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

Teduglutide for Pediatric Short Bowel Syndrome:
Clinical Trial Highlights
Beth A. Carter, MD
In November 2016, the Journal of Pediatrics published
outcomes from the long-awaited initial clinical trial
investigating the use of teduglutide, a glucagon-like
peptide 2 (GLP-2) analogue, for parenteral nutrition– and parenteral fluid–dependent short bowel
syndrome patients ages 1 to 17 years. The article is
entitled “Outcomes from a 12-week, Open Label,
Multicenter Clinical Trial of Teduglutide in Pediatric
Short Bowel Syndrome.”
This study was designed as a “safety and efficacy”
investigation, which is often regarded as the initial clinical study in the path to Food and Drug Administration
(FDA) approval of a medication. As most of the readership is aware, teduglutide (Gattex®) was approved by
the FDA for adult patients with short bowel syndrome
(SBS) who are dependent on parenteral support (PS)
in 2012, but it had not yet been tested in the pediatric
population prior to this clinical trial. Importantly, it

is still yet to be FDA-approved for pediatric patients
even after the successful completion of this initial trial.
Teduglutide is approved for the pediatric population
in Europe (where it is available as Revestive®).
Good News
The good news is that the results of this clinical study
are promising and have opened the door for ongoing
clinical trials in the pediatric age group. As expected,
the publication of the trial results has prompted health
care providers, parents, and patients alike to share
personal experiences, questions, and discussions in
various public and private forums. Providers want to
know when they will be able to prescribe teduglutide
to their pediatric patients, and everyone affected wants
to know things like how it is given, what the dose will
be, and whether insurance will approve it. These are
all valid questions, albeit perhaps a bit premature, as
Teduglutide, cont. pg. 2 ☛

In Memoriam
We are always saddened to learn of an Oley Foundation member’s passing. Unfortunately, we don’t always
know in a timely fashion and we aren’t able to share
memories or notices for every member. We encourage
you to share your own memories and news on the
Oley Facebook page or in the Oley-Inspire forum, as
appropriate, and to share
a photo with us for the
“In Loving Memory” slide
presentation at our annual
conference (send to Cathy
at harrinc@mail.amc.edu).
It is our policy to include
notices in the newsletter for
members who have served
on the foundation’s board
or served the foundation in
Don Young
other significant capacities.
In the past couple of months, we have lost three
members who have been very involved with the Oley
Foundation: Oley Ambassador Samantha Bye, and
founding board members Don Young and John Balint,
MD. Rather than feeling discouraged, we hope you
In Memoriam, cont. pg. 9 ☛

Nishah learned good handwashing technique in hospital.

Managing HomePN in
Malaysia
Nishah Devi Govindarajanthran
My pregnancy was supposed to be just like everyone
else’s—crazy cravings, cute belly, and kicks from inside
to remind me a little addition can’t wait to join our tiny
incomplete family. Such a naïve first-time mommy I
was. It began to feel more real when I was diagnosed
with pre-eclampsia at the twenty-fifth week and was
put on bed rest in the hospital from the twenty-eighth
to thirty-second week.
HPN in Malaysia, cont. pg. 8 ☛
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the pediatric clinical trials are still ongoing as the appropriate dose for size; the baseline risk
for possible adverse outcomes (e.g., intestinal
mandated by the FDA.
I, along with many of my colleagues, appreci- or extra-intestinal cancer risk); feasibility of
ate this interest in new potential therapeutics medication administration; and length of
for pediatric SBS and we share your urgent time the medication is needed (e.g., perhaps
need to know the most up-to-date informa- kids will not need the medication for as long
tion on approval and access to teduglutide. a period as adults because their intestines still
In response to your needs, I have aimed to retain their own inherent growth potential).
summarize the most pertinent design details,
The second inclusion criteria I would like
findings, and conclusions from the study, to comment on is the “history of SBS for ≥
and the “next-step” advisories for all who are [greater than or equal to] twelve months prior
interested in the current status of teduglutide to study screening that requires parenteral
for use in the pediatric population.
support (PS) of ≥ 30% of the patient’s caloric
What Is Teduglutide?
or electrolyte needs along with no clinically
GLP-2 is an “intestinotrophic” hormone, meaningful enteral or parenteral changes in
meaning it can cause growth of the intestines. the three months prior to study screening.”
It is important to realize
The major point here
that the growth it causes
is that teduglutide is
GLP-2 increases the length
in the intestines is not
currently being tested
in longitudinal length.
in children that are on
of the finger-like projections
GLP-2 increases the
(“villi”) that extend toward the a significant amount of
length of the finger-like
PS (parenteral nutricenter of the intestinal tube.
projections (“villi”) that
tion and/or parenteral
extend toward the center
fluids) and who have
“hit a wall,” if you will,
of the intestinal tube.
This increases the intestinal area available for in regards to nutrition delivery.
In other words, the participants in this trial
absorption, because the villi help absorb fluid
are stagnant in their PS needs and could not
and nutrients from the food that passes.
The bigger the villi, the more efficiently the be successfully weaned. Children who are
fluids and nutrients may be absorbed, which tolerating an active wean of PS on their own
may translate into decreased parenteral nutri- via inherent intestinal adaptation may not need
tion (PN) needs. Additional effects of GLP-2 teduglutide and currently are not a high priority
include slowing the passage of food through target population to receive this medication.
the GI tract, increasing intestinal blood flow, Highlights of the Study Design
and making absorption of nutrients more
A total of forty-two patients were included
efficient—all of which increase the ability of in this initial teduglutide pediatric trial. These
the GI tract to absorb fluids and nutrients.
patients were divided among four “cohorts” or
Study’s Inclusion Criteria
patient groups. The patients were enrolled in a
I would like to comment on two of the non-randomized fashion to receive teduglutide
many inclusion criteria for this initial pediatric in one of three active treatment/dose groups or
teduglutide trial. The first is in regards to age: in a group that did not receive any medication
“males and females ages 1–17 years.” Some and which was regarded the “standard of care
may ask why a pediatric trial was even needed group.” By “non-randomized,” we mean the
if this medication is already FDA-approved children were assigned to one of the four groups
in adults with SBS. It is extremely important according to when they enrolled rather than
that the safety of this type of medication—or drawing lots to see what their dose would be
any medication, for that matter—be tested in or if they’d be in the standard of care group.
the pediatric age group because, let’s face it, All participants were “unblinded,” meaning
infants and children are very different than parents, patients, and the health care providers/
adults in so many ways.
team all knew what particular dose the patient
Key differences between children and adults was receiving, or if the patient was part of the
with SBS include, but are not limited to, the standard of care group.
way they absorb or break down a medication;
Teduglutide, cont. pg. 12 ☛
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Tube Feeding Tips

Tube Talk
Send your tips, questions, and thoughts about tube feeding (enteral nutrition) to metzgel@mail.amc.edu. Information
shared in this column represents the experience of the individual and should not imply endorsement by Oley. The Foundation
strongly encourages readers to discuss any suggestions with their clinician before making any changes in their care.
Stand Offers an Extra Hand
As an eleven-year tongue and throat cancer survivor and a three-year
G-tube user, I have had plenty of time to develop what I consider
the perfect syringe holding stand for tubies. You can use it at home
or work, in fine restaurants or fast food joints, or on the road. All
tubies are aware of the need for
an extra hand while trying to
tube feed and this new stand
fills the bill.
When I got my first G-tube,
knowing it would be my lifetime companion, I dedicated
myself to making the most of
each day and not sitting around
feeling sorry for myself. I view
my feeding tube simply as a different way of eating. With this
syringe stand, I no longer have
to hold my arm up in the air
Sanford demonstrates how the stand
like the Statue of Liberty while
frees up his hands for other tasks.
feeding. Also, I spend several
hours each day using my laptop, which sits on our breakfast bar, and
I can rotate the stand to the side and type emails while tubing my
meals, for a little multi-tasking.
There are a few other stands already on the market, but I have incorporated some unique features into mine:
• The base has a neoprene pad on the bottom to protect furniture.
• The base that supports the pipe can be
straddled or placed to either side for
typing while “eating.”
• The hole in the base is drilled at a slight
angle to compensate for the slope of
most chairs; this keeps the syringe out
of your face.
• A pull-pin holds the pipe and base firmly
together, but use of the pin is optional.
• The vertical pipe consists of a larger pipe
and a smaller pipe that telescopes down,
The pole is angled to
so it is fully adjustable.
keep the syringe away
• The custom clip holds the syringe firmly from the user's face.
in place, but also allows you to easily
snap the syringe out of the clip.
I custom make each stand and can fit it with the appropriate-sized clip
to hold a 60ml, 100ml, or 140ml syringe. The stand costs $69; shipping
to any address within the continental U.S. is included. My goal is to
help as many tubies as possible, while covering my expenses and tools.
—Sanford Flach, flachusnret@comcast.net
Volume XXXVIII, No. 1

ENFit® Medication Syringes
Some people on home tube feeding have begun to receive ENFit®
medication syringes. To fill the syringes, you need to follow different
procedures than you do for the syringes you have probably been using
(slip tip, catheter tip, or luer lock syringes). The American Society for
Parenteral and Enteral Nutrition (ASPEN), Institute for Safe Medication
Practice (ISMP), Joint Commission, Association for the Advancement
of Medical Instrumentation (AAMI), and Global Enteral Device Supplier Association (GEDSA) have created a useful handout with detailed
instruction and lots of illustrations called “Procedure for Home Care
Settings: Preparing and Administering Medications Using ENFit.”
The handout, which covers both low dose and standard dose ENFit
syringes, is available at www.stayconnected.org. If you would like us
to send you a copy, please call us at (518) 262-5079/(800) 776-6539
or email metzgel@mail.amc.edu.

If your medication syringe looks like either of these, we encourage
you to review a copy of the handout discussed above. Thank you to
GEDSA for sharing the graphic.
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Parenteral Copper Supplementation: Make Sure You Are on
the Proper Dose
Davina Ngo, PharmD
Trace metals (also called trace minerals or elements) play an important role in your health. “Trace” metals or elements are “required
in minute quantities by an organism to maintain proper physical
functioning” (American Heritage Medical Dictionary). When you
are receiving home parenteral nutrition (HPN), trace metals must
be prescribed and added to your HPN. The five trace metals most
commonly prescribed in the United States are zinc, copper, selenium,
chromium, and manganese.
I’d like to focus on copper. Copper plays a role in a variety of metabolic
processes in the body. Too little copper can result in anemia, low white
blood cell count, and reduced bone calcification. Deficiency is rare,
but it has been reported in prolonged severe malnutrition, premature
infants, children recovering from severe malnutrition, and patients on
long-term HPN with no copper supplementation.
Too much copper, on the other hand, may cause cirrhosis and neurologic disorders as seen in Wilson’s disease (a rare inherited disorder
where copper accumulates in the liver because it cannot be adequately
excreted in bile). There are several reports of hepatic copper levels in
PN patients equivalent to those seen in Wilson’s disease.1 The relationship of this copper to hepatic damage is less clear.
Recommended Doses
In 1979, dietary copper intake was thought to be 3 to 5 mg/day,
and with approximately 15% absorption, the American Medical
Association (AMA) advised a parenteral dose of 0.5–1.5 mg/day for
adults. The AMA’s recommendation led to a multiple-trace element
(MTE) concentrate providing approximately 1 mg of copper a day.
Subsequent research showed that adult requirements were in fact
0.3–0.5 mg/day.2 In 1984 the AMA changed their recommendation
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to 0.3–0.5 mg/day for adults. Unfortunately this lower recommendation never resulted in an adjustment to a lower copper level in the
MTE solution.
In 2009, the American Society of Parenteral and Enteral Nutrition
(ASPEN) gathered a team of national and international nutrition
experts to develop an updated consensus of the parenteral requirements of the fourteen micronutrients deemed most controversial. The
recommendations from that workshop regarding copper dosing have
been adopted as part of ASPEN’s current guidelines3, 4:
• Copper should be routinely prescribed in PN patients.
• For long-term PN patients, the usual dose of copper in PN should
be 0.3 mg/day for adults and 20 mcg/kg/day for pediatric patients.
• Patients with persistent diarrhea or GI fluid losses should receive
between 0.4 mg/day and 0.5 mg/day.
• Patients with liver disease should receive a lower dose of 0.15 mg/day.
• Copper requirements should periodically be reassessed and corrections made as needed.
• For patients on no copper supplementation, serum copper and
ceruloplasmin levels are useful indicators of copper depletion.
In patients receiving copper, these parameters are less helpful.
Other factors, such as high intestinal output and inflammation,
can affect copper requirements and such clinical circumstances
should be taken into account.
Summary
Recent national drug shortages have included MTE concentrate as
well as copper. Due to the lack of MTE availability, trace metals are
being added individually to consumers’ PN. Frequently, prescribers
are persisting in their use of 1 mg/day of copper, which is excessive.
Consumers should make sure they are getting the appropriate dose.
In adults, the daily copper requirement is 0.3 mg/day, increased to
0.4-0.5 with GI output of more than 1–2 liters per day, and decreased
to 0.15 mg/day in patients with liver disease. The recommended dose
for pediatric patients is 20 mcg/kg/day. Check your solution label.
References
1. L. Howard, C. Ashley, D. Lyon, A. Shenkin, Autopsy Tissue Trace
Elements in 8 Long-Term Parenteral Nutrition Patients Who Received
the Current U.S. Food and Drug Administration Formulation, Journal
of Parenteral and Enteral Nutrition 2007;31(5):388–96.
2. M. Shike, M. Roulet, R. Kurian et al., Copper Metabolism
and Requirements in Total Parenteral Nutrition, Gastroenterology
1981;81:290–7.
3. M Shike, Copper in Parenteral Nutrition, Gastroenterology 2009;
137(suppl 1):S13–17.
4. V. Vanek, P. Borum, A. Buchman et al., A.S.P.E.N. Position Paper:
Recommendations for Changes in Commercially Available Parenteral
Multivitamin and Multi-Trace Element Products, Nutrition in Clinical
Practice, 2012;27:440–91.
Davina Ngo is a pharmacist with Nutrishare, Inc. This article was
reviewed by Oley Medical Director Lyn Howard, MB, FRCP.
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Oley News

New in 2017—Webinars

Oley will be offering a series of webinars in 2017. Don’t
miss this opportunity to learn without leaving your home!
Participation is free of charge, and if you miss one, or want
to watch one again, they will be recorded. Scheduled so far:
Short Bowel Syndrome: Diet and Hydration Make a
Difference
Tuesday, April 11, 1:00 p.m. to 2:00 p.m. ET
Laura Matarese, PhD, RDN, LDN, CNSC, FADA, FASPEN, FAND
Doug Seidner, MD, FACG, CNSC
Treatment Options for Gastroparesis
Tuesday, June 20, 1:00 p.m. to 2:00 p.m. ET
Thomas L. Abell, MD
Go to oley.org/webinars for more information and to register. Many thanks to Shire for underwriting this program.

Upcoming Oley Regional
Conferences
Join us for a one-day conference to learn more
about home nutrition support.
February 18: Atlanta, Georgia
JW Marriott Atlanta, Buckhead
April 29: St. Louis, Missouri
Chase Park Plaza
May 6: Minneapolis, Minnesota
in conjunction with the INS meeting
To register go to www.oley.org.
Please contact Andrea Guidi (508-460-1707,
andreaguidi.oley@gmail.com) or Joan Bishop (518-262-5079,
bishopj@mail.amc.edu) with suggestions for topics or speakers.
Many thanks to Shire for supporting these meetings!

Need a Restroom Urgently?
Many members have experienced the need to get to a toilet
immediately. This can be uncomfortable when you are at a
store that doesn’t have a public restroom. Showing an employee the Oley Bathroom Access Card can make it easier to
ask permission to use the restroom. The card reads: “I have a
digestive disorder that means sometimes I need the bathroom
urgently. Please allow me to use
your facilities.” Order your FREE
card at www.oley.org or by calling
(518) 262-5079/(800) 776-6539.
Volume XXXVIII, No. 1
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Oley News

Partnering with The Mighty!
We’re happy to announce a new partnership that will put our resources in front of The Mighty’s wide-reaching readership. We now
have a growing home page on The Mighty’s website, themighty.com,
and Oley resources are listed with many stories on the site.
The Mighty is a story-based health community focused on improving
the lives of people facing disease, disorder, mental illness, and disability. According to The Mighty, today more than half of Americans are
facing serious health conditions or
medical issues. The Mighty publishes
real stories about real people facing
real challenges.
Here are some examples of recent
stories on The Mighty: “I Won’t
Apologize for Having Fun While
Chronically Ill,” “Why I’m No Longer Hiding How Short Bowel
Syndrome Affects My Child,” and “When Another Mom at Target
Changed How I Felt About Tube Feeding My Son in Public.”
With this partnership, we hope to be able to share Oley resources
with even more people. We encourage you to submit a story to The
Mighty and make your voice heard. Go to themighty.com/submit-astory, and be sure your story is linked to Oley resources!

®

Is GATTEX
right for you?
If you have questions about GATTEX®,
please discuss them with your doctor
and visit www.GATTEX.com.

You are encouraged to report negative
side effects of prescription drugs to the FDA.
Visit www.fda.gov/medwatch or call 1-800-FDA-1088.
You can also call Shire at
1-855-5GATTEX (1-855-542-8839).

GATTEX® is a registered trademark of Shire-NPS Pharmaceuticals, Inc.
SHIRE and the Shire Logo are trademarks or registered trademarks of
Shire Pharmaceutical Holdings Ireland Limited or its affiliates.
© 2016 Shire. S15412 08/16
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Spring Public Policy Forum
The Digestive Disease National Coalition (DDNC) is
inviting you to participate in its annual Public Policy Forum on March 5–6, 2017, in Washington, D.C. DDNC
is the leading public policy advocacy organization in our
nation’s capital for persons affected
with digestive diseases. The Oley
Foundation is part of the coalition.
Join other Oley members, patients,
caregivers, health care providers, and
industry representatives from around
the country for legislative updates
and advocacy training. Participants
learn about federal healthcare legislation and policy, and then
attend scheduled meetings with members of Congress and
their staffs to discuss issues of concern to the digestive disease
community. There is sure to be much to discuss in 2017.
This is an excellent opportunity to learn more about policies
that affect you, and to help your elected officials put a face to
digestive diseases and the real and often serious issues you are
facing. Help lawmakers understand how current and proposed
policies may affect their constituents. Have your voice heard!
Register online at www.ddnc.org before February 17, or
by email to hpayne@hmcw.org after February 17. You can
apply for a DDNC grant to help with the expense of travel
and lodging. Questions? Contact Haley at (202) 544-7497
or hpayne@hmcw.org.
Please let us know if you plan to attend—(518) 262-5079/
(800) 776-6539 or bishopj@mail.amc.edu.
January/February 2017

Oley Updates

Recruiting Teens, Young Adults
The Oley Foundation is helping to recruit teen and young adult
home parenteral nutrition (HPN) consumers and family members
age 13 through 30 for an NIH-funded study involving the use of
mini iPads. The study will test how connecting to internet information, professionals, and peers will impact HPN management and
how monthly iPad messages about
healthy living activities impact your
health outcomes. One iPad will be
loaned to each family for eight to
twelve months with no connection
or shipping costs. The iPads are for
personal use, as well as for short
monthly study contacts.
 	 One iPad and the training guide
will be delivered to the HPN consumer’s home, where the study will
take place. Two study iPad meeting
sessions will be coordinated using Participants will connect to
encrypted multisite connections health professionals and peers
with conferencing capability. Pre- with an iPad.
vious studies with HPN families
found that picture phone meetings were highly valued, and connections to other HPN peers and families increased quality of life and
resulted in less depression.
You may or may not benefit from participating in this study but
investigators hope that the information from this study may help you
feel better about managing HPN, and help you to feel better informed
and more confident about home care management.
Eighty teen and young adult participants (HPN users and
family members) are needed. To learn more and/or register to
participate, contact Cathy Harrington, (518) 262-5079/(800)7766539, harrinc@mail.amc.edu OR Carol Smith, RN, (913) 588-3392,
csmith@kumc.edu.

Equipment-Supply Exchange
Do you have supplies and formula you no longer need? Or do
you have needs that aren’t covered by insurance? Try the Oley
Foundation’s Equipment-Supply Exchange.
Items are available free of charge, but the person requesting supplies must pay for, and arrange for, the items to be
shipped to them.
Go to oley.org/Equipment_Exchange to request items
through Oley’s online store, send information on donated items
via an online form, or find out more about the program. If you
don’t have access to the internet, call
toll-free (866) 454-7351.
Please be patient. It may take a few
days to return a call or answer a request.
Typically there is a 2 week turnaround
from when your request is made until
items are received—when the items are
available.
Volume XXXVIII, No. 1
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I was reminded day after day of the complications of prematurity.
My husband said, “This is our new normal.” That’s when we heard
Heart, lungs, eyes, ears, delayed development, and weight issues were all the term “PN [parenteral nutrition] dependent.” The following
mentioned, but bowel obstruction was not. My little (literally) Jai was months were tough. I was asked to room in permanently with Jai in
born in January 2016 via emergency C-section in the thirty-second week the hospital to care for his needs. I loved being so close to him, but I
at a “whopping” 1.19 kilograms [roughly 2 pounds, 10 ounces] with no hated the idea of living in the hospital.
lung issues. Doctors technically categorized him as a big boy in the sea of Finding Hope
500 gram babies [equivalent to approximately 18 ounces] in the NICU.
We started researching and sharing our story in hopes of HOPE. The
We were waiting for his weight to increase and to
Short Gut Syndrome Families’ Support Group*
take him home, like most families do.
on Facebook opened our eyes to the possibilities
Early Complications
of home PN, of scrubbing in ourselves, central
Unfortunately, on the tenth day of his life, Jai’s
venous access device and line care, and a clean
heart rate increased, his O2 levels decreased, and his
home environment. The daily encouragement
tummy was severely distended. We got the dreaded
given was amazing! Home PN is very rare in our
call from the hospital (I absolutely hate this feeling,
country, especially for children. There were only
even writing this brings painful tears to my eyes).
two cases recorded and these children were at least
Our doctors sat us down to say something wasn’t
two years old before home PN was initiated.
I quit my day job, started assisting and learning
right and they suspected necrotizing enterocolitis
methods from various nurses, and eventually started
(NEC) was the culprit. We gave the green light
connecting PN for Jai in the hospital myself. PN is
for Jai to go in for an emergency surgery.
We waited and the doctor came out halfway
completely subsidized by our government, however,
to update us. She told us he did not have NEC! Jai, happy to be home at last.
dressing sets, Tegaderm™ dressings, syringes, and
Hooray! Nope, not hooray at all. Jai had a condition
saline flushes are not. We needed to financially cover
called midgut volvulus and it was almost unheard of in a premature these ourselves, even the infusion pumps! We decided to take the bold
baby in Malaysia. We did not have any statistics to fall back on, no step with help from our families, and we prepared Jai’s room.
data to assure us.
The conditions of his discharge were that we have a room solely for
The following days and three surgeries later, we found out that Jai Jai, with no carpet on the floor; sufficient power supply points; a stainwas left with all his large intestines, but only 8 cm of his small bowel less steel trolley; a mini fridge solely for PN and medications; a drip
was saved. Survival was unheard of in this part of the world and we stand; a bathroom and sink attached to the room; a medication cabinet
had the term “not normal” thrown at us every single day. I felt great equipped with disposable sterile dressing sets, disposable gloves, disposanger toward doctors, including my own brother, who is a vascular able syringes, normal saline flushes, heparin flushes, and alcohol swabs;
surgeon, because of the comments and predictions made.
and a big garbage bin to hold all the disposable items after use. DONE!
The next step was to convince our doctors and senior nurses that my
husband and I were equipped mentally to manage Jai’s line with the
procedures in hand. We are not in the medical field and putting on
sterile gloves the STERILE way was no fun and challenging. Eventually we got the hang of it. We had three “auditions,” which we passed
with flying colors, despite the nerve-wracking moments.
Home, Sweet Home
In September 2016, the day came to finally bring Jai home. He is
home on PN, but he is home. He was nine months old, making him
the youngest in the country to be on home PN. We do not know how
long he will be PN dependent, but we are very grateful for this option.
Jai lives the life of a pre-toddler ordinarily, but hooked up to PN
sixteen hours a day extraordinarily. We are thankful for the global support that has given us a voice and the confidence to make a change.
Thank you, from a clueless mother rising to the occasion! ¶
*Group created in 2011 by Oley Ambassador Emily Hoopes, who is still
very active with the group and acts as one of the group’s administrators.
Emily says, “When I created this Facebook group, I imagined a small
local group. Instead, I quickly met about fifty other moms like me and
patients from around the world looking for help and willing to help each
other. Those founding members are still actively involved, and they have
been joined by others, all of whom watch out for and care for each other.”
8 — LifelineLetter • (518) 262-5079/(800) 776-6539		
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can carry Sammi, Don, and Dr. Balint in your hearts and continue to
be inspired by their wonderful positive attitudes. We will miss them,
but they will always be a part of the Oley Foundation.
Samantha Davie Bye
Samantha (Sammi) Bye, who had been on home parenteral nutrition
(HPN) for most of her life due to a number of health issues, served as
an Oley Ambassador from 2013 until her death in December 2016.
Sammi was known for her sense of humor and her compassion. When
Sammi won the Oley Foundation’s Child of the Year Award in 2011
(when she was 14), her friend and fellow
Oley member Emily K. noted, “No matter
how bad my day has been, Sammi always
makes me feel better.” Emily wrote, “I can
be venting away and complaining and all of
a sudden she has me laughing about what
was really irritating me! …Samantha seems
to find something fun or good in every
situation, no matter what.”
While Sammi’s health issues had led to
more and more restrictions on what she
Samantha Bye
could do, she was always nurturing and
compassionate, and she put the needs of others before her own.
Although she was unable to eat, she enjoyed the flavor of food and
loved making meals for her family or for others who were ill. Sammi’s
family writes that through all of her losses, she continued to adapt,
always cherishing the gift of life.
Courtney W., who taught Sammi at home in 2011, wrote a lovely
note to us when Sammi was getting the Oley award. She wrote, Sammi
“demonstrates many fine qualities as a student, but her tremendous
courage and strength as a teenage girl amazes me the most. She has
daily obstacles that she overcomes and she does so with an upbeat and
positive attitude without complaints....Sammi has taught me more
about life over this past year than I could ever teach her, and I thank
her for just being her.”
John Balint, MD
Dr. John Balint, whose career at Albany Medical Center (Albany,
New York) spanned five decades, also passed away in December 2016.
While Sammi was 19, Dr. Balint was 91. Dr. Balint came to Albany
Medical Center in 1963 to establish the gastroenterology department. At 70, Dr. Balint
went back to school in Chicago. He returned
to Albany Medical Center to launch its Center
for Medical Ethics, where he remained until
his retirement at age 89.
Dr. Balint was instrumental in bringing Dr.
Lyn Howard, Oley Foundation co-founder,
to Albany Medical Center. In an interview
with us in 2012, Dr. Balint said, “The relief
of having someone like Lyn arrive meant I
John Balint, MD
didn’t have to struggle with the parenteral
nutrition aspect of my patients’ care.”
He continued, “I was in at the start of all this [founding the Oley
Foundation]. Lyn and I flew out to San Francisco to pick up a check,
Volume XXXVIII, No. 1

which got Oley started. I think what the Oley Foundation does is
wonderful.” Dr. Balint was a founding member the Oley Foundation’s board of trustees, and served on the board for several years in
the 1980s. We are grateful for his contributions.
Don Young
Don Young was a founding board member and former Oley president, and a long-time HPN patient advocate. Don died peacefully,
in the presence of family, in January.
Don was a pioneer from the early days of HPN. He participated in
some of the original studies on vitamin deficiency and contributed his
patient perspective in the development of new products, including portable pumps. He was an incredibly strong man, enduring Crohn’s disease
and many surgeries and sustaining himself on HPN for almost forty-two
years with twelve inches of small bowel. Through it all he continued to
work his family’s land, growing hay and harvesting firewood.
Don was always humble, warm, and willing to lend an ear and
share an experience. He was compassionate and had an easy manner.
He enjoyed telling stories and jokes, and would light up with a smile
whenever he saw you.
Don took great pride in his children and grandchildren, and he gave
back to his community. He coached girls’ softball for years, and he served
as a president and volunteer extraordinaire for Oley. He was always
ready to share his opinion in an attempt to improve care for others.
One of Don’s remarkable contributions was his constant reminder that
it is important to keep the patient/consumer’s desire to “live life” as the
centerpiece of everything that is done. He was an advocate of allowing
the HPN to support living life and not controlling it. This was especially
helpful for those who were beginning their journey on HPN. Don was
honored along with Dr. Lyn Howard in 1999 with the naming of the
Albany Medical Center Howard Young Chair in Nutrition.
In Memoriam, cont. pg. 14 ☛
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Board Updates
In 2016, we had several changes to our
Board of Trustees. We would like to extend our
thanks to Harlan Johnson, Rex Speerhas, RPh,
BCNSP, and Laura Matarese, PhD, RDN,
LDN, FADA, CNSC, FASPEN, FAND,
who rotated off the Oley Board in 2016, after
years of advising and directing Oley in their
capacity as Trustees. We are grateful for all
they contributed to the Oley Foundation.
Harlan passed the reins of President to Terry
Edwards, a home enteral nutrition (tube feeding) consumer and long-time Oley member
from British Columbia, Canada, who had
previously served as Vice President. James
Senese, BS Pharm., MS, joined the board as
Treasurer. Jim lives near the Oley offices in
upstate New York, and we look forward to his
frequent visits and his counsel as Treasurer. We
welcome Jim, along with the following, who
also joined the board in 2016: Rhonda Arends;
Elizabeth Bond, RN; Beth Gore, PhD, MBA;
Manpreet Mundi, MD; and Laurie Reyen, RN,
MN. Watch the newsletter and Oley website
to learn more about these Oley Trustees.
Board Spotlight
Rhonda Arends is from Prior Lake, Minnesota. She has been a home parenteral nutrition

(HPN) consumer since 2013. She has been
an Oley member for several years, and has
attended several Oley conferences. Before joining the Oley board, Rhonda was active with
the Crohn’s and Colitis Foundation of America
(CCFA) as a support group leader, and for a
number of years she
served as the education coordinator for the CCFA’s
Minnesota/Dakota
Chapter.
Rhonda received
her B.S. from Iowa
State University
and completed her
clinical internship
Rhonda Arends
in Medical Technology at St. Luke’s Hospital in Cedar Rapids,
Iowa. She worked for several years in the
hospital laboratory setting in Rochester, Minnesota, and Denver, Colorado, as a medical
technologist (MT, ASCP) specializing in
blood bank, chemistry, and hematology. Her
areas of interest include nutrition, hydration
therapy, and sharing information with other
HPN patients.

Help Oley Help You
With more comprehensive information about you—your therapy, diagnosis, etc.—we
are better positioned to help you.
Why It Is Important
• No one knows how many people are at home on tube feeding (HEN) and/or IV
nutrition (TPN/HPN). Knowing these numbers, length of time on therapy, and
underlying diagnosis may:
* Help guide research, policy development, and more.
* Support recognition of intestinal failure as a rare disease
* Offer advantages to you with respect to handicapped permits, decreased medication
prices, etc.

SIGN IN

It’s Really Easy
• Go to www.oley.org, and sign in.
• Current members: Contact Oley if you don’t know
your username (harrinc@mail.amc.edu or 518-262-5079).
• New members: Follow prompts. Call us with any questions!
• When completing your profile tell us as much about yourself as you are comfortable
doing. We especially need your medical information and email address.
Your Privacy Is Important
• None of the information in your profile is visible to the public.
• The Oley Foundation does not sell or share its membership list.
Thank you!
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Understanding SMOFlipid
Manpreet Mundi, MD
SMOFlipid®(Fresenius Kabi) has recently
been approved by the US Food and Drug
Administration (FDA) as a source of calories
and essential fatty acids in adult patients
who are not able to meet their calorie needs
through oral or enteral nutrition (tube feeding). SMOFlipid is a composite parenteral
nutrition (PN) lipid, comprised of soybean oil
(30%), medium-chain triglycerides (MTCs,
30%), olive oil (25%), and fish oil (15%).
Prior to this approval, lipid emulsions approved by the FDA were either comprised
entirely of soybean oil (Intralipid® [Baxter],
Liposyn III® [Pfizer], and Nutrilipid® [B.
Braun]) or a combination of olive oil and
soybean oil in a 4:1 ratio (Clinolipid® [Baxter]). Although many different lipid emulsions
have received FDA approval, it is important
to note that Intralipid has been the one predominately used by most infusion companies
in the United States.
A Source of Calories
Despite the difference in oils that these
lipid emulsions are composed of, they serve
as an excellent source of non-protein calories,
allowing us to decrease the amount of dextrose provided in the PN. Unfortunately, the
amount of soybean oil–based lipid emulsions
that can be provided is limited as their longterm use can be associated with complications
such as high triglyceride levels, inflammation,
and possibly even intestinal failure associated
liver disease (IFALD).
Many approaches to limiting these sideeffects have been tried. Dr. Darlene Kelly
(currently Oley Foundation Advisor for Science and Medicine) and other pioneers in the
field noted early on that most home parenteral
nutrition (HPN) consumers may not tolerate
having lipid emulsions on a daily basis, and that
this practice may lead to abnormal liver tests.
Based on this observation, they transitioned
HPN consumers to infusing lipid emulsions
three days per week. For some HPN consumers, even three doses of lipid emulsion per week
is too much and is associated with abnormal
liver enzymes, which often leads to a further
reduction—even as little as one dose every
other week.
This makes it very difficult for the consumer
to get enough calories. As an example, if a
consumer is receiving lipid emulsion three
Volume XXXVIII, No. 1

days per week and he or she has abnormal
liver test results, the lipid emulsion is typically cut down to one day per week, or lower.
The consumer’s medical team can increase
the amount of dextrose in his or her PN to
compensate, but only to a certain extent. This
often leads to the consumer being underfed
until the liver tests can come back to normal.
A Combination of Oils
It is suspected that part of the reason the
above-mentioned complications occur is that
soybean oil tends to have a higher ratio of
omega-6 to omega-3 fatty acids. As the omega-6
fatty acids are broken down by our bodies, they
tend to generate pro-inflammatory products.
Additionally, soybean oil has higher levels of
phytosterols, which might also play a role
in the development of IFALD. The mixture
of different oils (soybean, MTCs, olive, and
fish oils) in SMOFlipid tries to counter this.
The fish oil and olive oil components tend
to raise the amount of omega-3 fatty acids,
which tend to be much less pro-inflammatory.
Additionally, SMOFlipid is enriched with
alpha-tocopherol (vitamin E), which tends
to have anti-oxidant properties.
Because of this combination of oils and their
possible benefits, the PN community is cautiously optimistic about the use of SMOFlipid.
We are optimistic because so far, the studies
that have been done have shown that not only
is SMOFlipid as safe as soybean oil–based lipid
emulsions, but it may have better outcomes
in some aspects.
As an example, Klek et al. conducted a study
where seventy-three patients who required PN
due to intestinal failure were placed on PN
containing either soybean oil or SMOFlipid
for four weeks. They showed that the levels of
some liver tests were lower in those who had
been given SMOFlipid compared to those who
had had soybean oil–based lipid emulsion. Two
subjects in the SMOFlipid group and eight
subjects in the soybean oil group developed
serious adverse effects but did recover fully.
Despite these positive results, we have to be
cautious since the studies done so far have been
short-term studies lasting two to four weeks.
We need much longer trials before we can
confidently say that SMOFlipid is better than
the current soybean oil–based lipid emulsions
that have been used for decades. ¶
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Teduglutide, from pg. 2

Three doses (0.0125, 0.025, and 0.05 mg/kg/day) given subcutaneously were investigated over twelve weeks. At study initiation,
the primary caregiver was trained on giving the subcutaneous injections; he or she then administered the doses to the subject daily
as instructed in the home setting. All patients in each of the three
treatment groups ceased medications at week twelve. Data were
collected through week sixteen.
These data were assessed by descriptive statistics. This means the
trends in outcomes were described for each group. Importantly,
the total number of patients in this initial pediatric teduglutide
trial was not high enough to permit fancy statistical calculations
or “between-group comparisons.” The unblinded and descriptive
nature of the study design also did not allow for determination of
pediatric dosing or appropriate length of therapy for a pediatric
patient. In summary, the primary determinations garnered from
this initial teduglutide pediatric study were safety data and trends
in regards to nutritional and PS status.
Summary of Safety Outcomes
Any appropriately designed clinical trial reports what is termed
“treatment-emergent adverse events,” often abbreviated TEAEs. The
pediatric teduglutide trial adhered to this standard. The term “adverse
event” probably sounds alarming to many of us, and it should. But to
put this in some perspective, this means that any adverse event—big
or small, expected or not, related to the trial medication or not—is
reported in the category of TEAEs. You may think of it as similar
to the obligatory list of potential side effects that are at the end of a
pharmaceutical commercial because the symptom or outcome was
reported in >5% of patients during clinical trials.
The most common TEAE reported by teduglutide recipients was
vomiting (as high as 47% in the 0.05 mg/kg/day group). Other
commonly reported TEAEs were upper respiratory infections (27%

in teduglutide groups vs 40% in standard of care group), catheterrelated complications (24% in teduglutide groups vs 20% in standard
of care group), and fevers (24% in teduglutide groups vs 40% in
standard of care group).
Clinical study personnel are also required to report higher-level adverse
events as “serious” TEAEs. I will allow the readership to interpret the
following serious TEAE data, but it seems that teduglutide fared quite
well in this initial pediatric clinical trial in this regard. Serious TEAEs
were experienced in both the teduglutide treatment and standard of
care groups (46% and 60%, respectively), but none were considered
related to the study treatment.
The serious TEAEs that occurred in >2 patients treated with teduglutide or standard of care included: central line infection (11% vs 0%),
fever (11% vs 40%), and catheter-related complication (8% vs 20%).
There were no study deaths and no discontinuations of medication
due to TEAEs. In addition, there were no events of intestinal obstruction, fluid overload, biliary complications, or symptoms warranting
investigation for colonic polyps.
Additional Highlights on Outcomes
Remember, because of the limited number of patients enrolled in
this trial and study goals/design, I will only be able to describe trends
for you here. Of the three treatment doses/groups, it appears that the
middle (0.025 mg/kg/day) and highest doses (0.05 mg/kg/day) had
trends toward nutritional advances and improvements by week 12,
while the low-dose treatment group (0.0125 mg/kg/day) and standard
of care group remained essentially stable or lacked nutritional improvement during this 12-week study.
In the teduglutide 0.025 and 0.05 mg/kg/day groups respectively, patients
reduced prescribed PS volume by 41% and 25% and prescribed PS calories
by 45% and 52%. Patients in these two groups advanced patient-reported
EN volume by 32% and 40%. Again from these same treatment groups,
7% and 20% of patients achieved PS independence during the study period
(see *note page 14). It should be noted that at least 2 patients resumed PS
after treatment, when no longer receiving teduglutide.
What’s the Next Step?
Although the findings from this initial pediatric teduglutide trial
are promising, additional clinical data are needed in the path for FDA
approval of teduglutide for pediatric SBS patients. The results of this
initial pediatric trial were reported back to the FDA and approval for
a follow-up pediatric study was granted. The details of the follow-up
trial can be found at ClinicalTrials.gov, Identifier NCT02682381. This
follow-up study has been thoughtfully designed to consider trends
and results from the initial safety and efficacy trial, and then take the
knowledge garnered thus far to obtain crucial additional data.
Key differences in this second trial include a “blinded” and “randomized” design, meaning the patients, parents, and the health care team
will not know which of two doses a particular patient is receiving,
either 0.025 mg/kg/day or 0.05 mg/kg/day. These are the two doses
that trended toward nutritional advancements for patients in the initial
clinical trial. Both doses also had acceptable safety profiles, but the
number of patients enrolled in the first trial did not allow statistical
proof that either dose was superior to the other.
Teduglutide, table on right, text cont. pg. 14 ☛
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Table 1. Patient demographics at baseline

Variables
Age, years
Median (min, max)
1–3, n (%)
4–12, n (%)
13–17, n (%)
Sex, n (%)
Male
Female
Reason for resection, n (%)*
Necrotizing enterocolitis
Midgut volvulus
Intestinal atresia
Gastroschisis
Other
Est. residual small intestine length
n
Median (min, max), cm
Length of remaining anatomy
determined by, n (%)
Surgery
Radiology
Other
Ileocecal valve present, n (%)
Intact colon, n (%)
Estimated colon remaining
n
Median (min, max), %
Colon-in-continuity, n (%)†
Undergone serial transverse
enteroplasty procedure, n (%)
Fed EN via feeding tube, n (%)‡
Yes
No
Concomitant medications, n (%)
Antipropulsives
Probiotics§
Bile acid preparations
Bile acid sequestrants
Proton pump inhibitors
H2 receptor antagonists

Teduglutide, mg/kg/d
Medium dose
Highest dose 0.05
0.025 (n = 14)
(n = 15)

SOC (n = 5)

Lowest dose
0.0125 (n = 8)

Total teduglutide
(n = 37)

Total (N = 42)

2.0 (2, 3)
5 (100)
0
0

3.0 (1, 14)
4 (50)
3 (38)
1 (13)

4.0 (1, 14)
6 (43)
7 (50)
1 (7)

4.0 (1, 14)
7 (47)
7 (47)
1 (7)

4.0 (1, 14)
17 (46)
17 (46)
3 (8)

3.0 (1, 14)
22 (52)
17 (40)
3 (7)

3 (60)
2 (40)

6 (75)
2 (25)

11 (79)
3 (21)

8 (53)
7 (47)

25 (68)
12 (32)

28 (67)
14 (33)

2 (40)
2 (40)
1 (20)
0
0

1 (13)
2 (25)
1 (13)
2 (25)
2 (25)

2 (14)
4 (29)
4 (29)
7 (50)
0

3 (20)
7 (47)
2 (13)
3 (20)
1 (7)

6 (16)
13 (35)
7 (19)
12 (32)
3 (8)

8 (19)
15 (36)
8 (19)
12 (29)
3 (7)

5
35.0 (10, 75)

7
15.0 (2, 75)

13
68.0 (15, 145)

13
26.0 (0, 68)

33
30.0 (0, 145)

38
32.5 (0, 145)

4(80)
0
1(20)
1 (20)
5 (100)

5(62.5)
1(12.5)
2(25)
2 (25)
7 (88)

7(50)
3(21)
4(29)
1 (7)
14 (100)

12(80)
1(7)
2(13)
4 (27)
14 (93)

24(65)
5(13.5)
8(22)
7 (19)
35 (95)

28(67)
5(12)
9(21)
8 (19)
40 (95)

5
50 (33, 100)
5 (100)

6
85 (30, 100)
7 (100)

11
60 (10, 100)
12 (86)

12
78 (8, 100)
14 (100)

29
75 (8, 100)
33 (94)

34
75 (8, 100)
38 (95)

1 (20)

0

3 (21)

2 (13)

5 (14)

6 (14)

4 (80)
0

4 (50)
0

12 (86)
1 (7)

9 (60)
2 (13)

25 (68)
3 (8)

29 (69)
3 (7)

1 (20)
1 (20)
0
2 (40)
1 (20)

2 (25)
1 (13)
1 (13)
3 (38)
1 (13)

6 (43)
1 (7)
0
2 (21)
7 (50)

6 (40)
2 (13)
2 (13)
2 (13)
7 (47)

14 (38)
4 (11)
3 (8)
8 (22)
15 (41)

15 (36)
5 (12)
3 (7)
10 (24)
16 (38)

4 (80)

0

3 (21)

3 (20)

6 (16)

10 (24)

*Patients may have had ≥1 reason for resection. Each reason has been accounted for and thus sums may not total the n listed in the header and percentages
may not total 100%.
†Percentages are based on patients with remaining colon in each treatment arm.
‡Category includes only those patients who received EN at baseline.
§Use of probiotics in this patient population is controversial; listing of probiotics as a concomitant medication is not intended as an endorsement of this practice.
Table, slightly modified, reprinted from Carter et al., Outcomes from a 12-Week, Open-Label, Multicenter Clinical Trial of Teduglutide in Pediatric Short
Bowel Syndrome, The Journal of Pediatrics, Feb 2017;181:102–111.e5, ISSN 0022-3476, http://dx.doi.org/10.1016/j.jpeds.2016.10.027.
(www.sciencedirect.com/science/article/pii/S0022347616310952) Under Creative Commons license, https://creativecommons.org/licenses/by-nc-nd/4.0/
Volume XXXVIII, No. 1
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In 2015, we celebrated Don’s fortieth anniversary on home parenteral nutrition. In an interview with a reporter from the Albany
Times Union on the occasion, Don referred to HPN as a gift. His
original wish, he said, was to watch his youngest son, then four,
receive his high school diploma. He did that, and then watched
several grandchildren graduate as well. Don told the reporter, “I got
way more than I bargained for.”
Recently, complications from Crohn’s disease had contributed to an
unbearable situation for Don. After discussions with family and his
medical team, Don made the decision to turn his care over to hospice. ¶
Teduglutide, from pg. 12

In addition, the duration of this next study is six months rather
than three months, as was the case for the initial pediatric trial.
NCT02682381 is currently ongoing, with estimated study completion later this year, so stay tuned for results.
Conclusion
Thus far, the horizon seems bright for a potential new therapeutic
for pediatric SBS: teduglutide. The initial safety and efficacy clinical
trial has shown a good safety profile, with a possible trend toward
nutritional improvement, specifically in the 0.025 and 0.05 mg/kg/
day dosing groups. The study outcomes opened the door to a followup randomized, blinded study, and this is also quite encouraging,
especially with this trial currently ongoing and moving forward.
At this point, and in my opinion, we need the data from at least
this one additional, ongoing trial, NCT02682381, to determine additional safety and efficacy data, to make a more clear determination
of appropriate pediatric dosing, and to gather additional experience to
create clinical guidelines for use of teduglutide in everyday pediatric
practice (e.g., length of therapy, and so on).
In conclusion, it behooves us all to be patient with the medication
approval processes that are in place to protect patients before teduglutide is widely prescribed for the pediatric age group. We should also
be respectful and aware that the initial trial included a relatively small
number of patients and, although quite successful and informative in
the end, left us with additional important unanswered questions that
deserve further investigation.
Rest assured that your pediatric intestinal rehabilitation specialists across the nation (and world!) are working vigilantly with the
medication manufacturer to safely and efficiently proceed with these
necessary additional clinical trials. All parties are working together to
stay “ahead of the eight ball” in regards to potential FDA approval
once the trials are complete and data is analyzed thoroughly. ¶
*Note that data on days per week off PS are not included in Carter et
al. manuscript. These data can be found in Horslen S, Hill S, Carter
BA, et al. “Outcomes and safety of teduglutide in the treatment of short
bowel syndrome in children.” Poster presented at the World Congress of
Pediatric Gastroenterology, Hepatology, and Nutrition; October 5−8,
2016; Montreal, Canada.
This trial was sponsored by NPS Pharmaceuticals, Inc., a wholly owned
indirect subsidiary of Shire. Beth Carter, MD, has served as an advisory
board member for Shire.
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Notable Individual Gifts
Among the individual contributions received, there are
always several dedicated to those who have inspired the
donor. We share this list of honorees below. We are
grateful for the following gifts received from December
9, 2016, through January 27, 2017:
In Honor of
A wonderful sweet New Year; Anna Biercevicz; Bill, Jr.;
Bettemarie Bond and family; Gib and Eddy Bosworth;
Greg and Sarah Bosworth; Tom, Brie Bosworth, and
grandkids; Sally and Bill Bowers; Mary Ellen Costa;
Steve and Tracy Cucitro; Roslyn Dahl; Rick Davis;
Jackson Merrill Dietel; Todd Friedman and family; the
hopeful recovery of Natalie Ginsburg; Lenore Gollop,
the strongest woman we know; Teresa Grasso; happy
holidays for my baby and Pep; Dr. Lyn Howard, who
has inspired others to reach to her heights of caring and
commitment to our patients; Dr. Darlene Kelly; Barbara
Klingler, 30 years on HPN; Mary Kunz; Mary Jo, 27
years on HPN; Jennifer Mason; Sean May’s 18th birthday; Larry and Carol Mayer; Marie McKinney; Michael
Medwar and family; Jon Milller; Dr. Ellen Pierce and
Mr. Chris Ericksen’s 20th wedding anniversary; Aidan
Raffe; Bonnie Resig’s birthday; Jeffrey Schesnol; the
Erik Schten family; Tanner Shuman, 13 years off HPN;
Lia Smollen; the ThriveRx Team; The Win! It’s the best
reward of all!; William Wolfert; and Don Young
In Memory of
All who passed in 2016; Dr. John Balint; Gisela Barnadas, MS, RD; Pat Brown; Michael D. Butler; Samantha
(Sammi) Bye; Ann Debarbieri; Donald Engle; Judith
Ervin, R.N.; Howard Goldmacher; Bill Goodin; Richard
Harris; Marge Harshbarger; Bruce Helmig, a good,
funny man with a big heart; Susan Herman, 19 years
on HPN; Marilyn Huebner; Joyce Hydorn; Mary Clare
Johnson; Larry Karacki; Shirley, Arnold, and Fred Klein;
Robin Lang; Anna D. Mahoney; James Nagin, father
of Lynn Wolfson; Jonathan Nelson; Donald Norton;
Leslie Noyes; Eleanor Orkis; Michael D. Owens; Mary
Patnode; Pamela Prince; Cecil Ronald Rayworth; Gary
W. Rieck; Willis (Dick) Schultz; Rodock Worthington,
Sr.; Barbara J. Young; and Don Young, whose humor,
kindness, and insight served as a guide for both consumers and clinicians
Fundraisers
Amazon Smile; Facebook; National Grid’s United Way
campaign
Thank you for all gifts and the kind comments we
receive throughout the year. Your support overwhelms us
and continues to be a source of inspiration.
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Thinking Ahead: Remember Oley in
Your Will or Living Trust

Oley Corporate
Partners

While making or updating a will isn’t anyone’s favorite pastime, the good news is
that it is easy to include a planned gift to Oley as part of the process.
The simplest and most common planned gift is called a “bequest.” You include
a provision in your will or living trust directing that the Oley Foundation receive a
designated gift upon death. Bequests may be stated as a percentage of the estate, as
the residual of the estate, or for a specific dollar amount. Since a will can be changed,
no income tax benefits are associated with a bequest. However, your estate will be
reduced by the amount of the bequest for tax purposes.
The suggested clause for your attorney to use is:

The following companies provide over
one-half of the funds needed to support
Oley programs. Corporate relationships
also strengthen our educational and
outreach efforts. We are grateful
for their strong commitment.

To pay the Oley Foundation, the sum of $____________ [or proportion of estate, or
the whole of the residue of my estate] to be used at the discretion of the Foundation.
For more details on the types of planned gifts available, or how to word a gift in
your will or trust, go to oley.org/plannedgifts. You may also call Oley staff members
Roslyn Dahl or Joan Bishop at (518) 262-5079/(800) 776-6539.
Don’t forget! If you are thinking about making a planned gift, or have made one
already, please let us know so we can add you to the Horizon Society (see list below
of people who have arranged for a planned gift to Oley).

Oley Horizon Society
Many thanks to those who have arranged a planned gift to ensure continuing support for
HPEN consumers and their families. Learn how you can make a difference at (800) 776-6539.
Felice Austin

The Groeber Family

Jane Balint, MD

Valerie Gyurko, RN

Rodney Okamoto, RPh,
& Paula Okamoto

John Balint, MD

Alfred Haas

Kay Oldenburg

Joan Bishop
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The Oley Foundation
43 New Scotland Ave, MC-28
Albany Medical Center
Albany, NY 12208

Nominate Someone Who
Inspires You for an Oley Award
Nomination form at www.oley.org
Deadline: March 18

Oley Februar y–September 2017 Calendar
February 18: Oley Regional Conference, Atlanta, GA
February 18–21: Oley exhibit at ASPEN’s Clinical Nutrition
Week, Orlando, FL
March 5–6: Digestive Disease National Coalition (DDNC)
Spring Policy Forum, Washington, DC
March 18: Nominations for Oley Awards due; applications for
Kyle Noble Scholarship and submissions for HomePN Research
Prize due

July 5–9: Oley Annual Consumer/Clinician Conference, Old
Greenwich, CT
August 22–26: Oley exhibit at United Ostomy Associations of
America conference, Irvine, CA
September 16: Oley Regional Conference (in conjunction with
AVA meeting), Phoenix, AZ
September 16–19: Oley exhibit at Association for Vascular
Access (AVA) conference, Phoenix, AZ

April 11: Oley Webinar, Short Bowel Syndrome: Diet and
Hydration Make a Difference

Ongoing: Applications being accepted for Oley Tim Weaver
Camp Scholarship

April 29: Oley Regional Conference, St. Louis, MO

For updates on Oley regional conferences or if you are able to help at
one of the Oley exhibits listed above, please contact Cathy at harrinc@
mail.amc.edu or (518) 262-5079/(800) 776-6539. Watch for updates
on Oley events at www.oley.org.

May 6: Oley Regional Conference (in conjunction with INS
meeting), Minneapolis, MN
May 22–25: Oley exhibit at National Home Infusion Association
conference, Orlando, FL
June 20: Oley Webinar, Treatment Options for Gastroparesis
June 28–July 1 (clinicians only): Oley exhibit at Congress of the
Intestinal Rehabilitation and Transplant Association, New York, NY

Additional Meetings of Interest
March 9–10: Genetic Alliance annual meeting, Bethesda, MD
July 12–16: OstoMyFamily, Oklahoma City, OK

