospital
of Pittsburgh and the clinical fellowship in
Pediatric Surgery at Cardinal Glennon Children’s
Hospital in St. Louis.
Her interest in intestinal failure developed
as a consequence of her involvement with the
short bowel syndrome patients in Pittsburgh. She
was actively involved in clinical and basic science
research that related to the developing intestine
in the neonate and its host defense, particularly
in the setting of necrotizing enterocolitis,
the major etiology of intestinal failure in the
newborn. This was the foundation for the later
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work on intestinal adaptation, bloodstream
infections and cholestasis, which was enhanced
by collaboration with her mentors from St. Louis.
Further basic science work on liver injury and
liver repair mechanisms continued at Brown
University with Dr. Thomas Tracy. Clinically, her
focus has remained on intestinal rehabilitation,
looking for optimal ways of incorporating both
medical and surgical interventions, to achieve
successful adaptation. She is also the associate
program director for the fellowship in Pediatric
Surgery at Brown and has championed the need
for pediatric surgeons to remain educated and
integrally involved in the nutrition care of their
patients.
KIM LAFORGE
Transportation Security Manager
Transportation Security Administration
Cape & Islands, MA
Kim is the transportation security manager for
Cape Cod and the surrounding islands.
Ann Michalek, MD
Oley Trustee
Albany Medical Center
43 New Scotland Ave
Albany, NY 12208
Dr. Michalek specializes in Clinical Nutrition
at Albany Medical Center. She completed her
fellowship with Oley’s co-founder, Lyn Howard,
MD, and assumed responsibility for many of
Dr. Howard’s patients when Dr. Howard retired
in 2007.
MELISSA MILLER, RN, MSN
HPN Nurse Coordinator
Home Parenteral Nutrition Team
Mayo Clinic College of Medicine
200 First St. SW
Rochester, MN 55905
Melissa has been an RN for fifteen years. Her
previous experiences include home health care,
medical surgical nursing, and gastroenterology.
For the past six and a half years, she has been the
Home Parenteral Nutrition Nurse Coordinator
for the Home Parenteral Nutrition Team at
Mayo Clinic, working with Dr. Ryan Hurt. Her
passion is caring for and educating consumers
(and their family members) who are on HPN.
Her research interests are preventing central line
infections and quality of life.

ANTONINO MORABITO, MD,
FRCS(ED), FRCS(ENG), FICS
Consultant Paediatric and Neonatal
Surgeon; Consultant Intestinal Failure;
Director Paediatric Autologous Bowel
Reconstruction and Rehabilitation Unit
Royal Manchester Children’s Hospital
Manchester, UK
Dr. Morabito notes, “I have embraced a more
formal approach to intestinal rehabilitation.
This approach encompasses all the available
therapies (medical, nutrition, play-therapy,
specialized surgical procedures) in an attempt
to wean a patient off PN if possible. When
weaning is not possible, the goal becomes the
prevention of PN complications with normal
growth maintained. The hope is that less than 1
percent of all patients in whom PN is initiated
will require intestinal transplantation. My own
approach to the patient with intestinal failure
is to look at the etiology, residual bowel length,
motility, and enteral tolerance and create an
individualized program. Innovative surgery plays
an import role in my approach.”
Dr. Morabito has been leading a working group
at Royal Manchester Children’s Hospital MCH
to establish a multi-disciplinary approach to
intestinal rehabilitation at the hospital, which
has been providing care to children with
intestinal failure for thirty years and is nationally
and internationally recognized. The new unit
is named Children & Adolescent Intestinal
Rehabilitation & Reconstruction Services
(CAIRRS), where all new and old patients are
admitted for assessment and treatment.
ALYCE NEWTON, MS, RD, CNSD
Medical Science Liaison
Fresenius Kabi USA, LLC
Three Corporate Dr
Lake Zurich, IL 60047
In her thirty years in the field of nutrition
support, Alyce Newton has worked in hospital
trauma, the home infusion settings, education,
and industry. She has extensive experience
managing critically ill and HPEN patients. She
has lived and worked in the UK and Germany,
and is knowledgeable of the parenteral and
enteral nutrition solutions available outside
the US. She has authored several publications,
including “Home Initiation of Parenteral
Nutrition” and “Medicare Reimbursement
for Home Enteral Nutrition.” She has
participated in several previous Oley conferences.

Faculty (cont.)
REID NISHIKAWA, PHARMD, BCNSP,
FCSHP
Coordinator, Clinical Services and Director
of Research
Nutrishare, Inc
9850 Kent St
Elk Grove, CA
Dr. Nishikawa has been involved with nutrition
support for the past thirty years. He is actively
involved with the Oley Foundation, the American
Society for Parenteral and Enteral Nutrition
(A.S.P.E.N.), the European Society for Clinical
Nutrition and Metabolism (ESPEN), the
American Society of Health-system Pharmacists
(ASHP), and the American Gastroenterological
Association (AGA). He has been involved in
clinical research that has been presented at local,
state, national, and international meetings.
His clinical interests include intestinal failure,
gastroenterology, and nutrition support.
His interests also have focused on reducing
complications and improving quality of life for the
long-term home parenteral nutrition consumer.
MARIANNE OPILLA, RN, BSN, CNSC
Nutrishare, Inc.
9850 Kent St
Elk Grove, CA
Marianne has been a certified nutrition support
nurse for over twenty-five years, specializing in
management of safe and effective IV nutrition in
the hospital and home settings. She has been with
Nutrishare, Inc., since 2005. She has a special
interest in researching strategies to reduce and
prevent central venous catheter infections in the
home parenteral nutrition (HPN) population.

ANN MARIE PARRY, RN, CRNI, VA-BC
RN Clinical Coordinator
VITALine Pharmacy Services
Geisinger Health System
100 N Academy Ave, MC 24-01
Danville, PA 17822
Ann Marie is the RN Clinical Coordinator
for VITALine Home Infusion Pharmacy at
Geisinger Health System. She has worked in the
home care and home infusion arena providing
care for home patients for over twenty years. She
has been involved in education for nurses and
patients for over twenty years, focusing on IV
infusion, vascular access, and enteral therapy. She
is an active member of Association for Vascular
(AVA), LITE, INS, ONS, and NHIA. She was
involved in the development of the AVA I SAVE
That Line program, as well as the revision of
the patient education information for vascular
access on the AVA website.
DEAN PARRY, RPH
Director, Pharmacy Clinical Programs
Geisinger Health Systems
100 N Academy Ave MC 24-01
Danville, PA 17822
Dean is the Director of Clinical Programs for
the Geisinger Health System, with responsibility
for the development, training, and management
of clinical pharmacy staff and throughout the
health system. He works extensively with the
nursing and clinical staff, as well as patients,
to insure appropriate management and use of
medications. He has developed guidelines for
the administration of medications through all
routes including oral, IV, and enteral (tubes).
STEPHANIE PETRUZZI, MSW, LICSW
Clinical Social Worker
Boston Children’s Hospital
Division of Gastroenterology, Hepatology
and Nutrition
300 Longwood Ave
Boston, MA 02115
Stephanie is part of the team at Boston Children’s
Hospital’s Center for Advanced Intestinal
Rehabilitation (CAIR). Her specialties include
short bowel syndrome.

MARK PUDER, MD
Boston Children's Hospital
Department of Surgery
300 Longwood Ave
Boston, MA 02115
Dr. Puder is part of the team at Boston Children’s
Hospital’s Center for Advanced Intestinal
Rehabilitation (CAIR) and Surgery Program.
His specialties include neonatal surgery, pediatric
general surgery, and thoracic surgery, and his
interests include intestinal failure associate liver
disease and alternative lipids (ie, Omegaven). Dr.
Puder is also an Associate Professor at Harvard
Medical School.
MARCIA RYDER, PHD, MS, RN
Ryder Science, Inc
1534 Andorre Glen
Escondido, CA 92029
Dr. Ryder’s extensive experience in nursing
includes positions as Clinical Director of a
Special Care Unit and a Cardiovascular/Thoracic
Unit, Clinical Nurse Specialist in Nutrition
Support, and Director of Nursing in Home
Infusion. Dr. Ryder received her nursing diploma
from the Western Pennsylvania Hospital School
of Nursing in Pittsburgh, Pennsylvania, and her
Bachelor’s, Master’s (critical care nurse specialist),
and Doctoral degrees from the University of
California, San Francisco.
Dr. Ryder is currently an independent
collaborative researcher and consultant in
medical biofilm/health care–related infections.
She is a nationally and internationally recognized
expert in the use and management of vascular
access devices. She is a past-president of the
Association for Vascular Access (AVA), past
chair of APIC’s Scientific Research Council,
and former member of the FDA’s Central
Venous Catheter Working Group. Dr. Ryder
was honored as the “2007 Educator of the
Year” by Infection Control Today and currently
represents AVA on the Technical Advisory Panel
of the international Joint Commission CLABSI
Project.

ALEXIS POTEMKIN, NP
Boston Children’s Hospital
Advanced Fetal Care Center
300 Longwood Ave
Boston, MA 02115
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Faculty (cont.)
PARAG SHAH, MD, MPH
Medical Director, Chronic Illness Transition
Program Site Leader, LaRabida Children’s
Hospital Outreach Program
Ann & Robert H. Lurie Children’s Hospital
of Chicago
Instructor of Pediatrics, Northwestern
University Feinberg School of Medicine
225 East Chicago Ave, Box 152
Chicago, IL 60611-2605
Dr. Shah is a general pediatric hospitalist at
Lurie Children’s Hospital. He has served as the
Medical Director for the hospital’s Chronic
Illness Transition Program for four years. He says,
“Our main belief is that enhancing knowledge
and independence during the transition period
helps people feel more confident in managing
their health care and transferring their care to
new providers that ‘don’t know anything about
me.’ In addition, we believe success outside the
health care world translates to better success at
managing medical conditions.”
Based on these beliefs, they have started a Life
Skills Program at Lurie. Focused on youth, it
covers medical summaries; health care skills such
as talking with a doctor and filling prescriptions;
and visits from colleges, job programs, etc. They
also have a small clinic where they help transition
some complicated patients and recently started
a job internship program where youth are able
to gain paid work experience at the hospital.
REX A. SPEERHAS, RPH, BCNSP
Oley Trustee, Nutrition Support Clinical
Specialist
Department of Pharmacy
Cleveland Clinic
9500 Euclid Ave
Cleveland, OH 44195
Rex Speerhas has been employed by the
Cleveland Clinic since 1974 and has been
working with Dr. Ezra Steiger and Dr. Donald
Kirby to manage home parenteral nutrition
(HPN) since 1991. He has been a Board
Certified Nutrition Support Pharmacist since
1994. He has professional appointments at the
Ohio State University, the University of Toledo,
the Ohio Northern University, the University of
Cincinnati, and the NorthEast Ohio University
Schools of Pharmacy; he is a member of the
national American Society for Parenteral and
Enteral Nutrition (A.S.P.E.N.) and the Ohio
state chapter of A.S.P.E.N. (O.S.P.E.N.).
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In 2011, Rex was awarded A.S.P.E.N.’s Serlick
Award and the Ohio Society of Health-System
Pharmacists’s Walter Frazier Award. He has
presented numerous posters and presentations
at Oley conferences and other national meetings,
and has published articles and book chapters in
peer-reviewed journals and medical textbooks.
His professional interests include home PN
management, trace elements, and glycemic
control.
DANIELLE STAMM, FNP-BC
Boston Children’s Hospital
300 Longwood Ave
Boston, MA 02115
JILL TALIAFERRO, RD, LND, CNSC
228 Tiffany St
Attleboro, MA 02703
Jill joined ThriveRx in the fall of 2007. As clinical
dietitian, she took an active role supporting
the care of both enteral and parenteral home
nutrition consumers. As a Certified Nutrition
Support Clinician, she works closely with
the dyspshagia, dysmotility, and short bowel
populations.
Prior to joining the ThriveRx team, Jill spent
five years as a member of the nutrition support
team at Beth Israel Deaconess Medical Center
in Boston, Massachusetts. She later left the inpatient arena and joined the hospital’s Home
Nutrition Support Team.
Jill graduated from the University of
Connecticut with a Bachelor’s in Dietetics in the
School of Allied Health. She now resides south
of Boston with her family. In her downtime, she
can be found digging in her garden or dropping
by a Sunday morning yard sale.

MARION F. WINKLER, PHD, RD, LDN,
CNSC, FASPEN
Oley Trustee
Associate Professor of Surgery, Alpert
Medical School of Brown University
Surgical Nutrition Specialist, Rhode Island
Hospital
593 Eddy Street, NAB 218
Providence, RI 02921
Marion Winkler is an Associate Professor of
Surgery at Alpert Medical School of Brown
University and Surgical Nutrition Specialist,
Department of Surgery and Nutritional Support
Service at Rhode Island Hospital. She works
with a multidisciplinary team in the care of
hospital and home patients who need HPEN.
Her research focuses on quality of life. She is a
Past President of A.S.P.E.N. Dr. Winkler serves
as Secretary of the A.S.P.E.N. Rhoads Research
Foundation and is a member of the Scientific
Advisory Council for SUSTAIN (A.S.P.E.N.’s
Nutrition Care Registry) and the Board of
Trustees for the Oley Foundation.
DON YOUNG
HPN Consumer
Box 299 Ormsbee Rd
Porter Corner, NY 12859
Don has been part of the Oley Foundation since
it was founded thirty years ago, and formerly
served as president of the Oley board of trustees.
He was one of Dr. Lyn Howard’s patients until
she retired. Don, who has been on HPN for
thirty-eight years, has watched the technology
and science associated with the therapy evolve,
and is always willing to share what it was like
in the early days—before portable pumps, etc.

Thanks to all the faculty who have volunteered to share their
expertise in home nutrition support and related issues. The
success of the Oley Conference depends heavily on the efforts of
these dedicated individuals!

Ribbons & Dots for Diagnosis/Therapy
You’ve probably noticed several people milling about the conference wearing ribbons and dots on their badges. To unravel the mystery, below is a
color-coded guide to the significance of the ribbons. Colored stickers can be used to identify the diagnosis (or diagnoses) and nutrition therapy (or
therapies) your family has experience with—making it easier for you to connect with others with similar experiences. Pick up ribbons and stickers
at the registration desk.

Ribbon Color		

Indicates		

Sticker Shape/Color

Diagnosis

Bright Green

First Time Attendees...please
make them feel welcome!

J red

Short bowel syndrome

J purple

Motility disorder

Red

Award Winners

J orange

Swallowing disorder

Brown

Award Nominees

J pink

Inflammatory bowel disease

Black

President

Maroon

Conference Co-Chair

Ocean Blue

Oley Board Trustees

Sticker Shape/Color

Therapy

White

Past Board Trustees

★ silver

Parenteral nutrition (PN)

Turquoise

Conference Chair

★ blue

Enteral nutrition (EN)

Teal

Faculty

Kelly Green

Exhibitors

Red/White/Blue

Oley Ambassador

Sticker Shape/Color

Status

Hot Melon

Conference Volunteer

red

Caregiver/spouse/family member

Want to meet your inspire friends?
Add your Inspire username to your badge.
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Travel Scholarships
Many thanks to the following individuals and corporate sponsors for their generous support of scholarships for first-time consumer attendees.

Esther Ann Brown Adler Memorial Scholarship

Melissa Chaney Memorial Fund

“What could be bad about a weekend in Boston?” That’s how I rationalized my late wife Esther Ann’s suggestion that we attend something
called an Oley Conference. I personally had no desire to spend a summer
weekend at a convention talking about ostomy and J-tube products.
Much to my surprise, the convention was a wonderful experience!
Many of the seminars and products did not apply to our situation but
the camaraderie was overwhelming for Esther Ann and me. Here were
people that truly knew what she dealt with on a daily basis. Other than
a particularly rough excursion to Provincetown, my strongest memory of
our first Oley Conference was a sense of relief that there were thousands
of good people handling issues like ours and working on solutions.
Esther Ann and I both were very happy that we had made the decision
to attend an Oley Conference and I am happy to support others in our
position to do the same.

I am Victor R. Chaney, the husband of Melissa Chaney, an HPN
consumer and Oley contributor. Melissa passed away from natural causes
on January 30, 2006. For more than nine years, Melissa battled pseudoobstruction, polymyocitis, and mitochondrial myopath-transport chain
deficiency. Over those years there were many drastic ups-and-downs. In
the summer of 2003, Melissa learned of the Oley Foundation’s network
of support and outreach. At that time Melissa’s health care management
was less than adequate. Her weight was in a downfall—she was 5'1" and
she averaged around 75 lbs.
After joining Oley, the change in her health care and overall quality of
life was amazing. We credited the education and contacts she acquired at
our first annual conference as the turning point in her health. Melissa’s
wishes in life were that any memorial donations given after her passing
would be directed to Oley. In keeping with those wishes, we established
this travel scholarship so that others may have the opportunity she had
in attending.

Jarol Boan, MD, MPH
As a practicing internist, I have seen patients on home PN or EN
feeding who struggle with the long-term ramifications of their disease.
The constant, unrelenting burden of “hooking up” every night takes
it toll on self-esteem, work, and family relationships. Additionally, the
financial burden of having a chronic disease cannot be underestimated,
even if there is insurance coverage for the solutions. The multiple visits
to a physician, increased cost of gas, and incidentals that are not covered
by insurance add to the burden of home PN and EN feeding.
I strongly believe in the mission of the Oley Foundation to provide
patient support for those affected, as well as educating physicians about
home management. I have seen many patients helped by knowing there
is an organization that is working on their side. The interaction between
patients at an Oley conference is an important positive outcome for the
attendees.
My gift to the Oley Foundation is intended to help patients and their
families attend the Oley conference, and experience the encouraging
exchange of ideas that occurs as a result.

Friends of Robin Lang Memorial Travel Fund
To honor the memory of Robin Lang, several of her friends pooled their
funds to continue a tradition that meant a great deal to Robin: getting
more HPEN consumers to the Oley conference.As Robin explained once,
“When I was born, I was bitten by the travel bug. When I became an
HPNer I thought that bug was smashed into the windshield of my car.
About one or two years after becoming an HPNer, I was able to attend
Oley meetings. I learned so much, my life was forever changed. I have
driven across the country (all the while mixing my PN). I’ve traveled
to the Caribbean and made two trips to Europe. I’ve learned life-saving
techniques, diet information, cutting-edge practices to keep me and my
lifeline safe, and so much more. Most importantly, I learned that I am
not alone. I have made many friends who have brought me a great deal
of happiness. I'm so grateful to have the opportunity to help others have
similar positive experiences.”

Corporate Support
for Travel Scholarships
NPS Pharmaceuticals
Daniel F. & Ada L. Rice Foundation
Critical Care Systems
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Travel Scholarships (cont.)
Bruce F. Groeber Family

Melinda Parker, MS, RD, CNSC

Bruce Groeber was an avid fan and regular attendee of the Oley annual
conference. He never missed a conference after attending his first in 1988
until his death in March of 1997. Even though Bruce was on HEN for
nine years and on HPN for an additional nine years due to malabsorption,
he loved to eat and drink. He also loved boats and the water, computers
and talking to people—most of all, though, he loved his family. Bruce
and his wife Bobbie (still active in Oley as a Regional Coordinator), have
five children. Bruce also has several grandchildren now.
The Bruce F. Groeber family feels it is important to sponsor a travel
scholarship to the annual Oley conference because of what the conference
has provided our family. The conference provides the opportunity to get
together with others who have similar issues and concerns. It provides
the opportunity to learn about new ideas and information. People leave
the annual Oley conference knowing that they are not alone, feeling
empowered and more positive about their life. They are aware of how
much more information they have than when they started. The Bruce F.
Groeber Travel Scholarship hopes to honor the joy Bruce found in the
companionship with other Oley families by supporting others in their
efforts to attend the conference.

For years, I have been attending the Oley Conference as a clinician
who cares for patients on tube feeding or parenteral nutrition. This is
the most important and life changing conference I attend each year.
Interacting with consumers and hearing their respective stories has made
me a better clinician; most importantly, the consumers share their stories
with one another, they bond, they help each other feel less alone and
they form a lasting network of friends. Helping our consumers to the
Oley Conference allows the network to grow.

Carol Ireton-Jones, PhD, RD, LD, CNSD, FACN
It is my pleasure to donate to the patient travel grant funds for the
Oley Annual Conference. As a professional attendee, speaker and
volunteer, I know how important this conference is for consumers.
However, until I read the consumer travel grant applications, I did
not realize that the ability for a consumer to attend this meeting is
potentially life changing— whether they are new or long-term, young
or old, enteral or parenteral! Too many people are without the support
of another person “just like them.” Finding that person is one of the
key benefits of attending.

Janet Platt & Christopher Hlatky
We are sponsoring a travel grant for this year’s Oley Foundation
Consumer/Clinician Conference because we strongly believe in the
positive impact attending the conference can have. Several years ago
Janet’s brother got his first tubes. We were all scared and depressed.
What did this mean for his quality of life? Would he be able to work?
What was his life expectancy? The doctors and nurses at the hospital
seemed almost as clueless as we were. Then a social worker mentioned
Oley casually in passing. I found out the annual conference (that year
in Saratoga, NY) was only a few weeks later. I signed Janet’s brother and
me up and practically dragged him there from the hospital!
From the moment we arrived, we found a warm, supportive, and
INFORMED group of people. We met lifelong tube users who were in
college or working full-time, people who had families, people who, in
general, were experiencing an excellent quality of life. We got so many
questions answered. We learned about different kinds of tubes and pumps,
different kinds of care providers and insurance issues. We left feeling
much more positive about life with feeding tubes.
Having Oley around to support and inform is priceless. Helping other
tube users get the support they need is important to us.

Carol & Jack Leibee
In April 2005, the Leibees’ lives changed dramatically when Jack was
diagnosed with short bowel syndrome. Complications arose frequently.
They were astounded by the lack of information available to them. As
Jack puts it, “soon we had more questions about my care than answers.”
Fortunately they were put in touch with the Oley Foundation. Jack
continues, “Oley has provided my wife and me with critical information
that has allowed us to make informed decisions about how we treat my
condition.” They also found support through Oley conferences. “Talking
face to face with other families and health care specialists at these meetings
has proven invaluable. We learned tips that made an immediate and
lasting difference in my health and quality of life,” he adds. The Leibees
are sponsoring a travel grant so they can share this valuable experience
with another consumer.
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Oley Corporate Partners
The following companies provide over one-half of the funds needed to support Oley programs all year long. Corporate
relationships also strengthen our educational and outreach efforts. For their continued interest and strong commitment we
remain grateful.
PLATINUM LEVEL PARTNERS ($70,000+)
BioScrip, Inc.*
GOLD MEDALLION PARTNERS ($50,000–$69,999)
Coram Specialty Infusion Services
Nutrishare, Inc.
ThriveRx
Silver Circle Partners ($30,000–$49,999)
Fresenius Kabi USA
NPS Pharmaceuticals
BRONZE STAR PARTNERS
($20,000–$29,999)
Baxter Healthcare
Moog, Inc.
BENEFACTOR LEVEL PARTNERS
($10,000–$19,999)
Abbott Nutrition
Home Solutions, Inc.
Kimberly-Clark
Nestlé Health Science
Walgreens Infusion Services
PATRON LEVEL PARTNERS
($5,000–$9,999)
Applied Medical Technology, Inc.
Critical Care Systems, Inc.

* BioScrip subsidiaries names you may be more familiar with:
Applied Health Care; BioScrip Infusion Services; Deaconess HomeCare; HomeChoice Partners; Infusion
Partners; Infusion Solutions; InfuScience; Infusioncare; New England Home Therapies (NEHT); Option
Health; Professional Home Care Services (PHCS); Wilcox Medical
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Horizon Society Members
Ensuring the Future of Oley

Many thanks to those whose commitment and dedication to the
Oley Foundation has led them to arrange a planned gift to
help ensure continuing support, service, and advocacy for HPEN consumers and their families.

H

Felice Austin
Jane Balint, MD
John Balint, MD
Joan Bishop
Ginger Bolinger
Pat Brown, RN, CNSN
Faye Clements, RN, BS
Katherine Cotter
Jim Cowan
Rick Davis
Ann & Paul DeBarbieri
David & Sheila DeKold
NEW! Dale & Martha Delano
Tom Diamantidis, PharmD
Gail Egan, MS, ANP
Selma Ehrenpreis
Herb & Joy Emich
Jerry Fickle
Don Freeman
Linda Gold
Linda Gravenstein

H

Deborah Groeber
The Groeber Family
Valerie Gyurko, RN
Alfred Haas
Shirley Heller
Alicia Hoelle
Jeff & Rose Hoelle
Lyn Howard, MD
William Hoyt
Portia & Wallace Hutton
Kishore Iyer, MD
Doris R. Johnson
Darlene Kelly, MD, PhD, FACP
Family of Shirley Klein
Jim Lacy, RN, BSN, CRNI
Robin Lang
Hubert Maiden
Laura Matarese, PhD, RDN, LDN, CNSC,
FADA, FASPEN
Kathleen McInnes
Michael Medwar
Meredith Nelson

Nancy Nicholson
Rodney Okamoto, RPh,
& Paula Okamoto
Kay Oldenburg
Harold & Rose Orland
Judy Peterson, MS, RN
Clemens Pietzner
Beverly Promisel
Abraham Rich
Roslyn & Eric Scheib Dahl
Susan & Jeffrey Schesnol
Doug Seidner, MD, FACG, CNSP
Judi Smith
Steve Swensen
Cheryl Thompson, PhD, RD, CNSC, &
Gregory A. Thompson, MD, MSc
Cathy Tokarz
Eleanor & Walter Wilson
James Wittmann
Patty & Darrell Woods
Rosaline Ann & William Wu

Join Us!

If Oley was there for you and your family in a substantial way,
please consider becoming a member of the
Oley Foundation Horizon Society.
This is our best chance of making sure Oley is there
for the next consumer, and the next.
Joan Bishop and Roslyn Dahl can answer your questions this week,
or speak to you at any time at (800) 776-OLEY or
bishopj@mail.amc.edu or dahlr@mail.amc.edu.

“Oley holds a special place in my heart, and
its future security is important to me. It’s an
honor and a privilege to be a part of this
group that shares my passion.”
— Joan B.
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30 ★ YEARS

Join us in thanking our
generous sponsors

A HUGH Thanks
...to the many
family and friends
volunteering at this
conference. We
couldn’t do this
without their help!

Record Attendance
We are thrilled to have a record breaking number of people attend the
conference! It means we need to plan some activities/events a little differently
this year. We ask for your patience. Some changes to note:
1. Child care will be split by ages.
2. The main sessions will be held in the Emerald room, and broadcast into
the Crystal room. We ask exhibitors to please take a seat in the Crystal
room. Later, if it becomes clear there are seats not needed for consumers
and family members, you are invited to sit in the Emerald room.
3. Lunch will be offered in the West Foyer (near the exhibit hall), as well
as in the Oley tent in the Courtyard.
4. Exhibits will fill the East Foyer as well as the exhibit hall. To make sure
you don’t miss our friends in the foyer we are offering a special $100 gift
card raffle drawing. Tickets are available when you visit exhibits in the
East Foyer area.

Map of Cape Codder Meeting Rooms

