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WELCOME TO THE

HEART CENTER

Thank you for your interest in Primary Children’s Heart Center. As the only provider of comprehensive care to children with
heart disease in the Intermountain West, we take pride in combining clinical excellence, cutting-edge innovation, and compas-
sionate care to provide world-class treatment.

You'll feel positive energy the moment you step inside our dynamic center, where more than 40 highly skilled physicians all work
tirelessly to treat the most complex congenital heart conditions. Our physicians are supported by more than 300 staff members,
including medical assistants, physician assistants, nurse practitioners, cardiac sonographers, nurses, perfusionists, respiratory
therapists, social workers, genetic counselors, child life specialists, and more. These dedicated professionals provide expertise and
contribute significantly to patient care that is aligned with Primary Children’s philosophy: 7he Child First and Always.®

Turn any corner and you'll see these team members:
* Performing one of the more than 550 complex cardiothoracic surgeries that we complete each year.
* Collaborating across department lines to develop innovative new treatments.
* Conducting groundbreaking research on a myriad of subjects to generate material for more than 100 publications, clinical
trials, and studies each year.
* Working with the latest technology that saves lives, often utilizing non-invasive methods.
* Counseling family members of patients to ensure that parents are actively involved in treatment decisions.
* Paying close attention to the non-medical needs of our patients and their families.
* Trying to bring a smile to a patient during one of the approximately 13,000 outpatient visits we provide each year.

Our forward-thinking approach to providing care means that we look to innovation—both with technology and through the
development of progressive programs—to better serve our patients. For example:
* Our High Risk Program provides closer, more consistent care and follow-up for single ventricle patients during the interstage
period between surgeries.
* Our Cath Lab utilizes expertise and advanced technology to perform over 800 interventional and electrophysiology proce-
dures each year, making it one of the busiest labs in the country.
* Our Cardiac Genetics Program specializes in the management of patients who have been diagnosed with, or who are at risk
of developing, a heritable cardiovascular condition.
* Our Fetal Heart Program greatly improves the care of infants with congenital heart disease through early fetal detection,
prenatal planning, and expedient management after birth.

Our ongoing research and educational efforts, along with hard work and expertise, have helped us to maintain an impressive track
record of positive outcomes. Even though we are ranked among the best pediatric heart centers in the nation, we are constantly
striving to improve. As you read this report, learn more about our programs, and go over our patient outcomes, you can rest as-
sured that we are continually refining the care we provide to ensure that our outcomes are even better today and in the future.

Sincerely,
AN VAN ‘Xr G

Katy Welkie, MBA, RN

Lloyd Y. Tani, MD
CEOQ, Primary Children’s Hospital oyd Y. Tani

Director, Heart Center
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THE HEART
OF THE MATTER

As the hardest-working muscle in the body, the heart never rests as it pumps near-
ly 200 gallons of blood daily in its constant quest to keep all of the body’s systems
functioning. Of course, the importance of the heart goes beyond the physical. A
heart can sing, cry, smile, and laugh. You can listen to your heart, follow it, break
it, change it, cross it, and pour it out. To “have heart” is to be kind, compassion-
ate, and courageous. The heart is celebrated in song and verse, and forever associ-
ated with love, making the heart our most vital organ.

Primary Children’s Hospital understands both the physical and emotional im-
portance of the heart. That's why our Heart Center has been recognized as the
premier provider of cardiac care for children in the Intermountain West and why,
increasingly, patients from across the country are referred to us every day. We
know that the best way to treat a child’s heart is...well, with heart.



2  PRIMARY CHILDREN’S HOSPITAL

REASONS TO SMILE

Primary Children’s Hospital is a full-service academic
medical center and the only Level 1 Pediatric Trauma
Center serving children with acute and chronic medical
needs in the Intermountain West. Located in the beautiful
foothills overlooking the Salt Lake Valley, Primary Chil-
dren’s is the children’s hospital of Intermountain Health-
care, and the pediatric specialty teaching hospital for the
University of Utah School of Medicine. This unique part-
nership with the University of Utah makes ongoing pe-
diatric research possible and allows for in-depth training
for physicians enrolled in pediatric specialization at the
University’s School of Medicine.

Primary Children’s is ranked among U.S. News ¢ World
Reports Best Children’s Hospitals and has received acco-
lades in Parents Magazine Best Children’s Hospital report.
These high rankings and honors are the result of the tre-
mendous outcomes achieved by our experienced multidis-
ciplinary teams working with state-of-the-art equipment.
However, we firmly believe that our success comes from
adherence to our philosophy of 7he Child First and Al-
ways. ° This simple philosophy is central to every decision
we make and guides how our staff cares for patients and
families. Placing 7he Child First and Always® means that
we focus on the emotional needs of our patients as well

e m—

as their physical needs. It means that we provide age-ap-
propriate explanations of medical procedures, entertain-
ing distractions from painful procedures, and activities
for parents and siblings during hospital stays. It means

We firmly believe that our
success comes from adherence to

our philosophy of 7he Child First
and Always.®
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Primary Children’s Hospital serves a
greater geographic area than any other
children’s hospital in the United States.

that we engage each patient in the care they receive, while
also meeting the needs of the patient’s parents and family
members. It means that we maintain an absolute commit-
ment to innovation, to compassionate care, and to ongo-
ing quality-improvement initiatives.

At Primary Children’s, we are humbled by the national ac-
colades we receive and extremely proud of the outcomes
we achieve, but we are motivated by the smiles we put on
children’s faces and in their hearts each and every day.
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ANESTHESIA

CARDIAC INTENSIV

CARDIOLOGY

-

i e ey e T y . o vl <

CARDIOTHORACIC

SURGERY
NURSING

2 T

't L

} b .".-'u.' .-_"':__i
SREETLARASR By Prlee

1]

L

=

1 -
AT Lt o

FIVE PILLARS. ZERO WALLS

Traditionally, the different departments in heart cen-
ters function as separate entities, with specialists in each
field laser-focused on their own area of expertise. Here
at Primary Children’s Heart Center, we've taken the
30,000-foot-view approach to look at the big picture of
how our patients move through the five pillars of our
system. This has enabled us to see many things that we
might not have seen had we kept our heads down and
our eyes focused solely on immediate tasks.

We discovered that in order to better serve our patients,
we needed to remove the walls between departments and
to foster collaboration—to create an environment where

ideas on how to improve care can be freely shared by
anyone at any time. In order to facilitate open communi-
cation between departments, we bucked the usual orga-
nizational structure and organized a steering committee
to oversee and guide the Center. We've made it a prior-
ity that every Heart Center employee in every depart-
ment understands the needs of each patient, throughout
all stages of treatment. We strive to improve quality by
eliminating unnecessary testing and procedures, decreas-
ing practice variation, and improving outcomes and ser-
vice while paying close attention to cost. We also recog-
nize the value of consistent communication and provide
families with common contacts throughout their treat-
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ment—familiar faces to guide patients and their families
every step of the way.

The bond between departments has

grown stronger, and our relationships
with patients and their families have
grown richer, deeper, and more
rewarding.

Our collaborative spirit has paid tremendous dividends,
not only in patient outcomes, but in many other areas

as well. The bond between departments has grown stron-
ger, and our relationships with patients and their fami-
lies have grown richer, deeper, and more rewarding. We
consider communication with our referring physicians to
be a priority and are committed to providing timely and
optimal information, related to both hospitalizations and
outpatient encounters. We understand how important
this communication is as patients transition from our care
to health care providers closer to home.

It turns out that heart centers can achieve better out-
comes—by devising better systems.
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CARDIOTHORACIC

SURGERY

Our Cardiothoracic Surgery Program is one of the most
distinguished in the United States. Each year, our surgeons
perform hundreds of heart surgeries, ranging from correc-
tion of simple heart defects to major repairs of the most
complex conditions, as well as performing Ventricular As-
sist Device (VAD) placement and heart transplantation.
Obur vast experience allows us to perform at high levels and
push the boundaries of possibility to achieve impressive
outcomes.

Our cardiothoracic surgery team is composed of three
board-certified pediatric cardiothoracic surgeons along
with a world-class support team of specialists, exclusively
dedicated to patients with congenital heart disease and
other rare heart conditions. Because we are an academic
teaching hospital, our staff also focuses on our educational
mission and has a strong partnership with the University
of Utah Thoracic Surgery Fellowship Program, whose fel-
lows and postdoctoral candidates train in our clinics and

lab.

We are committed to increasing our knowledge and im-
proving our care through research that spans a myriad of

topics including genetics, translational, and clinical out-
comes projects. We have active transplantation, VAD, and
hybrid programs that are helping to revolutionize our ca-
pabilities and the way we provide care.

Our commitment to collaboration and innovation can be
seen through the wide range of topics covered in the hun-
dreds of articles our physicians and staff have published in
influential journals. However, it is best evidenced by the
ways in which our team pioneers new care models and
consistently refines the methods by which we treat heart
diseases.

Our collaborative approach has en-
abled us to increase our volume of
complex cases—with almost 350
cardiopulmonary bypass cases and
nearly 600 total cases each year—
while improving our success rates to

historical highs.

4

HEART CENTER 2013
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PEDIATRIC
CARDIOLOGY

Every 15 minutes a baby is born
with congenital heart disease

The Heart Center’s Pediatric Cardiology Program is one
of the best in the country, and provides comprehensive,
state-of-the-art evaluation, diagnosis, treatment, and long-
term follow-up care for infants, children, adolescents, and
adults with multiple types of acquired and congenital car-
diac conditions. We strive to provide patients with out-
standing care that integrates clinical expertise with access
to a vast array of services, innovative technologies, clinical
trials, and cutting-edge research.

Our successful track record comes from the expertise
and dedication of our closely-knit multidisciplinary team
of more than 25 cardiologists and a large staff of nurse
practitioners, physician assistants, nurses, administrative
assistants, cath lab and echo lab staff members, medical
assistants, social workers, pharmacists, genetic counselors,
schedulers and others, who work collaboratively to pro-
vide personalized care for each patient. Our team regu-
larly communicates with referring physicians and patients’
families to coordinate the details for every child’s care. We
understand the vital role of referring physicians and work
to return patients to their care as quickly as possible.

In addition to seeing patients at Primary Children’s Hos-
pital, we have regular outreach clinics throughout the state

of Utah, Southern Idaho, and Wyoming,.

We have regular outreach clinics
throughout the state of Utah,
Southern Idaho, and Wyoming.

Subspecialty clinics:
* Adult Congenital Heart Disease
* Cardiac Genetics
* Cardiomyopathy
* Electrophysiology and Inherited Arrhythmias
e Fetal Cardiology
* High Risk (interstage single ventricle infants)
* Marfan/aortopathy
* Pulmonary Hypertension
e Transplant

As an academic program, we are very committed to con-
tributing to the field through basic science, translational,
and clinical research. We have a team dedicated to re-
search, with multiple ongoing studies and many publica-
tions as evidence of our efforts and commitment in this
area. We also have a thriving fellowship training program
in pediatric cardiology, with the goal of training those who
will go out and provide excellent care and contribute as
future leaders in our field.

T
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CARDIAC

INTENSIVE CARE

The Cardiac Intensive Care Unit at the Heart Center
provides an extraordinarily high level of care for new-
borns, infants, and children with both congenital and
acquired heart conditions. Our multidisciplinary team
of physicians, nurses, and specialists has extensive train-
ing in caring for patients with cardiac disease in an ICU
environment and is among the nation’s most experi-
enced. We focus on helping patients heal as quickly as
possible so they can be transferred out of the Cardiac
ICU and onto recovery.

Equipped with the most advanced technology and de-
signed to be a comfortable, child-centered environment,
the 16-bed unit is conveniently located close to the op-
erating rooms, ensuring a smooth transport and effective

transfer from the surgical team to the intensive care team.
Parents will be close to their child at all times. Comfort-
able chairs are provided in the unit, and family waiting

areas are just steps away.

The 16-bed Cardiac ICU is an
exceptional resource that is not avail-
able in many children’s hospitals. Our
Cardiac ICU contributes significantly
to our ability to provide patients with
innovative, lifesaving care and achieve
excellent outcomes.

HEART CENTER 2013




20

CARDIAC

The Heart Center’s cardiac anesthesia team provides an-
esthesia for all diagnostic, interventional, and surgical
procedures for children with cardiac defects. Staffed by
a group of highly experienced, board-certified pediatric
anesthesiologists, the team works closely with our sur-
geons and cardiologists to ensure that each patient is safe
and comfortable during each procedure.

Throughout heart surgery, when patients are heavily se-
dated, the team monitors all vital functions, including
blood pressure, temperature, heart function, and oxy-
gen levels in the blood. Anesthesia team members fol-
low patients throughout their procedure until they are

HEART CENTER 2013 21

ANESTHESIA

transferred to the care of the Cardiac ICU or the recovery
room team.

Of course, the work of the anesthesia team starts long
before the operating room and continues well after the
procedure is complete. A member of the team meets with
patients and their families prior to every procedure to dis-
cuss the anesthetic plan, to answer questions, and to help
determine whether the patient is physically ready for the
operation. Our team is also closely involved with post-
operative pain management, working to ensure that pa-
tients are comfortable throughout their time in the Heart
Center.
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CARDIAC NURSING

The cardiac nurses at the Heart Center are passionate
about their work, with the expertise to provide develop-
mentally appropriate, personalized care. They are highly
invested in their roles as educators for patients and their
families. More than 25 nurses with advanced degrees, in-
cluding nurse practitioners, clinical nurse specialists, and
nurse educators practice within a collaborative model

Evidence-based practice and nursing research are important parts of our
cardiac nursing practice. Cardiac nurses in all roles are actively engaged in
research and discovery on vital topics that will lead to improved care.

HEART CENTER 2013 . 23

P

among physicians, respiratory therapists, child life spe-
cialists, social workers, and professionals from other dis-
ciplines. We foster open discussion with our patients and
their families and pursue the overriding goal of sustaining
an effective healing environment that meets each child’s
physical and emotional needs.
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CARDIAC GENETICS

PROGRAM

Our Cardiac Genetics Program offers a multidisciplinary,
team-based approach that combines next generation
clinical testing with in-depth basic science research to
provide our patients with the latest genetic information.
We strive to translate this rapidly evolving genetic knowl-
edge into the most advanced clinical care possible.

Our team specializes in the management of families and
patients who have been diagnosed with, or are at risk
of developing, a heritable cardiovascular condition. Our
goal is to incorporate patient genetic information into
personalized risk assessment, management, and screen-
ing guidelines.

Patients and their families meet with a team of experts,
including a dedicated cardiac genetic counselor, a clinical
geneticist, and a cardiologist to review medical and family
histories, receive a targeted physical examination, and de-
termine the best course of action. This meeting may take
place either during their hospital stay or in one of three
genetic specialty clinics. This clinical program integrates
seamlessly with our innovative Cardiac Genomics Group
that is pushing the boundaries of scientific knowledge.

15-25% of the heart defects in

children can be traced to genetic causes.

PROGRAM

Through comprehensive coordination of care among our
heart specialists, our Fetal Heart Program greatly improves
the quality of care for babies prenatally diagnosed with
congenital heart disease. We focus on early fetal detec-
tion and prenatal planning through fetal echocardiograms

FETAL HEART

and consultations with our fetal cardiologists. The pro-
gram strongly emphasizes family-centered education and
counseling and provides recommendations and informa-
tion about treatment options every step of the way.

Approximately 1 of every 125 babies is born with a heart defect. Though heart

defects are the most common abnormality, when treated properly, almost all

children are able to lead active, productive lives.
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CARDIAC IMAGING

The Heart Center’s cardiac imaging services provide our
patients with a comprehensive diagnosis of cardiovascu-
lar disease. We use cutting-edge technology to offer the
most advanced noninvasive and minimally invasive ap-
proaches in order to limit or eliminate radiation exposure
to patients.

Patients benefit from our unique collaboration of experts
in all of the cardiac imaging modalities. The team has

extensive cardiac imaging knowledge and experience. Our
physicians and staff are leaders in many of the cardiac im-
aging techniques and procedures used by centers across
the country.

Services include:
* Echocardiography (2D and 3D, fetal, transesophageal)
* Cardiac Computed Tomography (C-CT)
* Cardiac Magnetic Resonance Imaging (C-MRI)

HEART CENTER 2013

PULMONARY VASCULAR

DISEASE PROGRAM

With a constantly expanding program and commitment
to clinical research and comprehensive care, Primary Chil-
dren’s Heart Center has extensive experience treating pul-
monary vascular diseases, including Pulmonary Arterial
Hypertension; Pulmonary Hypertension associated with
Lung Disease, Liver Disease and Heart Failure; Pulmo-
nary Vein Stenosis, and more.

We understand that the care of children with pulmonary
vascular disease is challenging, with complex interactions

among the heart, lung, liver, immune system, and blood.
Care begins with proper testing and identification of the
causes and severity of the disease. All patients are given
every available option to combat their disease, improve
their quality of life, and increase their chance for long-
term survival. Finally, the program provides support for
the physical and emotional well being of patients and their
families, offering compassionate care and empowering pa-
tients with hope.
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HIGH RISK PROGRAM

To provide better follow-up and increase positive out-
comes for single ventricle patients during the precarious
interstage period between the first and second surgeries,
the Heart Center initiated an innovative High Risk Pro-
gram. The program developed several key protocols and
comprehensive procedures that the Center follows in or-
der to track patients’ weight-gain progress, and to monitor
other factors that are key to proper growth and develop-
ment.

Our Heart Center studied other centers that experienced
positive results from similar programs, took what we
learned and combined it with our own ideas and expertise
to create our High Risk program. Managed with great en-
thusiasm by three of our experienced nurse practitioners,
and overseen by pediatric cardiology, the program gives
parents 24/7 access to the nurse practitioners, provides
them with important training, and arms them with valu-
able information.

One of the program’s primary focuses is on goals and
strategies for feeding. Clinics are set up every two weeks
for parents to review feeding goals, to learn how to de-
tect early warning signs of trouble, and to cover other
important issues like infection prevention. Thanks to
support from Intermountain Healing Hearss, our pro-
gram is able to provide digital scales and oxygen satura-
tion monitors to the parents of every one of our single
ventricle patients.

Participation in the program empowers parents to be ac-
tively involved in their child’s care so they can manage
many issues at home without having to come back to
the hospital repeatedly or needing to rely on their pedia-
trician for complex cardiac problems.

ADULT CONGENITAL
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HEART DISEASE PROGRAM

The Heart Center provides a lifetime commitment to our
patients. Because nearly all patients need follow-up care
throughout adult life, we offer a full range of inpatient
and outpatient clinical services to adults with congenital
heart disease and pulmonary hypertension—from diag-
nosis to cardiac catheterization and surgical repair.

We partner with cardiac experts at Intermountain Medi-
cal Center and the University of Utah Hospital to provide
optimal cardiac care to adults with congenital heart dis-
ease. As the only program in the Intermountain West with

cardiologists and cardiothoracic surgeons who are board
certified in congenital heart disease, the Adult Congeni-
tal Heart Disease Program is devoted to treating patients’
physical, emotional, medical, and social needs. We per-
sonalize treatment for each patient, providing guidance
to individual patients on how their heart condition will
affect important touchstones of adulthood, such as em-
ployment, pregnancy, and physical activity. We have per-
formed hundreds of adult congenital operations at six in-
stitutions with a collaborative approach to these complex
problems.

Approximately 90% of those born with Congenital Heart Disease will survive

to adulthood.
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INTERVENTIONAL
CARDIOLOGY

Our Interventional Cardiology Program draws upon the
inventive thinking of our physicians and staff along with
exciting new advances in catheter-based technology in or-
der to develop better methods for treating patients. Our
dynamic team of cardiologists utilizes new technologies to
treat a full spectrum of congenital heart patients—from
premature babies that weigh less than a pound to full-
grown adults.

The Heart Center’s culture of collaboration encourages us
to look across departmental lines in order to devise the
best possible solution for each patient’s unique condition.
Our goal is to provide personalized care to treat complex
heart problems non-surgically whenever possible, thus re-
ducing the number of surgeries a patient will need over
their lifetime. Increasingly, we utilize a hybrid approach,
which combines surgery and a catheterization procedure.

Our innovative methods and track record of success have
led us to become one of the busiest centers in the country,
performing nearly 600 interventional catheter procedures
each year. Our center also works at the forefront of tech-
nology through our heavy involvement in device studies
and groundbreaking research projects that give patients
access to game-changing devices as soon as they become
available.

And, even though we utilize advanced technology and
cutting-edge procedures, we also understand the impor-
tance of personalized care and the human touch. Our pa-
tients often return to Primary Children’s many times for
follow-up procedures, so we develop strong relationships
with them and their families. We do everything we can to
explain procedures clearly, manage expectations, and offer
comfort and support.

MELODY VALVE

With an ongoing commitment to improving the lives of
patients with congenital heart disease through innovative
treatment options, the Heart Center first implemented
the game-changing Melody Valve procedure in 2010.

The Melody Valve procedure allows a patient’s pulmo-

nary valve to be replaced without open heart surgery. We
continue to be the only pediatric program performing
the procedure in a five-state area. The outcomes of the
procedure have been excellent and extremely beneficial
in improving patients’ quality of life. Now, rather than

facing the prospect of multiple open heart surgeries to re-
place the failing valve, candidates for the procedure have
the option to take advantage of this minimally invasive
procedure, which allows them to walk out of the hospital
with only a Band-Aid® covering a small incision on their
leg. Our heart experts have completed the procedure
more than 50 times and, with more patients scheduling
the procedure every week, the Heart Center has grown to
become one of the busiest Melody Valve programs in the
country.
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The Heart Center provides cardiac arrhythmia patients
with state-of-the-art evaluation and treatments, including
alternatives to daily medication through our electrophysi-
ology services. We have a full-time dedicated electrophysi-
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ology catheterization facility, equipped with cutting-edge,

integrated monitors and advanced 3D-imaging capabili-
ties. We use the most advanced technologies to provide
innovative new treatment methods, including ablations,

implantable devices such as pacemakers, cardioverter defi-
brillators, and cardiac resynchronization treatment (CRT).

Four board-certified physicians and specially trained staff
members utilize sophisticated 3D virtual reality cardiac
mapping technology to detect electrical abnormalities in
the heart without exposing the patient to radiation from
X-rays. More than half of the 150 cardiac ablations we
performed last year utilized this new technology to com-
pletely avoid the use of X-rays. Our specialists are so expe-
rienced with 3D mapping that we have trained other heart
centers in using the equipment.

Electrophysiology also manages 750 pacemakers and 230
defibrillators, primarily through home remote monitor-
ing, where we follow patients’ devices online. Online

monitoring allows us to manage all of our patients 24/7,
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ELECTROPHYSIOLOGY

even if they live hundreds of miles from the Heart Center.
Knowing that we are with them every step of the way gives
patients a comforting peace of mind.

The Heart Center’s invasive electro-
physiology service has had no unin-
tentional heart block in the last ten
years of ablations and no infections in
over three years. We've also been suc-
cessful in greatly reducing the number
of inappropriate shocks in patients
who have had ICDs. Nationwide,
25% of patients receive a shock when
they don’t need it. The Heart Center
has trimmed that down to 10%. The
Heart Center does more than half of
cardiac ablations with zero patient ra-
diation exposure.
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HEART TRANSPLANT

PROGRAM

Established over 25 years ago, Our Heart Transplant Pro-

gram consistently achieves excellent patient outcomes,

and is one of the most well-respected heart transplant pro-

grams in the country. Our transplant program has per-

formed more than 100 heart transplants in children. and
P

has collaborated with a team of experts through the Utah
Transplantation Affiliated Hospitals (U.T.A.H.) Cardiac

Transplant Program to care for 1000+ heart transplant re-
cipients. Our program brings together a multidisciplinary
team of physicians, nurses, social workers, pharmacists,
and other support services to provide children with end-
stage heart disease the opportunity to grow and develop
both physically and emotionally, and to become active
members of their families and communities.

A family with a child that needs a heart transplant rides a rollercoaster of

emotions, experiencing feelings of hope and determination offset by times of

anger, sadness, confusion, and frustration that can be overwhelming. That’s

why the Heart Center encourages open communication between our multi-

disciplinary team and patients’ families about the process, the progress, and

the challenges ahead.

HEART TRANSPLANT SURVIVAL OUTCOMES

0 .
Y0 One-Year Survival Rate
Jan. 1, 2008 — June 30, 2012

8 9%) Three-Year Survival Rate

Jan. 1, 2005 — June 30, 2010

The Heart Center’s heart transplant survival outcomes are among the best in the nation.

To view the report, please go to www.srtr.org

35




36 PRIMARY CHILDREN’S HOSPITAL

QUALITY

IMPROVEMENT

At the Heart Center, our physicians and staff of specialists
go to work every day with a mission to provide the highest
quality, safest, and most appropriate care for our patients.
With an unwavering commitment to find new and better
treatment methods and procedures, we've achieved tre-
mendous results and have become recognized as a national
leader in quality improvement.

Ny
Intermountain®
Healthcare

The Heart Center takes its cue from the culture of quality
improvement that permeates Intermountain Healthcare.
Led by Dr. Brent James, Chief Quality Officer for Inter-
mountain Healthcare, and one of the foremost quality
improvement innovators in the country, Intermountain
has a sterling reputation for quality improvement and was
applauded by President Obama during a discussion about
best practices in health care.
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The dedication to consistently refining treatment proto- compare data with other heart centers across the country
cols and measuring outcomes benefits our Heart Center  so that we can continually refine our treatments to achieve
patients in many ways. First and foremost, it ensures that  better outcomes for our patients.

our patients always receive current, high-quality care with
proven results. What's more, medical evidence and mea-
sured data show that higher quality care tends to cost less,
because patients usually experience fewer complications,
readmissions, and other issues requiring additional care.

To help us measure our performance and improve results,
the Heart Center is involved in several quality improve-
ment initiatives. These initiatives allow us to share and

NATIONAL PEDIATRIC CARDIOLOGY QUALITY IMPROVEMENT
COLLABORATIVE (NPC-QIC)

With a focus on single ventricle patients, the Heart Center is one of 47 heart centers working with NPC-QIC to im-
prove outcomes for children with cardiovascular disease. We compile and communicate patient information that goes
into the database and gain access to the data for hundreds of patients across the country. This allows us to see which
treatment methods and feeding protocols are working best for interstage patients. Parents of patients also actively par-
ticipate in NPC-QIC, sharing ideas on how to further refine protocols in order to maximize the effectiveness of treat-
ments.

NATIONAL CARDIOVASCULAR DATA REGISTRY (NCDR®) - IMPACT

The NCDR® is a national repository of cardiovascular data, which provides evidence-based quality improvement solu-
tions for cardiologists and heart specialists committed to measurement, improvement, and excellence in cardiovascular
care. The Improving Pediatric and Adult Congenital Treatment (IMPACT) Registry” focuses on pediatric and adult
patients who are undergoing diagnostic catheterizations and catheter-based interventions. The collection and analysis
of this data is helping to set national treatment standards for patients with congenital heart disease. The Heart Center’s
participation in the IMPACT Registry” allows us to identify opportunities for improvement and to immediately apply
emerging best practices to better serve our patients.

THE SOCIETY OF THORACIC SURGEONS (STS)

Our involvement with STS enhances the ability of our cardiothoracic surgeons to provide the highest quality patient
care—care that is based on measured data and medical evidence. The STS National Database was established in 1989 as
an initiative for quality improvement and patient safety. It has grown to include more than 4.5 million surgical records,
which help in creating nationally recognized quality measures and treatment protocols for all types of cardiothoracic
surgery, including congenital heart surgery. Our participation in STS also gives us access to resources that help the
Heart Center to optimize surgical outcomes.
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LEADING THE WAY

The Heart Center’s leadership, supported by both Inter-
mountain Healthcare and the University of Utah School
of Medicine, has always been dedicated to providing pa-
tients with the best and most up-to-date care possible.
Our commitment to research plays a vital role in our abil-
ity to offer cutting-edge care and has led us to carefully
design an infrastructure that allows for quick implemen-

BASIC SCIENCE RESEARCH

With a focus on understanding the molecular mechanisms
that drive both normal and abnormal heart development,
our research teams test the theories and principles that go to
the source of heart disease, resulting in increases in knowl-
edge that lead to new approaches for prevention, diagnosis,
and treatment options. Funded research from the National
Institutes of Health and a number of other foundations
form the basis of this support.

TRANSLATIONAL RESEARCH

tation into clinical practice of the latest research break-
throughs. This, in turn, has led to an impressive track re-
cord of being awarded grants to lead research studies on a
myriad of subjects. The scope of services that are available
at the Heart Center gives us the ability to participate in
nearly any kind of study on heart disease.

HEART CENTER 2013

UTAH POPULATION
DATABASE

Our research efforts are greatly enhanced by our unique
ability to tap into the Utah Population Database (UPD)
at the University of Utah—the only database of its kind

in the United States. The UPD provides Utah family his-
tory data and in-depth demographic information that is
used to support research on genetics, epidemiology, de-

mography, and public health.

' Primary Children’s Hospital ()

Salt Lake City, UT

Driven by the care needs of patients, our translational research
is a core part of the research efforts at the Heart Center. As
the interface between basic science and clinical medicine, our
translational research teams work to appropriately accelerate
the results of laboratory studies and clinical trials into new

drugs, devices, and innovative new treatments.
® PHN CORE SITES

CLINICAL RESEARCH

Our team of physicians and staff members includes dedicat-
ed researchers who take what they learn from patients back
into the lab in order to better understand the pathology of
heart disease and to find better ways to treat it. The Heart

PEDIATRIC HEART NETWORK

One of the primary sources of our funded studies comes from our participation in the Pediatric Heart Network (PHN).
Primary Children’s Heart Center is one of nine centers chosen to become core sites of the PHN, a collaboration of clini-
cal sites and a data coordinating center that conducts research studies with children who have congenital or acquired
heart defects. Created and funded in 2001, the PHN requires centers to compete for five-year grant cycles. The Heart
Center has been a core center for all three cycles thus far and is the only core PHN site in the entire western United

UNIVERSITY OF UTAH
SCHOOLC"MEDICINE
Center is involved in numerous clinical trials, and our re-

searchers are leading several studies that aim to transform

pediatric heart care. States, making us one of the nation’s leading pediatric heart research facilities.
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FAMILY-CENTERED

CARE

In addition to providing top-quality medical care, the
Heart Center also features a healing environment that
supports patients and families through the stresses that ill-
ness can cause. We constantly seek feedback from both
patients and parents to develop and streamline processes
that will provide emotional and social support and im-
prove patients’ experience.

Ronald McDonald Family

Room

This spacious, hospitality-based area on the west side of
the hospital offers family members of patients the com-
forts of home with the added bonus of stunning views of
the Salt Lake Valley. The Ronald McDonald Family Room
contains washers and dryers, private bedrooms for naps or
overnight sleep, bathrooms with showers, a business cen-
ter with computers and Internet access, and a beautifully

equipped kitchen that’s stocked with food.

The Ronald McDonald Family
Room averages more than 180
visitors each day, with families
coming from multiple states.

Our Patient and Family Support Services utilize medi-
cal social workers, child life specialists, music therapists,
inter-faith chaplains, and over 900 volunteers to engage
patients and family members with therapeutic activities,
positive distractions, and social support to promote phys-
ical, emotional, and spiritual healing. We work hard not
only to keep our patients alive, but to help them to enjoy

life.

Music Therapy

Music therapy can take place individually in patient
rooms or in groups in our dedicated music therapy room,
Sophie’s Place, which is loaded with guitars, drums, and
other instruments. The space was designed to inspire cre-
ativity and looks like the world’s coolest jam space—it
even has a fully functioning recording studio.

Playroom

Our newly remodeled playroom features toys, books,
games, and other activities for children of all ages. This
large, colorful play area includes an arts-and-crafts area,
a sensory therapy room, medical toys that help children
understand procedures, an outdoor patio brimming with
plants and fresh air, and a teenage lounge with WiFi, com-
puters, and video games.

23 different therapy animals—
from a tiny, 3-pound dog to a
120-pound pooch—visit the
Heart Center on a regular basis,
comforting patients and bringing
smiles to their faces.

Spiritual Care

Many people associate Primary Children’s with the LDS
faith. Like many healthcare facilities, our hospital was
started by a religious entity, but Primary Children’s is now
part of the Intermountain Healthcare network and is no
longer affiliated with the LDS church. Patients and their
families can rest assured that chaplains are available to in-
dividuals, families, and staff members of all religions and
faiths, and to those with no faith tradition, but are look-
ing for spiritual strength. Members of the Spiritual Care
Team make more than 3000 visits with patients, families,
and staff each year. Team members come from a variety of
faith backgrounds, including Catholic, Protestant, Latter-
day Saint, Jewish, Hindu, Buddhist, Native American,
and Spiritual-Not-Religious, to mention a few.

Children’s School Services

With strong connections to school districts in a five-state
region, our Children’s School Services help to ensure that
each patient receives proper school instruction while in
the hospital. Even after the patient is discharged, we con-
tinue to assist with the transition back into school, making
sure all the necessary accommodations are put into place
to meet the recovering student’s ongoing needs.
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Primary Children’s Language

Services conducted over 20,000

medical interpretation sessions in
2012 with interpretation provid-
ed in 41 different languages, in-
cluding Spanish, Nepalese, Man-
darin, Arabic, and Portuguese.

In addition to the highlighted services, Primary Children’s
offers many other Patient and Family Support Services,
including:

* Medical Social Work

* Child Life Specialists

* Language Services

e Palliative Care

* Volunteer Services

* Bereavement Program

* Family Advisory Council
* Youth Advisory Council
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