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Taking Care of the Child — Together (continued)

There’s plenty more to accomplish with phone calls from
patients, families, and nurses, and monitoring drug levels.
“It sounds simple, but it takes a lot of time. Much of it is
coordinating within PHS to ensure timely deliveries. It's
like we are directing traffc with things going every which
way,” says Liebers.

So how does the PHS pharmacy and IV team ensure
accurate and complete care with two departments
involved? Stumpf and Liebers say having good, open
communication and teamwork skills is their recipe for
success. “We’ve worked really hard to prevent things
from falling through the cracks,” says Stumpf. She
continues, “If we’re not working together, it can have
direct implications for the child in the home. We learn a

lot from each other and we need each other’s knowledge
to provide safe care in the home.” Liebers agrees, “It’s
so important to have the two disciplines. We each have
our focus, but we also know when to refer to the other
group. We have a lot of respect for each other.”

Moreover, Stumpf and Liebers say that keeping a
positive team attitude and having the same goals makes
the difference for everyone. “If you have consistency
and a positive environment in the company, the nurse is
going to have all the tools needed to make the visit a
good one,” says Liebers. As Stumpf sums it up, “We

all have a passion for taking care of the child and a
great deal of effort goes into providing safe care to our
patients.”

PHS in the Home Health Care Community

Ensuring our clinicians and staff are properly trained to care for our patients is a priority at PHS. By attending conferences and
educational seminars, we hope to enhance the care and service we provide to each of our patients. The information below highlights some of
the conferences and seminars attended by PHS clinicians.

PHS Asthma Educator Recertified

Asthma Educator, Kay Kufahl, RRT-NPS, RCP, AE-C, passed the Certifed Asthma Educator (AE-C) recertifcation
test, making her one of the 2,558 Certifed Asthma Educators in the country. PHS is proud of Kufahl’s
accomplishment in which she will be certifed for another seven years.

NHIA Conference

Four PHS staff members attended the annual National Home Infusion Association (NHIA) conference in Baltimore,
MD. The conference provided the attendees with updates in the areas of infusion and specialized pharmacy products
and services for home-based patients. By attending this conference, PHS is able to provide best-in-class services for
our families, caregivers, and professionals.

International Symposium for Pediatric Pharmacology and Therapeutics

Staff Pharmacist, Jim Roemer, PharmD, attended the International Symposium for Pediatric Pharmacology and
Therapeutics in Orlando, FL. International pediatric pharmacy and clinical pharmacology organizations involved in
the use of medicines in children met to share research, practices, and ideas to improve the care of children.

Excellence in Vascular Care

Infusion Nurse, Doreen Carson, RN, and Nurse Educator, Pat Chamberlain, RN, CRNI, attended the MN
Association of Vascular Access 6th Annual Spring Conference in Brooklyn Center, MN. The conference focused on
providing excellence in vascular care and discussed infection prevention, strategies to minimize venous thrombosis,
and making early assessments.

H1N1 Update

PHS is actively monitoring the new virus “influenza A (HIN1)” outbreak within the United States and Minnesota.
Ten years ago, PHS established a contingency plan designed to mitigate such an outbreak and ensure our patients
experience no service interruptions. The plan was recently revised to meet the needs of our current patient
population and is based on the Minnesota Department of Health’s emergency plan (Pandemic Influenza Plan). We
are proactively reviewing the plan to ensure PHS is prepared to implement all or part of the plan while following
community standards and guidelines.
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In 1998, Susan in
Minnesota got a
phone call from Lisa
in Las Vegas. “You
don't know me,”

she said. “I got your
name from a doctor.
My daughter is dying
and | want you to
adopt her.”

Taken by surprise,
Susan listened

as Ashlyn’s story
unfolded. The baby
was born in 1997 with
CHARGE syndrome,
a genetic pattern of
birth defects that occurs in about one in every 10,000 births.
Each child born with this complex syndrome has different
physical complications, which can include life-threatening heart
defects and respiratory issues. Most have hearing and vision
loss as well as balance problems that can delay development
and communication.

In Ashlyn’s case, her sight, hearing, heart and development were
affected. She also suffered from a bleeding disorder, respiratory
problems, bowel malrotation, and immune dysfunction. Small
and not growing, Ashlyn was a very sick baby.

“Not every state is able to provide the level of pediatric care
we have in Minnesota,” said Susan, “and at that time, the
doctors were clear they didn't think she would survive if she
stayed in Nevada.” Since 1992, Susan and her husband, Jeff,
had been caring for Kevin—another medically fragile child
with CHARGE syndrome—so they were uniquely qualifed to
help Ashlyn.

Once the decision was made to adopt Ashlyn, Susan
immediately called Pediatric Home Service to put a plan in place.
“PHS was involved early on in our experience with Kevin—who
wasn't expected to live—providing unbelievable training and
support for us and the nursing agency,” said Susan. “It was the
one constant in our lives, when others were ready to give up on
him.” Today, Kevin, at 20, still lives with the family, enjoying a
quality of life few thought possible.

So, when Ashlyn arrived, Susan and PHS were ready to hit the
ground running. The company set up equipment in the home to
meet her medical needs and provided and coordinated care until
a nursing team was in place.

The biggest challenges were to help her gain weight and remain
infection free. A port-a-cath (a type of central line) was placed
and Ashlyn began receiving IVIG infusions. Whenever Ashlyn
received IVIG, however, stomach issues would fare up and she
would experience severe diarrhea.

To ensure she was getting adequate nutrition, she was put on
total parenteral nutrition (TPN) which is given intravenously
(IV). To ensure the diarrhea caused by her IVIG didn't rob
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Ashlyn of nutrients, PHS would ramp up the TPN before and
after IVIG treatments. In the event that her central line would
become infected, PHS IV nurses would go out to the home to
start a peripheral 1V for antibiotic administration. “The PHS
nurses were phenomenal about coming out and starting 1Vs,”
said Susan. “There were times PHS had to come out every day
to place a new 1V because one would fail.”

While Ashlyn’s weight stabilized, frequent bacterial infections—
some serious enough to put her in a septic state—were a
problem. The goal, according to Michelle Curley, RN, CRNI,
Ashlyn’s PHS home infusion nurse, was to reduce the number
of infections. Working with other healthcare professionals, PHS
dietitians and infusion therapy nurses transitioned Ashlyn from
TPN and IVIG infusions to g-tube feedings and subcutaneous
(SQ) infusions of immune globulin (IG), eliminating the need
for the central line, a common source of infection.

Vivaglobin® (commonly called SQIG) is a form of immune
globulin that is administered into the tissue of the skin rather
than directly into the vein, as is the case with IVIG. SQIG
therapy is relatively new to home care, said Curley. “We weren't
able to purchase the drug until about a year and half ago, but
since it has been available to us, we've been able to convert quite
a few of our kids from the 1V to the SQ form. Ashlyn was one
of the frst.”

PHS staff provided training to Susan and other caregivers so
they are able to administer the medication themselves once a
week in the home. Ashlyn’s medication is often administered
when she is sleeping, as it takes about an hour and a half and
she hardly even feels it.

The results have been impressive. While she used to have as
many as eight infections a year, Ashlyn has been infection free
since she’s been on SQIG. That’s good news because being
hospitalized can pose risks for medically-fragile children. “The
problem for kids like Ashlyn,” said Susan, “ is that when they
go to the hospital, we have often seen them become sicker.
They go in with one problem and wind up with another, like a
respiratory problem.”

“What we are able to do with the help and support of
PHS—the 1V and pharmacy teams, the dietitians, the
respiratory therapists—is to keep the kids at home rather than
in a hospital. The doctors agree that we don’t want them there
unless there is no other option. My kids are home because |
have the confdence, and the doctors have the confdence, that
we can get what we need from PHS.”

As for Ashlyn, she is stable and hasn't been hospitalized in
more than a year. While she will never get off enteral feeding,
she is doing well nutritionally and continues to gain weight.
Her respiratory issues are under control and the hope is that,
one day, she will be completely weaned off the ventilator.

Described by her caregivers as a loving child and a “busy

bee,” Ashlyn draws pictures, communicates via sign language,
snuggles the cat, greets the nurses with hugs and blows kisses,
plays with her toys—and she does it all at home surrounded by
a loving family.
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Storm Season Preparation

Warm weather is here! The temperatures are warmer and the hours of daylight are increasing, but now comes the
inevitable storm season. Stormy weather can be stressful, but power outages caused by thunderstorms and tornadoes can
be serious when care depends on electronic equipment. However, by taking some simple steps you can be prepared.

If atornado occurs, PHS recommends always having a safe place to go, whether it is a basement, a windowless room, or
a storm shelter. Continue to monitor severe weather and be prepared to move essential medical equipment and supplies,

backup batteries, a fashlight, and a battery-operated radio to your safe place.

Respiratory Needs

Many pieces of equipment run on electricity. If a power outage occurs, be sure to have alternative sources of power

available such as extra, fully-charged batteries or a generator.

IV and Pharmacy Needs

Medicines often require refrigeration, and when power is lost, refrigerators will stop running. When stormy weather is
forecasted, be sure to keep a cooler on hand with some ice to maintain proper medication storage.

If a Curlin pump is used and power is lost, use C-cell batteries to keep the pump running. Keep a supply of extra, fully-

charged batteries on hand.

Food Pump and Formula Needs

When a food pump is not in use, PHS clinicians recommend charging the pump to ensure it is fully charged in the event
of a power outage. If power is lost and your food pump does not have a charged battery, a gravity bag may be used. If you
are uncertain how to use a gravity bag, PHS clinicians will answer any questions you may have.

Formulas that are mixed can be kept in a refrigerator when the power goes out until the refrigerator can no longer keep
items cold. If the refrigerator cannot keep formula cold during a power outage, the formula should be discarded and

smaller amounts can be mixed on an as-needed basis.

If you have any questions about your equipment and what to do during severe weather, please call PHS at (651) 642-1825

and a clinician will be happy to help you.

Sharing Care Corner

PHS’ corporate giving program, Sharing Care, provides PHS
employees the opportunity to donate time to programs and events within
the community that are directly associated with medically-fragile and
underprivileged children.

February

In February, Sharing Care hosted the “Wrap Up With Care”
event. The weather was still a little cold and Sharing Care
wanted to bring comfort to children with a special blanket.
Staff volunteers made feece-tie blankets that were donated
to the Sabathani Community Center in Minneapolis. The
Sabathani Community Center works to empower the youth,
children, and families within its community by focusing on
life skills, self-reliance, and other professional successes.

March
There’s nothing quite like giving a gift “just because.” In
March, “Just Because We Care” packages were made by

staff volunteers...just because! The packages, Flled with
toys, stickers, and other treats, were given to the Glendale
Early Childhood Family Development Center's Head Start
program for their year-end picnic in May. The Head Start
program helps develop and enhance the skills of low-
income preschool children when entering kindergarten.

April

Hosting its Frst off-site event, Sharing Care helped spring-
clean Faith’s Lodge (wwwifaithslodge.org) on April 18.
Faith’s Lodge is a retreat for families of medically-fragile
children or families who have lost a child. PHS staff
members met at the lodge in Danbury, Wisconsin, to help
clean up outside and prepare meals for upcoming guests.
This volunteer time brought staff members together and
will make a big difference to those who visit the Lodge.



