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	When Kelly Schlenvogt, her boyfriend Derrick Grant, and her three sons left Grand Forks on Memorial Day week-end 2006 to attend her grandmother’s 80th birthday celebration in eastern North Dakota, she didn’t realize that her life and that of her family was heading for a drastic change.  After all, she had just earned an associates degree in business and illness was not part of the equation.  She was ready to look for a job. Kelly had decided not to return to her home on the Turtle Mountain Reservation until after her boyfriend completed his degree at the University of North Dakota.  Besides, her sisters Kerry and Kristy were both living in Grand Forks, so staying a while longer had a certain appeal to it.


Kelly had not planned on traveling with her sister, Kerry that day.  But, when they found out they were leaving Grand Forks at the same time, they decided to follow one another.  The incident unfolded when they stopped in Tower City, ND at a little café/gas/convenience store right off of the interstate highway.


	Kelly stepped out of her vehicle and her twelve-year old son, Jaylen, was close behind.  All of a sudden, Kerry saw Kelly “stutter step” like she didn’t know whether to run or back off.  Instead, she yelled, “Help me!”  Kerry started running and when she got around a truck that was parked next to them, she saw Kelly on her knees next to Jaylen whose legs were halfway under the back of her vehicle.  He was lying facedown on the concrete.  They rolled him over and they could see he needed medical attention.  Kerry jumped up and ran into the café yelling for help.  At first no one moved.  It was probably the desperation in her voice that stunned everyone.  But, when she yelled out what was happening outside, a guy jumped over some booths and darted past her.  She later found out he was a first responder and carried emergency equipment in his vehicle.  When Kerry got back outside, he was rushing to Jaylen with an emergency kit.  Another guy joined him and they began to take his vitals.  By this time, Jaylen was responding.  They lifted Jaylen into the back of a Tahoe because it was cold and beginning to rain.  Within 10 minutes the
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First response ambulance arrived followed by the Valley City Ambulance about five minutes later.  


They transported Jaylen to Valley City where he spent three hours in the emergency room.  This was Jaylen's third fainting episode. His first was on February 2, 2006 at school.  It happened right before lunch.  He was to give a speech.  He walked to the front of the room and just before he began, he fainted.  Kelly scheduled an appointment with her family doctor on February 6. Jaylen was examined, and asked some questions. The doctor said it must have been just a normal fainting spell because it happened to be right before lunch and he was probably nervous to give his speech.  He explained that all of this may have caused his adrenaline kick in a little too much and he fainted. Kelly requested to have a blood test done. The doctor agreed and proceeded with the blood test. The results came back and it all looked perfectly normal. The doctor told Kelly it was just an unexplained, normal fainting spell. The second one was on May 5, 2006, after racing with his brother to the car. Kelly thought it was because Jaylen was dehydrated.


This was Jaylen’s third fainting episode and Kelly wanted to know what was wrong. The Valley City doctors who were examining Jaylen agreed.  They were concerned by the data that their examination uncovered.  They made a decision to transfer him to the children’s ward at a Fargo hospital.  So, it was back on the road, only this time they were traveling east following an ambulance heading to Fargo. 


In Fargo, the doctors examined Jaylen and admitted him for further examination.  Their monitors detected that his heart rhythm was recording at an accelerated rate (Torsade de pointes) but he did not faint this time. They had put him on a high dose of a beta-blocker medication and this may have stopped him from having another episode. The doctors then decided they wanted him to be seen by specialists who were more familiar with heart disease in children.  They gave the family two options—St. Cloud or Mayo Clinic.  They requested an appointment at Mayo Clinic and after stabilizing Jaylen, sent the family back to Grand Forks.  Jaylen was required to wear a portable halter monitor, to record his heart rhythm while at home. The waiting began.





















































“This was Jaylen’s third fainting episode and Kelly wanted to know what was wrong.”











Page � PAGE  \* MERGEFORMAT �2� of 5






































Miniwakan Tiyospaye News








Kelly had a hard time sleeping. What was this heart condition that up until now was unheard of by the family?  They knew it was affecting the heart and that it was serious, but not much more.  What they came to understand over the next couple of weeks was that Jaylen had Long QT Syndrome (LQTS), an infrequent, hereditary disorder of the heart’s electrical rhythm that can occur in otherwise healthy people.  They also found that it usually affects children or young adults.


What was happening to Jaylen was the upper heart chamber was slower than the lower heart chamber causing rapid heart rhythm (arrhythmia).  The normal amount of blood that is pumped through the body and to the brain was reduced which caused the brain to be starved of oxygen causing Jaylen to faint within a couple of seconds when this happened. The doctor was shocked that Jaylen didn't go into cardiac arrest.  In some patients, this sometimes leads to cardiac arrest.  The symptom is evident on an electrocardiogram (ECG or EKG) and produces a characteristic wave form.  The different parts of this waveform are designated by letters—P,Q,R,S and T.  The Q to T interval represents the time for electrical activation and inactivation of the ventricles, the heart’s lower chambers.  A specialist measures the time it takes for the Q to T interval to occur (in fractions of a second) and can tell if it occurs in a normal amount of time.  If it takes longer than normal, it is called prolonged Q-T interval. The most common presenting symptom is unexplained fainting.


It took about a week for Jaylen to get his appointment at the Mayo Clinic.  By this time Grandma, Janice (Monette) Schlenvogt from Belcourt on the Turtle Mountain Reservation joined them.  When the June 5th appointment came, they were given hours, not days, to get there.  Grandma Janice took the wheel and away they went.  Since none of them had driven in a city before, they chose a route that would take them into South Dakota and over to Rochester, MN where the Mayo Clinic is located.  It may have been a couple of miles further, but it was definitely better, they decided, than fighting Minneapolis traffic on a freeway they had ridden, but not driven before.


They examined Jaylen at Mayo Clinic. To get a positive diagnosis, they took him off of his medication for the weekend that he was admitted, induced an episode and took an EKG.  He was diagnosed with Long QT Syndrome.  Studies have revealed that otherwise healthy people with LQTS had at least one episode of blacking out (fainting) by the age of 10.  Jaylen, who is twelve years old, had two prior to the one at Tower City.  After learning more about the disease, his mother Kelly was grateful he survived as she was told that many survive the first episode, but the second was usually fatal.  She felt Jaylen was spared and very fortunate.
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People with this syndrome may show symptoms during physical exercise, intense emotion (such as fright, anger or pain), or by a startling noise.  It is often the cause of Sudden Cardiac Death (SCD).  It affects 350,000 to 400,000 each year in the United States.  Only five percent (5%) of victims survive.  That is why it is important to diagnose and treat those who carry this condition. That is why Kelly felt so fortunate that Jaylen survived four episodes.


Studies have also shown that the majority who had this disease also had a family member (s) with a long Q to T interval.  To help resolve the equation they asked to test Kelly, Jaylen’s mother.  Sure enough, Kelly tested positive. According to Kelly, she had experienced a brief fainting episode at the age of 16. Both Jaylen and Kelly underwent surgery on June 6, 2006 to have an Implantable Cardioverter Defibrillator (ICD) implanted.  The device has two parts:  lead (tiny tube) and a generator.  The “generator” is implanted under the collarbone and the lead is placed into a vein and guided inside the heart.  The ICD is an electronic device that constantly monitors the heart rate and rhythm.  One person described it as “…an amazing little computer.”  The device will deliver a shock through the heart when it detects an irregular heartbeat.  According to Kelly, the shock will produce pain, but it will cause the heart to beat normal again.  Both Jaylen and Kelly will continue to receive regular medical treatment and they will be on medication for the rest of their lives.  They are scheduled to return to Mayo Clinic in four months.


	To fully diagnose the case, the doctors at Mayo Clinic asked that tests on the other children and grandparents be conducted.  Kelly’s other two children were both diagnosed with a slightly milder case of LQTS and put on beta-blocker medication. The doctor told Kelly that Jayden, 14-years-old, will probably need to have an ICD implanted soon. However, because her youngest is only eighteen months old, she was told to keep him on his medication for now awaiting further test results.  Janice and Kelly’s dad, Allen Schlenvogt, both sent medical information to Mayo Clinic.  Janice tested positive.  At this time it is not certain how many other family members will be tested.  Since Janice is from two large reservation families—
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“Long QT Syndrome affects 350,000 to 400,000 each year in the United States.”
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—Monettes and Davis’—it could affect a large number of people if it is determined that more should be tested.  


It was explained that not all who have the symptoms need surgery.  There are other treatments including medications such as beta-blockers that are effective. This is a relatively young condition.  According to studies that have been conducted, the first diagnosis came in 1957.  It wasn’t until 1979 that a LQTS directory was started. Advances that help in identification of carriers have been made. Between 1991 and 2001, six LQTS genes were identified.  Jaylen’s DNA is being tested and after those results are available, other family members may be tested.  


Jaylen was an avid sports fan.  He loved to wrestle and had joined several youth wrestling events when he lived on the Turtle Mountain Reservation.  But, the doctors advised him that he couldn’t be in any contact sports because it could affect the ICD device. Jaylen will live with LQTS for the rest of his life. He will also have to pay close attention to his disability as he makes life’s decisions such as what career he will choose.  Lucky for Kelly, she has chosen a career that will not require strenuous activity.  She hopes to find a job in an office, which is what she has trained to do.


Kelly would like to encourage people to become familiar with this disease, especially if young children experience fainting for no apparent reason.  She suggests that those who are interested should visit the web site � HYPERLINK "http://www.longqt.org" ��www.longqt.org�.  She said, “I learned how serious this condition is by reading more about it. It is interesting to learn that people living right next to you could have this disease and not know it. I guess it is more common than we think.  Unfortunately, it is not usually caught until after there are multiple unexplained deaths in the family.”  The Schlenvogt family is lucky they survived and they want to help others who may be affected by letting them know about the symptoms.


Dr. Arthur Moss, Scientific Advisory Board of the Cardiac Arrhythmias Research and Education Foundation agrees.  He states, “Unexplained syncope [fainting] with exertion in children and young adults should be considered serious until proven otherwise.”
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