First-Class Center,
World-Class Care
A Plan in Support of
Connecticut Children’s
New Infusion & Dialysis Center

To Benefit Patients at
Connecticut Children’s Medical Center
a

EQUIPPED WITH ONLY SIX
INFUSION CHAIRS, THE
363-SQUARE-FOOT ROOM BUILT
IN THE GASTROENTEROLOGY
DIVISION IN 1996 CAN NO
LONGER COMFORTABLY
ACCOMMODATE OUR GROWING
PATIENT POPULATION.

3,400

That’s how many infusions will have taken place
at Connecticut Children’s Medical Center by year’s end.
While the number of pediatric patients requiring regular intravenous
(IV) infusions is large, the room in which they receive them is not.
Equipped with only six infusion chairs, the 363-square-foot room built
in the Gastroenterology Division in 1996 can no longer comfortably
accommodate our growing patient population. Although the infusion
room remains functional, it is often crowded and offers little privacy
for patients and their families; overcrowding, in turn, can lead to some
children receiving their infusions in distant areas of the hospital, creating
additional stress and anxiety for young patients.
Meanwhile, those who need pediatric outpatient dialysis services must
travel to distant locations, such as Boston, New York or Philadelphia.
This means children as young as 15 months of age who need these
services to live must travel to adult dialysis centers elsewhere in the state.

But with your help, we can change all that.
As a world-class, nationally renowned medical center, Connecticut
Children’s is committed to providing the best care possible for all patients.
With your gift, we can help even more children by creating a larger center
where kids can receive infusions — and outpatient dialysis services —
in comfort and privacy.
We invite you to join us as we create a new Infusion & Dialysis Center
at Connecticut Children’s — a first-class center, where children
throughout the state and across the region can receive world-class
care close to home.
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WHO NEEDS

Meet Chloe

INFUSION
THERAPY?

Chloe, a full-time student at Branford High School, leads a very active life. She studies
photography, painting, drawing and printmaking, and is a member of the high school dance
team. She also takes guitar, singing and acting lessons, goes into New York to audition for
parts and is creating a nonprofit organization with a friend to bring the arts to underserved
communities.
But Chloe also spends a good portion of her time every six weeks at Connecticut Children’s
Medical Center, where she undergoes infusion therapy, receiving medication intravenously —
just like a lot of other patients with inflammatory bowel disease (IBD).
When she was 11, Chloe began having terrible stomach aches, which got
worse over time, and were eventually combined with constipation, anemia
and extreme weight loss. Her hair was coming out in clumps.
“It was scary and bizarre to see a kid be so sick,” her mother, Tina, recalls.
“There were times she couldn’t get out of bed.”
After local medical facilities provided very unsatisfying care, her mother
brought her to Connecticut Children’s, where she was diagnosed with
ulcerative colitis, a form of IBD.

“IT’S BECOMING
MORE CROWDED
IN THERE,” HER
MOTHER, TINA,
SAYS. “LAST TIME
WE WERE THERE,
A FAMILY HAD TO
STEP OUT TO MAKE
MORE ROOM FOR
PATIENTS.”

Care in a Crowded Treatment Room
Chloe was prescribed Remicade®, a biologic drug, which is administered in the infusion
room in the Gastroenterology Division in a two-hour session every six weeks. The process
is easy enough and the staff are very caring, but the relatively small facility is frequently
overwhelmed by the need. For kids already struggling with how to cope with this type of
chronic illness, a cramped and crowded space can make the adjustment even more difficult.
“It’s becoming more crowded in there,” Tina says. And there is little privacy. “If you’re trying
to give the intake people your information about current medication and such, it’s hard to
maintain a patient’s confidentiality. Last time we were there, a family had to step out to
make more room for patients.”
Tina says she is looking forward to a new Infusion & Dialysis Center at Connecticut

For patients like Chloe, infusion therapy is a part of life.
At Connecticut Children’s Medical Center, we want to

Children’s, where there will be private rooms large enough to accommodate families as well
as space to converse with other patient families. “I think it would be nice to have a spot that
may help families or patients connect and communicate if they feel up to it,” she adds.

optimize care for all patients who need infusion therapy
by creating a new Infusion & Dialysis Center to better
meet and support their needs.
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CONNECTICUT CHILDREN’S NEW INFUSION & DIALYSIS CENTER

First-Class Center,
World-Class Care
Infusion therapy can be an isolating and challenging experience for children with chronic conditions.
For some children, infusions can begin at a very early age, shaping what may become a “new
normal” for them. At Connecticut Children’s Medical Center, we are committed to enhancing the
care experience for these patients. With philanthropic support, we will create a new state-of-the-art
Infusion & Dialysis Center in a single, centralized location to meet the unique needs of pediatric
patients who require this type of therapy. With your support, this new space will improve the overall
care experience for children and their families as well as provide an opportunity to offer outpatient
dialysis services for the very first time. This new Infusion & Dialysis Center will allow us to address
the need for additional clinical space, optimize care and expand services for an ever-increasing
number of pediatric patients.
The existing Infusion
room in the Division of
Gastroenterology is small
and lacks privacy for
patients and their families.

With your help, we will build a first-class center, where Connecticut Children’s pediatric specialists
will deliver world-class care to even more children from across the region.

Who Needs Infusion Therapy?
Infusion is the term for administering drugs
and treatments intravenously when a child’s
illness is serious enough that oral or injected
drugs cannot do the job. For some patients,
a single visit may be all that’s needed, but for
patients with more challenging conditions,
like Crohn’s disease, the need for infusion is
ongoing, requiring weekly or monthly visits
that can last all day and may go on for years.
Infusions can range from 30 minutes to eight
hours, depending on the condition being
treated. At Connecticut Children’s, infusion
therapy is administered to infants, children and
adolescents who require intravenous therapy
for a variety of acute and chronic illnesses,
such as gastrointestinal disorders, juvenile
idiopathic arthritis, infectious diseases, immune
deficiencies and endocrinology disorders, to
name a few.
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GROWING BY LEAPS AND BOUNDS
Since opening in Hartford in 1996, Connecticut Children’s Medical Center has been constantly growing,
adding services, staff and equipment. But as our reputation and our capabilities have grown, so too has the
number of families and children seeking our services. As a result, we find ourselves requiring more space.
One of the areas in greatest need of expansion is our infusion facilities — often small spaces tucked away
in tight quarters throughout the Medical Center.
Currently, very sick patients receive infusions on the inpatient floors, in the Hematology/Oncology Clinic or
in the Emergency Department (ED). This can affect care. If a cancer patient is in urgent need of an infusion
and no chairs are available in Hematology/Oncology, for example, the patient would be sent to the ED to
undergo treatment. This occurs at least twice a month. Treatment for a chronic illness in the ED not only
reduces the capacity of the ED, it is a stressful setting for infusion patients and their families.
The infusion room in the Gastroenterology Division is equipped with six infusion chairs. But as the need
continues to outgrow the 363-square-foot space, patients and their families may begin to feel confined and
restricted in this crowded room. For young children, this space becomes even more intimidating when there
isn’t a place to regroup and find relief from the invasive procedures required for infusion therapies. In nearly
all cases, there is very little privacy for children who require infusion therapy, and there isn’t enough space
for their families to stay with them.
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TOUCHING MANY LIVES
Gastroenterology
The importance of the new Infusion & Dialysis Center can be seen
when you consider the size of the programs it will serve. For example,
Connecticut Children’s has one of the largest clinical-care practices in
the country for Crohn’s disease and ulcerative colitis, collectively known
as inflammatory bowel disease. We follow 800 patients, with 80 to
90 new cases diagnosed each year. Not all of these patients require
infusion, but many of them do. Gastroenterology patients receive the
highest infusion volumes of all patients at Connecticut Children’s.

Rheumatology
While Gastroenterology patients make up the majority of those
requiring regular infusions at Connecticut Children’s, children with
a variety of other conditions will also be served by the new Infusion
& Dialysis Center. Pediatric patients with rheumatology disorders,
such as juvenile idiopathic arthritis, systemic lupus, spondyloarthritis,
and uveitis, which produces swelling and destroys eye tissue, will
greatly benefit. The Division currently uses three different locations
in the Medical Center for infusion therapy, and a new facility would
centralize and consolidate care.

A STRATEGY FOR CHANGE
With donor support, Connecticut Children’s is planning to build a new Infusion & Dialysis Center,
where infusions for Crohn’s disease, ulcerative colitis, juvenile idiopathic arthritis, kidney disease and
a host of other chronic conditions will be administered in a single location. (Hematology/Oncology
patients will continue to be treated in the Center for Cancer & Blood Disorders.)

Connecticut Children’s currently administers more than 3,000 infusions each year. As infusion
volumes continue to rise, the new Infusion & Dialysis Center will enable us to handle the increase in
an open, child-friendly space that allows for private treatment bays large enough to accommodate
families. The number of infusion chairs will increase from six to 13, with three dedicated to pediatric
outpatient dialysis — a service not currently available in the state, making Connecticut Children’s the
first and only Medical Center in our region to offer it. The new Infusion & Dialysis Center will feature

state-of-the-art equipment and, of course, the most dedicated and caring staff anywhere.

Connecticut Children’s new

• Gastroenterology

• Neurology

Infusion & Dialysis Center will be

• Rheumatology

• Cardiology

used by patients being cared for

• Infectious Disease

• Pulmonology

by the following Divisions:

• Endocrinology

• Urology/Nephrology
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• Genetics

Infectious Disease
Patients from the Division of Infectious Disease will also benefit.
Some of these patients receive infusions every three to four weeks
and undergo prolonged infusions of four to six hours. Patients with
common variable immune deficiency and hypogammaglobulinemia (low
levels of antibodies in the blood) require life-long therapy, and in many
cases their illnesses start to define them. It is, therefore, imperative to
normalize their treatments and make the experiences during infusion
therapy as pleasant as possible. During this time, these patients need
space to play and relax, as well as have access to activities and Child
Life experts. Also, because these patients and their families have to
take time off from school or work to attend treatments, they need space
and resources to work quietly.

AS INFUSION VOLUMES
CONTINUE TO RISE,
THE NEW INFUSION &
DIALYSIS CENTER WILL
ENABLE US TO HANDLE
THE INCREASE IN AN
OPEN, CHILD-FRIENDLY
SPACE THAT ALLOWS
FOR PRIVATE TREATMENT
BAYS LARGE ENOUGH TO
ACCOMMODATE FAMILIES.
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WHO NEEDS

Meet Michael

INFUSION
THERAPY?

No one could tell Meagan Ribera what was wrong with her son. She had taken him to doctors across
New England without getting an answer. All she knew was that he had multiple issues: He was blind
in one eye and had 20/400 vision in the other; he was born with a hole in his heart; had orthopedic
problems; multiple cardiac concerns; developmental delays; cognitive delays; and a speech disorder
called childhood apraxia of speech. Worst of all, he suffered constant severe respiratory problems.
“He was pretty much chronically sick for the first eight years,” Meagan says.
The situation came to a head on October 26, 2012. “He didn’t look good; he didn’t sound good,”
Meagan recalls. “He was sitting next to me and his breathing sounded weird. He has trouble with his
speech, so it’s hard for him to try to put into words what is wrong. I looked over at him and he said, ‘I
can’t breathe. I need doctor.’ When he put those words and those sentences together, I knew he was
in trouble.”
Then Michael started breathing really noisily and hard: His stomach was going in to the point where
you could see his ribs, then his stomach extended so far out that he looked pregnant. “I called my
husband and said, ‘Michael’s gray and he’s not breathing right!’ And my husband said, ‘Call 911!’” As
she talked with the 911 operator, Michael threw up, had a seizure, and lost consciousness. “I was
sitting on the kitchen floor crying, holding him. I remember I had the phone on speaker, and I was
screaming, ‘He’s dying!’ I thought he was dead in my arms,” she said.
Michael survived that incident, thanks to the skill of the medical staff at Connecticut Children’s, but
there was still no answer about why he was having these respiratory issues. Then, at his next regular
appointment, Michael was referred to Nicholas Bennett, MBBChir, PhD, who had just joined the staff.

Life-Saving Infusion Therapy
“Once I saw him, I could see the problem,” Dr. Bennett recalls. “It was one of those situations where I
walked into the room and said, ‘I know exactly what’s wrong with your son, and I can get him better.’”
Dr. Bennett had looked at Michael’s immunology tests and recognized hypogammaglobulinemia, a
rare disorder that compromises the immune system and was responsible for his respiratory problems.
More sophisticated genetic tests revealed that he also had oculofaciocardiodental syndrome (OFCD).
Michael is one of only a handful of boys to survive with OFCD, and is almost certainly the only boy on
earth to have both OFCD and hypogammaglobulinemia.

“It took me two years before I could see Dr. Bennett
without crying,” Meagan says, “because he literally
saved Michael. This simple little drip has been so life-

To treat the respiratory problem, Dr. Bennett started Michael on immunoglobulin, which is delivered
intravenously in four-hour infusion sessions once a month. The results were both rapid and dramatic.
Within two or three weeks, his respiratory problems had vanished. He no longer suffers massive
breathing crises, and he is able to go to school without losing months to his illness.

altering; it literally saved my child’s life.”
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Helping Many More Patients
Endocrinology

Urology/Nephrology

Some pediatric patients with severe bone
disease — patients with multiple fractures or
osteoporosis — may require bisphosphonate
infusions. Bisphosphonates slow down or prevent
bone loss and can help to strengthen bones.
Infusion therapy is administered on a recurrent basis
according to the condition being treated.

Urology patients with prune belly syndrome, posterior
urethral valve and genitourinary anomalies will be
among those using the new Infusion & Dialysis
Center. Prune belly syndrome is an uncommon
congenital condition in which the abdominal
muscles are weak or absent, the testes in boys are
undescended (or, less commonly, there are genital
abnormalities in girls) and the bladder is expanded,
with problems in the upper urinary tract. Posterior
urethral valve happens when a valve-like structure
forms in the urethra and keeps urine from passing
freely. The urine backs up, causing damage to all the
upstream parts of the urinary tract. And there are a
number of other genitourinary anomalies that can
also cause problems in the urinary tract. All of these
conditions make the child more prone to long-term
damage to their kidneys and, potentially, renal failure.
These patients can use the Infusion & Dialysis
Center to receive treatments needed as a result
of renal failure.

Endocrine stimulation tests, such as growth hormone
stimulation tests, are conducted to check for
hormonal abnormalities. Infusion times for these
types of tests vary from one to three hours.

Genetics
Patients in the Genetics Division at Connecticut
Children’s currently use infusion services for port
flushes. Surgically placed beneath the skin, a port
is a device that provides repeated and long-term
access to a patient’s bloodstream, allowing for the
delivery of antibiotics, IV nutrition and other IV fluids.
Ports, which are attached to a catheter that enters a
large vein, must be flushed regularly with a special
solution to guard against blockage, and every few
weeks when not in use.

Neurology
Patients with immune-mediated neurological
disorders may also be candidates for infusion
therapy. Those with myasthenia gravis, a condition
causing abnormal weakness of certain muscles,
may undergo plasma exchange, to remove harmful
antibodies from the blood in an effort to improve
muscle strength. Patients with autoimmune
myasthenia gravis are also treated with intravenous
immunoglobulin, a blood product that comes from
donors and affects the creation and function of
antibodies.
Pediatric patients with genetic disorders, such
as Pompe’s disease, a rare muscle glycogenstorage disease, receive life-saving enzyme
replacement therapy via infusion. So do patients
with mucopolysaccharidoses, a group of metabolic
disorders caused by the absence or malfunction of
10

lysosomal enzymes, affecting different parts of the
body, including the skeleton, brain, skin, heart and
central nervous system.

Cardiology
In addition to treating pediatric patients, Connecticut
Children’s offers a full range of inpatient and
outpatient clinical services to adults with congenital
heart disease. Heart failure, sometimes referred to
as congestive heart failure, occurs when the heart
doesn’t pump blood as well as it should, leading to
a buildup of fluid in the lungs and surrounding body
tissues. Heart failure may lead to breathing difficulty
and swelling in the body. IV medications given
through an infusion pump can eliminate excess fluid
from the lungs and body, thereby making an injured
or weakened heart work more efficiently, provide
relief and control symptoms of heart failure.

Nephrology patients with lupus and various forms
of nephritis, an inflammation of the kidneys, will
be among those undergoing lengthy infusions at
the Infusion & Dialysis Center. Lupus, a chronic
inflammatory disease in which the body’s immune
system attacks its own tissues and organs, can affect
the joints, skin, kidneys, blood cells, brain, heart and
lungs. Steroids, which can be administered orally or
intravenously, work to decrease the swelling, warmth,
tenderness and pain associated with inflammation.
If a child’s kidney function becomes significantly
impaired, dialysis may be required. Dialysis, which
involves a special machine that functions like an
artificial kidney, may be a temporary treatment or a
permanent necessity for patients whose kidneys are
severely damaged.

Pulmonology
Pulmonology patients with immune deficiencies who
require intravenous immunoglobulin (IVIG) will also
undergo treatment at the new Infusion & Dialysis
Center. IVIG is used to treat disorders of the immune
system or to boost the immune response to serious
illness.
Patients who receive high-dose pulse steroids on a
weekly or monthly basis for interstitial lung disease
will also be treated there.

First Pediatric Outpatient Dialysis Center in the State
In addition to enhancing collaboration across Divisions and specialties to improve patient care, the
new Infusion & Dialysis Center will provide a dedicated space to begin offering the first outpatient
dialysis facility for pediatric patients in the state. Currently, there is no stand-alone pediatric
outpatient dialysis center in Connecticut; to receive dialysis as an outpatient, children must travel to
adult centers, which can be difficult for patient families.
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WHO NEEDS

Meet Jack

OUTPATIENT
DIALYSIS?

Even before their son was born, Cara and Jon Regan knew that Jack was going to have kidney
problems. When Cara was 22 weeks pregnant, doctors found a urinary tract obstruction and
a malformed urethra. The obstruction caused fluid to build up in Jack’s belly and, at 34 weeks,
when Jack’s belly was bigger than his head, the doctor decided the baby had to come out.
Jack was delivered by Caesarean section and was kept in the Neonatal Intensive Care Unit for
another seven weeks while his medication was sorted out.
But even with medication, there were problems. “He wasn’t growing the way he should, because
without proper kidney function, it was tough keeping down what little nutrition he did take,”
Cara recalls. “After his first year, Dr. Cynthia Silva said she thought it was time for dialysis, with
an eye toward kidney transplantation.” So, Dr. Silva and her team started Jack on peritoneal
dialysis, which could be conducted at home. He required this for nine months until he received
his transplant. “He had a catheter in his abdomen, and we would hook him up to a machine
every night,” Cara explains. “The solution would fill his stomach, stay there for a while absorbing
waste and then everything would transfer out through a drain plug. This would occur up to 10
times while he was asleep. The key piece for us was the coordination between providers to
adjust medications and time on the dialysis machine when they weren’t seeing the numbers they
wanted after his weekly blood draws.”

Long-Distance Dialysis
Learning to conduct the dialysis required two weeks of training for both Cara and Jon at an adult
dialysis center in Bloomfield, as Connecticut Children’s had no provision for outpatient dialysis.
“At times, we were seeing the nephrologist more than once a week,” Cara says. “I definitely think
that if the Infusion & Dialysis Center had been at Connecticut Children’s, it would have made
coordination between all our providers easier, instead of having them drive to Bloomfield to meet
us at the dialysis center there.”

With a new Infusion & Dialysis Center at Connecticut Children’s, pediatric patients
from across the region who need outpatient dialysis will receive coordinated care
in one location. However, one patient the new Center will not be seeing is Jack:
In 2016, he received a kidney transplant. “He now has a beautiful, adult kidney in
him,” Cara says proudly, “and he’s doing well. He’s growing like crazy.”
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“There were so many people involved,” she recalls. “It’s not just the one doctor who orders
dialysis. Nutrition is involved, nursing is involved, and the dialysis nurses and doctors have to
decide whether to change the solution the child is on, or the amount of time he’s getting dialysis.
All that needs to be coordinated. There were definitely instances when we were at the dialysis
center and they had to call over to Connecticut Children’s to get a question answered or to share
something. And because they didn’t share computer systems in terms of medical records and
care, there was a lot of back and forth — a lot of back and forth.”
The new Center will allow the doctors to offer a higher level of care for other pediatric patients
like Jack, the Regans agree.
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A World-Class Center for Nephrology
Fellowships & Transplant Services
One of the benefits of having an outpatient dialysis facility at Connecticut Children’s is
that it will support a nephrology fellowship. Connecticut does not have a lot of pediatric
nephrologists, and many physicians opt to remain at the institution where they did
their fellowship. Having a fellowship here will enhance recruitment. In addition, offering
outpatient dialysis services lays the foundation for our growing transplant program.

The Center for Kidney & Bladder Disorders at
Connecticut Children’s merges two of the Medical
Center’s premier programs: Urology and Nephrology.
Our Urology and Nephrology physicians and
researchers are recognized nationwide for excellence
in patient care, teaching and research.

Dialysis and transplant services at Connecticut Children’s will also help critically ill
babies in our Neonatal Intensive Care Units. Babies who are born prematurely with
kidney problems usually have poor lung development and are unable to receive standard
dialysis services. These babies require a highly specialized type of dialysis that can
only be given at experienced pediatric hospitals with in-house dialysis services, like
Connecticut Children’s. These babies will remain on dialysis until they are able to get a
kidney transplant. Ideally, they hope for a family member to be a living donor; if this is not
an option, they must wait for an available donor. Having a new state-of-the-art Infusion
& Dialysis Center at Connecticut Children’s will help us provide all children requiring
dialysis services with the care they need locally, provided by doctors and nurses trained
exclusively in pediatric nephrology.
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The plan for our new Infusion & Dialysis
Center will result in approximately
10 times the existing space,
allowing us to meet the growing
needs of pediatric patients
throughout the region.
Future Infusion &
Dialysis Center
Existing
Space

Summary
From Gastroenterology patients with inflammatory bowel disease to
Neurology patients with immune-mediated neurological or genetic disorders
and Endocrinology patients with severe bone diseases, a new Infusion
& Dialysis Center at Connecticut Children’s Medical Center will greatly
enhance the quality of care for our pediatric patients. Not only will it benefit
patients requiring infusion therapy, but it also will provide the first pediatric

Your Gift in Action
Your gift today will help ensure that Connecticut Children’s Medical Center will have the
resources needed to fund the new Infusion & Dialysis Center, an open, child-friendly space
that will allow for private bays large enough to accommodate families, while centralizing and
enhancing care for pediatric patients requiring infusion therapy. It will allow us to expand care
by offering pediatric outpatient dialysis — a service not currently offered in Connecticut.
For more information on how you can help, please contact Connecticut Children’s
Medical Center Foundation at (860) 837.5700.

outpatient dialysis center in the state. It will also increase efficiency of
nursing staff and shared resources, and it will offer children and their
families the opportunity to socialize and build relationships, while receiving
the highest quality of care across the region.
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On behalf of families with children requiring infusion
therapy or outpatient dialysis, thank you for your support
of Connecticut Children’s new Infusion & Dialysis Center!

About Connecticut Children’s Medical Center
Connecticut Children’s Medical Center is the only hospital in Connecticut dedicated exclusively to the
care of children and is ranked by U.S. News & World Report as one of the best children’s hospitals in
the nation. With a medical staff of more than 1,000, Connecticut Children’s provides comprehensive,
world-class health care in more than 30 pediatric specialties and subspecialties. Connecticut Children’s
Medical Center is a not-for-profit organization, which serves as the primary pediatric teaching hospital
for the UConn School of Medicine, has a teaching partnership with the Frank H. Netter MD School of
Medicine at Quinnipiac University and is a research partner of The Jackson Laboratory. Connecticut
Children’s Office for Community Child Health is a national leader in community-based prevention and
wellness programs.
To learn more about Connecticut Children’s Medical Center,
please visit connecticutchildrens.org.
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282 Washington Street • Hartford, CT 06106
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