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Help along the way

July 5–9, 2016
Newport Beach Marriott Hotel & Spa
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www.oley.org
(518) 262-5079 • (800) 776-6539

Sponsored by

Conference Program

We strongly advise that you discuss with your physician any medical information received
from the Oley Foundation through conference presentations, informal discussions, the newsletter,
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 will be taking photos and videotaping in the conference sessions and events. This year
the main sessions are being streamed live! These images may be used online or in promotional
materials without further agreement. If you do not want to be photographed at the conference,
you need to 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. We can’t guarantee that your image
won’t appear in group shots or on the video filmed at the conference, but we will do our best not to
publish close-up photos of you. Further, if you are in a session that is being videotaped, please
consider how much personal information you want to share.

43 New Scotland Avenue
Albany Medical Center, MC-28
Albany, NY 12208-3478
(800) 776-6539, (518) 262-5079, FAX (518) 262-5528
OleyFoundation@gmail.com
www.oley.org

Who’s Who
Joan Bishop, Executive Director, Conference
Coordinator
bishopj@mail.amc.edu
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.

Darlene Kelly, MD, PhD, Science & Medicine
Advisor
After retiring from her role as Medical Director
for Home Parenteral Nutrition at the Mayo Clinic
in Rochester, Minnesota, in 2012, Dr. Kelly
began actively guiding Oley research projects and
providing advice on medical-related content for
publications. Previously she supported Oley as
a board member and research committee chair
for more than eleven years.

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, and managing Oley’s Web page content
and information clearinghouse. Call on her to
research your questions or to share ideas for Oley
publications (other than the newsletter) or promotions.

Lisa Metzger, Editor, LifelineLetter, Director,
Community Engagement
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 welcomes your ideas
and articles for the newsletter, and input on outreach.

Andrea Guidi, Executive Assistant
andreaguidi.oley@gmail.com
Andrea joined Oley in 2013. She has been leading
our efforts to upgrade the Oley Website and
coordinates activities for the children/youth at the
conference. Andrea got her start in nutrition with
an undergraduate degree at the State University
of New York and a dietetic internship at Sage
Graduate School.
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 nutrition support arena.
Lyn Howard, MB, FRCP, Co-Founder
In the early 1970s Dr. Howard sent her first
patient home on nutritional support, and since
then she has been published widely in the home
parenteral and enteral (HPEN) arena. With
Clarence (“Oley”) Oldenburg’s family support,
Dr. Howard started the Oley Foundation in 1983.
She is an advocate of the consumer voice in the
organization and implementation of HPEN. She
is now retired, but she continues research pertinent to HPEN. She is
currently working on a national committee to update PN micronutrients.
She lives on a farm and is an avid horse driver.

Plus... Many thanks for conference
planning support from
Linda May; Russell Merritt, MD;
Manisha Parikh, MSW, ACSW; and
Laurie Reyen, RN, MN, CNSC
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General Information
Registration and Conference Information

Continental Breakfast

Information about all aspects of the conference is available at the
registration desk. The desk will be staffed Tuesday noon to 5:00 p.m.,
Wednesday 8:00 a.m. to 5:00 p.m., and Thursday 8:30 a.m. to 5:00 p.m.
Most conference activities will be held at the Marriott. A map of the
meeting rooms is on the back cover of this program.

Wednesday and Thursday mornings, attendees are invited to a delicious
breakfast. Join us in the foyer outside the Newport Coast Ballroom.
Wednesday’s breakfast is sponsored by Option Care.

Medical Support/Emergency Services
For an emergency: Contact your primary care physician (if time allows) to
discuss the proper treatment plan prior to going to a hospital. If time does not
allow, call 911. The following hospitals have been alerted as to the increased
potential for a GI or HPEN incident, and are prepared to meet your needs:
Adults: St. Joseph’s Hospital, 1100 W. Steward Dr., Orange, CA
92868 (714) 633-9111
Pediatrics: Children’s Hospital Orange County (CHOC), Julia & George
Argyros E.D., 1201 W. LaVeta, Orange, CA 92868 (714) 997-3000
To meet unexpected supply needs: Contact your homecare company
first. If your homecare company cannot meet your needs, Coram CVS/
specialty infusion services has offered to help troubleshoot issues over the
phone (like a pump malfunction), and/or to provide back up emergency
nursing and pharmacy infusion services. Call the Los Angeles Coram
branch at (323) 352-5200 (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.

Ambassador Workshop/Volunteer Info Session
Planned for “official” Oley volunteers, but open to everyone with an interest
in serving Oley via networking, social media, marketing, graphic design, etc.
Meet us in Cardiff, Tuesday at 1 p.m.

First-Time Conference Attendee Orientation
We invite all first timers to the Seaview Terrace to learn more about what
to expect at this meeting and enjoy networking with Oley staff, Trustees,
Oley Ambassadors and others attending for the first time. This area will
be reserved for you to relax, ask questions, exchange ideas and discuss
experiences in an informal setting.

Welcome Reception/Awards Ceremony
We kick off the meeting Tuesday at 7:00 p.m in the Seaview Terrace.
We’ll celebrate Oley Annual Awards recipients, learn more about finding
support, and meet friends. Be sure to stop by the table to learn more
about the Oley Horizon Society. Dessert-type refreshments will be served.

Boxes for patients are exempt
from any handling charges.
Likewise, the destination/resort
fee is waived for Oley guests.
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Child Care—Room TBA
Wednesday & Thursday, 9 a.m.–noon, and 2:30–5:00 p.m.
Pre-registration required. All children’s items should be labeled.
Supported by Nutrishare, Inc. 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. Children should be picked up promptly at noon
and 5:00—even if the educational sessions haven’t ended.
Wednesday, youth will enjoy a performance from The Soozi Show
and balloon art. Thursday, youth will enjoy activities and games by
The Painted Turtle.

Main Sessions—Newport Coast Ballroom,
Salons 1–4
Wednesday
• Keeping Everyone Safe
• Advances in Treatment for Intestinal Rehabilitation
• Medicare Home Infusion Site of Care Act and YOU!
• Venous Rehabilitation: Changing the Paradigm in the Management of
Occluded Systemic Veins
Thursday
• Surgical Intervention and Transplant Options for Intestinal Failure
Patients
• More on Lipids
• Catheter Care: Comparing Societal Standards and Evidence Based Practice
Plus, Hot Topics in Research
• To Swim or Not to Swim: Survey on Swimming Practice
• Effects of Ethanol Lock Therapy on Central Line Infections and Mechanical
Problems in Children with Intestinal Failure
• Central Venous Catheter Life in Very Long-Term Home Parenteral
Nutrition Patients

Exhibit Hall
Learn about parenteral and enteral products
and services, Wednesday and Thursday, noon
to 2:30 p.m. in the Grand Pacific Ballroom
and Foyer. Compliments of Shire, lunch will
be served both days.
Consumers, family members, and faculty
16+ years of age are encouraged to complete
an Exhibit Hall Score Card for a chance to
win a $200 gift card! Turn in your completed
card at Oley registration by 1:45 p.m. on Thursday to enter the drawing.
Many of the vendors will also have raffle contests to enter. Drawings will
be held at approximately 2:00 p.m. on Thursday in the ballroom; you
must be present to win!

General Info. (cont.)
Rehydration Station

Jammin’ Jammies!

Stop by the Rehydration Station Wednesday and Thursday, noon to 2:30
p.m., to sample oral rehydration solutions and learn how they might
benefit you. Friday morning, walkers should pick up their water bottle
and a choice of hydration mix at the walkathon registration. Thanks to
ThriveRx for sponsoring the station, and to Cera® Products, DripDrop®,
H2ORS™, Jianas Brothers, and Trifecta Pharmaceuticals for donating
product samples.

Sponsored by Abbott Nutrition, the event begins at 8:00 p.m. Thursday
in the Grand Pacific Ballroom. The PG movie will be Against the Wild
2: Survive the Serengeti; the G movie will be The Peanuts Movie. Let
your child be a movie star in our photo booth to make for a memorable
evening! Wear your jammies if you like. Signed permission required.

Youth Activities—Baycliff
Wednesday & Thursday, 2:30–5:00 p.m.
Pre-registration required. All children’s items should be labeled.
Wednesday, sponsored by Option Care, children will be dazzled and
entertained as they interact with our Mad Scientists during two 45-minute
Mad Science Shows. Shows include Fire and Ice and Spin, Pop, Boom.
Thursday, The Reptile Zoo. Join us for a hands-on educational presentation along with plenty of pictures of the various exotic animals!
Children should be picked up promptly at 5:00—even if the educational
sessions haven’t ended.

Your Choice! Breakout Sessions or Workshop
Sponsored in part by Nestlé and Rick & Dianne Davis, the Tube Feeding
Workshop will be held on Wednesday from 2:45 to 5:00 pm in Newport
Coast Ballroom. Learn about how to avoid tube feeding complications,
the reason behind the development of ENFit, what we’ve learned... and
are still learning, etc.
Alternatively, you can choose to participate in the small group discussion breakout sessions (see pages 4–5 for Wednesday’s breakout session
topics). There are more breakout sessions Thursday afternoon (see page 6).

Oley Benefit Auction
The fun begins Wednesday at 7:30 p.m. when the bidding opens in the
Grand Pacific Ballroom. Drop off donated items at the registration desk
before Wednesday afternoon. Visa, MasterCard, and American Express
will be accepted, as well as cash and personal checks.
The silent auction and raffles are intended 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 bidding and open raffles.
Items will be “sold” to the highest bidder at the closing of the event, or
given to the winning ticket holder.

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 nonsee-through bag in the regular trash.

Oley Walkathon
Pick up a pledge sheet Tuesday through Thursday, and join us on Friday!
All ages are welcome; the walk will be easy enough for everyone who
wants to participate. Turn in your completed sheet and pick up your
t-shirt at the Oley registration desk on Thursday, or in the lobby Friday
morning from 10:30 a.m. to 11:00 a.m. Bottled water, with a choice
of ORS packets to mix in, will be available for walkers Friday morning
courtesy of the ThriveRx sponsored Hydration Station. The walk begins
at 11:00 a.m. and will be approximately one mile.

Oley Annual Picnic
We are keeping this activity on site, in the Rose Garden, for your convenience! Sponsored by Fresenius Kabi USA, this fun-filled event will
begin Friday immediately following the Walkathon (approximately 11:45
a.m.). We’ll enjoy fellowship, fun activities, and picnic fare to include
hot dogs, hamburgers, grilled chicken sandwiches, salad, watermelon, ice
cream, cookies and beverages. It’s a special time to connect with others
who live similarly, expand your network of friends, have some of your
lingering questions answered, and simply enjoy the surroundings and
festivities! Don’t be afraid to ask Oley staff to help you find what you’re
looking for. We’ll see you there!

No-Host Farewell Breakfast
We’ll gather in Laguna & Sunset Rooms from 10:00 a.m. to noon, and
enjoy being surrounded by Oley attendees one last time before leaving
for home. (Cost $25/person; cash and credit card payments accepted.)
Help us plan: make your reservations and pay by Thursday at noon at
Oley registration. Don’t forget your camera and address book!

Focus Groups/Market Research
The Oley Foundation recruits consumers, caregivers, and
occassionally clinicians, to participate in market research. This
helps industry create better products, ensures the end-user voice
is heard, and provides funding for Oley programs. The research is
initiated and funded by industry. Oley’s role is simply to connect
industry with the consumers of their products. These events are
open by invitation only, on a first-come, first-served basis, for
individuals who fit within the research parameters. If you are
interested in participating in future groups, it’s essential that
we have your current e-mail, telephone number, and medical
information (diagnosis, therapy, etc.). Please take a minute to
update your Oley membership profile. See Cathy in registration
to update your profile while you are at the conference.
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Program
Tuesday

12:00 p.m. — 5:00 p.m.
Early Registration/Information
Newport Coast Registration
1:00 p.m. — 6:00 p.m.
Ambassador Workshop/Volunteer Info Session
Cardiff
See page 2 for details.
6:00 p.m. — 7:00 p.m.
First-Time Conference Attendee Orientation
Seaview Terrace
See page 2 for details.
7:00 p.m. — 9:00 p.m.
Welcome Reception/Awards/Salute to Consumers
Seaview Terrace
See page 2 for details.

Wednesday

8:00 a.m. — 5:00 p.m.
Registration/Information
Newport Coast Registration
8:00 a.m. — 9:00 a.m.
Continental Breakfast
Foyer outside the Newport Coast Ballroom

12:00 p.m. — 2:30 p.m.
Exhibits/Lunch
Grand Pacific Ballroom & Foyer
Complimentary lunch served.
See page 2 for details.
2:30 p.m. — 5:00 p.m.
Youth Activity
Baycliff
See page 3 for details.
2:45 p.m. — 5:00 p.m.
Tube Feeding Workshop
Newport Coast Ballroom
Need for Standards
Debora Simmons, PhD, RN, CCNS, FAAN
What We’re Learning: Flow Rates, the Trend to Blend, etc.
Ryan Hurt, MD, PhD; Manpreet Mundi, MD
Avoiding/Tackling Tube Feeding Complications
Cynthia Reddick, RD, CNSC
Moving Forward with ENFit/Using Appropriate Channels
to Report Issues
Tom Hancock
Facilitators: Rick Davis; Terry Edwards

9:00 a.m. — 11:45 a.m.
Main Session
Newport Coast Ballroom, Salons 1–4

2:45 p.m. — 3:45 p.m. Breakout Session I
4:00 p.m. — 5:00 p.m. Breakout Session II
(choose two)

Keeping Everyone Safe
Debora Simmons, PhD, RN, CCNS, FAAN

• Recanalizing Vascular System
Patrick Sullivan, MD
Salon 5

Advances in Treatment for Intestinal Rehabilitation
Russell Merritt, MD, PhD
Medicare Home Infusion Site of Care Act and YOU!
Bettemarie Bond /Kendall Van Pool
Venous Rehabilitation: Changing the Paradigm in the Management of Occluded Systemic Veins
Frank F. Ing, MD, FAAP, FACC, FSCAI
Facilitator: Ann Michalek, MD
11:45 a.m. — 12:00 p.m.
Oley Corporate Partner Awards
Newport Coast Ballroom, Salons 1–4
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• What’s in Your HPN Bag?
Reid Nishikawa, PharmD, BCNSP, FCSHP
Laguna
• Why I Need My Dietitian
Carol Ireton Jones, PhD, RDN, CNSC, FASPEN; Maria
Karimbakas, RD, CNSC; Aimee Jaremowicz, RD, LDN,
CWCMS, FNKF; Shirley Au, RD, CNSC; Craig Petersen,
RD, CNSD
Diamond Cove

Program
• Contaminants in PN Formulas: What We Know Now
Glenda Courtney-Martin, MSc, PhD, RD
Emerald Cove
• New Treatments for Intestinal Rehabilitation
Russell Merritt, MD, PhD
Sapphire Cove
• Transitioning from Home to School (Session I only)
Elizabeth Bond, RN
Crystal Cove
• Troubleshooting Skin/Wound Issues (Session II only)
Dane De Luca, RN, BSN, CWON
Crystal Cove
• Is Gattex for Me?
Ann Michalek, MD
Mariner Cove
• Your Role in Advocating for Legislation Changes
Bettemarie Bond; Kendall Van Pool
Sunset

Thursday

8:30 a.m. — 5:00 p.m.
Registration/Information
Newport Coast Registration
8:00 a.m. — 9:00 a.m.
Continental Breakfast
Foyer outside the Newport Coast Ballroom
9:00 a.m. — 11:45 a.m.
Main Session
Newport Coast Ballroom, Salons 1–4
Surgical Intervention and Transplant Options for
Intestinal Failure Patients
Elaine Cheng, MD
More on Lipids
Kara Caulkins, MD, MS
Catheter Care: Comparing Societal Standards and
Evidence Based Practice
Laurie Reyen, RN, MN, CNSC

• Coping with Motility Disorders
Evelin Eichler, MS, RD, LD; Tanaz Farzan Danialifar, MD Facilitator: Lyn Howard, MB, FRCP
Coral Cove
Plus Hot Topics in Research:
• Travelling? Planning Ahead More Important Now Than
Ever! Pharmacy Regulations Can Impact Travelers on
HPN
Karen Hamilton, MS, RD, LD, CNSC; Michael Medwar;
Collette Virden, RD, CNSC
Cardiff

* To Swim or Not to Swim: Survey on Swimming Practice
Lloydette Zieman, RN, BS, CRNI

7:30 p.m. — 9:00 p.m.
Oley Benefit Silent Auction
Grand Pacific Ballroom
See page 3 for details.

* Central Venous Catheter Life in Very Long-Term Home
Parenteral Nutrition Patients
Marianne Opilla, RN, BSN, CNSC

* Effects of Ethanol Lock Therapy on Central Line
Infections and Mechanical Problems in Children with
Intestinal Failure
Jasmeet S. Mokha, MD, MPH

Facilitators: Darlene Kelly, MD, PhD; Andrea Guidi
11:45 a.m. — 12:00 p.m.
In Loving Memory
Newport Coast Ballroom
A tribute to Oley members and friends who have died in
the past year.

Please don’t be late!
We have a packed agenda. Sessions
will need to start on time.
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Program
12:00 p.m. — 2:30 p.m.
Raffle Day in the Exhibit Hall/Lunch
Grand Pacific Ballroom & Foyer
Visit exhibits to enter contests. Drawings will be held at
approximately 2:00 p.m. in the ballroom. Must be present to
win. Complimentary lunch served.

• Navigating Through Security with TSA
Danielle Bean
Sunset

2:30 p.m. — 5:00 p.m.
Youth Activity
Baycliff
See page 3 for details.

• Me Stressed? (Parent/Caregivers only, Session II only)
Manisha Parikh, MSW, ACSW
Laguna

2:45 p.m. — 3:45 p.m. Breakout Session I
4:00 p.m. — 5:00 p.m. Breakout Session II
(choose two)
• To Swim or Not to Swim
Lloydette Zieman, RN, BS, CRNI
Diamond Cove
• Effects of Ethanol Lock Therapy on Central line
Infections
Jasmeet S. Mokha, MD, MPH
Emerald Cove
• More on Lipids
Kara Calkins, MD, MS
Crystal Cove
• Dating and Marriage on HPEN
Mariah Abercrombie
Coral Cove
• Central Line Care
Laurie Reyen, RN, MN, CNSC
Sapphire Cove
• Managing Diarrhea and Maintaining Hydration
(Session I only)
Darlene Kelly, MD, PhD
Mariner Cove
• Disaster Preparedness (Session II only)
Catherine Goodhue, MN, CPNP
Mariner Cove
• When to Call the Surgeon
Elaine Cheng, MD
Cardiff
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• Developing a Patient Clinician Partnership (Session I only)
Ann Weaver; Ann Michalek, MD
Laguna

• Arranging for the Best IEPs (Session I only)
Carmen Carley
Newport Coast Ballroom
8:00 p.m. — 10:00 p.m.
Jammin’ Jammies
Grand Pacific Ballroom
See page 3 for details.

Friday

10:30 a.m. Registration/11:00 a.m. Walk
Walkathon
Lobby
See page 3 for details.
11:45 a.m. — 3:00 p.m.
Picnic
Rose Garden
See page 3 for details.

Saturday

10:00 a.m. — noon
Farewell Breakfast
Laguna & Sunset Rooms
See page 3 for details.

Wondering what’s best
for you to eat?
Reach out to one of the volunteers
wearing an eggplant-colored
“Ask Me I'm a Dietitian” ribbon.

Special Sponsorships
Many thanks to the following companies and individuals for their generous contributions.
2016 Oley Awards
BioScrip; Coram CVS/specialty infusion services; Nutrishare, Inc.;
ThriveRx
Ambassador Workshop/Dinner
Shire
Badges
BioScrip
Breakfast
Wednesday: Option Care
Cell Phone Wallets
ThriveRx
Child Care
Nutrishare, Inc.
Conference Program
Coram CVS/specialty infusion services
Conference Program
Coram CVS/specialty infusion services
Disneyland® Tickets
Newport Beach Marriott Hotel & Spa; Newport Beach Conference &
Visitor’s Bureau

Picnic
Fresenius Kabi USA
Registration Bags
Nutrishare, Inc.
Registration Bag Inserts
Baxter International Inc.; Medtronic; Shire
Speaker Support
Albany Medical Center; AxelaCare, Inc.; Children’s Hospital Los Angeles;
Connecticut Children's Medical Center; Coram CVS/specialty infusion
services; GEDSA; IU Health; Mayo Clinic; NHIA; Nutrishare, Inc.;
Option Care; Ronald Reagan UCLA Medical Center; SBS Cure Project;
Shield Healthcare; Texas Tech Health Science Center El Paso; The Hospital
for Sick Children; ThriveRx; TSA; UCLA Health System; University of
California, Los Angeles
Travel Scholarships for Consumers
The Oley Foundation; Nutrishare, Inc.; Ann Weaver & Abby Brogan;
Janet Platt & Christopher Hlatky; Short Bowel Syndrome Foundation;
Esther Ann Brown Adler Memorial; AxelaCare; Jarol Boan, MD, MPH;
Melissa Chaney Memorial Fund; Bruce F. Groeber Family ; Carol IretonJones, PhD, RD, LD, CNSC, FASPEN, FAND; Carol & Jack Leibee;
Melinda Parker, MS, RD, CNSC; ThriveRx
Tube Feeding Workshop
Sponsored in part by Nestlé Health Science; Rick & Dianne Davis

Emergency Medical Support
Coram CVS/specialty infusion services

Videotaping and Streaming of Conference
Shire

Exhibit Hall Score Card
Applied Medical Technology, Inc. (AMT); AxelaCare; Coram CVS/
specialty infusion services; CORPAK MedSystems; EnClean; Halyard
Health; IV League Pharmacy; MOOG Medical Devices Group; Nestlé
Health Science; Nutrishare Inc.; Option Care; Real Food Blends

Walkathon
AxelaCare; Coram CVS/specialty infusion services; Medtronic; Shire;
ThriveRx

HomePN Research Prize
Nutrishare, Inc.
Hotel Room Keys
Nutrishare, Inc.
Hydration Station
ThriveRx
Jammin’ Jammies
Abbott Nutrition

Youth Activity
Wednesday: Option Care

A special shout out to the following companies
who have underwritten events with food:
Shire—Ambassador Workshop, Lunch Wednesday &
Thursday
Fresenius Kabi USA—Picnic
Option Care—Wednesday’s Breakfast

Lunch
Wednesday & Thursday: Shire
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Exhibitors

ALCRESTA THERAPEUTICS, INC
One Newton Executive Park, Ste 100
Newton, MA 02462
www.alcresta.com
Alcresta Therapeutics, Inc. uses novel, enzymebased technology to address challenges faced
by people living with rare diseases and gastrointestinal disorders. Alcresta Therapeutics is
determined to make a difference by helping
people achieve their potential and experience
a better quality of life through the use of novel
enzyme-based products.

APPLIED MEDICAL TECHNOLOGY,
INC (AMT)*
8006 Katherine Blvd
Brecksville, OH 44141
www.appliedmedical.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 MiniONE low
profile buttons and the new AMT G-JET low
profile G-J enteral tube.

Please join Oley in thanking our
exhibitors and sponsors, whose support
helps keep the conference free of charge
for consumers and their families.
A special thanks to our Corporate
Partners whose generosity supports
Oley programs all year round.
Corporate Partners are indicated
with an asterisk (*) next to their
company name. A complete list can
be found on page 20.
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APRIA HEALTHCARE*
26220 Enterprise Ct
Lake Forest, CA 92630
www.apria.com
Apria Healthcare is one of the nation’s leading
providers of home respiratory services and certain
medical equipment, including oxygen therapy,
inhalation therapies, sleep apnea treatment,
enteral nutrition and negative pressure wound
therapy. Apria owns and operates more than
370 locations throughout the United States and
serves more than 1.8 million patients each year.

AXELACARE*
15529 College Blvd
Lenexa, KS 66219
www.axelacare.com
AxelaCare is a specialized provider of immunoglobulin and other intravenous infusion
medicines. Its core capabilities are targeted to
meet the needs of people with rare conditions
and patients undergoing complex medical
treatments. It takes an individualized approach
to care, and strives for compassion, personal
attention, and clinical excellence.

BAXTER INTERNATIONAL INC*
25212 W Illinois Rte 120, WG1-3S
Round Lake, IL 60073
www.clinimix.com
Baxter International Inc. has eighty 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*
5505 Johnson Rd, Ste 700
Tampa, FL 33634
www.bioscrip.com
BioScrip®, Inc. is a leading national provider of
infusion and home care management solutions.
By collaborating with healthcare professionals
and the patient, BioScrip provides care that is
driven by clinical excellence, customer service,
and values that promote positive outcomes and
an enhanced quality of life for those it serves.

BOSTON SCIENTIFIC
100 Boston Scientific Way
Marlborough, MA 01752
www.bostonscientific.com
Boston Scientific is dedicated to transforming
patient lives by developing diagnostic and
therapeutic devices that support less invasive,
more efficient procedures for a variety of
GI conditions. Through innovation and
partnership, it is advancing clinical research,
supporting education programs, and helping
health care institutions deliver high quality
health care while managing costs.

COOK MEDICAL*
750 Daniels Way
Bloomington, IN 47401
www.cookmedical.com
Since 1963 Cook Medical has worked closely
with physicians to develop minimally invasive
technologies. Today the company is combining
medical devices, biologic materials, and cellular
therapies to help the world’s health care systems
deliver better outcomes more efficiently. Find
out more at www.cookmedical.com, and follow
on Twitter, Facebook, and LinkedIn.

Exhibitors (cont.)

CORAM CVS/SPECIALTY INFUSION
SERVICES*
555 17th St, Ste 1500
Denver, CO 80202
www.coramhc.com
Coram, a division of CVS Health, is a leading
national provider of specialty home infusion
services. With more than eighty-five branches
and over sixty-five infusion suites, Coram offers
both national presence and comprehensive
local coverage. Coram’s thirty-plus years of
clinical expertise and commitment to positive
outcomes has earned it a reputation for excellence
nationwide.

FEEDING MATTERS
7650 E Redfield Rd
Scottsdale, AZ 85260
www.feedingmatters.org
Feeding Matters’ mission is to bring pediatric
feeding struggles to the forefront so infants and
children are identified earlier, families’ voices are
heard and medical professionals are equipped
to deliver collaborative care. The organization
overcomes the complex issues of pediatric feeding disorders through our education, advocacy,
research, treatment, and support efforts.

CORPAK MEDSYSTEMS
1001 Asbury Dr
Buffalo Grove, IL 60089
www.corpakmedsystems.com
CORPAK MedSystems’ enteral feeding tubes
and accessories provide clinicians, caregivers and
patients the options they need for successful enteral feeding. Included are NG/NI feeding tubes,
PEGs, G-tubes, LPGDs, the FARRELL® Valve
System with Equilibrium Technology™, Clog
Zapper and new, the CORSTOP™a.c.e. stopper used to seal stoma sites. Visit at Table 11A.

FRESENIUS KABI*
3 Corporate Dr
Lake Zurich, IL 60047
www.fresenius-kabi.us
Fresenius Kabi is a global health care company
that specializes in lifesaving medicines and
technologies for infusion, transfusion and
clinical nutrition. Its products are used to help
care for critically and chronically ill patients.
The people of Fresenius Kabi are driven by a
common purpose to put lifesaving medicines
and technologies in the hands of people who
care for patients, and to find answers to the
challenges they face.

ENCLEAN
66 Beverly Dr
Kintnersville, PA 18930
www.encleantube.com
Keep your EnFit™ connector clean! The EnFit
connectors are on their way, and LumaClean’s
new EnClean Brush is specifically designed to
clean the EnFit connector. See how the brush
works, get a sample brush and meet the Brush
Buddies at this year’s Oley Conference. Visit
encleantube.com for information and ordering.

GLOBAL ENTERAL DEVICE SUPPLIER
ASSOCIATION (GEDSA)
692 N High St, Ste 304
Columbus, OH 43215
stayconnected.org
GEDSA is a nonprofit trade association
formed to introduce international standards for
medical device tubing connectors. Comprised
of manufacturers, distributors, and suppliers
worldwide, GEDSA facilitates information flow
about the Stay Connected initiative, designed
to increase patient safety and optimize enteral
feeding delivery by reducing the risk of tubing
misconnections.

HALYARD HEALTH*
5405 Windward Pkwy
Alpharetta, GA 30004
www.halyardhealth.com
Halyard Health, your source for enteral feeding,
delivers clinically superior products and remarkable service to improve consumer’s well-being. Its
MIC-KEY* feeding tubes are the most trusted
and studied low-profile feeding tubes and give
pediatric, children and adult consumers freedom
and mobility. Its “all-in-one” GJ-tubes eliminate
the second procedure. Visit www.halyardhealth.
com/digestivehealth or www.mic-key.com.

FUNCTIONAL FORMULARIES*
860-C Franklin St
Centerville, OH 45459
www.functionalformularies.com
Functional Formularies® creates Liquid Hope
and Nourish, two nutritionally complete, organic,
whole foods feeding tube formulas and oral meal
replacements. Formulas are plant based, dairy free,
gluten free, soy free, corn free, non-GMO, 2-years
shelf-stable, and packaged in a BPA-free pouch.
Doctor/RD recommended. Medicare/Medicaid
approved! Whole foods for the whole body.
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Exhibitors (cont.)

IV LEAGUE PHARMACY
6076 Bristol Pkwy, Ste #104
Culver City, CA 90230
www.ivleagueinc.com
IV League is a leading provider of home infusion services in Southern California. It offers
a full range of infusion services, including
TPN and enteral. The company’s parenteral
patients receive a nutrition evaluation and
ongoing monitoring by its registered dietitians
and clinical pharmacists to ensure improved
clinical outcomes.

MEDTRONIC*
15 Hampshire St
Mansfield, MA 02048
www.medtronic.com
As a global leader in medical technology, services
and solutions, Medtronic improves the lives and
health of millions of people each year. It uses its
deep clinical, therapeutic, and economic expertise to address the complex challenges faced by
healthcare systems today. The company invites
you to take healthcare further, together. Learn
more at Medtronic.com.

MITOACTION
PO Box 51474
Boston, MA 02205
www.mitoaction.org
MitoAction is a nonprofit organization dedicated
to improving the quality of life for children,
adults, and families living with mitochondrial
disease through support, education, outreach,
advocacy, and clinical research initiatives.
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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.
NATIONAL HOME INFUSION
ASSOCIATION (NHIA)
100 Daingerfield Rd
Alexandria, VA 22314
www.nhia.org
NHIA represents the interests of organizations
that provide infusion and specialty pharmacy
products and services to home-based patients.
The field of alternate-site infusion is growing
and changing. NHIA is committed to meeting
the needs of its membership, and to advocating on behalf of its members and home based
infusion patients.

NESTLÉ HEALTH SCIENCE*
12 Vreeland Rd
Florham Park, NJ 07932
www.nestlehealthscience.com
Nestlé Health Science is engaged in advancing
the role of nutrition to change the course of
health for consumers, patients and its partners
in healthcare.

NUTRISHARE, INC*
9850 Kent St
Elk Grove, CA 95624
www.nutrishare.com
Nutrishare, Inc. has specialized exclusively
in home TPN pharmacy services since 1991.
Nutrishare provides home TPN services to
consumers throughout the United States.

NUTRISHARE CANADA*
2180 Steeles Ave W, Unit 4
Concord, ON L4k 2Z5
www.nutrishare.com
Nutrishare Canada is a partnership between two
quality home TPN companies: Concord Specialty Pharmacy in Canada and California-based
Nutrishare, Inc. These two companies share the
vision of excellence for their consumers while
sharing the best from both countries’ healthcare.

OPTION CARE*
39W470 S Mathewson Ln
Geneva, IL 60134
www.optioncare.com
Option Care is a leading provider of home infusion services for nearly forty years. Local, highly
experienced teams of pharmacists, nurses and
dietitians provide high touch, comprehensive
nutrition support to help prevent and treat
malnutrition. Option Care supports consumers
through its ninety infusion pharmacies across
the country.

THE PAINTED TURTLE
17000 Elizabeth Lake Rd
Lake Hughes, CA 93532
www.thepaintedturtle.org
The Painted Turtle is a magical place for children with serious medical conditions. Children
participate in summer and year round programs
that provide a recreational, therapeutic, and
medically safe camp experience that is filled
with fun, laughter, and friendship.

Exhibitors (cont.)

REAL FOOD BLENDS*
PO Box 2126
Chesterton, IN 46304
www.RealFoodBlends.com
Real Food Blends makes shelf-stable, 100 percent
real food meals for tube-fed people of all ages.
No corn syrup, preservatives, soy, dairy or
nuts—just real food. Covered by many insurance
plans too. Stop by Booth #5 for a free sample
and to learn more!

SBS CURE PROJECT
18654 Kalmar Path
Lakeville, MN 55044
www.SBSCure.org
SBS Cure Project is a non-profit working to fund:
research into a cure for SBS & IF (Intestinal
Failure); small grants to help a consumer get to
a Center with HPN Specialties; and small grants
to enable SBS & IF consumers to participate
in educational forums. Sign up to volunteer.

SHIELD HEALTHCARE
27911 Franklin Pkwy
Valencia, CA 27911
www.shieldhealthcare.com
Shield HealthCare is a leading provider of medical
supplies, serving the caregiving community since
1957. Product lines include incontinence,
enteral nutrition, ostomy, urological and wound
care supplies. Shield HealthCare maintains an
outstanding reputation in customer service,
quality products, reimbursement expertise
and distribution. For online ordering and
information, visit www.shieldhealthcare.com.

SHIRE*
300 Shire Way
Lexington, MA 02421
www.shire.com
Shire enables people with life-altering conditions
to lead better lives. Its strategy is to focus on
developing innovative specialty medicines to
meet unmet patient needs. It provides treatments
in rare diseases, neuroscience, GI, and internal
medicine, and is developing treatments for
symptomatic conditions in other therapeutic
areas, such as ophthalmics.

SBS FOUNDATION
6705 Milan Dr
Lincoln, NE 68526
www.shortbowelfoundation.org
The Short Bowel Syndrome Foundation’s
mission is to educate, support, and empower
patients who live with the condition and the
health care providers who help patients to
manage SBS. SBSF empowers patients and their
families to live fuller lives by connecting them to
necessary resources, creating a lifeline of hope.

SOLEO HEALTH
1324 W Winton Ave
Hayward, CA 94545
www.soleohealth.com
Soleo Health is an innovative national provider
of home and alternate-site specialty infusion.
Its team of experienced clinicians provides
exceptional care in managing complex disease
states through comprehensive pharmacy,
nursing, education, and therapy management
programs.

SPECIALKIDS.COMPANY
7 St John’s Rd
Harrow Middlesex HA2 1EY
United Kingdom
www.SpecialKids.Company
SpecialKids.Company specializes in bodysuits
for children 2 to 14 years old. The garments
keep wandering hands out of pants and nappies,
deters unnecessary undressing, and the longer
leg gives full bottom coverage. The garments are
made from soft cotton/lycra and available with
tube access for PEG fed children.

THRIVERX*
10828 Kenwood Rd
Cincinnati, OH 45242
www.thriverx.net
ThriveRx, a Division of Diplomat, is proud
to be a Gold Medallion Partner of the Oley
Foundation. The company is dedicated to
providing customized care for the home enteral
and parenteral nutrition consumer. Its mission
is to promote independence and empower
patients and their families. Visit them at www.
thriverx.net.
TRANSPORTATION SECURITY
ADMINISTRATION
5767 W Century Blvd, Ste 3000
Los Angeles, CA 90045
www.tsa.gov
Protect the nation’s transportation systems to
ensure freedom of movement for people and
commerce.
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Faculty
MARIAH ABERCROMBIE, MSW/LSW
Oley Ambassador
Henderson, NV
Mariah Abercrombie is thirty-four years old
and has been HPN dependent since age three
due to chronic intestinal pseudo-obstruction.
She has a Hickman central line, G-tube, and
ileostomy. In 2015, she was diagnosed with
a rare autoimmune condition, polymyositis.
SHIRLEY AU, RD, CNSC
Regional Nutrition Manager
AxelaCare
1719 Via La Loma
Chino Hills, CA 91709
Shirley Au has been a registered dietitian for over
fifteen years and is a certified nutrition support
clinician. She has worked in home infusion,
specializing in home parenteral nutrition (HPN)
for the past twelve years. She is passionate about
caring for consumers on HPN, supporting them
through clinical care and education.
DANIELLE BEAN
Transportation Security Authority
BETTEMARIE BOND
Oley Ambassador, HPN Consumer,
Occupational Therapist
Levittown, PA
Bettemarie Bond has a suspected mitochondrial
disorder that has resulted in autonomic
dysfunction, overall gut dysmotility, biliary
dyskinesia with smooth muscle disorder,
hypoglycemia, myoclonus, dystonia,
hypothyroidism, and more. As a young adult, she
fought to gain her independence while on home
parenteral nutrition (HPN). She went to college,
graduated, worked for fourteen years, and
purchased her own home—all while connected
around the clock to an IV infusion. Currently,
she is retired due to her medical condition, but
she volunteers for Oley and says, “I do what I
can.” For years she has lobbied locally and on
Capitol Hill for various issues. Recently, she has
focused her efforts on supporting and raising
awareness for the Medicare Home Infusion Site
of Care Act of 2015 (S275/HR605), so people
on Medicare can receive IV infusions at home.
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BETTY BOND, RN
Oley Ambassador
Levittown, PA
Betty Bond is an Oley Ambassador and the
mother of Oley Ambassador Bettemarie Bond.
As an Ambassador, Betty offers support, as well
as her experience as a parent of a child who grew
up on home parenteral nutrition (HPN) and
as a nurse. She has volunteered for Oley at the
Double H Hole in the Woods camp (now Double
H Ranch, a SeriousFun Network camp) as an
HPN nurse, and since 2001 has volunteered as a
Red Cross nurse. Betty has joined her daughter
Bettemarie in her lobbying and advocacy efforts,
especially as related to the Medicare Home Infusion Site of Care Act.
LYNDA BOSWORTH
Advocate
Oro Valley, AZ
Lynda Bosworth is a social worker turned sales
rep. She is a traveler, a wife of forty-three years,
and a gatherer of friends. She says, “An accident
involving man against nature was successful, but
I ended up with short bowel syndrome, and
therefore HPN. I lived to tell about it, and to
talk to many people regarding life after HPN!”
KATHRYN BUNDY
SBS Cure Project
Los Angeles, CA
Kathryn Bundy is in her thirty-first year of home
parenteral nutrition (HPN), having developed
Crohn’s disease at age seven (1970), and having
been left with 15 percent of her intestines after
a radical resection in 1985. From the first week
of HPN, Kathryn has thrived and pursued her
acting career, as well as a lengthy stint in live
graphic design for TV shows and sports events,
and post-production for film and TV graphic
design.
Kathryn got her start as a professional actor
and standup comic in New York City, and then
moved to Los Angeles to pursue a film and
TV career. You may have seen her in many
national commercials (Pizza Hut, McDonald’s,
1-800-DENTIST…), television shows (Men of
a Certain Age, CSI, New York Love Stories…),
and feature films (Relax, The Ones…). After a
fifteen-year hiatus focused on medical issues,
Kathryn will rejoin her career in 2017.
Having spent almost her entire life with Crohn’s
and short bowel syndrome (SBS), Kathryn has
joined other patients to create the SBS Cure

Project, which raises money for research to find
a cure(s) for SBS. She has also been on Gattex®
for six and a half years, and looks forward to
sharing her experience.
KARA L CALKINS, MD, MS
Assistant Professor
University of California, Los Angeles
10833 Le Conte Ave
Los Angeles, CA 90095
Dr. Calkins is an assistant professor in the Division of Neonatology, Department of Pediatrics
at the University of California, Los Angeles. Her
interest in nutrition predates her medical career.
Dr. Calkins obtained a Bachelor of Science in
Nutritional Science, and later completed medical
school at the University of California, Irvine.
She obtained a Master of Science in Clinical
Research. Her research has been dedicated to
understanding the pathogenesis of intestinal
failure associated liver disease (IFALD) and how
to best diagnosis, prevent, and treat IFALD and
other common pediatric liver diseases.
CARMEN CARLEY
Special Education Advocate
South Bay Child Advocates
1003 Beech Ave
Torrance, CA 90501
Carmen Carley has been a special education
advocate since 2002, after struggling to obtain
appropriate services for her own son. She
negotiates and advocates for children with special
needs to ensure their unique educational, selfhelp, and behavioral needs are met. To date,
she has represented and advocated for families
in Southern California during more than 700
IEP meetings and numerous IFSP and mediation
meetings. She has also successfully represented
families during many Regional Center Fair
Hearings.

Names and addresses are provided for
educational purposes only. The Oley
Foundation requests that in the spirit
of the Oley mission, this listing not be
used for the purpose of sales.

Faculty (cont.)
ELAINE Y CHENG, MD
Assistant Professor of Surgery
University of California, Los Angeles
757 Westwood Plaza #8501              
Los Angeles, CA 90095
Dr. Cheng is a practicing surgeon at the University of California, Los Angeles. She completed
her surgical training at Cornell University in
2012 and specialized in abdominal transplant
surgery at the University of California, Los Angeles. For the past two years, she has developed
an interest in intestinal failure, and has cared
for patients with short bowel syndrome of all
ages on a daily basis.
GLENDA COURTNEY-MARTIN, MSC,
PHD, RD
The Hospital for Sick Children
555 University Ave                  
Toronto, ON M5G 1X8
Dr. Courtney-Martin is a clinical dietitian who
specializes in the management of patients with
intestinal failure. Enteral autonomy, (complete
wean from parenteral nutrition [PN]), is the
ultimate goal of all the individualized medical
nutritional management strategies that she uses in
her patients. Patients are carefully and proactively
managed to prevent complications associated
with PN while achieving adequate growth. Her
areas of research include metabolic bone disease
and body composition in intestinal failure, as
well as protein and amino acid requirement and
metabolism throughout the lifespan, including
amino acid requirements of the PN-fed neonate.
TANAZ FARZAN DANIALIFAR, MD
Clinical Assistant Professor of Pediatrics
Children’s Hospital Los Angeles and
University of Southern California
4650 W Sunset Blvd MS #78
Los Angeles, CA 90027
Dr. Danialifar is board certified in pediatrics
and pediatric gastroenterology with an emphasis
on pediatric motility disorders. Dr. Danialifar
has been treating home parenteral and enteral
nutrition (HPEN) patients with a variety of
diagnoses over the past four years, during and
since completion of her training.

DANE DE LUCA, RN, BSN, CWON
UCLA Health System
757 Westwood Plaza, Box 957404
Los Angeles, CA 90095-7404
Dane De Luca earned her Bachelor of Science
degree from the UCLA School of Nursing and
completed the Cosler School of Enterostomal
Therapy at USC. She has been a wound, ostomy
and continence nurse for thirty-two years and
a board certified wound and ostomy nurse for
over twenty-two years.
Dane has worked at UCLA for over twentyeight years, providing inpatient and outpatient
care for patients with skin, wound, and ostomy
needs. She also worked for the Visiting Nursing
Association addressing patient needs in the home
setting. Dane has participated in educational
presentations for nursing staff, nursing students
and the UCLA medical faculty. Other speaking
engagements have included presentations for the
Ostomy Association of LA, Crohn’s and Colitis
Foundation of America, The Oley Foundation,
A.S.P.E.N., Evidence Based Practice Conference
and Nutrishare. Dane wrote the article “Tips
for Dealing with Skin and Stoma Issues” for the
Oley Foundation May/June 2013 LifelineLetter.
She will be volunteering for the fifth summer
at the Painted Turtle camp providing ostomy
support for the liver and small bowel transplant
overnight campers.
Dane’s recognition from UCLA Health
Systems includes: Outstanding Service award,
Partners in Excellence and Outstanding Health
Care Team member. She was also presented with
the UCLA Nursing Advocacy Award in 2011.
EVELIN EICHLER, MS, RDN, LD
Consulting Nutrition Specialist/Educator,
GI Division
Texas Tech Health Science and School of
Medicine
Evelin Eichler is a consulting nutrition support
clinician, specializing in short bowel syndrome
(SBS) and other functional GI disorders. She
received her training and expertise through
Dr. Richard McCallum at Texas Tech Health
Science Center in El Paso, Texas. She is a speaker/
presenter and has written articles and book
chapters for multiple professional journals and
textbooks, including gastroenterology clinics
textbook on gastroparesis; quarterly IFFGD
newsletter on short bowel syndrome; and
Practical Gastroenterology. Evelin is part of the
speakers bureau at Shire Pharmaceuticals, as well

as an adjunct professor at New Mexico State
University and El Paso Community College.
JEFF FAIRBANKS
Social Media and Technology Specialist
US Department of State, Public Diplomacy
Training, Foreign Service Institute
Arlington, VA  
Jeff Fairbanks works with smart people all over
the world on communicating better with technology. Over the last three and a half years he
has focused on the use of social media. He has
a daughter that has been on home parenteral
nutrition (HPN) since birth. She is now twenty
years old.
CATHERINE J GOODHUE, MN, CPNP
Pediatric Nurse Practitioner
Children’s Hospital Los Angeles
4650 Sunset Blvd MS#100
Los Angeles, CA 90027
Catherine Goodhue is a pediatric nurse
practitioner with over twenty-two years
of experience in various pediatric settings,
including the emergency department, surgical
admitting, and specialty clinics. Her current
role is the trauma follow-up clinic within the
Division of Pediatric Surgery at Children’s
Hospital Los Angeles (CHLA).Catherine
became involved in disaster preparedness almost
ten years ago. Approximately two years ago, she
conducted disaster preparedness research with
PN-dependent children/families at CHLA
with Dr. Russell Merritt. They published their
mixed-methods findings in Nutrition in Clinical
Practice in October 2015. They are working on
a follow-up manuscript.
KAREN HAMILTON, MS, RD, LDN, CNSC
Director, Nutrition Programs & Services
Coram CVS/specialty infusion services
555 17th St, Ste 1500                
Denver, CO 80202
Karen Hamilton has worked in both acute
and home nutrition support for over twenty
years, caring for consumers with a variety
of gastrointestinal, oncology, and surgical
conditions who require parenteral nutrition
(PN), tube feeding, or both. Her passion is
in helping consumers achieve positive clinical
outcomes and a great quality of life while
receiving nutrition therapy and helping them to
decrease their need for their specialized nutrition
support as able.
13

Faculty (cont.)
TOM HANCOCK
Executive Director
Global Enteral Device Supplier Association
(GEDSA)
692 N High St, Ste 207
Columbus, OH 43215
As executive director for the Global Enteral
Device Supplier Association (GEDSA), Tom
is currently leading the coordinated effort to
introduce new enteral tube feeding connectors
through an initiative known as Stay Connected.
GEDSA is working in collaboration with
the Joint Commission, Association for the
Advancement of Medical Instrumentation
(AAMI), FDA, and a host of partner associations
representing various health care professionals,
practice experts, advocacy groups, and
manufacturers/suppliers. The mission of the
initiative is to represent a unified voice in the
seamless introduction of new International
Standards for small-bore connectors to reduce
the risk of tubing misconnections and improve
patient safety. Tom has more than fifteen years
in health care as a marketer, business leader, and
consultant. Most recently Tom held directorlevel positions in marketing at Abbott, managing
their pediatric nutrition, specialty nutrition,
and medical device businesses. Tom has also
served in various leadership roles at Saatchi &
Saatchi Healthcare Advertising and BristolMyers Squibb.
LYN HOWARD, MB, FRCP
Professor Emeritus, Albany Medical College
Former Head of Clinical Nutrition Program,
Albany Medical Center (1972–2008)
Medical Director and Co-founder, The Oley
Foundation
43 New Scotland Ave
Albany Medical Center, MC 28
Albany, NY 12208
In the early 1970s Dr. Howard sent her first
patient home on nutritional support, and
since then she has been published widely in the
home parenteral and enteral nutrition (HPEN)
arena. With Clarence (“Oley”) Oldenburg’s
family support, Dr. Howard started the Oley
Foundation in 1983. She is an advocate of
the consumer voice in the organization and
implementation of HPEN. She is now retired,
but she continues research pertinent to HPEN.
She is currently working on a national committee
to update PN micronutrients. She lives on a
farm and is an avid horse driver.
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JOY MCVEY HUGICK
Oley Ambassador
Atlanta, GA
After serving patient populations during her
career in public health, Joy became a patient
herself. In August 2010, she had an acute onset
of GI symptoms, which was later diagnosed
as post-viral gastroenteropathy causing severe
gastroparesis, slow-transit constipation, and
esophageal dysmotility. Initially, Joy was on home
parenteral nutrition (HPN); she transitioned to
home enteral nutrition (HEN) when nutrition
support was determined to be a more permanent
solution. Joy continues to rely on tube feeding
for her daily nutrition. Attending last summer’s
Oley Consumer/Clinician Conference inspired
Joy to become an Oley Ambassador. Immediately
following the conference she became one and
Oley is delighted to see her blend her public
health experience with her personal experience
living on HPEN therapy. Joy holds a B.A. in
speech communication from the University of
South Florida and resides in Atlanta with her
husband, Brad, and their lab rescue, Buddy.
She enjoys practicing yoga, reading, cooking,
knitting, and spending time with her family.
RYAN HURT, MD, PHD
Associate Professor of Medicine
Director Home Parenteral Enteral Nutrition
Mayo Clinic
200 First St SW
Rochester, MN 55905
Born and raised in Rochester, Minnesota, most
of Dr. Hurt’s higher education is from the
University of Louisville. Dr. Hurt became the
director for the Home Parenteral and Enteral
Nutrition Program at Mayo Clinic in 2012, a
position previously held by Dr. Darlene Kelly.
FRANK F ING, MD, FAAP, FACC, FSCAI
Chief, Division of Cardiology
Co-director, Heart Institute
Director, Cardiac Catheterization Laboratory
Children’s Hospital Los Angeles
4650 Sunset Blvd MS#100
Los Angeles, CA 90027
Dr. Ing, who has been in practice for more
than twenty years, is one of the nation’s leading
cardiologists. He is a distinguished researcher and
interventional cardiologist, as well as professor of
Clinical Pediatrics in the Division of Cardiology,
Department of Pediatrics in the Keck School of
Medicine of the University of Southern California.

CAROL IRETON-JONES, PHD, RDN,
CNSC, FASPEN
Dietitian/Clinical Specialist
Nutrishare, Inc
1730 Countryside Dr             
Carrollton, TX 75007
Carol Ireton-Jones has been a parenteral and
enteral dietitian/nutrition specialist since 1979.
AIMEE D JAREMOWICZ, RD, LDN,
CWCMS, FNKF
Registered and Licensed Dietitian
Shield HealthCare
847 N Church Court, Ste A
Elmhurst, IL 60126
Aimee Jaremowicz has been a dietitian for
fifteen years. Her expertise includes nutrition
support (both parenteral and enteral) and she
has a strong background in renal, cardiac, and
diabetes. Aimee is a speaker for the National
Kidney Foundation (NKF) and has helped the
health care industry by educating both professionals and patients. She has published medical
research, as well as edited clinical research, in
peer-reviewed medical journals. Aimee was a
reviewer on the NKF MD reviewer panel for
MD abstracts. She enjoys spending time with
family and friends and taking care of her beagle,
as well as exercising, cooking, and traveling.
MARIA KARIMBAKAS, RD, CNSC
Clinical Nutritionist
ThriveRx, a Division of Diplomat
16 Foster Lane
Milton, MA 02186
Maria Karimbakas is a registered dietitian and
board certified in nutrition support. She received
her Bachelor of Science from the University of
Vermont and completed her dietetic internship
at Brigham and Women’s Hospital, Boston. She
has been providing clinical care and education
to short bowel consumers for over twenty years
and worked at the Nutritional Restart Center, the
first intestinal rehabilitation program. Maria has
co-authored several abstracts, papers, and book
chapters on the subject of diet and short bowel
syndrome and is the co-author of ThriveRx’s
Maximize Health Short Bowel Rehabilitation
at Home program.

Faculty (cont.)
DARLENE G KELLY, MD, PHD
Science and Medicine Advisor, The Oley
Foundation
Emeritus Associate Professor of Medicine
Mayo Clinic Rochester
1318 21st Ave NE
Rochester, MN 55906
Dr. Kelly’s interest in HPN goes back to her college
days, while her interest in nutrition goes back 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 gastroenterologist. 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
over 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. She has worked for the past
two and a half to help establish the International
Alliance of Patient Organisations for Chronic
Intestinal Failure and Home Artificial Nutrition
(PACIFHAN), which has united nine countries
thus far. Dr. Kelly has been a valuable contributor
at Oley meetings for over fifteen years.
MICHAEL MEDWAR
Nutrition Patient Advocate
Coram CVS/specialty infusion services
Franklin, MA
A former newspaper editor, Michael Medwar
has worked for Coram CVS/specialty infusion services since 2013. He provides general
education and support and acts a liaison to the
Transportation Security Administration (TSA)
for consumers who travel by air. Michael was
diagnosed with Crohn’s disease at age 9 and
was on home parenteral nutrition (HPN) intermittently from 1984 to 2001 and briefly in
2013 after surgery. He attended his first Oley
conference in the late 1980s thanks to his parents (his mother Joan is an Oley Ambassador),
and he continued his involvement with Oley
after weaning off HPN. He served on the Oley
Board of Trustees from 2003 to 2010 and has
been a past conference co-chair. He also served
on the Sustain Executive Council of A.S.P.E.N.

RUSSELL J MERRITT, MD, PHD
Medical Director, Intestinal Rehabilitation
Children’s Hospital Los Angeles
Keck School of Medicine, University of
Southern California
4650 Sunset Blvd, MS#78
Los Angeles, CA 90027
Dr. Merritt has worked in the field of intestinal
rehabilitation since 1978. He established the
home parenteral nutrition program at Children’s
Hospital Los Angeles. His focus is on pediatric
intestinal rehabilitation and feeding problems.
ANN V MICHALEK, MD
Oley Trustee
Associate Clinical Professor
Albany Medical Center
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.
JASMEET S MOKHA, MD, MPH
Assistant Professor, Pediatric
Gastroenterology, Hepatology & Nutrition
Connecticut Children’s Medical Center/
University of Connecticut
282 Washington St, Ste 2K
Hartford, CT 06105
Dr. Mokha started her research at Connecticut
Children’s during fellowship with a keen focus on
children with intestinal failure. One area of focus
was trying to address issues that may help improve
the life of the central venous catheters of children
who are dependent on intravenous (IV) nutrition,
specifically addressing the role of ethanol lock
therapy in decreasing catheter-related bloodstream
infections (CRBSIs) and its association with mechanical problems leading to catheter replacements.
From a nutritional standpoint, after studying various tube feeding methods utilized for delivery of
breast milk to infants, they proposed a technique
that enables optimal delivery of breast milk fat,
which has a tendency to separate and adhere to the
tubing. From a clinical standpoint, their research
aims to study the neurodevelopmental outcomes
of children with intestinal failure who have been on
prolonged IV nutrition in comparison with other
children with chronic diseases.
Currently, she is involved in projects studying
the local microbiomes that may be the missing

links in explaining disease pathophysiology.
One project aims to identify the bacteria
that predominate the guts of neonates who
develop liver disease secondary to IV nutrition.
Going forward, her research will focus on
delineating which bacteria are the key players in
intestinal health and disease, and to outline the
mechanisms by which their presence or absence
leads to a disease condition.
MANPREET S MUNDI, MD
Assistant Professor of Medicine
Mayo Clinic
200 1st St SW
Rochester, MN 55902
Dr. Mundi completed medical school from
Keck School of Medicine at the University of
Southern California followed by internal medicine residency and fellowship in endocrinology
at LAC-USC Medical Center. He joined the
Mayo Clinic Division of Endocrinology initially
as an NIH training grant fellow in Dr. Michael
Jensen’s lab with a research focus on fatty acid
metabolism and obesity. Subsequently, he joined
as clinic staff in the area of nutrition with a
clinical focus of obesity and malnutrition, as
well as home and inpatient nutrition support.
He is currently the medical director for the
Home Enteral Nutrition Program and associate
medical director of the Home Parenteral and
Enteral Program at Mayo Clinic, which manages
approximately one thousand patients per year
who are on home parenteral or enteral nutrition.
REID NISHIKAWA, PHARMD, BCNSP,
FCSHP
Coordinator, Clinical Services
Director of Research
Nutrishare, Inc
9850 Kent St
Elk Grove, CA 95624
Dr. Nishikawa has been involved with nutrition
support for over thirty years. He is actively involved with the Oley Foundation, A.S.P.E.N., the
European Society for Clinical Nutrition and Metabolism, the American Society of Health-Systems
Pharmacists, and the American Gastroenterological Association. 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 HPN consumer.
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Faculty (cont.)
MARIANNE OPILLA, RN, BSN, CNSC
Clinical Care and Research Specialist
Nutrishare, Inc
9850 Kent St
Elk Grove, CA 95624
Marianne Opilla received her nursing degree
from Virginia Commonwealth University and
has been a certified nutrition support clinician
since 1992. She is a member of the clinical team at
Nutrishare, focusing on reducing complications
and increasing quality of life for home parenteral
nutrition consumers. She has presented abstracts
and published journal articles and book chapters
on various nutrition support topics.
MANISHA PARIKH, MSW, ACSW
Clinical Social Worker
Children’s Hospital Los Angeles
4650 Sunset Blvd #78
Los Angeles, CA 90027
Manisha is a clinical social worker at Children’s
Hospital in Los Angeles, and works with families
dealing with home parenteral and enteral nutrition. She was on this year’s Oley conference
committee.
CRAIG PETERSEN, RD, CNSC
Nutrishare, Inc
9850 Kent St
Elk Grove, CA 95624
Craig Petersen has been involved in the provision of HPEN for the last thirty-five years.
He is actively involved in research involving
HPEN, with the goal of identifying practices to
reduce complications, provide more efficacious
care, and improve quality of life of the HPEN
consumer. One of Craig’s major areas of interest
is the identification and treatment of D-lactic
acidosis, a neurological disorder that can occur
in short bowel syndrome.
CYNTHIA REDDICK, RD, CNSC
National Tube Feeding Manager
Coram CVS/specialty infusion services
Cynthia Reddick has worked in nutrition
support for twenty-one years and has focused
on home tube feeding for the last seventeen
years, working to facilitate tube feeding patients’
successful transition from hospital to home
and to provide positive clinical outcomes for
patients at home on tube feeding. She developed
her passion of nutrition support during her
internship at the City of Hope National Medical
Center in Southern California and continued
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to develop her expertise with experience at
major teaching hospitals such as Cedars Sinai
in Los Angeles and UC Davis Medical Center
in Sacramento, California. She is currently the
national nutrition manager for tube feeding at
Coram CVS/specialty infusion services. She has
presented roundtables, clinical posters, webinars,
and case studies in the area of home care tube
feeding. She has been a guest lecturer for case
managers, registered dietitians, social workers,
and the Oley Foundation on a variety of topics
related to home tube feeding.
LAURIE REYEN, RN, MN, CNSC
Clinical Nurse Specialist, Parenteral/Enteral
Nutrition
UCLA Health
757 Westwood Plaza, Ste B790A, 740430
Los Angeles, CA 90095-7404
Laurie Reyen is an advanced practice nurse who
has worked with UCLA’s home parenteral and
enteral nutrition program since 1983. She has a
special interest in patient and family education,
infection control, and family-centered care. She
is a past recipient of A.S.P.E.N.’s Distinguished
Nurse Service Award and a proud past recipient
of Oley’s Nan Cout’s Award for the Ultimate
Volunteer.
DEBORA SIMMONS, PHD, RN, CCNS,
FAAN
Assistant Professor
University of Texas
7000 Fannin St, Ste 600
Houston, TX 77030
Dr. Simmons is an assistant professor at the School
of Biomedical Informatics at the University of
Texas Houston Health Science Center. She is a
clinical nurse specialist in critical and acute care
with an extensive background in technology and
complex patient care systems. Dr. Simmons was
an investigator for the Institute of Healthcare
Excellence at the University of Texas M. D.
Anderson Cancer Center and a member of the
University of Texas Center of Excellence for
Patient Safety Research and Practice funded by
the Agency for Healthcare Research and Quality.
Currently her research focuses on environmental
influences in safety and error analysis. Dr.
Simmons is well known in safety in education
and healthcare practice. She has authored and
co-authored peer reviewed manuscripts and book
chapters in near miss reporting, team work, patient
safety, just culture, and error analysis.

Over a decade ago, Dr. Simmons investigated
a tragic incident of a tubing misconnection that
motivated her to begin researching this type of
medical error. The resulting research has been
published widely in peer reviewed journals, used
in statements by the FDA, ECRI, regulatory
agencies, ISO, AAMI, the American Nurses
Association, the Institute for Safe Medication
Practices, and many other safety organizations
and publications. She is not affiliated with
any commercial vendor and has never taken
compensation for this work. Her one wish is
that people using these tubing connectors can
do so safely.
PATRICK M SULLIVAN, MD, MS
Clinical Fellow, Interventional Pediatric
Cardiology
Children’s Hospital Los Angeles
4650 Sunset Blvd                 
Los Angeles, CA 90027   
Dr. Sullivan is a pediatric cardiologist who has
spent the past two years in training under Dr.
Frank Ing at CHLA, learning and performing advanced intravascular and intracardiac
interventions in infants, children, and young
adults. They have been particularly interested
in developing techniques for recanalization of
chronically occluded veins in pediatric patients
with chronic intravascular access needs, like those
who require long-term parenteral nutrition.
Their results in these efforts have been presented
at national academic meetings.
EMMA TILLMAN, PHARMD, PHD
HPN Consumer
Pediatric Critical Care Pharmacy Specialist
Riley Hospital for Children
Indiana University Health
Indianapolis, IN
Dr. Tillman has been a home parenteral nutrition
(HPN) consumer for the past four and a half
years. She was once skeptical of the benefits of
support and its role in helping individuals achieve
acceptance with his or her current situation. In
the past year, she has connected with a small
group of women that has greatly helped her in
her efforts to thrive with life on HPN.
About six months ago she was playing around
on Instagram and was searching hash tags (i.e.,
TPN, EN [enteral nutrition], tube feeding, IV
nutrition, and other similar terms) trying to get
a sense of what would come up. While she was
searching, she was thinking about the patient or

Faculty (cont.)
parent of a child new to TPN trying to find out
what a life on TPN would be like. She was greatly
disappointed that all of the images she found
tagged were “sick” pictures, such as a woman in
the hospital bed with TPN. She decided to try to
flood social media with pictures of herself doing
normal things. Anytime she posts a picture on
social media, she tags it with #tpnstrong. Visit
the SBS Cure Project booth in the Exhibit Hall
to talk to Emma about how together we can
show people new to TPN (or HPN) that you
can live a full life and thrive on PN.
KENDALL VAN POOL
Vice President of Legislative Affairs
National Home Infusion Association
100 Daingerfield Rd
Alexandria, VA 22314
Kendall Van Pool is the vice president of
legislative affairs at the National Home Infusion
Association (NHIA), a trade association
that represents and advances the interests of
organizations that provide infusion and specialty
pharmacy products and services to the entire
spectrum of home-based patients.
Kendall has been instrumental in developing
and promoting the legislative and regulatory
policy agenda of NHIA. At NHIA his duties
include advancing and influencing federal
legislation; educating Congress and federal
regulators; communicating and coalition building
with third party health care organizations; and
providing advocacy tools to the entire infusion
community of providers and payers.

Kendall is a Washington, D.C., veteran with
sixteen years of experience working on Capitol
Hill and in various health care advocacy
positions.
COLLETTE VIRDEN, RD, CNSC
Southern California Area RD Lead
Crescent Healthcare, an Option Care
company
2010 Iowa Ave Ste 110                 
Riverside, CA 92507
Collette Virden was a hospital nutrition support
team dietitian for nine years before transitioning
into home infusion eleven years ago. She
monitors and manages adult and pediatric
parenteral and enteral nutrition patients, but
finds working with them to optimize nutritional
status and quality of life the most gratifying.
ANN WEAVER
Senior Consumer Advocate
ThriveRx, A Division of Diplomat
Cincinnati, OH
Ann Weaver first began advocating for
consumers over twenty years ago with the birth of
her second son. She was a Regional Coordinator
(now known as Oley Ambassadors) for the
Oley Foundation for nine years, and for the
past six years she has been a consumer advocate
for ThriveRx. During her time as a Regional
Coordinator and as a consumer advocate,
she has assisted in planning and coordinating
Oley regional conferences, presented at Oley
and A.S.P.E.N. conferences, lobbied federal

legislators on behalf of consumers, participated
in the production of consumer education
videos, written articles and provided peer to
peer support. She was the recipient of the Oley
Foundation’s 2008 Lenore Heaphey Grassroots
Education Award and A.S.P.E.N.’s 2014 Lyn
Howard Advocacy Award.
LLOYDETTE ZIEMAN, RN, BS, CRNI
Nutrition Liaison    
ThriveRx, A Division of Diplomat  
7167 E Kemper Rd                
Cincinnati, OH 45249  
Lloydette Zieman is a nutrition liaison for
ThriveRx. With over thirty years of nursing
experience, she has enjoyed a career spanning
a variety of nursing environments, including
infusion therapy and vascular access, clinical
pharmacy support, critical care, travel nursing,
home care, and home infusion services. Prior to
her current position, Lloydette held positions
as an infusion clinical nurse specialist, regional
infusion educator, pharmacy nurse consultant,
and adjunct faculty.
She holds national certification in infusion
nursing. Lloydette has served on regulatory
committees for advanced infusion practice for
state boards of nursing and has presented both
locally and nationally on evidence based practice
related to infusion therapy and vascular access
support.

Thank You Faculty
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!
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Travel Scholarships
Many thanks to the following individuals and corporate sponsors for their generous support of scholarships for consumer attendees.

Ann Weaver & Abby Brogan

Melissa Chaney Memorial Fund

Ann Weaver and I have attended many Oley conferences over the years
with our families. My first conference was in 2007 when Ellie was only
one and Ann’s first was in 1997.
We and our families have benefited immeasurably from attending
Oley conferences over the years. We have also met other families at the
conferences that have become longtime friends and vital members of our
support teams. We also have had the privilege of watching our children
make those same connections too.
We donated these travel grants because the Oley conferences have
been so helpful for us and we would like other individuals and families
to get the same benefit we did.

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.

Esther Ann Brown Adler Memorial Scholarship
“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.

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
a 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.
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Bruce F. Groeber Family
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 an Ambassador), 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.

Carol Ireton-Jones, PhD, RD, LD, CNSC,
FASPEN, FAND
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.

Travel Scholarships (cont.)
Carol & Jack Leibee

Melinda Parker, MS, RD, CNSC

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.

The Oley Foundation can be a lifeline for consumers. My gift of a travel
grant is intended to give as many people as possible the opportunity to
be a part of this important meeting.

The Oley Foundation
The Oley Foundation is committed to making this life-changing
conference as affordable as possible for consumers and their families.
To this end, the foundation has underwritten many travel grants, raised
funds to keep registration free for consumers and families, and sought
sponsors for many meals. We hope you return home empowered by
improved knowledge, with new friends, and better able to advocate for
your health care needs.

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 Springs,
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.

Corporate/Organization Support
for Travel Scholarships
AxelaCare
Nutrishare
Short Bowel Syndrome Foundation
ThriveRx
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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 PARTNER ($70,000+)
Shire
GOLD MEDALLION PARTNER ($50,000–$69,999)
ThriveRx
SILVER CIRCLE PARTNERS ($30,000–$49,999)
BioScrip, Inc.
Coram CVS/specialty infusion services
Nutrishare, Inc.
BRONZE STAR PARTNERS ($20,000–$29,999)
Baxter International Inc.
Fresenius Kabi USA
Halyard Health, Inc.
Medtronic
BENEFACTOR LEVEL PARTNERS ($10,000–$19,999)
Abbott Nutrition
Nestlé Health Science
Option Care
PATRON LEVEL PARTNERS ($5,000–$9,999)
Applied Medical Technology, Inc.
Apria Healthcare
AxelaCare
Cook Medical
Functional Formularies
Nutrishare Canada
Real Food Blends
Teleflex
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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.
Felice Austin
Jane Balint, MD
John Balint, MD
Joan Bishop
Ginger Bolinger
Pat Brown, RN, CNSC
Faye Clements, RN, BS
Katherine Cotter
Jim Cowan
Rick Davis
Ann & Paul DeBarbieri
David & Sheila DeKold
Dale & Martha Delano
Tom Diamantidis, PharmD
Gail Egan, MS, ANP
Selma Ehrenpreis
Herb & Joy Emich
Jerry Fickle
Don Freeman
Linda Gold
Linda Gravenstein
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
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
Wendy Rivner
Roslyn & Eric Scheib Dahl
Susan & Jeffrey Schesnol
Doug Seidner, MD, FACG, CNSC
Judi Smith
Steve Swensen
Cheryl Thompson, PhD, RD, CNSC, &
Gregory A. Thompson, MD, MSc
Cathy Tokarz
Eleanor & Walter Wilson
Marion & Larry Winkler
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 (518) 262-5079 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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Ribbons & Dots
You’ve probably noticed several people milling about the conference wearing ribbons and stickers on their badges. To unravel the mystery, below
is a color-coded guide to their significance. Colored stickers (“dots”) 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 Attendee...please
make them feel welcome!

J green

Short bowel syndrome

J blue

Motility disorder

Red

Award Winner

J orange

Swallowing disorder

Brown

Award Nominee

J pink

Inflammatory bowel disease

Black

President

J yellow

Other

Maroon

Conference Co-Chair

Blue

Oley Board Trustee

White

Past Board Trustee

Sticker Shape/Color

Therapy

Turquoise

Conference Chair

★ silver

Parenteral nutrition (PN)

Teal

Faculty

★ blue

Enteral nutrition (EN)

Kelly Green

Exhibitor

Red/White/Blue

Oley Ambassador

Orange

Conference Volunteer

Sticker Shape/Color

Status

Hot Orange

Inspire Member

Eggplant

Ask Me, I’m a Dietitian

red

Caregiver/spouse/family member

Want to meet your Inspire friends?
Add an orange “Inspire Member” ribbon to
your name badge and introduce yourself to
others with the ribbon.
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Research Prize
Nutrishare HomePN Research Prize
Sponsored by Nutrishare, Inc., Oley Silver Circle 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 2016 prizes will be awarded to:

Clinical Team
ThriveRx
Cincinnati, Ohio
To Swim or Not to Swim: Survey on Swimming Practices with a Central Venous Catheter

Jasmeet S. Mokha, MD, MPH
Connecticut Children’s Medical Center
Hartford, Connecticut
Effects of Ethanol Lock Therapy on Central Line Infections and Mechanical Problems in
Children with Intestinal Failure

Marianne Opilla, RN, BSN, CNSC
Nutrishare, Inc.
Elk Grove, California
Central Venous Catheter Life in Very Long-Term Home Parenteral Nutrition Patients

All three of these research papers will be presented
during Thursday morning’s main session.
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*Registered Trademark or Trademark of Halyard Health, Inc. or its affiliates. ©2015 HYH. All rights reserved.

BETTER CARE
DESERVES A NEW NAME.
Kimberly-Clark Health Care is now Halyard Health.
We are your source for enteral feeding delivering
clinically-superior products (like the MIC-KEY*
G-Tube) and remarkable service to improve tube
users well-being.
www.mic-key.com

Our mission
is to enhance the lives of
those we care for each day.
BioScrip’s home parenteral and enteral nutrition
program is specially designed to fit your life in the
most convenient way possible. For 30 years, we
have been delivering clinical excellence in nutrition
support for any age and any lifestyle. With over
70 locations nationwide and our extensive payor
relationships, we can be there to provide the
quality care you deserve so you can focus on living
your life.

Call us to find out more

844.213.8446
or visit bioscrip.com
© 2016 BioScrip, Inc. All rights reserved.

Visit ThriveRx’s Rehydration Station
Drop by the rehydration station for a taste test and learn more about the benefits of Oral
Rehydration Solutions (ORS). We will be open during lunch and providing water bottles with
a choice of ORS solutions for the walkathon.

ThriveRx, a division of Diplomat, is a national provider
of home TPN and enteral services. Our mission is to
provide education to empower our consumers.

Learn more

888.6.THRIVE (847483) | info@thriverx.net | www.thriverx.net
Copyright © 2016 by Diplomat Pharmacy Inc. Diplomat and Thrive Rx are either trademarks or
registered trademarks of Diplomat Pharmacy Inc. All rights reserved. THRV - 006710 - 0616

Notes

28

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 (855) 787-2227 (Weekdays 8 a.m. – 11 p.m. EST,
weekends and holidays 9 a.m. – 8 p.m. EST) 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. Note: local airports have been alerted that
Oley members will be traveling through for this meeting.
To learn more about TSA Cares visit: www.tsa.gov/travel/special-procedures
Safe travels!

Map of Meeting Rooms
Third Floor Meeting Rooms

Lobby Level
To Third Floor
Meeting Rooms

To Main Lobby,
Rose Garden
Seaview Terrace

Newport Coast
Registration

Addendum
Child Care/Youth Activity Locations
Child Care, Wednesday & Thursday
9 a.m.–noon
Baycliff
2:30–5:00 p.m. Avalon
Youth Activity Wednesday & Thursday
2:30–5:00 p.m. Baycliff

Breakout Session Updates

Kids Are Going to Disney!
We are excited to share the news! We salute the Newport
Beach Marriott Hotel & Spa and Newport Beach Conference & Visitor’s Bureau for donating 90 Disneyland
tickets to enhance our kids’ conference experience. Isn’t
this wonderful?!
Tickets will be distributed to children ages 3-18, who
were registered for the Oley conference by June 23. A parent
or guardian should plan to stop by the Oley registration
desk for the ticket(s). Please try to schedule your visit to
Disneyland so that it does not conflict with conference
activities!
Faculty Update
MANISHA PARIKH, MSW, ACSW
Clinical Social Worker
Children’s Hospital Los Angeles
4650 Sunset Blvd #78
Los Angeles, CA 90027
Manisha is a clinical social worker at CHLA, dedicated to
providing support to children on PN and their caregivers.
Manisha connects families to resources and other families,
hoping to create a community for families. She has facilitated events such as Intestinal Rehab Day, IR Zoo trip,
and IR Family Picnic. She currently is on a committee
with the central venous catheter team to provide a multidisciplinary advanced class for families whose children will
need PN long term. Currently, she facilitates a monthly
parent support group for intestinal rehabilitation families
simultaneously with the occupational therapy team who
provide social and eating skills for pediatric patients.

Thursday’s breakout session “Arranging for the Best
IEPs” has been cancelled. Instead, the speaker, Carmen
Carley, will share her experience on arranging IEPs as
part of the breakout session “Transitioning from Home
to School” on Wednesday afternoon, to be held Session
I only, in Crystal Cove.
Thursday’s breakout session “To Swim or Not to
Swim” will be held Session I only, in Diamond Cove.
For Your Listening Pleasure
Consumer Kendall Hollinger will be playing guitar and
singing during the Welcome Reception and in child care.
Thank you for sharing your talent, Kendall!

