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delivery systems used across our clinical trials and the
This is a brief review of the equipment and processes we have found essential to our effective use of technical lessons learned are summarized herein.
All HPN consumers and their
telehealth (also referred to as telemedicine) distance
significant others in each of our
health care across our two decades of clinical
pilot studies or clinical trials gave
trials, supported by the National Institutes of
their consent to participate. All
Health (NIH), with families managing home
our telehealth communications
parenteral nutrition (HPN). The authors are
and any needed internet data
research nurses, therapists, counselors,
plans were delivered via encrypted
or telemedicine and telehealth
firewall-protected interactions for
technical experts at the University
privacy, at no cost to participants.
of Kansas Medical Center.
Telehealth Technology
Our telehealth research interac- A split screen image of clinicians using
Telehealth (or telemedicine)
tions between HPN consumers in Zoom software for video and audio
is health-care services remotely
their homes and multidisciplinary conferencing. Courtesy of KU Center for
delivered via telecommunicaprofessionals in their offices have Telemedicine & Telehealth.
tions technologies, including
tested clinical visual observations;
individual and group psychological support; and videoconferencing, imaging, and internet websites.
information-sharing on relevant guidance of HPN Recently, computer tablets, such as iPads, or cell phones
Telemedicine, cont. pg. 2 ☛
procedures following guidelines. The various telehealth

My Mariah

Oley Releases Glossar y

Justin Glodowski
I’ll start off by saying that I’m a single father, but not
Mariah’s only parent. Mariah’s mom does her part as
well, we just do our parenting most times separately.
Now, with that being
said, the past seven
years of being a special
needs parent have
been harder than I ever
could have imagined.
I was twenty-three
at the time of my
daughter’s birth, with
anything I could have
wanted in my future. Justin with his daughter Mariah.
I had a great job and
was attending college with classes for architecture
and psychology. Nothing was going to stop me. That
was all about to change. My daughter, Mariah, was
diagnosed with gastroschisis before she was even born,
about halfway through the pregnancy.
People tried to explain what was really going on
with Mariah’s condition to her mom and me, but

Coming to the Oley website this summer! An evergrowing glossary of terms related to or associated with
home parenteral and enteral nutrition (HPEN), and
the many medical conditions that can create a need for
HPEN. If it’s a term you’ve seen in the newsletter or
on the Oley website, we’ll be adding it to the glossary.
It’s a big undertaking, with multiple review processes
built in, so expect it to grow over time. As it grows,
we hope you will provide input!
Here’s a sampling of what you can expect to find
online (note that any word or phrase that is underlined
will also be included in the glossary):

My Mariah, cont. pg. 14 ☛

acute (uh-KYOOT): refers to conditions that happen
suddenly and last a short time. Acute is the opposite
of chronic.
amino acids (uh-MEE-noh ASS-idz): the building
blocks of protein. The body produces many amino
acids and others come from food. The body absorbs
amino acids through the small intestine into the blood,
which then carries them throughout the body.
antibiotics (AN-tee-by-OT-ik): a medicine that kills
bacteria and is used to treat infection.

Glossary, cont. pg. 6 ☛

Medical Update
Clinical Trials, from pg. 1

LifelineLetter
May/June 2018
Volume XXXIX, No. 3
Publisher:

The Oley Foundation
Albany Medical Center, MC-28
99 Delaware Avenue
Delmar, NY 12054
(518) 262-5079, Fax: (518) 262-5528
www.oley.org
Executive Director:
Joan Bishop • BishopJ@amc.edu
Editor, LifelineLetter; Director, Community Engagement:
Lisa Crosby Metzger • MetzgeL@amc.edu
Communications & Development Director:
Roslyn Dahl • DahlR@amc.edu
Administrative Assistant:
Cathy Harrington • HarrinC@amc.edu
Executive Assistant:
Andrea Guidi • andreaguidi.oley@gmail.com
Program Associates:
Philip Kellerman • philkellerman.oley@gmail.com
Mary Wootten • marywootten.oley@gmail.com
Science & Medicine Advisor:
Darlene Kelly, MD, PhD
Medical Director/Co-Founder:
Lyn Howard, MB, FRCP, FACP
Oley Advisory Council:
Jane Balint, MD; Lynda Bosworth; Alan Buchman,
MD, MSPH, FACN, FACP, FACG, AGAF; Frances
Culp, MA; Marcia Denenholz; Terry Edwards; Jocelyn
Hill, MN, RN, CVAA(c), OCN, CRNI, VA-BC;
Kishore Iyer, MBBS, FRCS, FACS; Swapna Kakani;
Barbara Kapuscinska Kelly, MD; Sue Koprucki;
Vanessa Kumpf, PharmD, BCNSP; Jack Leibee;
Laura E. Matarese, PhD, RDN, LDN, CNSC, FADA,
FASPEN; David F. Mercer, MD, PhD, FRCS; Russell
J. Merritt, MD, PhD; Ann Michalek, MD; Jay M.
Mirtallo, MS, RPh, BCNSP, FASHP, FASPEN; Vicki
Ross, RD, PhD, CNSC; Trish Skiendziel, RD, LD,
CNSC; and Ezra Steiger, MD, FACS, FASPEN
Oley Board of Trustees:
Bob and Mary Smithers, Co-Presidents; Beth Gore,
PhD, MBA, Vice President; Joy McVey Hugick, Secretary; James Senese, BS Pharm, MS, Treasurer; Lynn
M. Anderson, LLD; Rhonda Arends; Lillian Harvey
Banchik, MD, FACS, CNSC, FASPEN; Elizabeth
Bond, RN; Debbie Fox, MS, RD, LD; Shirley
Huang, MD; Jerry Mayer; Manpreet Mundi, MD;
Laurie Reyen, RN, MN; Kelly Tappenden, PhD, RD
Subscriptions:
The LifelineLetter is a bi-monthly newsletter sent free of
charge to those on home parenteral or enteral nutrition.
There is no charge for others as well if they receive the
newsletter electronically. Items published are provided
as an open forum for the homePEN community and
should not imply endorsement by the Oley Foundation.
All items/ads/suggestions should be discussed with your
health care provider prior to actual use. Correspondence
can be sent to the Editor at the address above.

Telemedicine, from pg. 1

with wire or wireless internet connections
procedures, cleaning the skin around their
are being used for audio-visual exchanges.
HPN catheter site, and maintaining sterility
The U.S. Department of Health and Huof infusion connections and hubs.
man Services defines telehealth as “the use of
This visual assessment has been advanced
electronic information and telecommunicawith the latest zoom-lens technology. In
tions technologies to support and promote
our later studies using these technologies
long-distance clinical health care, patient and
with consumers’ permission, professionals
professional health-related education, public
have verified being able to visually observe
health and health administration” (www.
consumers, verbally guide HPN infusion
healthit.gov/telehealth, accessed 5/1/18).
procedures, encourage family interaction,
Systematic reviews of the telehealth studies
and offer group peer support.
conducted across the United States, Europe,
As electronic communication devices have
Canada, and Australia report consistently
become mobile in recent years (as mentioned
improved health services and increased acearlier, with small computer tablets and cell
cess to specialists in rural areas. The majority
phones), telehealth is now being delivered
of hospital-based telemedicine studies have
through encrypted internet services. Multidisfocused on diagnostic accuracy, clinical deciciplinary professionals can actively assist HPN
sions, and improving clinical outcomes. There
consumers in problem-solving discussions to
are similar results in homehelp them resolve everyday
based telemedicine reports.
issues that could impede
Multidisciplinary
Randomized clinical trior preclude effective HPN
als have shown benefits of
self-management. Further,
professionals can assist
the telehealth and interwe have engaged younger
HPN consumers in
net information for HPN
HPN populations in using
consumers’ health status. [resolving] everyday issues. health-related computer
Beyond providing clinicians
games or applications (apps)
the opportunity to “see” and
for practicing skills from
“talk” to patients who are geographically far
handwashing techniques to identifying signs
away (and vice versa), telehealth benefits cliniof depression and building resilience.
cal care in the areas of symptom monitoring
In these later clinical trials, more advanced
and disease management, as well as patient
technology was used. Multidisciplinary colteaching, counseling, and social support.
laboration with telehealth experts in selecting
Equipment
electronic devices is crucial, because these
Telehealth equipment ranges from large
technologies change rapidly.
in-clinic video-screens to home computers,
Through our secure mHealth (mobile
mobile tablets, and cell phones. The earliest
health) tools, HPN consumers were able to
“visual” equipment our research team used was
report their symptoms at the onset of the
a small box called a “videophone.” It plugged
symptoms, while health-care providers were
into a telephone wall jack and included a
able to complete visual and auditory physical
one-piece flip top with a four-inch color
examinations to assess critical patient probhigh-resolution screen and a built-in speaker.
lems. mHealth and mobile tablets were used
The device allowed two-way audiovisuals, so
in our studies in the following ways by HPN
the nurse and patient (the HPN consumer)
consumers in their HPN infusion care: (1)
could see each other at the same time. No
using the mobile tablet camera to connect
additional software or service provider was
to their infusion provider during daily HPN
required; the consumer just had to plug in
care; (2) connecting to the Oley Foundation;
the videophone and use it.
(3) using apps to track supplies, medications,
An HPN consumer in the study would place
and their daily urinary and ostomy fluids;
the small videophone eight to twelve inches
(4) using apps to monitor and record weekly
away from him- or herself while conducting
laboratory values; (5) emailing to communihis or her daily HPN infusion procedures.
cate with supportive peers; and (6) watching
In this way, the nurse was able to clearly obeducational videos or movies.
serve the consumer performing handwashing
Telemedicine, cont. pg. 10 ☛
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Tube Feeding Tips

Tube Talk
Send your tips, questions, and thoughts about tube feeding (enteral nutrition) 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 Oley. The Foundation strongly encourages readers
to discuss any suggestions with their clinician before making any changes in their care.
Pulling It All Together
Medications were taking over my refrigerator. Syringes, extension
tubes, alcohol wipes, injectables, sharps containers, and needles were
taking over my kitchen counters and cabinets. Tube feeding formula,
feeding bags, and gauze were taking over the bedroom closets. When
it was time for medications and or/tube feedings, I was running from
room to room to gather the necessary supplies. It was out of control
and frustrating. Time for a change!
My husband, Nathanael, and I went to the local Habitat for Humanity
ReStore and found a beautiful cabinet for a very reasonable price. We
got it home, cleaned it
up, put it in the dining

Left: Cabinet blends in with dining room decor. Right: Inside of
cabinet with refrigerator, supplies, medications, formula, emergency
information, schedules, and backpack neatly organized.

room, and prayed that everything would fit in it. Nathanael dug his old
college dorm mini fridge out of the basement and I picked up a couple
of plastic storage drawer units.
We placed a hook on the inside of one of the cabinet doors to hang
the tube feeding backpack when not in use. On the other door, we
hung PT/OT exercises, a medication administration list, and a seizure
protocol for family when they came to help.
Into the cabinet went the mini fridge, the drawer units, and even the
microwave (because there was some empty space)! We labeled all the
drawers and used the cabinet shelves for
the formula, non-refrigerated medications,
and other random health-care items that
we use daily. The mini fridge holds all the
refrigerated medications.
Finally, all medical supplies were in the
same location. No more running to different rooms to collect
needed items, and
I had my counters,
kitchen cabinets,
and refrigerator
back for their inClose-up of bins labeled
tended purposes!
for easy access to correct
—Mary W.
supplies.

Videos Help Parents with
Placement of NG-Tubes
The American Society for Parenteral and Enteral Nutrition
(ASPEN) has released two educational videos highlighting best
practices for inserting and verifying the placement of nasogastric
(NG) tubes in pediatric patients. One video is for clinicians and
the other for caregivers. While the health-care community may
use the videos for training clinicians and caregivers, we also
encourage caregivers to review them on their own.
NG-tube misplacement can cause serious harm and/or death
to patients. X-rays can be used to verify proper tube placement.
With pediatric patients, however, NG-tubes can be removed
several times a day, and the use of x-rays to verify every tube
placement can overexpose these patients to radiation.
The videos were produced as part of ASPEN’s NOVEL
(New Opportunities for Verification of Enteral Tube Location)
project. The videos and other resources are available at www.
nutritioncare.org/NOVEL.
Volume XXXIX, No. 3		

(518) 262-5079 • LifelineLetter — 3

Oley News

Florida Ostomy, Oley Group
Lynn Wolfson, Oley Ambassador
A newly formed local support group that brings together
members of the United Ostomy Associations of America and
the Oley Foundation met for the first time in February at
Cleveland Clinic Florida in Weston. We shared a meal, and
physicians from the colorectal surgery, gastroenterology, and
urology departments welcomed us. Approximately forty-five
people attended.
Our second meeting was
held in March, also at
Cleveland Clinic Florida in
Weston. The topic of this
meeting was selecting the
right foods at a restaurant.
Everyone sat in groups according to whether or not
they had an ostomy and the
type of ostomy, and whether
or not they had home parenteral or enteral nutrition
(HPEN). I had collected
menus from various types
of local restaurants including
Italian, Japanese, Venezuelan,
and Colombian; one that Lynn speaking at the first
served all kinds of salads; meeting.
and a sports bar/restaurant.
The groups discussed how they could evaluate which items on
the menu would be best for them. Each group was assigned a
dietitian to moderate the discussion. Then we voted on which
restaurant we felt would offer something for everyone.
Duffy’s, a Florida sports bar/restaurant, won the vote, and in
April we met there informally for an ostomate-tubie night out.
Two of the dietitians joined us and helped us with deciding
the right foods to order. It was nice to have the opportunity to
get to know each other and discuss any ostomy or tube-related
issues we may have.
The next meeting was in April at Delvecchio’s Pizzeria in
Weston Town Center. The topic of this meeting was exercising
for the ostomate or tubie. A physical therapist came and spoke
about the benefits of exercising and answered questions. The
YMCA distributed free five-day passes.
Our May meeting topic was pain management. An acupuncturist, a masseuse, and a chiropractor spoke to the group.
Our thanks to Comfort Medical, Convatec, Edgepark Medical
Supplies, and Hollister for sponsoring the food at these meetings.
The Weston Ostomy Association/Oley Group will meet
the third Tuesday of the month from August through May at
Delvecchio’s Pizzeria in Weston Town Center from 6:00 p.m.
to 8:00 p.m. Please come and join us!
Please contact Lynn Wolfson (954-562-7417) or the Oley office
(518-262-5079) for meeting information or with questions.
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Tips for Better Living

You Don’t Know What You Don’t Know
Three Oley members have generously offered to share their experiences and answer your questions in a new column. Fran, Mallory, and Michelle each bring something different to this space. Fran offers a willingness to address
your personal issues—from dating, to non-eating etiquette, to…who knows?—and to do so with humor and grace.
Mallory, who has been on home parenteral nutrition (HPN) all of her life, will address the myriad issues young
home parenteral and enteral (HPEN) consumers face as they move from being a child, to teenager, to adult, and
all of the unique transitions growing-up-while-dependent-on-HPEN entails. Michelle says, “You don’t know what
you don’t know,” and she wants to share information that she has learned—sometimes the hard way—to make life
on HPN a bit more manageable. Michelle kicks off the column with an article on granulation tissue.
Fran, Mallory, Michelle, and Oley staff hope you will share your experiences, too, and your questions. We welcome guest authors, questions,
and suggested topics! Send comments, ideas, questions to the editor at 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 Oley. The Foundation strongly encourages readers to discuss any suggestions with their clinician before
making any changes in their care.
Granulation Tissue
Michelle Barford
I’d like to share what I have learned about granulation tissue (also
known as hypergranulation tissue). This is the yucky stuff that grows
around tubes or lines placed in our bodies for long-term treatment.
After years of having granulation tissue burned away with silver nitrate,
I underwent a procedure to have it surgically removed down to its
root. In eight hours I was in the emergency department with a deep
tissue infection. I was referred to infectious diseases (ID), where the
number one treatment option was to replace the line! After much
discussion they agreed to try a round of IV antibiotics. I ended up on
the IV antibiotics for five weeks, but my line was saved!
Now I’m back to the same issue of the granulation tissue and how best
to treat it. My dermatologist (that’s who you see for this issue here in
Charleston, South Carolina) had contacted colleagues from California,
where he had lived before coming to South Carolina. They said to try
Timolol eye drops! This medication is commonly used to treat glaucoma.
I started using Timolol twice a week after my shower and after three
weeks the granulation tissue was no longer visibly protruding out of
my central line insertion site. I continued using it for three months and
then stopped. This was to determine whether or not the granulation
tissue was “knocked back” permanently. Unfortunately, it returned.
But the upside is I went back to using the drops and it shrunk back
enough so as not to be seen at all!
While I was hoping this was a permanent solution, the fact that I
don’t have to go to the doctor’s office and have the silver nitrate done
on a regular basis or have a surgical procedure done when it gets too
large, is all good. It’s less expensive and applied quickly and effectively
in the privacy of my home!

I continue to apply it one or two times per week for maintenance
on my Hickman® catheter exit site. I apply it before I begin cleansing
with ChloraPrep® swabs, using two to three drops right into the site
or directly on the tissue if it’s visible. You have to be very careful not
to allow the tip of the eye drop bottle to come into contact with your
skin—you don’t want to risk getting an infection. This is very tricky,
but you can do it by lying on a bed and using a mirror, or having
someone apply it for you.
I also only use a simple large Band-Aid to cover my catheter and
secure the line using an old nursing trick so it can’t be pulled on. I
haven’t used an occlusive dressing in years. My line has currently been
in five and a half years, and has been infection free! Ironically, it was
placed due to an infection and subsequent fracture while I was at the
2012 Oley Conference in California. But that, and maybe the trick
for securing the line, are stories for another installment of “You Don’t
Know What You Don’t Know”… ¶

Boscov’s Fundraiser
Boscov’s department store is holding a fundraiser this fall. Oley
will be selling discount shopping passes for $5.00 to anyone
who is interested. If you buy a pass you will receive 25% off
your shopping at any Boscov’s store on Tuesday, October 16,
2018. This means, if you spend more than twenty dollars at
Boscov’s with the pass you’ll save money, and raise five dollars
for Oley programs! Order your pass online at the Oley store,
or call Cathy in the Oley office at (518) 262-5079.
Volume XXXIX, No. 3
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aseptic (AY-sep-tik): an environment that is clear of disease, bacteria,
and contaminants.
aspiration (ASS-pur-AY-shun): when liquid, food, or foreign material
enters into the airway and/or lungs. Sometimes referred to as “going
down the wrong pipe.” This may cause aspiration pneumonia if stomach
contents reflux back to lungs. To aspirate also refers to taking fluids
out of the body, for example when fluid is drawn from the stomach
into a syringe, when checking tube feeding toleration.
bacteria (bak-TEER-ee-uh): tiny organisms that can cause infections
in many areas of the body, including the digestive tract. Not all bacteria
are harmful to humans. Good bacteria reside naturally in the body
and are beneficial to health.
balloon (buh-loon): one of two kinds of devices
to keep a gastrostomy or jejunostomy feeding tube
from sliding out of the hole (stoma) in the stomach
or intestinal wall. It is a small inflatable bag made
of a nonporous material. After the feeding tube is
placed, the balloon is filled with water. It is one
of two kinds of devices to keep a feeding tube in
position inside the body. The other device is called
a bumper.

fluids, parenteral nutrition, and medicines directly into the bloodstream
over an extended period of time. Also called CVAD, CVC, central line,
central venous line, or central venous access device. See also Broviac®
catheter and Hickman® catheter.
chronic (KRON-ik): refers to disorders that last a long time, often
years. Chronic is the opposite of acute.
colon (KOH-lon): the part of the large intestine extending from the
cecum to, yet not including, the rectum.
constipation (KON-stih-PAY-shun): a condition in which an adult
has fewer than three bowel movements a week or a child has fewer
than two bowel movements a week. During a bowel movement, stools
can be hard, dry, and small; it may be difficult and painful to pass
them. For some people, constipation is a functional
gastrointestinal disorder.
consumer (kon-SOO-mur): in the context of
home parenteral and/or enteral nutrition, this is a
person using long-term nutrition support and/or
the health-care system to maintain health.
contamination (kon-TAM-i-NAY-shun): when
harmful germs or bacteria get into something and
cause illness.

bolus tube feeding (BOH-lus toob FEED-ing): a
feeding method in which large amounts of enteral
nutrition are given through a feeding tube using a
syringe. See also continuous tube feeding.
Broviac® catheter (bro-VEE-ak KATH-i-tuhr):
“Broviac” is the brand name for one type of thin,
hollow, flexible silicone tube that is surgically
placed into a main vein leading to the heart for
the administration of parenteral nutrition, other
IV fluids, and medication. The catheter is tunneled
under the skin.

continuous tube feeding (KON-tin-YOO-us toob
FEED-ing): a method of feeding in which small
amounts of enteral nutrition are given over a long
period of time. See also bolus tube feeding.

The digestive system. Courtesy of the
National Institute of Diabetes and
Digestive and Kidney Diseases, National
Institutes of Health

bumper (bum-PUR): a plastic pad that sits against the inside of the
stomach wall to keep a gastrostomy or jejunostomy feeding tube from
sliding out of the hole (stoma) in the stomach or intestinal wall. It is
one of two kinds of devices to keep a feeding tube in position inside
the body. The other device is called a balloon.
button (buh-tin): see low-profile device.
catheter (KATH-i-tuhr): a thin, flexible tube that carries fluids into
or out of the body.
central line (SEN-truhl line): see central venous access device.
central line associated bloodstream infection (SEN-truhl line ASSoh-see-AY-tid bluhd-streem IN-fek-shun): an infection that occurs
when bacteria or other germs travel down a central venous access
device and enter the bloodstream. Also called CLABSI.
central venous access device (SEN-truhl VEE-niss AK-sess DEEvyss): a long, soft tube (usually made of silicone) that is placed in a
large vein in the neck (external jugular vein), chest (subclavian vein
or axillary vein), or groin (femoral vein) to deliver intravenous (IV)
6 — LifelineLetter • (518) 262-5079		

digestion (dy-JEST-shun): the process the body
uses to break down food into nutrients, which the
body uses for energy, growth, and cell repair.

digestive system (dy-JESS-tiv SISS-tuhm): the
body system that helps the body digest food,
which includes breaking food down and absorbing
nutrients. The digestive system is made up of the digestive tract: the
mouth, esophagus, stomach, small intestine, large intestine (colon and
rectum) and anus; and the liver, pancreas, appendix, and gallbladder.
dumping syndrome (DUHMP-ing SIN-drohm): a condition that
occurs when food moves too fast from the stomach to the small
intestine. Sugar often causes it but other foods or fluids may cause it
as well. Symptoms include nausea, pain, weakness, low blood sugar,
irregular heart rhythms, and sweating. Also called rapid gastric emptying
or postgastrectomy syndrome.
dysmotility (dis-mo-TIL-i-tee): when the muscles along the digestive
tract do not work efficiently enough to push food or liquids through
the tract. There are varying degrees of dysmotility. See also functional
gastrointestinal disorders and gastroparesis.
dyspepsia (diss-PEP-see-uh): a group of gastrointestinal symptoms that
occur together. Symptoms include an uncomfortable feeling of fullness
during or after a meal and burning or pain in the upper abdomen.
When symptoms are present for at least six months, the condition
is known as functional dyspepsia. Functional dyspepsia can occur
May/June 2018

Medical Update

without other disease or injury that could explain the symptoms. It
is a functional gastrointestinal disorder. Also known as indigestion.
dysphagia (diss-FAY-zee-uh): problems swallowing food or liquid,
usually caused by blockage or injury to the esophagus, neurological
conditions, or trauma.
enteral nutrition (EN-tur-uhl noo-TRISH-uhn): liquid formula or
blenderized diet that is fed through a thin, hollow, flexible tube into
the stomach or intestines.
exit site (ek-ZIT site): where the catheter or feeding tube comes out
from under the skin.
fats (FATS): one of the main macronutrients. Fats provide energy
reserves. They are found in the diet in meats, dairy foods, and plant
oils. Fats have many roles in the body including insulation, part of
the cell membrane, and transporting other nutrients, including certain
vitamins. See also lipids.
feeding tube (FEED-ing toob): a thin, hollow, flexible tube that goes
into the stomach or small intestines and is used for administering
fluids, enteral nutrition or blenderized diet, and medications. See also
gastrostomy tube (G-tube), PEG tube, low-profile device, jejunostomy
tube (J-tube), gastrostomy-jejunostomy tube (G-J tube), nasogastric tube
(NG-tube), and nasojejunal tube (NJ-tube).
gastrostomy tube (gass-TROSS-tuh-mee toob): a thin, hollow, flexible
tube that goes through the stomach wall directly into the stomach. It
is used to put fluids into the body, such as when administering enteral
nutrition or blenderized diet, fluids, and medication. It may also be
used to take fluids out of the body, as with venting and decompression,
or to drain liquid remaining in the stomach after feeding (see residual
volume) or if there is an obstruction or blockage. It may be placed using
an endoscope or surgically. Also called a G-tube. See also feeding tube, PEG
tube, low-profile device, jejunostomy tube, and gastrostomy-jejunostomy tube.
Hickman® catheter (HIK-min KATH-i-tuhr): “Hickman” is the
brand name for one type of thin, hollow, flexible silicone tube that
is surgically placed into a main vein in the chest leading to the heart
for the administration of parenteral nutrition, other IV fluids, and
medication. The catheter is tunneled under the skin.
homePEN (home-PEE-EE-EN): home parenteral and enteral nutrition. Also called HPEN.
HPN (AACH-PEE-EN): parenteral, or IV, nutrition that is administered
by the patient or patient’s caregiver at home. See parenteral nutrition.
hyperalimentation (HY-pur-AL-ihm-en-TAY-shun): an old term
referring to parenteral nutrition.
jejunostomy tube (JEH-joo-NOSS-tuh-mee toob): a thin, hollow,
flexible tube that is surgically placed directly into the jejunum. It is
used to administer enteral nutrition, fluids, and medication. It may be
placed using an endoscope or surgically. Also called a J-tube. See also
nasojejunal feeding tube, feeding tube, and low-profile device.
jejunum (jeh-JOO-nuhm): the middle section of the small intestine
between the duodenum and ileum where most nutrients are absorbed.

Glossary, cont. pg. 8 ☛
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large intestine (larj in-TESS-tin): the part of the intestine that includes
the appendix, cecum, colon, and rectum. It absorbs water from the
stool and changes it from a liquid to a solid form. The large intestine
is approximately five feet long in adults.
low-profile device (loh-PRO-fy-uhl DEE-vyss): a gastrostomy, jejunostomy, or gastrostomy-jejunostomy tube (G-, J-, or G-J tube) that
is level with the surface of the skin. Also called a button, low-profile
gastrostomy (or G-) tube, low-profile jejunostomy (or J-) tube, or lowprofile gastrostomy-jejunostomy (or G-J) tube.
malabsorption (MAL-ab-SORP-shun): inability of the small intestine
to absorb nutrients from foods. Malabsorption can result in deficiencies
of protein, calories, and vitamins.
nasogastric tube (NAY-zoh-GASS-trik toob): a thin, hollow, flexible
tube that enters the body through the nose and ends in the stomach. It is
used to administer enteral nutrition, fluids, and medication. Also called
an NG-tube. See also feeding tube, low-profile device, and nasojejunal tube.
nasojejunal tube (NAY-zoh-JEH-joo-nuhl toob): a thin, hollow, flexible
tube that enters the body through the nose and ends in the jejunum,
or second part of the small intestine. It is used to administer enteral
nutrition, fluids, and medication. Also called an NJ-tube.

Mailbox
Thank you so much for sending supplies for our patients in need
[through your Equipment-Supply Exchange]. What a blessing
to be able to take some of the burden off these folks! You all
were so very kind and prompt in filling our request so quickly.
—Shayla, RN, and Haleigh, RD

obstruction (ob-STRUHK-shun): a blockage in the digestive tract
that keeps solids and liquids from passing through.
parenteral nutrition (puh-REN-tur-uhl noo-TRISH-uhn): intravenous (IV) liquid mixture that provides calories and nutrients directly
into the bloodstream and does not require digestion and absorption.
It is administered by pump though a special catheter that is placed
surgically. Also called hyperalimentation, total parenteral nutrition
(TPN), or home parenteral nutrition (HPN).
PEG tube (pegg toob): “PEG” stands for percutaneous endoscopic
gastrostomy. A PEG tube is a thin, hollow, flexible tube that is inserted through the mouth and esophagus into the stomach using an
endoscope, then pulled out through the abdominal wall through an
incision created by a physician (could be surgeon, gastroenterologist,
radiologist). It is used to administer enteral nutrition, blenderized
diet, and medication, and sometimes for venting or decompression.
peripherally inserted central catheter (PUR-if-ER-uhl-ee IN-suhr-tid
SEN-truhl KATH-i-tuhr): a thin, hollow, flexible tube going through
the skin from the arm into a vein leading into the heart. Used to administer intravenous (IV) fluids, medications, and/or nutrients. Also
called a PICC line.
registered dietitian nutritionist: food and nutrition experts who have
met specific educational criteria, completed supervised experiences,
passed a national examination, and maintain continuing professional
education requirements to earn the RDN credential. Registered dietitian nutritionists work in a wide variety of employment settings,
including health care, business and industry, community/public health,
education, research, government agencies, and private practice. They
provide nutrition therapy counseling, assist in making healthy food
choices, teach principles of diet management for specific health and
disease conditions, and manage and monitor enteral and parenteral
nutrition. Also called RDN, registered dietitian, and RD.
small intestine (small in-TESS-tine): the tube-shaped organ between
the stomach and large intestine. Most food digestion and nutrient
absorption takes place in the small intestine. The small intestine
measures about 20 feet long in adults and includes the duodenum,
jejunum, and ileum. See digestive system for illustration.
total parenteral nutrition: Also called TPN. See parenteral nutrition. ¶

Save the Date!
Oley Regional Conference in conjunction with AVA
September 15, 2018
Hilton Columbus Downtown
Columbus, Ohio
Oley Regional Conference
October 6, 2018
Bentley University
Waltham, Massachusetts
Sponsored by Shire and ThriveRx
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Tips for Better Living

Travel Tips
We asked several infusion companies if they had anything to add to
the article about traveling with home parenteral (IV) nutrition (HPN)
that ran in the March/April issue of this newsletter. We were able to
incorporate some of the comments into the original article (thank you
Coram and ThriveRx!), but other comments were more involved or
came after the article had been published.
Here we share the additional tips, to provide more ideas on making
your travels successful. You can find the original article at www.oley.org
(select the newsletter tab and look for the March/April 2018 issue),
or request a paper copy at (518) 262-5079.
From Ann Weaver, Consumer Advocate, ThriveRx
The article suggests shipping your infusion pump, but I would be
hesitant to do that because of risk of pump not arriving, or unexpectedly
needing it due to flight delays. I instead would encourage consumers
to carry pumps and at least one to two days worth of fluids and supplies with them, in case of unexpected flight delays.
Some companies routinely ship supplies at no additional cost to
the consumer. The article suggests it might be possible to set up a
relationship with a new pharmacy while you are traveling, but this
may be difficult. Consideration would have to be given to the time
required to do this, and insurance coverage would have to be confirmed
beforehand. If traveling is important to you, it is worth exploring a
home infusion provider that can accommodate your travel needs.
We have been told by TSA that you may not need to be patted down
if you are attached to a pump, and that you may be able to complete
a self-pat-down and have your hands wiped and tested. If you need
to go through security hooked up to your pump, it is reasonable to
ask if this is an option, but there is no guarantee you will be allowed
to do so. Also, it is uncommon for TSA to review a physician’s letter
in detail; a general summary may be sufficient, and your physician or
home infusion company can help with this. (A more detailed health
summary could be helpful if medical care is necessary while travelling
abroad.) It is reasonable to ask TSA agents for new gloves when they
are reviewing fluids in a bag, and to respectfully involve a supervisor
if there are issues. TSA Cares will walk you through the screening
process; many seasoned travelers have appreciated the assistance.
Consumers can familiarize themselves with the Air Carrier Access
Act regarding carrying on extra medical supplies. (See www.transportation.gov/airconsumer/passengers-disabilities. The FAQs at www.
transportation.gov/sites/dot.gov/files/docs/FAQ_5_13_09_2.pdf are
helpful, particularly numbers 44–46.) It is my understanding that a
person on HPN should be able to carry on medical supplies and is
not limited to the two-bag carryon policy, so long as the contents of
the extra carryon(s) is exclusively medical. Also, there should be no
charges for checked baggage that is exclusively medical.
I encourage consumers to consider checking medical supplies at the
gate (so you know they are on the same flight you are), and carrying
on if you are not on a direct flight.
There were important considerations not mentioned about international travel. Typically, state and federal health plans do not offer coverage
while travelling abroad and consumers should consider supplemental
health insurance. Travel insurance and medical transport insurance are
Volume XXXIX, No. 3		

also worth looking at, especially when travelling to areas where level
of medical care may be questionable. It may be helpful to include a
copy of the HPN prescription and travel letter in supply boxes when
travelling abroad; the home infusion company may provide these, and
package them with supplies.
While it is suggested that HPN could be placed in a hotel kitchen
fridge, I recommend keeping HPN in the room and having the hotel
freeze ice bricks, which can replace the thawed ice bricks in insulated
shipping boxes or coolers.
In her article about traveling from a consumer perspective (also in
the March/April issue), Emily talks a bit about the dehydrating effects
of air travel and how to handle that. That is a great point that should
be discussed with a clinician before you travel.
From Michael Medwar, Patient Advocate, Coram CVS/specialty
infusion services:
If you are traveling internationally, shipping may not be possible.
You may need to carry all medically necessary liquids and supplies.
Be sure to have documentation such as a doctor’s letter and a medical
inventory to present to authorities at international airports.
While not required, making arrangements for special assistance from
a TSA Passenger Support Specialist in advance of travel will usually help
you have a less stressful, smoother experience when passing through
security at U.S. airports. If you’re traveling with PN, don’t hesitate to
contact TSA Cares with questions and to arrange this assistance.
From Penny Allen, RD, LDN, CNSC, National Director, Nutrition
Support, BriovaRx Infusion Services:
One idea that was briefly mentioned that could save a lot of work
and anxiety is the idea of using a premixed PN formulation for travel.
Prior to planning for the trip, the consumer should work with their
physician and home nutrition support team (infusion provider) to
assess if there is a similar premixed manufactured product available
to substitute for the duration of the travel, so refrigeration is not
needed. These bags are easier to pack in a suitcase, and do not need
any refrigeration until after they are activated.
Years back we helped a consumer go to London for a semester! It
took months to plan with her physician, customs, Fedex, etc. but
we switched her to a premixed formula while she was attending college in London. She was stable enough that she only need one or
two blood draws during the semester so it worked out great that she
got to experience a semester abroad. We also had a businessman for
years who traveled regularly and we would switch him to a premixed
manufactured formula whenever he had to travel. He just put the bags
in his suitcase along with supplies needed and he was stable enough
to skip lipids for a few days. The premixed packaging is also hard to
burst or damage if packed correctly.
Another comment: insurance coverage (especially Medicare) may
make it very difficult—or impossible—to switch infusion companies
short term for travel purposes (and the infusion companies may not
like it either). Consumers do not want to risk losing their insurance
coverage, especially those with Medicare and the difficulty of meeting
the stringent criteria in the first place. ¶
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Telemedicine, from pg. 2

Patient-centered Discussion Processes
was discussed to facilitate early recognition and
Clinic appointments via telehealth incorpo- prompt reporting of symptoms by consumers
rate unique discussion opportunities between to their health-care professionals. [Editor’s
an individual nurse or physician from his or her note: the HPN complication chart is currently
office and a patient from home. Alternatively, under revision and unavailable.] Input from
there can be groups of patients, each from his or these multidisciplinary professionals provided
her own home, with multidisciplinary health oversight to correct any misinformation and to
professionals, each from his or her own office, reinforce important principles of home care.
with everyone gathered into a single telehealth
Participants in the discussions were encourvideo conference. In our studies, each partici- aged to contribute, to ask questions, and to
pant sees a computer (or tablet) screen split even disagree with one other, in a respectful
into boxes showing each person, enhancing manner. Group processes encouraged engagelearning and social support. In our research, ment such as sharing personal experiences, uswe found a correlation between audiovisual ing humor, and peer support. Discussions also
exchanges with peers and participants’ greater supported “optimistic talk,” which included
health-care knowledge
consumer statements
and self-efficacy.
of positive thoughts,
In our research, we found a
Professionals must
healthy behaviors, and
use important skills in
correlation between audiovisual HPN self-management
facilitating these groups
(i.e., “I can do this”).
exchanges with peers and
during telehealth interEvaluations
actions. The facilitator
Results across the
participants’ greater health-care
began each group clinic
studies showed that paknowledge and self-efficacy.
session with introductients were able to easily
tions of the professional
set up and use each
staff, patients, and patype of telemedicine
tients’ family members or friends. Participants, equipment used. Our research team believes
by national regulation, were reminded that this ease of use resulted from the clearly illuspersonal health information is protected and trated instructions provided by our telehealth
patients are not required to share any of their department. Also, our telehealth technicians
private health information during these group were readily available to answer questions and
discussions. All participants were cautioned to provide support, which participants said they
keep all shared information confidential, and appreciated. We did note as the technology
patients and family members were cautioned became more advanced across our two decades
never to share any medical advice with anyone, of study, more of the participants had previous
as their own case is unique and is likely treated experience with these devices.
In each study, participants completed
differently from others.
Rarely, negative behaviors, such as inter- an anonymous satisfaction survey about
rupting, advice giving, divulging inappropriate telemedicine services. Patients and family
personal information, resistance to what is members gave the services positive ratings
said, close-ended questions, and monopoliz- overall (4.4 out of 5). The survey results
ing group discussions, needed to be discussed. included positive reports of ease of telehealth
Patients shared their trial-and-error experi- equipment use, lack of intrusion, and no loss
ences; some of these required clarification by of privacy. Ratings by patients indicated that
multidisciplinary team members as to whether the individual videophone visits and the group
individually reported care approaches were safe. telehealth visits were positively compared to
Our group discussion intervention was in-home nurse visits.
designed to support patients in their HPN
Across studies, patients universally noted
self-management skills through group discus- the convenience of having the mobile devices
sions. We reference the Oley Foundation’s mailed to them, reduction in travel requireHPN complication chart, which lists com- ments and costs, and being comfortable havmon signs and symptoms of complications ing their appointment via telehealth versus
associated with HPN treatment. This chart in-person. When answering a multiple-choice
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question about rating the telehealth quality of care, the majority chose
“as if I had seen the professionals in person.” Only 16.7 percent of
participants agreed with the rating “I would have preferred to see
the health care professionals in person.” The majority indicated that
without the telehealth, ‘‘seeing my health care team together would
be difficult.’’
Reports in the early 2000s from professionals indicated some using
telehealth preferred seeing patients in person. All of our telehealth
research professionals since 2002 were asked to complete a satisfaction survey and results were compared. Across all the nurses, most
indicated agreement with the statement, “I was comfortable with
the therapeutic relationship the patient and I had developed over the
telemedicine visits” (4.9 out of 5). The study nurses were also satisfied with the telemedicine visits and agreed they were adequate for
obtaining patients’ current health status, medication, and important
home management education.
Nurses also found observing HPN procedures compared favorably
to in-person visits. However, the touch and smell senses, which can
be informative to professionals, are lost through telehealth visits, and
nurses and physicians cautioned that assessing the IV exit site appearance was a challenge if the camera of the telehealth equipment could
not zoom in.
Data from our telehealth group discussions (N=50) conducted to
date finds a high level of active participation. The multidisciplinary
professionals were described by consumers and families as responding effectively to questions and issues relevant to their specialty. The
HPN self-management discussion topics raised by patient and family participants were recorded and classified into three main themes.
These themes are: (1) problem identification; (2) problem-solving; and
(3) supportive interaction. These themes reflect important aspects of
everyday HPN home care.
Future Telehealth
Several current telehealth technology studies are directed at ways
to improve health behavior and treatment adherence by prompting
what actions people take daily, including medication compliance and
supportive health care reminders. The outcome of these studies will
help direct the future of telehealth.
The effects of telehealth on emotional or economic outcomes and
health professionals’ practice need further research studies. Future research should determine if a better source of lighting and microscopic
zoom lens could assist in assessing small visual details. Further, the
impact on the relationship between the patients and their healthcare providers should be studied. In a variety of clinical settings,
telehealth technology has been found to enhance the efficiency and
cost-effectiveness of clinical care.
Current Telehealth Options
HPN consumers and caregivers are encouraged to talk to their
health-care teams about the telemedicine options offered or recommended through the health-care clinic. In making decisions around
telemedicine providers, some questions consumers should keep in
mind include: access to the credentials, qualifications, and licensing
of the telemedicine provider and/or team; information and informed
consent about telemedicine services, model of care, and risks/benefits
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associated with the service; information about reimbursement and
out-of-pocket expenses; information about telemedicine provider
care coordination with existing providers and discussion of plans in
the event of emergent patient situations; discussion of security and
privacy, including records and documentation; information about
the telemedicine process (e.g., scheduling, follow-up, between-session
contact); and access to information about the telehealth organization
or company and any commercial affiliation(s) with related services or
products (see Luxton, Nelson, and Maheu, A Practitioner’s Guide to
Telemental Health: How to Conduct Legal, Ethical, and Evidence-Based
Telepractice, 2016).
The federally funded Telehealth Resource Centers can also share
region-specific resources regarding telehealth providers and broader
telehealth resources. More information is at www.telehealthresourcecenter.org. Under the Health Resources and Services Administration
(HRSA) guidance, the Consortium of Telehealth Resource Centers
is developing Telehealth Connect, a web-based registry of telehealth
provider sites (see www.vnghr.org/beta_telehealthconnect).
Acknowledgments and Funding Sources
We are grateful for the years of encouragement and support from
the Oley Foundation and for all the home parenteral nutrition (HPN)
consumers, their families, and friends who have participated in testing telehealth research. These studies have provided data that has led
insurers to cover the costs of telehealth appointments among multiple
professionals and consumers. We are pleased to have support of these
studies from the NIH. References are available upon request. ¶

Join the ongoing iPad study for young consumers
of HPN and their significant others at
https://redcap.kumc.edu/surveys/?s+XWJ9WM48D
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Thank You Oley Corporate Partners!
Please join Oley in thanking the companies that support Oley year round. Learn more about our most recent corporate contributors below, as the
Coram / CVS Specialty Infusion Services
CVS Specialty and Coram provide personalized, compassionate, highquality infusion care to patients where they live, work, or travel. With
more than thirty years of experience and nearly 1,200 skilled clinicians,
Coram / Specialty Infusion Services leads with commitment from the
heart. The company maintains a 96 percent patient satisfaction rating.
Nutrishare, Inc.
Nutrishare continues to be the only TPN pharmacy that is dedicated
exclusively to the home TPN consumer. 100 percent of its consumers
are HPN consumers.
Cardinal Health, Inc.
Cardinal Health, Inc. is a global, integrated health-care services and products company, providing customized solutions for hospitals, health-care
systems, pharmacies, ambulatory surgery centers, clinical laboratories,
and physician offices worldwide. The company provides clinically proven
medical products and pharmaceuticals and cost-effective solutions that
enhance supply chain efficiency from hospital to home.
Fresenius Kabi USA
Fresenius Kabi is a global health-care company that specializes in
lifesaving medicines and technologies for infusion, transfusion, and
clinical nutrition. The company’s expanding U.S. portfolio of parenteral nutrition products brings innovation and advancements to U.S.
clinicians and patients.

Halyard Health, Inc.
Halyard Health delivers clinically superior products and remarkable
service to improve patients’ well-being. The company’s acquisition of
Corpak MedSystems Inc. provides a sole source vendor option with
the most comprehensive portfolio of enteral feeding solutions and
advanced placement technologies. Visit www.halyardhealth.com/
digestivehealth or www.mic-key.com.
Option Care
Option Care is one of the nation’s largest providers of home infusion
services. An industry leader, the company draws on nearly forty years
of experience. Highly skilled pharmacists, nurses, and dietitians certified in nutrition support provide personalized care to consumers of all
ages across the United States. Learn more at www.OptionCare.com.
BioScrip Infusion Services
BioScrip Infusion Services is the largest independent national provider
of infusion and home-care management solutions. Its commitment
is to put the patient first. Staff provides value through delivering
personalized care with compassion and innovation. BioScrip provides
products, services, and clinical management tailored to improve every
patient’s overall well-being.
BriovaRx Infusion Services
BriovaRx Infusion Services provides specialty pharmacy and home
infusion via a growing national network of pharmacies. The company’s

Shire Pioneers Titanium Corporate Partner Level
 	 The Oley Foundation is pleased to welcome Shire as its first
Titanium Level Corporate Partner. Shire’s recent unrestricted gift
of $150,000 follows years of support for Oley programs, and raises
the company’s commitment to new heights.
Shire is a global pharmaceutical company that specializes in
treatments for rare disorders. Within the gastrointestinal (GI)
care community, the company is best known as the maker of
GATTEX®, a treatment designed to reduce the challenges of short
bowel syndrome. Shire seeks to transform the outlook of patients
living with rare and hard to treat GI conditions by helping to
address unmet needs. The company aims to extend its GI portfolio
to new indications and therapeutic areas.
“Shire is dedicated to partnering with patient organizations
worldwide to advocate for and address the needs of patients and
families with rare diseases and highly specialized conditions,” remarked Kaaren Ruth, Shire’s Director of U.S. Patient Advocacy.
“We’re proud to support the Oley Foundation’s educational and
advocacy initiatives such as your outstanding annual conference,
regional meetings, webinars, Ambassador program, and advocacy
in Washington.”
Ruth shared, “Our collaboration over the years has helped inform
critical decisions for shaping Shire clinical trials and delivering
innovative tools, resources, and patient services to support the
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Oley community. We’re looking forward to seeing everyone at
the annual meeting in Memphis.”
Shire’s support will enhance Oley’s efforts to enrich the lives
of members dependent on home intravenous nutrition and tube
feeding through education, advocacy, and networking.
“Oley is excited Shire is taking its partnership to the next level,”
announced Joan Bishop, Executive Director of the Oley Foundation.
“This financial support allows Oley to better serve members. We
have already begun to plan regional meetings and webinars, and
continue with advocacy efforts to improve the care and quality of
life of our members. We will finalize the clinician directory and
updates to the HPN troubleshooting guide, and develop additional
resources to showcase ‘overcoming obstacles’ and ‘living well’ on
homePEN.” Bishop added, “It is Shire’s support—and that of
all of our partners, financial and otherwise—that keeps Oley in
forward thinking mode.”
The Oley Foundation is proud to partner with manufacturers,
pharmaceutical companies, infusion providers, home health agencies, and other entities to enhance the lives of people living with
home IV nutrition and tube feeding. A complete listing of Oley
partners can be found at oley.org/PartnerShowcase. For more details
on Oley’s Corporate Partner Program and its benefits, please visit
oley.org/IndustryLandingPage.
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companies describe themselves and their products in their own words.
PN program offers Certified Nutrition Support Clinicians, clinical
standards based on current ASPEN guidelines, and an individualized
approach to PN care—striving for compassion and clinical excellence.
Nestlé Health Science
Nestlé Health Science, a wholly owned subsidiary of Nestlé S.A., is
engaged in advancing the role of nutritional therapy in health care.
Through investing in innovation and leveraging leading edge science,
the company brings forward innovative nutritional solutions with
clinical, health economic value, and quality of life benefits.
Real Food Blends
Real Food Blends makes 100 percent real food meals for people with
feeding tubes. Born from Julie and Tony Bombacino’s love for their
tube-fed son and a belief that everyone deserves real food and nutritional variety, the meals have no corn syrup or preservatives and are
covered by many insurance plans.
Applied Medical Technology, Inc. (AMT)
AMT is a medical device manufacturer of enteral feeding devices and
accessories and a vast surgical line of products including disposable
retractor frames, smoke and fluid evacuators, and more. Company
products: MiniONE® low-profile buttons (balloon, non-balloon,
capsule), G-JET® low-profile gastric-jejunal tube, Bridle™ Nasal
Tube Retaining System. Innovating. Educating. Changing Lives.
Apria Healthcare
Apria Healthcare is one of the nation’s leading providers of home
respiratory services and certain medical equipment, including oxygen
therapy, inhalation therapies, sleep apnea treatment, enteral nutrition,
and negative pressure wound therapy. Apria owns and operates more
than 370 locations throughout the United States and serves more than
1.8 million patients each year.
Cook Medical
Since 1963, Cook Medical has worked with physicians to develop
minimally invasive technologies. Today, the company offers medical
devices, biologic materials, and cellular therapies to deliver better patient outcomes more efficiently. Find out more at cookmedical.com,
and for the latest news, follow on Twitter, Facebook, and LinkedIn.
Functional Formularies
Functional Formularies offers the world’s first 100 percent certified
organic, non-GMO, nutritionally complete, shelf-stable feeding
tube formula and oral meal replacement products: Liquid Hope,
formulated to be a sole-source nutrition formula for adults, and
Nourish, the enteral formula and oral meal replacement formula
optimized for pediatrics.
Soleo Health
NutriSole™, Soleo Health’s Nutrition Support Program, provides
exceptional, personalized service and nutrition care expertise to patients requiring parenteral nutrition at home or in the long-term care
setting. Soleo Health is an innovative national provider of home and
alternate-site specialty infusion. ¶
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Life to the Fullest
My Mariah, from pg. 1

either nobody really knew, or we were just deaf to it because we Nutrition Support
didn’t want to accept the outcome.
For the first two years of her life, I wanted nothing to do with
Baby Mariah
Mariah’s central line (for her parenteral nutrition) or her feeding
Mariah was delivered seven weeks early. From the time we had the tube. It wasn’t because I didn’t care, but because I in no way trusted
diagnosis to her birth, I had no clue what I was in for. When it really myself for that big of a responsibility. I always thought that as soon
comes down to it, I had built up this belief that nothas I touched any of that, I would hurt her somehow.
ing worse could happen to her. I felt “it can’t happen
I was around, don’t get me wrong, but her mother
to me.” I was wrong.
deserves all the credit for caring for her lines.
Mariah had her first surgery done when she was
Over the years, Mariah has had three STEP surgeries
three days old. (Many more would follow.) Her
(serial transverse enteroplasty procedures) and well
mother and I were brought into a private room in
over fifteen line replacement surgeries. She has been
the neonatal intensive care unit (NICU) after her
in and out of the hospital so often that for a while I
surgery was finished. We were reassured that surgery
considered it to be my second home. I have watched
had gone well, which was a relief.
her become septic and be operated on right in front
Immediately after we were given the good news,
of me. I have laid her on the operating table with
though, came the devastating news. They told us that
tears in my eyes, knowing the possible outcomes.
her chance of survival was slim to none, and that we
I have, on numerous occasions, had to reassure
should start getting things in order to prepare for the
Mariah she is “normal,” just a little different. She
worst, which in this case was death. I had already fallen
has said to me, “Daddy, why did I have to be born
deeply in love with her. I wasn’t going to believe it.
like this? It’s not fair.” She has said, “I wish I had a
At first the team of doctors had given her just a
new life because I don’t like this one.” As a father,
week to survive, but almost certainly no more than
you feel like you have to protect your child to death,
a month. All I had ever wanted from life was to be a
but how do you protect against something you’ve got
dad, and to watch my children develop as they grew, Mariah at three years of age. She no weapons against?
but that was about to be taken away from me—or will soon finish first grade!
As of now, Mariah is still on home parenteral nuso I thought.
trition (HPN)—which, by the way, I fully mastered
The first-month mark passed, then the next, and the next. Mariah’s a few years ago. We have been seeing improvements over the past
mother and I eventually got tired of hearing that our daughter wasn’t six months, although Mariah has been evaluated for an intestinal
going to survive and there was no chance. We ended up switching transplant and is on a waiting list because she has lost all central line
hospitals and getting a second opinion. That ended up being the access in her torso. She currently has a central line in her femoral
best decision we’ve ever made.
artery [a large artery in her thigh].
We know we’re still a little while away from being line free, but the
goal is still there. Hope is always there. In the meantime, Mariah has
grown into a smart, caring, and loving first grader, and I couldn’t be
more proud of her.
For New Dads
For the new dads or dads who are just starting this journey, I want
to let you know that this will be hard. There will be days when selfpity almost eats you alive. There will be days where you feel like you
can’t go on. I’ve been there.
There will also be days, though, when you can’t believe how blessed
you are just to have met that wonderful child, and to be so lucky as to
be the one they call “Daddy.” Days where you look at your child and
your breath literally gets taken away by his or her beauty and strength.
I have friends, who I now consider family, who have lost their
babies to this condition. I can’t fathom what they go through, but
through their struggles, they have taught me to embrace every day
I have with my little one.
I say, hug them, let them know how much they mean to you, and
say I love you at every given opportunity. Tomorrow isn’t promised,
so take advantage of every minute you get with them. Last of all, you
are not alone. We’re all in this together. I will be more than willing to
emotionally help anyone I can. I’ve been there. ¶
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Donor

Notable Individual Gifts
Among the individual contributions we receive, 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
April 6 through May 11, 2018.
Tributes
In honor of Bettemarie Bond and Family; Aidan Koncius; Aleah Smith
Fund-raisers
Facebook campaigns for John Mahalchak’s birthday; Andy Miller’s birthday;
Amy Rash Parson’s birthday; and Lynn Nagin Wolfson’s birthday.
GoFundMe campaign organized by Ahilan Ponnusamy
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.

Oley Horizon Society
Rodney Okamoto, RPh,
& Paula Okamoto

Felice Austin

The Groeber Family

Jane Balint, MD

Valerie Gyurko, RN

John Balint, MD

Alfred Haas

Kay Oldenburg

Joan Bishop

Shirley Heller

Harold & Rose Orland

Ginger Bolinger

Alicia Hoelle

Judy Peterson, MS, RN

Pat Brown, RN, CNSN

Jeff & Rose Hoelle

Clemens Pietzner

Faye Clements, RN, BS

Lyn Howard, MD

Beverly Promisel

Katherine Cotter

William Hoyt

Abraham Rich

Jim Cowan

Portia & Wallace Hutton

Wendy Rivner

Rick Davis

Kishore Iyer, MD

Roslyn & Eric Scheib Dahl

Ann & Paul DeBarbieri

Doris R. Johnson

Susan & Jeffrey Schesnol

David & Sheila DeKold

Darlene Kelly, MD, PhD

Doug Seidner, MD, FACG, CNSP

Dale & Martha Delano

Family of Shirley Klein

Judi Smith

Tom Diamantidis, PharmD

Jim Lacy, RN, BSN, CRNI

Steve Swensen
Cheryl Thompson, PhD, RD, CNSC,
& Gregory A. Thompson, MD, MSc

Robin Lang

Selma Ehrenpreis

Hubert Maiden
Laura Matarese, PhD, RD,
LDN, CNSC, FADA, FASPEN

Herb & Joy Emich
Jerry Fickle
Don Freeman
Linda Gold
Linda Gravenstein
Deborah Groeber

Kathleen McInnes

Oley Corporate
Partners
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.
TITANIUM LEVEL PARTNER
($150,000+)
Shire
GOLD MEDALLION PARTNER
($50,000–$69,999)
ThriveRx, Inc.
SILVER CIRCLE PARTNERS
($30,000–$49,999)
Coram / CVS Specialty Infusion Services
Nutrishare, Inc.

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 by calling (518)
262-5079 or visiting www.oley.org/plannedgifts.

Gail Egan, MS, ANP

News

Cathy Tokarz
Eleanor & Walter Wilson

BRONZE STAR PARTNERS
($20,000–$29,999)
Baxter International Inc.
Cardinal Health, Inc.
Fresenius Kabi USA
Halyard Health, Inc.
Option Care
BENEFACTOR LEVEL PARTNERS
($10,000–$19,999)
BioScrip Infusion Services
BriovaRx Infusion Services
Nestlé Health Science
Real Food Blends
PATRON LEVEL PARTNERS
($5,000–$9,999)
Applied Medical Technology, Inc.
Apria Healthcare
Cook Medical
Functional Formularies
Soleo Health

Marion & Larry Winkler

Michael Medwar

James Wittmann

Meredith Nelson

Patty & Darrell Woods

Nancy Nicholson

Rosaline Ann & William Wu
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See You Soon!

Oley Calendar, June–October 2018
Ongoing: Applications being accepted for Oley Tim Weaver Camp
Scholarship
June 9–12: Oley exhibiting at the American Society for Nutrition
(ASN) conference, Boston, MA
June 24–27: Oley Foundation Annual Consumer/Clinician Conference, Memphis, TN
August 21: Oley webinar “Pediatric Transition to Adult Care,”
by Tom Jaksic, MD
September 15: Oley Regional Conference, Columbus, OH,
in association with Association for Vascular Access (AVA)
conference
September 15–18: Oley attending and exhibiting at AVA
conference, Columbus, OH
September 20–22: Oley attending and exhibiting at Pediatric
Intestinal Failure Symposium, Pittsburgh, PA

September 24–28: ASPEN Malnutrition Awareness Week
October 5–10: Oley exhibiting at American College of Gastroenterology (ACG) meeting, Philadelphia, PA
October 6: Oley Regional Conference, Waltham, MA (Boston area)
October 6: World Ostomy Day
October 15: International HAN (Home Artificial Nutrition)
Awareness Day
October 15–19: HPN Awareness Week
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@amc.edu or (518) 262-5079. Watch for updates on Oley
events at www.oley.org.
Additional Meetings of Interest
June 2–5: Digestive Disease Week, Washington, DC

