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Living with home parenteral and/or enteral nutrition (HPEN)

ENFit Low-Dose-Tip Syringes

Manpreet Mundi, MD

In October 2021, the U.S. Food and Drug Ad-
ministration (FDA) issued a Safety Communication
regarding the potential for medication overdose with
ENFit low-dose-tip syringes (see fda.gov/medical-
devices/safety-communications/potential-medication-
overdose-enfit-low-dose-tip-syringe-fda-safety-com-
munication). In November, the FDA issued an update,
which includes the findings of an FDA research team
that were published in the Journal of Clinical Pharmacy
and Therapeutics: “Assessing Dosing Errors in Legacy
and Low Dose Tip ENFit Syringes.” The findings of
that study, and the recommendations coming out of
it, are summarized here.

Background

Many types of medical devices have shared a com-
mon component: the small-bore connector. This
connector provides a mechanism for the connection
between parts in a variety of medical devices. It is
particularly common in hospital settings. However,
the wide usage of luer small-bore connectors has led
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Examples of ENFit syringes used with permission from
Medline. Medline's low-dose-tip syringe is to the left.

to misconnections—where something meant to be
connected to one type of medical device is mistak-
enly connected to another type of medical device,
for example, a feeding tube extension set connected
to an IV line—and to serious injuries and deaths.
ENFit Syringes, cont. pg. 12 @
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Join Us for Oley2022

Mark your calendar and plan to join us for “Alive,
Well, and Even Better” Tuesday, August 16, to
Thursday, August 18, on the Zoom platform.

Planning is well underway. Each day, two tracks
will run simultaneously, one for Home IV Nutrition
(Parenteral, or HPN) and one for Home Tube Feeding
(Enteral Nutrition, or HEN). Each track will address
therapy-specific topics, including both personal and
medical perspectives, device options, care and main-
tenance, and more. Plenty of time will be scheduled

for a lively question and discussion period. Note:
Oley2022, cont. pg. 15 @

Grace ﬂnd Frank enjoying a day out.

Education: The Key to
Success with a PEG Tube

Grace Donoho
This is the story of Frank’s journey through the

diagnosis and treatment of esophageal cancer as told
by me, his significant other. As such, I attended all of
his appointments and documented what was said and
what he experienced.
Preparation for Cancer Treatment
Nearly three years ago, Frank was diagnosed with
esophageal cancer. Following many years of eating
Education, cont. pg. 14 @
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Our Mission

...is to enrich the lives of those living with home intravenous
nutrition and tube feeding through education, advocacy, and
networking.

The Oley Foundation provides its 26,000+ members with criti-
cal information on topics such as medical advances, research, and
health insurance. The Foundation is also a source of support, help-
ing consumers on home IV nutrition and tube feeding overcome
challenges, such as their inability to eat and altered body image.
All Oley programs are offered FREE of CHARGE to consumers
and their families.

Oley Foundation Programs
o LifelineLetter
* Peer to Peer Support
¢ Conferences and Webinars
* Resources to Promote Living Well on Tube Feeding and IV
Nutrition
* Equipment Supply Exchange
* Advocacy and Awareness

Resource Spotlight:

Kidz Klub, a virtual extension of the annual Jammin’ Jammies, is
a program for kids on IV nutrition and/or tube feeding and their
siblings, and kids who have a loved one on nutrition support.
We have virtual scavenger hunts, do arts and crafts and science
experiments, show and tell, and share jokes. Kids can ask the other
kids about their life with nutrition support, but we mainly focus
on having fun in a safe virtual setting, where the kids don’t feel
obligated to explain their backpacks, beeping pumps, lines, and
tubes. Children of all ages can participate, but we ask parents of
younger children to be close by in case they need help with the
activity. Please email Mary at marywootten.oley@gmail.com if
you have questions about this program, and to RSVP. Meetings

are typically held quarterly.

How to Support Oley
Donations are tax deductible and are accepted at oley.org/dona-
tions or at the street address on left. We appreciate your support!
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Tube Feeding Tips

Tube Talk

Send your tips, questions, and thoughts about home tube feeding (home enteral nutrition, or HEN) to metzgel@amc.

edu. Information shared in this column represents the experience of the individual and, while medical information

is reviewed by an advisor, should not imply endorsement by the Oley Foundation. The Foundation strongly encourages readers
to discuss any suggestions with their clinician before making any changes in their care.

Enteral Formula
in Homecare:
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Tube Feeding (Enteral) Formula: Navigating Outages, Recalls, and
Finding Alternatives

Cynthia Reddick, RD, CNSC, gave an excellent presentation at
the Oley Foundation’s April Mini Meeting titled “Enteral Formula in
Homecare: Navigating Outages, Recalls, and Finding Alternatives.”
In her presentation, Cynthia gives basic information on the different
types of tube feeding formula, with an in-depth discussion of what
“plant-based” means in terms of enteral formula.

She also helps us better understand what causes backorders and
shortages of both formula and supplies, and discusses the recall by
Abbott earlier this year of lots of Similac, Alimentum, and EleCare
powder formula manufactured in Sturgis, Michigan—and the impact
that recall had on the availability of other formulas.

To wrap up, Cynthia gives some practical tips you can use at home
to anticipate backorders, supply chain issues, or shortages of tube feed-
ing formula or supplies. These include making sure your prescriber
provides an equivalent formula, when possible, in case the first choice
is not available; that you get timely refills (“be proactive,” Cynthia
advises); and have a buffer or backup—be prepared, as you would be
for an emergency or natural disaster.

For a link to Cynthia’s presentation, go to oley.org/2022minimeeti
ngpresentations.

Cynthia Reddick, RD, CNSC, is National Tube Feeding Manager for
Coram/CVS Specialty Infusion Services.

Mailbox From Feeding Tube Awareness Week

I am an oncology dietitian at a small outpatient cancer care center
in Massachusetts. Over the past seven years, I have been building a
special program for our adult patients diagnosed with cancers of the
head/neck area. Their treatment course of chemotherapy, radiation
and/or surgery is often challenging, painful, and stressful. We have
developed a multidisciplinary approach for this special population
including early nutrition and swallowing interventions. Many patients
do require placement of a feeding tube for maintaining nutrition and
hydration during and after treatment.

One of my favorite days working as an oncology dietitian usually
involves helping my patients practice feeding themselves through
their new G-tubes. They feel
empowered and relieved to be
able to feed through their tube
when eating is too difficult or

One of my favorite

days ... usually involves
painful. Another awesome day . .
comes a few months later when helpmg my patients
I can be a cheerleader on G-tube
removal day! We often work with

the Oley Foundation’s equipment

practice feeding

themselves through their

and formula exchange program, new G-tubes. They feel
too!

This year for Feeding Tube
Awareness Week, I ordered and
handed out fifty+ buttons for our staff and patients. I shared pro-

fessional experiences, common myths, and quotes from patients.

empowered and relieved.

In the years to come, I hope to continue improving this program
and spreading awareness around using feeding tubes.

I am very proud of and inspired by our patients as well as their
supportive caregivers. Their inspiration fuels all of us in healthcare to
keep moving forward and helping others.

—With love, Rachel S.
(oncology dietitian & tube feeding ambassador)

Thanks to everyone who participated in Feeding Tube
Awareness Week in February 2022.

d3)

katefarms: #] RECOMMENDED

Plant-Based Formula®
Kate Farms formulas are Made for Tolerance™

Kate Farms Plant-Based
Formulas:

+ Available in great-tasting adult
and pediatric formulations

v Designed for tube feeding
to flow smoothly through tubes
as small as 6.5 Fr without
thinning or dilution

@ No common allergens
Does not contain milk, eggs, fish, shellfish,
tree nuts, peanuts, wheat, or soybeans

“Lylliahna’s team is so impressed
by how well she is doing on Kate
Farms. They thought she'd never
have a break from TPN, and now
she may be off completely by

3 years of age!”

@No artificial sweeteners, flavors,
colors, or preservatives

LylliahnaS | = \ggy) O

Get started with Customer Care
Il katefarms.com/contact-us
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Oley News

Welcome New Oley Ambassadors

Would you like to speak with someone who has “been there, done
that”? Call an Oley Ambassador. For a complete list of Ambassadors,
visit oley.org or call (518) 262-5079. Note: Ambassadors volunteer to
provide peer support for home IV nutrition and tube feeding patients
and family members. They are not medical professionals and do not
offer medical advice. Please do not contact Oley Ambassadors for
solicitation, marketing, or research purposes.

Meet our newest Oley Ambassadors.

Amber Cox joins the Oley Ambassador network as a caregiver.
Her son, Mark, was diagnosed with megacystis-microcolon-intestinal
hypoperistalsis syndrome (MMIHS) when he was six months old and

has been on home IV nutrition (HPN) since
2014. He has a tunneled central line and an
ileostomy. Amber writes, “The beginning
days of HPN, central line, and ostomy care
were extremely overwhelming, but as time
goes by it becomes easier, especially with a
support network.”

Amber (along with her husband and son)
attended her first Oley conference in 2015.
Amberwrites that she “wasimmediately grate-

ful for the incredible knowledge and support.
It was heartwarming to hear our son, at two
years old, say, look line like me.” It was the
first time he ever met other kids that had similar needs to him.”

In her spare time Amber enjoys reading, camping, and going for Jeep
rides with her family. She believes we are better and stronger when we
go through life’s challenges with a support network to lean on.

Amber lives in San Bernardino, California, and can be reached at
amnelson77@gmail.com or (909) 744-7491.

Kathy Griffin was diagnosed with scleroderma in 1995 after experi-
encingslow-movingstomach and intestines, tightening of her esophagus,
and other symptoms. In 2001, when she could no longer swallow food
and her stomach and intestines had almost come to a standstill, her
gastroenterologist put her on home parenteral (IV) nutrition (HPN).
Kathy was on and off HPN until she had a blockage in 2021, when
she went back on HPN. She expects to be
on it for the rest of her life.

Kathy is active with the Scleroderma
Foundation, where she volunteers for the
Delaware Valley Chapter, is a support group
leader and board member, and serves as the
patient caregiver outreach chair.

She also has experience with beauty pag-
eants. She says she had always wanted to be
in a pageant when she was a child, but was
shy about speaking in front of a big crowd.
Finally, in 2018, she gathered the confidence
to follow this dream. She competed for the
title of Ms. New Jersey New England States, and she won. She went
on to compete in a larger, national pageant in 2022, where, she says,
she was nervous to appear before a full audience in a bathing suit,
after having undergone more than twenty intestinal surgeries. Kathy

Amber Cox

Kathy Griffin

says she felt fulfilled after the experience, where, out of fifty women,
she won Miss Congeniality.

Kathy lives in Sicklerville, New Jersey. She can be reached at (609)
519-1770 or kathyann3761@yahoo.com.

Tonya Henry wasbornand raised in the rural Piedmontarea of North
Carolina. She now lives in Killeen, Texas. Tonya joined the military
right out of high school, but left due to multiple medical issues. She
is divorced, with two young grandchildren.

Tonya has experience with both tube
feeding and home parenteral (IV) nutri-
tion (HPN). She first had a jejunal (J) tube
(2016), then a gastrojejunal (G-J) tube, and
finally a gastric (G) tube, which she uses for
draining and venting. Tonya also has a port;
she has been HPN dependent since 2019.

Tonya says, “I have a heart for service,”
and this is evident in the volunteer work
she does. She has served on the Relay for
Life committee; as a greeter, children’s choir
assistant, and second-grade volunteer at
church; at Camp Care a Lot; and as moderator for a Central Texas
women veterans group. She also volunteers to help the homeless. “Due
to health and Covid-19,” she says, “my efforts are done by coordinat-
ing through texts and social media.” She also does a homeless hygiene

Tonya Henry

drive annually.

Tonya concludes, “I may be a disabled veteran with multiple rare
and non-rare conditions, but I love doing what I can for others. I am
ready to start working as an Oley Ambassador.”

Tonya can be reached atvette2375@peoplepc.comor (254) 220-8844.

Pilar Rigau lives in Barcelona, Spain, with her husband and their
three sons. Their son Albert, born in 2009, was diagnosed with nec-
rotizing enterocolitis (NEC) when he was six days old. Most of his
bowel had to be removed, leaving him
with ultra-short bowel syndrome. Al-
berthasbeen dependenton parenteral
(IV) nutrition (PN) since that day.
Pilar says, “It has been a long journey
and I cannot be thankful enough to
all the people who have helped us
along the way. At first, it was just a
Yahoo group (which later became a
Facebook support group) thatallowed
me to know more and more about our

Pilar and Albert Rigau

son’s condition. In our country, we are a bit behind in terms of bowel

rehabilitation, oral nutrition to improve any condition, and consider-
ing well-being of the patient as one of the main parts of their lives.”

Pilar continues, “We have always been fighting to give Albert a full
life. He goes to school, has friends, eats really well, and we even travel
as often as we can. Oral nutrition is really important. I studied and
became a nutritionist to learn how to help Albert through food.” Pilar
adds that she is “into everything natural,” such as exercise, meditation,
and integrative psychology—“and everything that may help going
through rough times.”
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Pilar looks forward to helping others, especially with issues related
to nutrition or a patient’s well-being. She says she would also enjoy
talking to anyone coming to Spain, or Europe generally. Pilar can be
reached at personal@pilarrigau.com.

Barbara Rudzin was first diagnosed with autoimmune disorders in
1998 and has been dealing with chronic illnesses ever since. Barbara
says she is thrilled to become an Oley Ambassador (and we are thrilled
to have her, and all of our newest Ambassadors, join us!).

Barbarahashadalow-profile gastrojejunostomy (GJ) tube since September
2020 after sclerodermaand GERD had madeit
difficult for her to swallow. Inaddition, Barbara
has gastroparesis and esophageal dysmotility.
She is NPO (takes nothing by mouth) and says
she probably will be for life. She has been on
IV nutrition (parenteral nutrition, or PN) and
had various types of feeding tubes since 2020.

Barbara says, “I feel the tube saved my life
because before it was placed, I would eat
and would not be able to keep food down;
I would drink and get sick; and I would take
medication and get sick. Now, I have energy,
strength, and motivation to live life to the
fullest. I never viewed myself as sick’ and I never will.”

Barbara has recently moved from Chicago, Illinois, to Peoria, Arizona.
She can be reached at barbara525@gmail.com or (847) 224-5200.

Monique Stith started her journey with short bowel syndrome and
home IV (parenteral) nutrition (HPN) in 1976. In what Monique
feels was a reflection of the times, when much less was known about
short bowel syndrome or long-term HPN,
her parents were told she would not live past
her third birthday. During her time on HPN,
Monique has had numerous central line
placements and hospital stays, and, she notes,
“countless uncomfortable and embarrassing
situations.” She continues, “Growing up I
felt lonely and isolated. I had no knowledge
of Oley or other people going through my
situation. I'm sure if I had had some HPN
peers the situation would have been slightly
easier to bear.”

Monique attended college and graduate
school and went on to build a career. She went ten consecutive years
without HPN. “As I marked that day as a triumph,” she writes, “I ended
up crashing and in the hospital, back on PN temporarily. I've been on
and off HPN three times since my ten-year stint. During the time I was
not on HPN and as the disease progressed, I experienced a diminished
quality of life while watching myself slowly starve to death.”

After many years of struggling, in September 2021 Monique had
intestinal surgery. She writes, “I am adjusting and adapting to a new
way of eating and thinking about food while watching my body again
go through a growth spurt. I will always have short bowel, but I am
hopeful that with this procedure I can provide for my nutritional

Barbara Rudzin

Monique Stith

requirements without HPN and can begin to rebuild my quality of

life. By sheer determination, hope and a strong faith in Jesus and a
supportive and encouraging family I am where I am today. Today I
hope to share my experiences and encourage others who use HPN.”

Monique lives in Spencer, Oklahoma and can be reached at candy-

cornhotpickles@gmail.com or (405) 551-3024.

New Role, Responsibilities

We are pleased to announce that Program Associate Mary Wootten,
in addition to other responsibilities, will be serving as the staff liaison
for the Oley Ambassador program. We thank Mary for her six years
of volunteering as an Ambassador and know that that experience will
serve her well in this role. As staff liaison, Mary will be able to help

Ambassadors achieve their goals and make the program thrive. Mary

says, “I look forward to embracing this new
role. I will continue to be a resource to Oley
members and Ambassadors, as well as being
available to help OAs to achieve their goals
and visions.” She invites all Oley members
to reach out to her with any questions. Mary
can be reached at marywootten.oley@gmail.
com or (518) 262-5079.

In addition to being a great listener and

organizer, Mary is knows what it is like to

live with home nutrition support. One of
Mary’s three children, Natalie, hashad a feed-
ing tube since 2009 due to failure to thrive,

Mary Wootten

slow motility, and visceral hypersensitivity. Mary is also knowledgeable
about Oley programs and resources, and, as a Daisy Girl Scout leader
and New York Rare Action Network Volunteer State Ambassador with
the National Organization for Rare Disorders (NORD), she knows
about the joys and challenges of serving as a volunteer. §
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Donor News

Thank You for Your Support in Fiscal Year 2021!

The following list represents everyone who contributed toward Oley’s efforts in our 2021 fiscal year: October 1, 2020, to September 30, 2021.
ported Oley by volunteering their time and talents. Note: when three gifts are given in honor of, or in memory of, an individual or special

Donations received October 1, 2021, or later will be acknowledged in next year’s listing.

Champions ($5,000 plus)

Steve and Leah Atkinson, includes
matching gift from Johnson & Johnson

Barbara Kapuscinska Kelly, MD

Joyce Madden Trust

Ambassadors ($2,000-$4,999)
Geoffrey O. Burney

Dale and Martha Delano
Darlene Kelly, MD, PhD***
Carol and Jack Leibee

President’s Circle ($1,000-$1,999)

Anonymous

Jane Balint, MD, in memory
of John A Balint; in honor of
Rachael, Sue, and Eddie Miller

Lillian Harvey Banchik, MD*

Tiffany Dodd**, includes Oley walk
and Facebook fundraisers

Carroll Hayden, in memory of
Helen “Kay” Hayden

Nancy and Peter Kudan, in honor
of Bryan Tims and Dr. Lyn
Howard***, and in memory of
Shitley, Arnold, and Fred Klein

Michael Medwar, includes Oley
walk fundraiser

Christopher Miller, in memory of
Hayley Skye Miller

The Estate of Joseph Walczak, Jr.

Benefactors ($500-$999)

Anonymous

Anonymous

Susanne Appel, in honor of Re-
becca Appel and Daniel Appel

Elizabeth Bond, RN,** in honor of
the first virtual Oley conference
and walkathon

John W. Broviac, MD

Kathleen Bruno, in memory of
Judge Joseph C. Bruno

Stanley Caulder, in memory of Zoe
Allison Caulder Hartley

Ann Cave

Joe and Kathy Cleberg, in honor of
Charlie Cleberg

Harry and Ruth Ann Forgan

Tamara Gravelle, with thanks “for
another great virtual conference”

Joanne K. Hilferty

Shirley Huang, MD

John Hutchinson and Dr. Kathy
Platoni

Brian Koenig, for the Kyle Noble
Scholarship in honor of Nancy
Pickett** and her efforts to make a
positive impact on others

Adam Koncius, in honor of Aidan
Koncius

Alexander Mackay, includes matching
gift from Saratoga Water Services, Inc.

Self-Care Video and Exercises and a
Chance to Win a $100 Amazon Gift Card

‘ i

Exploring Mindfulness in
Short Bowel Syndrome|:
Strategies to Enhance Well-Being

e

E#‘ E Use this QR code or go to
https:/bit.ly/SBSmindful to watch

[=

Takeda Pharmaceuticals U.S.A., Inc.

" videos and for your chance to win!

Supported by an educational grant from

Provided By

Med-Q

Chris and Kathy Mannino, in
memory of Kay and Clarence
“Oley” Oldenburg, and in honor
of Father’s Day

Laurie McBride**

Lisa** and Ron Metzger, in honor
of Dr. Lyn Howard***

Scott Panning

Lauren Patterson

Andrea and Rodney Schussler

Standpoint Marketing Research,
in honor of Roslyn Dahl*** and
Cathy Harrington*** for all their
hard work

Heidi Tatro

Gary Weitekamp, in honor of Carol
Rees Parrish, MS, RD, and Team
Copeland at UVA

John Wesley, MD, in memory of
Susan Herman, “a long-term pa-
tient who helped develop practical
techniques of HPN”

Sponsors ($250-$499)

Anonymous, in memory of Richard
Harris

John Andolina

Heather Ashley

Jon Becker

Neil Brenner

Robert Clark

Rebecca Edwards

Michael and Barbara Feno

Valerie Gyurko, RN

Rose** and Jeff Hoelle, in memory
of Alisha Hoelle

Lyn Howard, MB, FRCP***

Bob Hydorn, in memory of Joyce
Hydorn

Phil Kellerman***

Helene Levin, in honor of Michael
L. Levin

Jerry Mayer,* in honor of the Larry
Mayer Family

David McGee

Mary Miller, in honor of Barb
Klingler**, 34 years on HPN

Amie Nemeth, in honor of Jeff
Nemeth

Christy Noland

Lynn and Kurt Patton

James and Susan Penzner, in
memory of Kenneth Rosenhek

Robert and Katie Peters, includes
Oley walk fundraiser

Adam and Robin Roberson
Michelle Rosinek

Douglas Seidner, MD
Danny Sekelsky

Debra Gilbert Taylor
Kathy Wardrip

Patrons ($100-$249)

Anonymous

Anonymous

Anonymous

Anonymous

Anonymous

Anonymous

Anonymous

Anonymous, in honor of Dr.
Wendy Stock, “for her tireless
devotion to the treatment of
leukemia, her loving support for
patients and their families, and
her endeavors to research potential
targeted therapies for greater
overall survivals”

Jim and Redate Babee

Sandra Baldonado

Arthur R. Benanti

Michael and Vicky Bergath

Gabriel and Nancy Bitton

Bettemarie Bond**, in memory of
Dorothy Alley, and in honor of
Elizabeth Bond**; includes Oley
walk fundraiser

Faye Borden

Pam Bouteiller, PhD, includes
matching gift from Thermo Fisher

Amy Braglia-Tarpey, MS, RD,
CNSC

Bruce and Pussadee Braly**

Gail and Chuck Brenenstuhl

William Brigham, in memory of
Barbara Karlin

Arthur Brinson

Jean D. Brown

Delmar Burkett, in honor of Rick
Davis

Elizabeth Chand

Chris Coffey

Steve Cohen

Sharlene Coombs, in memory of
Mark Mackay

Amber and Mark Cox

Linda Crowley, in memory of Leslie
W. Noyes

Firuzi and Percy Dhamodiwala

Michael and Elizabeth DiCarro
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We also want to thank those who are not listed below, yet have sup-
event, we've created a separate list, which can be found on pages 9-10.

Dawn Dukes

Mary Eaton

John and Helen Eidem, in memory
of Charlie Eidem

Brinille Ellis, in memory of Michael
Aklufi

Miriam Feller

Peggy Flavell, RN

Mary Gergely, RD

Jennifer Gilbert

Shannon Goldwater

Stuart Gordon, in memory of Irma-
gail Gordon

Helen Grimes, in honor of Jennifer
Mason

Deborah Groeber, in memory of
Bruce F. Groeber

Karen Hamilton, MS, RD, LD,
CNSC, in honor of Coram’s
Corporate RD team: Sharon,
Kristy, Katy, Heather, Barbara,
Salli, Heather, Jessica, Sarah, Erin,
and Nicole

Judith Hanson

Marta Harshbarger, in memory of
Arthur and Marjorie Harshbarger

Elsbeth and Steve Haymon, in
memory of Kathy Erdman

Lenore Heaphey, in memory of
Don Young

Joy McVey Hugick*, **, in honor
of Mark Kimmell, “for his regular
donations of formula to the Metro
Atlanta community”

Carol Ireton-Jones, PhD, RDN,
LD, CNSC, FASPEN

Janet Ivory

Sassan Jahan

Harlan Johnson

Susanne Karacki, in memory of
Larry Karacki

Michael Lasicka

Katherine Ledford, in memory of
Jonathan Miller

Laura Lee

Jason and Jill Lemaich

Gaytha Lindensmith, in honor of
Philip Lindensmith

Eve Longing-Callahan, in memory
of Doug Seidner, MD

Richard Manning

Tom Markert

Catherine Marschilok

Marcia and Joe Martin, in memory
of Eleanor Orkis

Laura Matarese, PhD, RDN, LDN,
CNSC, FADA, FASPEN

Theresa and David Mathiasmeier

James and Barbara McCoy

Elias and Joan Medwar

Jim Mielke, in memory of Pat
Mielke and her 18 years on HPN

Tammy and Mark Morris, in
memory of Dr. Paul Hyman

Edward and Shirley Morrisey

Peter and Margie Mulvihill

Ted Murawski

Art Murphy

Joel Nadler

Nadine Nakazawa, in honor of Joan
Bishop***

Diane Otterman

Karan Parkash, includes matching
gift from MicroSoft

Donna and Paul Peot, in honor of
Ryan’s 16 years on HPN

Ellen Pierce and Chris Ericksen,
in memory of Jeff Dutton, Paula
Southwick, Bob Sweet, John
Tucker, and Liz Tucker

Joanne Platt**

Sarita Puga

Karen Rieck, in memory of Gary
W. Rieck

Lisa Rosenberg, in memory of
Kathy Erdman

David and Carolyn Rowland

Barbara Rudzin, with thanks “to
Mary and everyone at the Oley
Foundation for what you do”

Brooke Saffren, in memory of Steve
Saffren

Kathleen Saylor, in memory of Pat
Brown

Sharon Silberg, Nicole Angel, and
Jackie Kubel

Mary and Bob Smithers**, includes
Oley walk fundraiser

Ezra Steiger, MD

Josie Stone, RN, CPNP, CRNI

Steve and Edithe Swensen

Borden and Cynthia Taylor

Jennifer Thiesse**, in memory of
Mary and Clayton Strain

Thomas Bryan Tims

Cathy Tokarz, in memory of David
Young; in honor of Bettemarie
Bond**, Michael Medwar, Todd
Friedman, and their families

Donors, cont. pg. 8 @
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Donor News

Donors, from pg. 7

Jennifer Trask

Sandy Turba

Drs. Santhi and Kanaka Vege, in
memory of Dorothy Kelly

Joe and Cecelia Vescio

Lynda Vonstein, in memory of
Doug Vonstein

Matthew Vossler

Mary Jo and Jeff Walch

Brooke Wardrop

Mike and Ann Weaver

Lori Wells, in honor of Carol
Ireton-Jones, PhD, RDN, LD,
CNSC, FASPEN

John, Eliz, and Alex Whipple

Marion Winkler, PhD, RD, LDN,
CNSC

Donna Wisnaskas

Steven and Valinda Wolfert,
includes matching gift from Texas
Instruments

Lynn Wolfson

Bill and Rosaline®* Wu

Supporters ($50-$99)
Anonymous
Anonymous
Anonymous
Anonymous
Anonymous
Anonymous

Anonymous

Tom Abell, MD

Barry Akers, in memory of Beverly
Akers

Amy Allen

Kathleen Allen, in honor of Mandy
Allen

Amy Alterman, includes matching
gift from Visa

Alvin and Barbara Arnold

Andrew Azer

Cathy Backinger, in memory of
Nancy Backinger

Thomas Behrendt

Raymond Benge, Jr.

Diana Blount, in honor of Liz
Laurie Bogie

Eileen Bowes

Dr. Stephen Brooks

Karen Brust

Ann Cabral, in honor of Michael
William Cabral

Tyler Carden, in honor of Mike
Deciutiis

Helen Crannell

Eileen and Tom Cucchiaro

Christine and Arthur Dahl, in
honor of Roslyn Dah[***

Joseph DelVescio

Jackie DiCarro

Tim and Diane DiCarro

Corporate and Foundation
Program Support

Thanks to the following corporations, foundations, and organiza-
tions for their generous gifts ($500+) for specific Oley programs
in FY 2021. These gifts extend support beyond their corporate
partner pledges.
Abbott Laboratories
Arizona Community Foundation, made on behalf of Zeke
Retsinas and family, the 559th to receive a Superhero

Experience from the Colten Cowell Foundation

Avanos
Baxter Healthcare
Cardinal Health
Coram CVS/specialty infusion services
Fresenius Kabi, USA
Kate Farms
Nestlé Health Science
Nutrishare, Inc.
Option Care Health
Dan and Sheila Vander Sanden Family Foundation Fund at
the Greater Milwaukee Foundation
VectivBio
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Catherine Dodge, in memory of
Clifton Dodge

Jim and Joan Eckstein, in honor of
Lynda Bosworth

Melvin Edgerley

Vickie Ernst

Jessica Ferguson, in memory of
Alisha Hoelle

Michelle Fiorilli

Theresa Freeman

Todd Friedman, in honor of Bet-
temarie Bond’s** 50th birthday

Mary Fuhrman

Annie Gehan

Paul Godfrey

Iris Goldmacher, in memory of
Howard Goldmacher

Judy Gordon and Craig Soffin

Sandra Green

Tim Green

Mark Greenberg

Colman Gulden, in memory of
Linda Gulden

Sophia Gutherz

Barb and Steve Headley

Tanzeela Kausar

Charles King

Jill and Jake Krautkremer

Donna Kuhlmann

Arlene and Stacy Kurtz

Rachel Laird

Craig MacCormack

Sarah MacDonald

Carol Mackay, in honor of
Alexander Mackay

Nancy Mackay

Tiffany Matthews, RDN

MaryAnn Neblock

Patricia Novak, MPH, RD

Jacquelyn Oberman, MS, RD,
LDN, CNSC

"The Oley Staff, in memory of Joan Scheib

Diane Owens, in memory of Joan
Scheib

Lou and Martha Pacilio

Ruth Pascal

John Passerino

Kristy Poindexter, includes
Facebook fundraiser

Point Pleasant Education
Association, in memory of Mrs.
Elizabeth Gavin

Cynthia Queano

Sarah Rausch

Linda Richman

Mary Roth

Thomas Sanford

Dean Sayles, in honor of Bill and
Sally Bowers

Jacqueline Schesnol, in honor of
Jeffrey Schesnol’s birthday

Mark Scholle

Linda and Dave Schoviak

Arthur Senra

Judy Smallwood

Warren Smith

Heather Springer

Barbara and Thomas Squadere

Deborah and Robert Steiner

Philip Sweeney

Brad Swinimer, includes Facebook
fundraiser

Colin Tattam

Mary VanderKley

Charlene Vanslyk

Bev Walgrave

Sheri Wenzel, in honor of Lynda
Bosworth

Carolyn Wijnholds

Carol Beth Wittlin

Scott Zito

Mary Zollars, in honor of John
Mahalchak**

Contributors ($30-$49)

Anonymous

Michele Bateman, in honor of Kady
Limbrunner

Dianne Bendernagel

Deborah Berkowitz

Sarah Berkowitz

Hadar Birger-Bray**

Joan Bowling

Robert and Robin Burstein

Cecelia Cable

Nancy Calhoun

Edward Callahan

Linda Cherington

Helene Cohen

Karin Davies

Colleen and Jerry Dixon

Robert Donegani

Diane Dorie

Robert Dorin

Joseph Eaton

Sean and Jared Eaton

Wendy Eaton

Paula Foiw-Washesky, RD, LDN,
MBA

Denise Gibson (Janic), Billy,
Joanna, and Jeff, in memory of
Leonard Dicarro

Joan Gordon

Natalie Gros

Kathleen Gura, PharmD, BCNSP

Ben Hawkins, in honor of 40 years

on HPN
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Taylor Hubler, in honor of Morgan
Goodrich—"she is a fighter and
continues to blow us away with
her strength and grace”

David Huebner, in memory of
Marilyn Huebner

Charles Karnack

Sandy Katz, in honor of Tiffany
Dodd**

Tina Kerrigan, MS, RD, in
memory of Sam Casperson

Pauline Kubizne

Pamela Kuperstein

The Lipka Family

Linda Long, in honor of Kevin
Long

Paulette Mabardy

Carol and Janice Mabardy

Lynora McDaniel, in memory of
Rick McDaniel

Keith McGregor

Leah Mitteer

Gail Moore, RN

Meredith Nelson

Rhonda Ostashever

Anthony Passerino

Jeremy Payne

Beth Pfeifer

Max Philbrook, “in honor of a
new friend named Gabrielle from
Germany who mentioned the
Oley Foundation”

The Reynolds Family, in memory of
Peter Michalski

Nancy Ripp

Melissa Shotkoski, RD

Gail Smithers

Diane Talbot

Michelle Thurman

Donna Townsend

Christina Wilk

Karen Wilk, includes Oley walk
fundraiser

Caren Winer

Friends (Up to $30)

Anonymous

Anonymous

Karen Anderson, in memory of
Helen “Kay” Hayden

Albert Barrocas, MD, in memory
of Dr. Stan Dudrick

Emily Barry

Rachel Blum

Debbie and Josh Buch

Peggy Christ

Cathy Christopher

Mandy Corrigan, MPH, RD, CNSC

Judy and Dale Cosgrove

David DeBlois

Jean R. Demichelli

Ari Dennis, includes Oley walk
fundraiser

Heather Drye, in memory of
Dorothy Alley

Marjorie Dunn

Heather Feder

Maddie Feder, includes Oley walk
fundraiser

Tim Freeman

Elissa Gillston

Mae Godbee

Kathryn Hennessy, MS, RN,
FASPEN, in honor of Lynn
Patton, MS, and her retirement

Martha Hsu

Noreen JTacobucci, in memory of
Joyce Hydorn

Karen Kellerman and Peter Arakas

Maureen Kelley

Theresa Kiely, RD

Ann Kizis

Angelica Krizka

William Kruger, in memory of
Margaret Kruger

Paul and Colleen La Falce, in
honor of Joan Bishop***

Dorothy Lewis

Katherine Livingston

Anita and Phil Mabardy

Lauren Magune, includes Facebook
fundraiser

Melissa Mambort

Jean Martin, in memory of Pamela
Jenkins

Donna McCurdy

Nora Medwar

Kathryn Michalski and family, in
loving memory of Peter Joseph
Michalski

Brenda Miller

Roger Morgan

Kim Kucharski Muller

Dennis Mumford

Walter and Jacklyn Nadeau

Debra and Stuart Oppenheim, in
honor of Lynn Wolfson as the
Broward Senior Hall of Fame
Awardee Highlight

Ron and Kathy Patun

Kimberly Pickup

Margaret Pully

Sheryl Reiss

Kelly Reuell

Kris Schwark

The Seltzer Family

Robert Shulman

Debby and Art Skaroff
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Julie Stine, remembering “Paul
Crannell and all that you did
to make him healthy...I am so
grateful for you and the GI team
at CHOP”

Jeffrey Strauss

Ethel Taylor, in memory of
Catherine Henderson

Jaime Wagner

Carol Walsh, in honor of Mary
Ellen Costa

Donald and Maria Weed

Ruth Weiner, in memory of Bob
Wolfson

Michael Wenz

Ginny and Dennis Werner

Ann Wicks

Lauren Zmirski

In Honor of Julie Andolina**, ***

Heather Ashley, “thank you for your
kindness”

Sarah Rausch

Heidi Tatro

In Honor of John R. Eaton
Anonymous

Fileen and Tom Cucchiaro
Joseph Eaton

Mary Eaton

Sean and Jared Eaton
Wendy Eaton

Laura Lee

Anthony Passerino

John Passerino

Matthew Vossler

John, Eliz, and Alex Whipple

Donor News

In Honor of Phil Kellerman***

Harry and Ruth Ann Forgan

John Hutchinson and Dr. Kathy
Platoni

Janet Ivory

Robert Shulman

In Memory of Hadar Birger-Bray**
Deborah Berkowitz

Rachel Blum

Debbie and Josh Buch
Robert and Robin Burstein
Cecelia Cable

Helene Cohen

Joseph DelVescio

Marjorie Dunn

Miriam Feller

Elissa Gillston

Judy Gordon and Craig Soffin
Mark Greenberg

Pamela Kuperstein

Arlene and Stacy Kurtz
Rachel Laird

Beth Pfeifer

Linda Richman

Nancy Ripp

The Seltzer Family

Debby and Art Skaroff
Jeffrey Strauss

Jaime Wagner

Donald and Maria Weed
Caren Winer

Lynn Wolfson

In Memory of Fran Culp

Alvin and Barbara Arnold
Donors, cont. pg. 10 &

Special Shout Outs

To those who supported the Oley Foundation in FY 2021

+ with in-kind gifts: Timothy Arends/Dorsey & Whitney
LLP; Jaihui and John Dalton; Roy George; MagicWig

Productions, Inc.; Nancy

Pickett; Lingxia Sun

« through purchasing at AmazonSmile and via Benevity,
TisBest Philanthropy, YourCause

- via Facebook donations,

M
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and campaigns by anonymous,
Bettemarie Bond**; Tiffany
Dodd; Lauren Magune; Kiristy
Poindexter; Brad Swinimer

« throughvolunteering, including
our Oley Ambassadors



Donor News

Resteret

2 By Qption Care Health™

Exceptional

nutrition support
for pediatric patients

A child receiving
nutrition support can be
a challenging experience,
but we are here to help.

Qur pediatric nutrition program,
wur team of Certified
Mutrition Support Clinicians, provide:

nersonalized treatment plans

Hop

with O o Hic

Home

For more information,
call 866.827.8203 or visit
optioncarehealth.com
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Donors, from pg. 9

Diane Otterman
Judy Smallwood

In Memory of Ann DeBarbieri

Anonymous

Jean D. Brown

Pauline Kubizne

Barbara and Thomas Squadere
Deborah and Robert Steiner

In Memory of Leonard
(Lenny) DiCarro

Amy Allen

Jim and Redate Babee

Helen Crannell

Jackie DiCarro

Michael and Elizabeth DiCarro

Tim and Diane DiCarro

Diane Dorie

Michelle Fiorilli

Denise Gibson (Janic), Billy,
Joanna, and Jeff

Barb and Steve Headley

Dennis Mumford

Linda and Dave Schoviak

Colin Tattam

Sandy Turba

Scott Zito

In Memory of Donald Lacey**

Faye Borden
David DeBlois
Robert Donegani

Sassan Jahan

Jason and Jill Lemaich

Peter and Margie Mulvihill,
in memory of Donald and
Sandy

Cynthia Queano

Warren Smith

In Memory of David K.
Miller

Michael and Barbara Feno

The Lipka Family

Scott Panning

Sheryl Reiss

Arthur Senra

Joe and Cecelia Vescio

In Memory of Melinda
Parker Angstadt, MS, RD

Anonymous

Mary Fuhrman

Annie Gehan

Laura Matarese, PhD, RDN,
LDN, CNSC, FADA,
FASPEN

Marion Winkler, PhD, RD,
LDN, CNSC

In Memory of Mary Patnode
Harlan Johnson

Jill and Jake Krautkremer
Jennifer Trask

In Memory of Dr. Barry and
Sharon Sakowitz

Amy Alterman

Nicole Angel

Natalie Gros

Jackie Kubel

Sharon Silberg

*Oley Trustee
**Qley Ambassador
***Qley Staff

Fundraisers

AmazonSmile

Oley Foundation Virtual
Walkathon

Phil Kellerman’s ongoing po-
litical memorabilia fundraiser
on eBay

Matching Gifts

Johnson & Johnson
MicroSoft

Saratoga Water Services, Inc.
Texas Instruments

Thermo Fisher

Visa €

Enhancing the Oley Equipment
Exchange Program

Oley staff is excited to announce plans to modernize the process we use to connect
people who have products that they no longer need with people who can put them
to good use. We recognize how fortunate we have been to have had Phil Kellerman at
the helm of this program, and our dedicated volunteers, Bettemarie Bond and Robin

Bodnar.

With Phil’s retirement (see page 11), we are working to coordinate an online process
to facilitate the exchange of products. The result should be a positive experience for
everyone, with 24/7 access to the list of available items and the forms for donating

products!

The downside of shifting to an online platform (and with Phil’s retirement) is that
we are only able to offer the donation forms and the listing of available products in
English. Everyone accessing the exchange program, whether to donate or with hopes
of accessing products, will need to do so in English. We are hoping that those who
will find this change challenging will be able to identify friends or family members to

assist them.

Stay tuned to oley.org/Equipment_Exchange for updates on our progress.
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Oley News

President’s Perspective

As you probably already know, in 1983,
what would ultimately become the Oley
Foundation be-
gan with one
doctor, Dr. Lyn
Howard, and one
patient, Clarence
“Oley” Olden-
berg. Who could
have foreseen we
would have over
26,000 members
in 20222
Pandemic

Just like the rest
of the world, Oley had to make adjustments
during the pandemic. Following the recom-
mended guidelines, most of the staff went
from working out of Albany Medical Center
to primarily working remotely. The annual

Beth Gore, PhD, MBA

conferences shifted from in-person to virtual.
Yet our membership never stopped steadily
increasing. Our educational offerings continue
to reach record numbers of members.

Two years after the pandemic lockdowns,
we continue evaluating and navigating how
to best work towards meeting our mission:
Striving to enrich the lives of those living with
home intravenous nutrition and tube feeding
through education, advocacy, and networking.
Staffing

Asthe membership grows, the staffing needs
also continue to evolve. In 2013, Andrea Guidi
stepped in as Ex-

ecutive Assistant;
her title was later
changed to Direc-
tor, Educational
Programs and
Her
primary respon-
sibilities included
helping coordi-
nate the Oley
annual confer-

Initiatives.

Andrea Guidi

ence, mini meetings
(formerly called regional conferences), and
awards, and much more.

In April 2022, Andrea began a position
elsewhere, and she no longer works for Oley.
We are sad for Oley because she brought zest,
professionalism, skills, a can-do attitude, and
a heart to help. But we are thrilled for Andrea

and wish her utter success in her next adven-
ture. We know she will be an asset to her new
organization. You mightstill see her around as
a piece of her heart still belongs to Oley. Join
us in wishing her success in her new role.

Phil Kellerman hasbeen working since 2017
with the Equipment Exchange program. Phil,
t00, has brought skills, a can-do attitude, and
aheart to help. Phil has helped us serve several
hundred consumers. Atthe end of April 2022,
Phil will be retiring. Please join us in wishing
him well in his retirement.

As a result of Andrea and Phil’s departures
and the ever-increasing program demands, the
Oley Foundation
Board of Trustees
voted to evoke

a clause in the
Bylaws to hire the
President of the
Board as Interim
Chief Operating
Officer (COO) to
Oley. That’s me.
On February 28,
I began working

Phil Kellerman

part time to help
fill in the gaps. I have extensive experience
with organizational development, non-profits
(from the board, staff, and executive sides), and
overall management experience. My mostim-
portantqualification is

working alongside Joan Bishop, Executive
Director, as well as the rest of the capable
Oley staff members of Roslyn Dahl, Commu-
nications and Development Director; Cathy
Harrington, Administrative Assistant; Lisa
Metzger, Editor, LifelineLetter,and Director of
Community Engagement; and Mary Wootten,
Program Associate.

Strategic Direction

The Oley Board will be meeting to discuss
the strategic vision of the Oley Foundation
in 2023 and beyond. We are excited to begin
to map out “now what?” How do we best
continue to reach towards our mission? How
do we best serve our members? We will be
utilizing the Member Survey data collected
to help us navigate the next steps. If you have
not completed that survey, there’s still time
and we would love to hear from you. Visit
surveymonkey.com/r/OleyProgramSurvey.

I personally am grateful that someone had
that vision decades ago to be a voice for the
consumers of home IV nutrition and tube feed-
ing (parenteral and enteral nutrition). Now it
is time to look to the future of Oley. We want
the Oley Foundation to be around for many
more decades of enriching the lives of those on
home IV nutrition and tube feeding.

—Beth Gore
Oley Board of Trustees President
Interim COO

being the mother to
Manny, our 12-year-
old son, who lives on
homeIV nutritionand
periodic tube feeding
duetointestinal failure
and gastroparesis. The
mission of Oley is near
and dear to our hearts.

Iam honored to help
serve Oley members
in this new role for
however long it is
needed. The ultimate
goal will be to start to

amerita

specialty infusion services

Promote the healing process and
improve your overall quality of life
with proper enteral and parenteral

nutrition and unparalleled care.

identify the staffing

needs long-term to
best reach the goals

Learn more at ameritaiv.com

of the organization
and meet the needs of é‘"
the members. T'll be £

L (7
~‘=.‘-‘£;a-' s&%
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Medical Update

Optum

The Optum’” Infusion Pharmacy
home parenteral nutrition team
was awarded the Clinical Nutrition
Team of Distinction Award by the
American Society for Parenteral
and Enteral Nutrition (ASPEN).
This award recognizes excellence
in interdisciplinary clinical
nutrition practice.

We are leaders in nutrition support
providing 3 presentations and 7
clinical abstracts at ASPEN22,

To learn more about our nutrition
support programs or to request
copies of the abstracts presented,
visit infusion.optum.com or email
hpninfo@optum.com.

£ 1022 Optum, Inc. All rights reserved. OPTF0B5A9E 220404
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ENFit Syringes, from pg. 1

To prevent misconnections from repeatedly happening, the medi-
cal device community is standardizing several small-bore connector
designs under ISO 80369. ISO 80369-3 covers enteral (tube feeding)
connectors. FDA recognized this standard in 2016. Medical device
manufacturers started to make enteral devices such as feeding tubes
with connectors that conform with ISO 80369-3 around the same
time. A popular design that follows this standard is known as ENFit®.

With ENFit, the connectors on feeding tubes have been redesigned
with their orientation changing from a female to a male port. (See
figure 1, below.)

Similarly, enteral syringes have undergone redesign in order to offer
an ENFit-compatible option. In an ENFit syringe, the orientation is
reversed also, from male to female tip (see example in figure 2, below).

Concerns have been raised regarding dosing inaccuracies with the
standard ENFit syringe design, especially for low-dose syringes (less
than 6 ml), which are more commonly used in pediatric populations.
These concerns led major manufacturers to create a newly designed

Figure 1. Legacy and ENFit connectors
i ] mm

AR upudn] W B0
o DN Tramasten Conmecti

2, @),

' 7z
@ N @)

B

FUE B ki corvactns
Legacy Transition Adaptor ENFit
Feeding Tube The transition Feeding Tube

Legacy connectors
have a stepped or
Christmas tree end
that plugs into

legacy feeding tubes.

adaptor has an
ENFit connector on
one end and a stepped
connector on the
other. This allows an
item with an ENFit
connector to fit with
an item with a legacy
connector.

When there is an
ENFit connector
on both the feeding
tube and the
administration set, a
transition connector
is not needed. The
ENFit connector
will twist and lock
into place.

Figure 2. (a) A standard ENFit syringe; (b) illustration of a standard

ENFit syringe tip

Graphics in figures 2—4 wused with permission

from Avanos Medical, Inc.
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Medical Update

low-dose ENFitsyringe, referred to as the low-dose-tip (LDT) syringe.
(See example in figure 3, below, and in illustration on page 1.)
Research on Dosing Errors

The FDA recently conducted a virtual evaluation of dosing errors
in 0.5 and 1.0 ml legacy (traditional) syringes compared to dosing er-
rors in ENFit LDT syringes of the same volume. This evaluation was
carried out with the use of computer-aided design software; it took
into account the orientation of the syringe during delivery, as well as
any errors caused by spillage and flushing. The FDA found that the
dosing error for the 0.5 and 1.0 ml ENFit LDT syringes and legacy
syringes was the same (+/- 5%) when there was no medication in the
moat area of the LDT syringe. When medication was present in the
moat area and the syringes were reused during flushing, the LDT
syringe error could range from 1% to 18% for the 1.0 ml syringe and
28% to 35% for the 0.5 ml syringe.

Figure 3. (a) Low-dose-tip syringe; (b) illustration of low-
dose tip

(b)

the “moat”

Figure 4. (a) ENFit-compatible cap on a sample medication bottle; (b) ENFit straw;

(c) ENFit press-in bottle adaptor
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While legacy syringes do not have a moat, errors in technique with
legacy syringes can result in dosing errors similar to what happens with
LDT syringes. The FDA noted that when the legacy syringe was also
used for flushing, the dosing errors could range from -7% to 12% for
the 1.0 ml syringes and -9% to 19% for the 0.5 ml syringes.
Recommendations

Based on these findings, the FDA issued the communication men-
tioned above (see page 1) on October 12,2021, with recommendations
for caregivers as well as healthcare providers, which has been supported
by the Global Enteral Device Supplier Association (GEDSA). The FDA
also sent letters to manufacturers on October 7, 2021, requesting an
update of their labeling and training materials to include expanded
instructions for the use of LDT syringes (see fda.gov/media/152862/
download).

Some of the key steps highlighted to prevent dosing errors include:

* Ensure that the syringe is free of air bubbles and the moat of the
syringe is free from fluids by tapping or flicking the tip of the
syringe before administering the medications.

* Use a filling adapter, such as an ENFit-compatible cap or medi-
cation straw, to prevent fluid and medications from entering the
moat area of the syringe tip. (See examples in figure 4.)

* Be aware that using a medicine cup to fill an LDT syringe may
cause fluid or medications to enter the moat of the syringe and
lead to possible overdose.

* Use a new syringe to flush the medication or fluid after adminis-
tering any medication to prevent overdose due to the dead space
(remaining fluid in the tip of the syringe after administration) in
the syringe.

The FDA in their communication also note thatif used appropriately
and following the above steps, “the dose accuracy of the ENFit LDT
syringes is equivalent to the dose accuracy of
traditional syringes.” Additionally, they state,
“While the FDA’s analysis hasidentified a poten-
tial for overdose using ENFit LDT syringes, no
patientinjuries have been reported. In contrast,
serious patient injuries and deaths have been
reported due to misconnections. Therefore,
the FDA continues to recommend the use of
; enteral devices and syringes that reduce the

e risk of misconnections, such as ENFit LDT
I syringes.”
; Any problemswith ENFit LDT syringes—or
any other medical devices—should be reported
through the FDA MedWatch Voluntary Re-
porting Form, at accessdata.fda.gov/scripts/
medwatch. §

Note: The illustrations used here represent a small
sampling of ENFit syringes. Products with ENFir
connectors made by other manufacturers may look

different from the products shown bere.
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Practical Tips

Education, from pg. 1

over-the-counter antacids to settle his stomach, he had decided to seek
help through his primary care physician and find out what was causing
his discomfort. Within a few days Frank had an upper endoscopy and
was told there was a “malignant-appearing site” on his esophagus. We
did not leave the clinic until blood work was done, along with a CT
scan of his chest, abdomen, and pelvis. Another appointment was
scheduled for later that week to discuss the results of the test. During
this appointment, we were told he had cancer of the esophagus.

A diagnosis of cancer was NOT what he was expecting. Statistics
were discussed and the decision was made to have a combination of
chemotherapy and radiation at a local oncology facility. If surgery
was going to happen at a later date, it was suggested that we go to a
specialized hospital, since only five or so surgeries of that type had
been done in our region within a year.

Aweek later, we were contacted by thelocal oncology facility and told
that Frank needed tohavea PET
scan and an MRI to determine
the stage of the cancer (stage
1-2.). His team of providers
through this journey included
his primary care physician, a gas-
troenterologist, an oncologist, a
radiologist, and avariety of other
radiologists whose responsibility
was to insert a feeding tube (a
PEG) if necessary.

The day Frank’s infusions
were to begin, we attended a
“chemo class” conducted by a
nurse from the chemo facility.
The class lasted a half day and
included reviewing the contents of a well-organized notebook, which
took us through the process of having infusions and addressed po-
tential problems that might arise, including the probability of having
a port and a PEG tube inserted. Initially, he was NOT going to have
a port or a PEG tube installed. After the information was presented
and reviewed and questions answered, the first infusion began.

Prior to us meeting the radiologist, we were shown a video, which
led us through the entire radiation process. Following the video, our
assigned radiologist discussed issues and answered questions. At this
point, infusion and radiation began, with radiation every day for six
weeks and infusion four days a week with overlapping radiation. It
wasn't long into this process that a port was installed. Shortly after, a
PEG tube was installed, because he was not able to eat anything via
his mouth.

Note, prior to infusions and radiation, Frank participated in dialogue
with medical personnel who explained what was to come with treat-
ment and the opportunity for questions/answers was available. This
was NOT the situation he encountered with the PEG tube.

Lack of Preparation for Using A PEG Tube

Frank did not receive face-to-face information about the process
of having a PEG tube or how to care for it. It was installed at a local
hospital by a radiologist who spoke few words to him. After installation,

AL RN
Cloth “donurs” by themselves (top) and with an elastic ban

a dietitian came to the recovery room. She handed Frank paperwork
that showed him how to use the tube, and then gave him the formula
for hislife-sustaining nutrition. There were no demonstrations on how
to use the tube, no tips, no explanation that different formulas were
available if problems did arise (which they did—in his case, extreme
gas, wound [or stoma] care not addressed, and leakage).

The lack of education was the cause of the majority of the problems
he later encountered, not counting the stress of having the diagnosis of
esophageal cancer, and relying on a PEG tube for the rest of his life.

Listed below are some of the problems he encountered and some of
the reasons why he encountered them:

* No demonstration on how to care for the tube, which led to leakage
of stomach acid, which burned his skin and was very painful, and
daily leakage, which caused embarrassment with having wet shirts
in public, stress, frustration, and high level of anxiety

* Multiple PEG tube replace-
ments due to a variety of
radiologists replacing the tube
(i.e., going from small tube to
large tube to small tube)
¢ Lack of wound (or stoma)
care, until a nurse mentioned
that there is a special wound
care center that is part of the
facility
¢ Lack of interaction between
the radiologist(s) who installed
the PEG tube(s) and the on-
cologist, as they were associated
with separate medical facilities
¢ None of the medical team
working with Frank had heard of the Oley Foundation, which
offers a multitude of information along with the opportunity to
interact with members to have specific questions answered about
PEG tubes by individuals currently living with PEG tubes.

* No discussion of support groups for individuals using PEG tubes

Frank stated that 95 percent of the problems he encountered with
PEG tube leakage were due to the medical personnel who were treating
him acting as if they had never heard of this problem. Leaking caused
stomach acid burns with fear of stomach acid reaching his groin area.

b, LY
d (bottom).

Changing shirts multiple times a day due to leakage caused embar-
rassment in public. Site irritation is another BIG problem, which we
found Desitin helped. Tips from feeding tube users, such as turning
the tube daily, and learning that products such as Osmolite did not
come only in the variety given at the hospital, were a tremendous help.
Attempts to stop the leakage from the PEG tube have included:
* Lots and lots of gauze and tape
* Cloth “donut” that snapped (ones with buttons were not as doable)
* Sewing elastic to the cloth “donut” to secure the “donut”
* Binder clamps of various sizes (they worked as long as he did not
mind a large protrusion showing through his shirts)
* “Plastic scissors” (may be called a hemostat) which serve asa clamp
to preventleakage worked best. No leakage since he started using this.
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o Editors Note: Some tubes come with
a clamp similar to the one shown on
right. Otherwise, a side load clamp can
be ordered separately through online
vendors and added to a feeding tube.

Helpful Tips

Purchase a journal to keep track of

phone numbers of doctors (better still,

Side Load Tube Clamp

glue business cards into the journal), appointments, prescriptions,

narratives of visits, weight changes, etc.

Join the Oley Foundation, at oley.org or oleyfoundation@gmail.
com. Their booklet titled “Tube Feeding Troubleshooting Guide” ad-
dresses most of the problems people might face with PEG tube usage.
This booklet should be given to

@,‘, .- all radiologists who insert PEG
N e

.- tubes and also to anyone about

to have one installed. Again,

TUBE FEEDING education is the key to success
TROUBLESHDOTENG GLIDE with PEG tubes. Through the
S| O CMENTS Oley Foundation you can join

an online discussion group (the
Oley-Inspire forum) where many
ideas are shared and questions
can be asked. The Oley Founda-
tion also has Zoom meetingsand
conferences.

Education is essential for

someone facing a health issue.

Order copies through the Oley store, An individual needs to know

[ree of charge, or print from oley.org what to expect and where to go
/Troubleshoot_Guide for help. Frustration and stress

are ongoing, and if the level can
be reduced by learning ahead of time what to expect, it is essential.
For any diagnosis, seck reliable medical associations and foundations
to learn the latest information. An educated individual is a confident
individual who knows what is in the future and where to get help
when needed. ¥
Editor’s Note: If youre an Oley Foundation member, reading this may seem
like preaching to the choir. However, we too often hear of experiences similar
to these that Grace outlines. Please help spread the word that there are re-
sources out there for people on home tube feeding and IV nutrition, including
the Oley Foundation and the American Society for Parenteral and Enteral
Nutrition (ASPEN). For a positive experience, read the letter on page 3.

Conference, from pg. 1

Both tracks will be recorded to accommodate those with an interest
in both therapies. Recordings will be available on oley.org for anyone
who wants to watch—or rewatch—a presentation.

Whether you are new to a therapy or a twenty-year veteran, you
won't want to miss this!

Watch your email and oley.org/Oley2022 for updates on the
conference program and activities—including the Walkathon.

Volume XLIII, No. 2
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Oley Community

Enrichment

Programs

—FEducation, connection, and hope
through Mini Meetings and Webinars

Oley’s Community Enrichment Programs offeran opportunity
to learn the latestinformation, and aboutadvocacy and research.
They are coordinated for consumers and family members/care-
givers but everyone is encouraged to attend and learn!

Webinars

Blenderized Tube Feedings: Hands-on Learning with

Registered Dietitians and
See recording at oley.org/w

Patients
ebinars

sponsored by o Nestle

#%" HealthSc

ience

Learning to Discuss Your Options, Including Clinical Trials,

with Your Care Team

May 24 2022 | 1:00 p.m.-2:30 p.m. EST
Register at oley.org/Enrichmentprograms

sponsored by VE'C t| VBiD

Mini Meetings

Friday, September 16, 2022 | 11:00 a.m.-2:00 p.m. EST

(registration coming soon!)

sponsored by

To access information on upcoming and past Mini Meet-

ings and Webinars, go to oley.org and click on “Conferences”

Enrichment Programs.”

in the blue main menu bar, then scroll down to “Community
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Oley Update

Expressing Thanks to Incoming and Outgoing Trustees

Wed like to introduce you to the newest members of the Oley
Foundation’s Board of Trustees, and to extend our thanks to those
who have rotated off the board. The foundation is fortunate to have
so many talented people willing to share their skills and knowledge.
New Board Members

Steve and Leah Atkinson, of Watkinsville, Georgia, have two sons.
Jameson, their older son, began home IV nutrition therapy in 2001
while in high school. Leah attended Oley conferences and drew on

: theknowledgelearnedand
connections made at Oley
meetings to improve care
and outcome many years
ago,and sheand Steve have
been avid supporters of
the foundation ever since.
Steve retired in 2020 after
fortyyearsin the consumer
goods industry. He spent
thirty years with Johnson

Steve and Leah Atkinson

& Johnson, enjoying mul-
tiple roles in engineering, plant management, and supply chain across
a variety of Johnson & Johnson companies and locations. Leah is a
retired RN who focused on med-surg and geriatrics.

Lisa Epp, RDN, LD, CNSC, is an Advanced Practice dietitian
at Mayo Clinic in Rochester, Minnesota,
and Assistant Professor in Nutrition
at Mayo College of Medicine and Sci-
ence. She is a member of the American
Society for Enteral and Parenteral
Nutrition (ASPEN), and currently co-
chairs ASPEN’s enteral committee. She
enjoys speaking at meetings of state and
national organizations, such as ASPEN’s
Nutrition Science and Practice Confer-

ence, Academy of Nutrition and Dietet-

Lisa Epp, RDN, LD, CNSC

ics Food and Nutrition Conference, and
the Oley Foundation.

Vanessa Kumpf, PharmD, BCNSPE, FASPEN, isa Nutrition Support
Pharmacy Specialist at the Center for Human Nutrition at Vanderbilt
University Medical Center, Nashville, Tennessee. Her practice focuses
on the outpatient management of adult
patients with intestinal failure. Her nutri-
tion support experience includes hospital,
home infusion, and outpatientsettings. Her
interests include safe use of parenteral (IV)
nutrition (PN), minimizing complications,
and improving quality of life for home IV
nutrition patients. She recently completed
a term as Chair of the Specialty Council on
Nutrition Support Pharmacy Practice, Board

of Pharmaceutical Specialties; received
ASPEN’s Stanley Serlick Award for PN
Safety; and was named an ASPEN fellow.

Vanessa Kumpf, PharmD,
BCNSP, FASPEN

John Mahalchak earned a BS in psychology and neuroscience from
Allegheny College and previously worked as a research lab coordinator
at the University of Pittsburgh. John was forced to take a medical leave
ofabsencein2013 to undergoa total pancre-
atectomy with auto-islet transplant. A few
years post-transplant, John was diagnosed
with gastroparesis and NASH. He requires
tube feeding and IV hydration. In 2017,
John attended his first medical conference,
and he has been pursuing patient advocacy
ever since. He has been volunteering as an
Oley Ambassador for several years, and
also volunteers with IFFGD and NASH
Knowledge. John has also helped bring the
patient voice to medical conferences and
events on Capitol Hill, and recently joined the Patient and Family
Advisory Council for his local academic medical center. He has a pas-
sion for helping other patients learn to be effective advocates and to
cope with the social and mental aspects of living with a chronic illness.

David Mercer, MD, PhD, FRCSC, FACS, is Professor of Surgery
and Director of the Intestinal Rehabilitation Program at the University
of Nebraska Medical Center in Omaha, Nebraska. Originally from
Edmonton, Canada, he came to Nebraska to
be trained as a liver and intestine transplant

John Mahalchak

surgeon. He developed a love for intestinal
rehabilitation during his training and it has
become the main focus of his clinical career.
Dr. Mercer headsa specialized program that
looks after hundreds of children and adults
who are dealing with complex intestinal
problems. His team of dietitians, nurses,
: social workers, and gastroenterologists pro-

——— vides comprehensive nutritional, medical,
David Mercer, MD,

PhD, FRCSC, FACS ing from simple IV nutrition and tube feed
management to difficult nutritional scenarios. He is involved in all
major clinical trials in the field, and lectures on the role of intestinal
rehabilitation programs in getting people off of parenteral nutrition,

and surgical management of patients rang-

surgical strategies in short bowel syndrome/complex intestinal prob-
lems, the role of the gut microbiome in human health, and all aspects
of intestinal transplantation.

As of 2022, Sharon Rose, RN, has sus-
tained herself on home IV nutrition for over
fifty-three years, and she’s still counting. She
hasraised a family and worked fulltime while
on HPN. She has a vast reservoir of personal
experienceand knowledge, and isalwayswill-
ing to share these to benefit others. Sharon
has retired as an RN, and feels volunteering
may help fill the void left after so many years
of devoting herself to her profession.

Our many thanks to all of those who
serve on the Oley Board of Trustees for their

» o ! an (0]

Sharon Rose, RN
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Oley News

willingness to give of their time and talents. To learn more about all
of our Oley board members, visit oley.org/Board.
Giving Thanks

Wed like to offer our sincere thanks to Joy McVey Hugick, Man-
preet Mundi, MD, and Laurie Reyen, RN. All three joined the Oley
board in 2016, with Joy serving from 2016 to 2017 as Secretary, and
from 2017 to 2022 as Vice President. As Joy rotates off the board,
Kelly Tappenden, PhD, RD, FASPEN, will serve as Vice President.
Dr. Mundi will be serving as Oley Science and Medicine Advisor (see
below). Joy and Laurie have both been part of the Oley community
for many years, and we are grateful both for the service they have
provided and that they will continue to stay close to Oley; they have
both agreed to serve on the Oley Advisory Council, and Joy will also
continue to serve as an Ambassador. §

Changing of the Guard

In late March, Drs. Darlene Kelly and Manpreet Mundi were pre-
sented with plaques to recognize the great service they have each provided
to the Oley Foundation. Dr. Kelly served six years on the Oley Board
of Trustees, and more recently
as Oley’s Science and Medicine
Advisor, a position she gracefully
accepted soon after she retired
from Mayo Clinic, Rochester,
Minnesota. We give thanks to
Dr. Kelly, and wish her well as
she pursues her many interests.

Dr. Mundi was celebrated
for completing six years on the
Oley Board of Trustees, and
was immediately welcomed to
fill the position of Science and
Medicine Advisor. Among his
many responsibilities at Mayo
Clinic, Dr. Mundi is Medical
Director of Clinical Nutrition, Medical Director of the Home Enteral
Nutrition Program, and Associate Program Director of the Home
Parenteral and Enteral Nutrition (HPEN) Program.

Bright Idea: Flavoring Helps ORS

Send your Bright Ideas to Lisa Metzger at metzgel@amc.edu.

Darlene Kelly, MD, PhD, FACP, and
Manpreet Mundi, MD, FASPEN

For short bowel syndrome (SBS) patients (like me) who make
their own oral rehydration solution (ORS), there is a great product
for flavoring. It is a flavor packet to add. I make the plain ORS with
water, salt, and sugar, and add citrus flavor. The company is Truel-
emon.com and the products I use contain no sugar or substitutes.
Just citrus flavor. This was helpful for me instead of Crystal Lite as
it has no sweeteners included. Plain ORS formula is: 4 cups water,
2 tablespoons sugar, 1/2 teaspoon table salt, and 1-2 citrus flavor
packets. (Recipe can easily be halved.)

—MaryAnn N.

=Apraglutide is an investigational agent not approved in any region

Committed to improving
the lives of patients with
short bowel syndrome
and intestinal failure

INTRODUCING

STARS

A Phase Il trial

of apraglutide?,

a next-generation,
long-acting GLP-2
analog

e

Talk to your doctor to lear

censed by VectivBio, its subsidianes, or affiliates
e, VHOS2021_010
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free of charge!

Zealand Pharma—~WNow Silver Circle

@ Zealand Pharma is changing patients’ lives with
innovative peptide therapeutics. Patients inspire
i) the company to provide the best possible solu-

tions for gastrointestinal and metabolic disorders.
‘ The company is building upon twenty years of

expertise in developing treatments for patients
with short bowel syndrome.

Fresenius Kabi USA

Fresenius Kabi isaleading global healthcare company that focuses
on pharmaceuticals and medical devices used to care for critically
and chronically ill patients inside and outside the hospital. Fre-
senius Kabi products include intravenous specialty and generic
medicines, transfusion technologies, infusion therapies, clinical
nutrition, and related medical devices.

Kate Farms

Kate Farms was founded in 2011 by parents determined to save
their daughter’s life and is now the #1 recommended plant-based
formula. Kate Farms offers medical formulas for children and
adults, to be used as sole source or supplemental nutrition for
oral or tube feeding.

Med-1Q—New Partner

Med-IQ is a leading provider of clinical, risk management, and
patient education, empowering healthcare providers to continu-
ously improve performance and patient outcomes. Med-1Q has
delivered unique educational experiences and services and is proud
to be one of the mostaward-winning accredited medical education
providers in the United States. www.med-iq.com

Thank You Corporate Partners!

Please join Oley in thanking the companies that provide unrestricted grants to support the foundation
year round. Learn about our most recent corporate contributors in their own words below. For a complete
list of corporate partners, go to oley.org/PartnerShowcase.
We are especially excited to welcome Med-IQ as a new partner, and to welcome Zealand Pharma to the Silver
4 Circle Partnership level. These contributions help Oley to continue to grow services for members, and keep them

Join Oley’s Growing List of Corporate Partners
Find information on partner benefits, advertising,
market research, and sponsorship opportunities
at oley.org/IndustryLandingPage.

Optum® Infusion Pharmacy

Optum® Infusion Pharmacy provides customized HPN therapy
with teams of infusion pharmacists, nurses, and dietitians who are
Certified Nutrition Support Clinicians. Optum offers ASPEN-
based guidelines and standards, ongoing education, and patient
liaison support. Together, we're making health care work better
for you—so you can live a healthier life.

Real Food Blends

Real Food Blends® brings real food and nutritional variety to
people with feeding tubes. Their range of meals and more are each
made with five to seven real ingredients providing a variety of
proteins, fruits, vegetables, grains, and fats. Enjoy the convenience
of a true blenderized diet. Covered by many insurance plans.

Amerita, Inc.

Amerita, Inc. employees have been dedicated

to providing patient-focused care since
2006. They write, “Our certified nutrition
support team is committed to top-notch
care for patients regardless of complexity.
With a patient satisfaction rate of 96 %, you
can expect comprehensive support to help you

reach your nutritional goals.”

Soleo Health

Soleo Health is an innovative national provider @
of complex specialty pharmacy and infusion

services administered in the home or alternate &

&

sites of care. Soleo’s interdisciplinary team of
experienced pharmacists and registered nurses
utilizes a consistent patient management process,
which leads to quantifiable clinical and economic
value while improving patients” experience.
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Donor News

~? Notable Individual Gifts Oley Corporate
I;'%L Among the contributions we receive, there are always several dedicated to those Parmers
N who have inspired the donor. We share this list of honorees below. We are grate- The followsing companies provide over
gf, Sul for the following gifts received from January 13, 2022, to March 10, 2022. one-half of the fiunds needed to support
//‘\9 Memorials: 7 memory of Bethellen; Hadar Birger-Bray; Jeff Dutton; Joyce Oley programs. Corpor: az"e relationships
@m Hydorn; Jeremiah Joseph Lynch; Malisa Matheny; Mary Patnode; Daniel Puga; also strengthen our education and outreach
/\/V Irma Jean Shniderson; Paula Southwick; Bob Sweet; John Tucker; Liz Tucker efforts. We are grateful
J) e for their strong commitment.
'/73" Tributes: 7 honor of Mandy Allen; Dr. Lyn Howard; Phil Kellerman; Aidan
N Koncius; Jeff Nemeth; Olivia Scali TITANIUM LEVEL PARTNER
%ﬁle' Facebook Giving Tuesd igns by Betty Bond and Cath S
/\9 un ralsers. acebook Giving Tuesday campaigns by Betty Bond and Cathy Takeda Pharmaceutical
(/¢ Harrington
Matching Gifts: CBRE; Discover Financial; FM Global; Johnson & Johnson GOLI()SI:: I'))AGI(;I;I;): QI;AQI;';NER
] J
Thank you for all gifts and the kind comments we receive throughout the year. Your sup- 9 Meters Biopharma
port overwhelms us and continues to be a source of inspiration.
SILVER CIRCLE PARTNERS
($30,000-$49,999)

1 1 Zealand Ph
Oley Horizon Society Sl
Many thanks to those w%lo ha\.re' arranged a planned gift to ensure continuing support for BRONZE STAR PARTNERS
HPEN consun‘w:rf and their families. L‘.:arn how you can make a difference by calling (518) (320,000 _329’999)
262-5079 or visiting oley.org/plannedgifts.
Abbott
Felice Austin The Groeber Family Rodney Okamoto, RPh, Besaiar Inernaiional lne,
Jane Balint, MD Valerie Gyurko, RN & I: au;;k:mato Crrsiell Elsalldh, Tare,
Jolm Balsns, MD e e Fresenius Kabi USA
Joan Bishop Shirley Heller Harold & Rose Orland
Kate Farms
Ginger Bolinger Alicia Hoelle Judy Peterson, MS, RN oL
Pat Brown, RN, CNSN Jeff & Rose Hoelle Clemens Pietzner . ed- Q
Faye Clements, RN, BS Lyn Howard, MD Beverly Promisel Option Care Health
Katherine Cotter William Hoyt Abraham Rich Optum Infusion Pharmacy
Jim Cowan Portia & Wallace Hutton Wendy B. Rivner VectivBio
Rick Davi. Kishore Iyer, MD Roslyn & Eric Scheib Dahl
g i g et BENEFACTOR LEVEL PARTNERS
Ann & Paul DeBarbieri Doris R. Johnson Susan & Jeffrey Schesno ($10,000-519,999)
David & Sheila DeKold Darlene Kelly, MD, PhD Doug Seidner, MD, FACG, CNSP ’ A ’
Dale & Martha Delano Family of Shirley Klein Judi Smith Vanos.
Tom Diamansidis, PharmD Jim Lacy, RN, BSN; CRNI Steve Swensen B. Braun Medical Inc.
Gail Egan, MS, ANP T o Cheryl Thompson, PhD, RD, CNSG, Nestlé Health Science
— & Gregory A. Thompson, MD, MSc
Selma Ebrenpreis Joyce Madden Cathy Tokars PATRON LEVEL PARTNERS
Herb & Joy Emich Hubert Maiden ) ($5,000-$9,999)
T Laura Matarese, PhD, RD, LDN, Eleanor & Walter Wilson ’ . ’
Don F CNSG, FADA, FASPEN Marion & Larry Winkler Amerita, Inc.
on Freeman
Linda Gold Kathleen McInnes James Wittmann Applied Medical Technology, Inc.
inda Go
Linda Gravenstein Michael Medwar Pat'ty é’Darrell‘ ‘Yoods MOOG Medical
Meredith Nelson Rosaline Ann & William Wu Real Food Blends
Deborah Groeber
Nancy Nicholson Soleo Health
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Save the Dates for Oley2022!

August 16-18
Updates at oley.org/Oley2022

2022 Oley Calendar

COVID-19 continues to leave us guessing, and to influence when and where gatherings occur. Please check oley.org or other ap-

propriate websites for the most up-to-date information on the events listed below.

Ongoing: Applications being accepted for Oley Tim Weaver Camp
Scholarship. Note: scholarships will be honored at a later date in the
event of a coronavirus complication (i.e., camp closures, COVID-19
illness, self or mandatory quarantines, etc.).

May 5: Oley Kidz Klub* (virtual)

May 5 (and then the first Thursday of every month): Nutrition Group
4 All Feeding Tube/TPN Support Group*. Meetings will be virtual

until otherwise indicated.

May 9 (and then the first Monday of every month): Young adult (ages
18-35) support group™* (virtual)

May 12: Oley Tube Feeding/TPN Virtual Support Group for

Patients and Caregivers® (virtual)

May 24: Oley webinar on Discussing Your Options, Including
Clinical Trials with Your Care Team

August 16-18: Oley2022 Virtual Conference

September 16: Oley Mini Meeting

October10-14: HPN (Home Parenteral Nutrition) Awareness Week

*For more information on support group meetings go to oley.org/Sup-
portGroups; for Kidz Kiub, email marywootten.oley@gmail.com; for
other meetings email harrinc@amc.edu or call (518) 262-5079.

Additional Meetings of Interest

May 21-24: Digestive Disease Week (DDW) conference, San
Diego, CA

June4-17: Infusion Nurses Society (INS) conference, Orlando, FL

June 8-11: United Mitochondrial Disease Foundation (UMDE)
Mitochondrial Medicine Symposium, Phoenix, AZ

June 14-16: American Society for Nutrition conference (virtual)

September29-0ctober 1: Pediatric Intestinal Failure Symposium,
Ontario, Canada

September 30—0ctober 3: Association for Vascular Access (AVA),
Minneapolis, MN



