Jamie Swartzel

20 Claiborne Court
Florence, KY 41042
August 22, 2013

Dr. Dorothy Perkins
Superintendent

Gallatin County Schools
75 Boardwalk

Warsaw, KY 41095

Dear Dr. Dorothy Perkins:

I am requesting maternity leave from the Gallatin County School District from November
25, 2013 until April 6, 2014 with the impending arrival of Jeffrey Thomas Swartzel. My
due date is Thursday, December 5, 2013 but I am under the watchful eye of my
obstetrician with having a high risk pregnancy.

[ am requesting an extension of my maternity leave because Jeffrey Thomas has already
been diagnosed with Hypoplastic Left Heart Syndrome. He will have a series of two
surgeries prior to being a year old. The first surgery will be completed within the first
week to ten days of his life, while the second surgery will be performed when he is three
to seven months of age.

Sincerely,
arfiie Swartzel

7" and 8™ Grade Mathematics Teacher
Gallatin County Middie School




Hypoplastic Left Heart Syndrome (FHILHS) | Diagnosis & Norwood Procedure

Heart Institute Encyclopedia €x ((3:' Ii;'ﬁ!(lj’!pggs

Hypoplastic Left Heart Syndrome / Norwood Operation

Hypoplastic Eeft Heart Syndrema (HLHS) is one of the most complex cardiac defecis =

seen in the newborn and remalns probably the most challenging to manage of all @Grossaw

congenital heart defects. It is ene of a group of cardiac anomalies that can be grouped & Flash E araphla
3 movie 2B gummary

together under the description "single veniricle” defects.

Exampte of a normal heart Exampie of Hypoplastic Left
Heart Syndroime

1. Hypoplastic ascending acrta and aortio arch.

2. Hypoplastic left ventricls.

3, Large patent ductus arteriosus supplying the onty source of blood flow lo the body.
4

. Atrial septal defect aliowing blood retuming from lungs to raach the single yentricls.

In a child with Hypoplastic Left Heart Syndrome, alt of the structures on the jeft side of the heart {fhe side which receives
oxygen-rich blood from the lungs and pumps it out to the body) are severely underdeveioped.

The milral and aortic valves are eifher completely "atretic” (closed), or they are very small. The left ventricle itself is tiny, and
the first part of the aorta is very small, often only a few mitimeters & dgameder.

This results in a situation where the left side of the heast Is completely unabie to support the circutation needed by the body's
organs, though the right side of the heast (the side that delivers blood to the Iungs) is typically nomally devetoped,

Blood returning from the lungs to the left atrium must pass through an atrlal septal defect (ASD) to the right side of the heart.

The right ventricle must then do a "double duty” of pumping blood both to the lungs {via the pulmonary artery) and out to the
body (via a patent ductus arteriosus (PLA)). The patent ductus arteriosus, a nommal structure in the fetus, is often the oniy
pathway through which blood can reach the body from the heat. When the ductus arteriosus begins to close, as it typically
does In the first days of life, the bload flow to the body wii severely diminish resulting in dangerously tow blood flow to vital
argans and leading to shock. Without treatment, Hypoplastic Left Heart Syndrome is uniformly fatal, often within the first hours

or days of Hfe,

Signs and Symptoms

As mentioned above, infants with Hypoplastic Left Heart Syndrome can develop Ffe-threatening shock when the ductus
arteriosus begins to close. En most cases, however, the ductus arteriosus Is widely open at the time of birih, supplying the
biood flow to the body and bables may not be diagnosed right away. As the ductus arteriosus closes, which it typically willin
most Infants in the first haurs or days of life, the perfusion fo the bady is seriously diminished and shock rapldly ensues.

Newboms with Hypoplastic Left Heart Syndrome will typically have lower-than-normal oxygen salurations. This is because all
of the blood from the lungs (the oxygenated “red” bleod) mixes together in the single right ventricle before being pumped out
of the lungs and body. Cyanosis, therefore, may be the first clue to the pressnce of a serious underlying cardiac condifien.
Respiratory distress (difficult or fast breathing) is often present because the lurgs will tend to recelve an excessively large
amount of blood flow. There is often no or just a faint murmur present in newboms with Hypoplastic Left Heait Syndrome.

The pulses may be very weak In afi exlremities on examination depending on flow through the ductus arteriosus. Lethargy,
poor feeding, and worsening respiratory distress may be seen as the duclus arteriosus closes. Ulimately, severe shock
resuling In seizures, renat failure, liver failure, and worsening cardiac finction may develop. Whether these problems are
reversible depends on bath the severlty and the duralion of shock.

http://Www.ciﬂcinnatichildrens.org/patients/child/encyciopedia/defects/hlhs/
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Diagnosis of Hypoplastic Left Heart Syndrome

This heart defect Is one of the most readily diagnosed on fetal echocardiograms and Is one of the most cornmon cardiac
defects picked up on screening obstetrical ultrasounds. Such early diagnesis of the ancmaly allows for prompt intervention for
stabilization at the time of birth so that severe shock may be avolded.

Planning to defiver such an infant at a hospital capable of apgressive newbom resuscltation Is important in improving the
chances for a good outcome.

Echocardiography is the principal method of diagnosing Hypoplastic Left Heart Syndrome, it can give detailed information of
the anatomy of the various cardiac structures affected in Hypoplastic Left Heart Syndrome, as well as Important information
about the function of the right ventricle, the hean valvas, the size of the atrlal septal defect (important for btood mixing) and the
size of the patent duclus arteriosus.

Cardiac catheterizalion is rarely used as part of the inilial evaluation, with this heart defect due to the high risks in an often
unstable newbom, Gathelerization, though, does play an Imponiant rele in the evaluation of the cardiopulmenary funchion and
anatomy in older children with Hypoplastic Left Heant Syndrome whila pianning for Jater stages in the treatment.

Treatment of Hypoplastic Left Heart Syndrome
The management of the aewbom with Hypeplastic Left Heart Syndrome can be divided into the inilial stabifization period and
the operative / post-operative period.

If the fetus has been diagnosed before delivery, stabilization measures are starled immediately so the newbom does not
become unstable. In newborns that are delivered and then suspected of having Hypopastic Left Heart Syndrome, stabilization
begins even while diagnostic tests are going an. The rapld stabllization of these infants must begin as soon as the diagnosis is
suspected.

Catheters are piaced, usually in the umbilical blood vessels, which allow medications to be given and blood to be ¢btained for
testing. An infusion of prostaglandin, a medication that prevents the patent ductus arterlosus from closing, is begun, thus
maintaining the pathway for blood to reach the body from the right ventricle.

Even though the Infant may have low oxygen salurations, supplementa$ oxygen is avolded since it tends to promote more
blood flow to the lungs which may steal blood flow from the bedy and place excessive demands on the already stressed single
right ventricle.

Manipulations of medications and respiratory freatments (including possible mechanical ventilation) are performed to optimally
balance the flow of blood to the body and the flow of bleod to the fungs.

Clese monitoring is essential 1o detect any organ dysfunction and maintain cardiopulmonary stability because infants with this
anomaly may be very unpredictable and undergo quite sudden changes,

There are essentially three treatment optlons that have been proposed for children with Hypoplastic Left Heart Syndrome.

In the past, due to poor autcomes with available treatments at that time, no treatment was often recommended. Today it is
rare that a family may choose net to (reat a child with Hypoplastic Left Heart Syndrome, though In cases when the infant is
unable to be satisfactorily stabilized no treatment may be advised,

Cardiac transplantation in the newbern period is performed as primary treatment for Hypeplastic Left Heart Syndrome &l some
centers in this country. While transplantation has the adventage of replacing the very abnormal heart of a child with
Hypoplastic Left Heart Syndrome with one of normal structure, this treatment is Bmited by the scarcity of newbom organs
available for ransplantation and the life-long need for anti-rejection therapy. Addilionally, although outcomes for
transplantation continue to improve, and the incidence of rejection is lowest in pallents transplanted as newboms, the average
life span of the lransplanted heart is limited (curmently less than 15 years).

The most commonly pursued treatment for Hypeplastic Left Heart Syndreme |s "staged reconstruction” in which a serles of
operalicns, usually three, are performed to reconfigure the child's cardiovascular system to be as efficient as possible despite
the lack of an adequate left ventricle. These surgeries do not corract the lesicn, and are instead considered "palfialive”.

The first operation in the staged approsach is known as the Norwoed operation and Is typlcally performed in the first week of
life, With the Norwood operation, the right ventricle bacome the systemic or main ventricle pumping to the body. A "new” or
"neo* actta is made from pari of the pulmonary artery and the original, iny acria, which is reconstaucted / enlarged o provide
blaod flow to the bady, Finally, to provide blood flow to the lungs, a small lube graft is placed either from an arfery to the lung
vessels (called a modified Blafock-Tausslg shunt} or from the right ventricle to the lung vessels (called a Sano modification).
Because of the extensive reconstruction of the aorla thal must be done, this operation Is one of the most challenging heart

surgeries i pediatrics,

The subsequent operations in the staged reconstruction plan are the bi-directional Glean procedure, typically done at 310 &
montas of age, and the Fontan operation, typically done in children older than 2 or 3 years. These operaticns are described in
more defail in the Heart Encyclopedia chapter on “Single Ventricle Cardiac Anomalies."
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Norwood Surgery

Results with staged reconstruction for ¢hifdren with The Norwood operation is the most complex and highest risk procedure in
the sequence of staged reconstruction for Hypopiastic Left Heart Syndrome. Cusrent management at major pediatric heart
centers has resufted In survival rates of 75 percent or belter.

The recovery period in the hospital following the Norwood operation is often unprediciable and complicaled, averaging about 3
to 4 weeks, A small percentage of patients whe leave the hospital may continue to experience significant problems in the first
months of life,

Occasionally, the right ventricle does not function wefl following the Norwood operations and in some case, cardiac
transpiantation may need to be considered.

if a child with Hypoplastic Left Heart Syndrome reaches the time for the second stage (about 4 to 6 months of age) without
major complications, the survival through the Glenn and Fontan operations are much betler, exceeding 90 percent with
current methods.

Almost all children with Hypoplastic Left Heart Syndrome wiil continue fo ntead some cardiac medications to maximize the
efficient function of thelr hear, and all will require regular periodic follow-up visits with their cardiclogist to evaluate thek
cardiac function and detect late complications such as arrhythmias.

Adult and Adolescent Management .

All adult palients who started out life with HLHS have had a Fontan procedare. This precedure made them pink, but they
have only one pumping chamber in their hear, As they age, many probiems can occur, and Fontan patients need careful and
thoughtful surveillance throughout their ives by experts in complex congenital heart disease. Many Fontan patients will have
abnormal heart rhythms that require treatment. Some will have fow oxygen levels in their bloed that may limit their physical
abllitles, and that may require the blockage of abnommal Is that were allowing bfue bloed to mix with red blood. Some
Fontan patients may have weakening of their pumping chamber or leakage of one or more vaives. Perhaps 10 percent of
these patients may develop an unusuaf condition calied “protein fosing enteropalthy.” This requires very careful management.
Fontan patients may also develop problems with fiver or kidney function, so this needs to be monitored as well.

Mast women with a congenita! heart disease history may be able to successfully carry one or more pregnancies. Women with
complex forms of congenital heart disease should definitely receive counseling and assessment before becoming pregnan,
arxt showid have their pregnancy managed by a speclal maternat fetal medicine team skified at managing pregnancy in
women with other health condiions.

Learn more about the Adolescent and Adult Congenilal Heart Disease Program,

Contact Us
Contact Cincinnati Children's Heart institute

i{You must have Macromedia Flash Player installed on your computer to view many of the files in the
FHeart [nstitule Encyclopedia, You can downioad Macromedia Flash Player 2t Macromedia's web,

Research Studies / Clinical Trials

+ Marfan Syndreme (MFS) Medication Study
+ Medication Study For Chitdren Having Heart Surgery
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