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Let’s Learn About Jada

Jada is a beautiful blue eyed blonde haired girl.  She is very affectionate, loves for people to be affectionate with her. Upon meeting her, it is important that you introduce yourself reaching out to touch her hand.  She will then make eye contact with you.

Jada is my “Hands On” girl.  If she has the opportunity to play in a mess she will and thoroughly enjoys it.  She gets very excited when playing in dirt, water, woodchips, and rice, and with anything that makes noise.  She enjoys ‘Cause and Effect’ items.
Jada has two brothers and two sisters. She lives with her mother Leona, step-dad Mitch, Brother Jared and Sister Shaelyn. 

Her father Dan, step-mom Erin, Brother Michael and Sister Jayden live in Siletz.  Jada enjoys time with her family.

She loves animals. But her most favorite thing is PLAYING OUTSIDE. She loves to swing, ride her bike, play catch with a ball or pillow, kayak, ride horses and 4-wheelers, and ride on rollercoaster rides.  While Mitch is driving she will rock back and forth in her seat, signally him to drive faster.  Loosing her tummy equals FUN for Jada.

What Do Jada’s Seizures look like?

· Complex Partials:  Her head turns to the right or left, eyes fixed non responsive, body usually turns in a circle in whichever direction her eyes are looking.

· Generalized:  Full body jerking and stiffening, and lots of secretion from mouth.  Sometimes begins to turn purple which will improve by repositioning.
· Seizures with Psychosis: She panics, crawls away from objects, may act like you are trying to harm her. Your words do not calm her, her heart beats very fast.
What Triggers Jada’s Seizures?

· Florescent Lights—they cause her head to hurt, she may dig at back of neck with headache.  Eyes may turn red underneath.

· Any Temp Change—Jada does best less than 100 degrees.  If her core temp changes quickly (from bath or heat outside) she will seize.  Better too cool then too warm

· Lack of Sleep
· Constipation—triggers seizure activity.  Keeping track of her BM’s is important.  She currently takes Miralax to help with this.
· Weather Change—Low Pressure
· Anything that causes her not to feel well will lower her threshold

Communicating with Jada

One of the most difficult parts of caring for Jada is communication.  At times it is easier than others depending on her seizure activity.  Speaking simple and clear is a must.  Also, when people are not patient or they are frustrated, Jada tends to shut down and not respond well.  Your calm spirit encourages her to take her time and is less stressful on her.
Jada tries to say “Eat” and slaps her mouth with her hand, which means she has a need. Jada understands a few signs such as: more, eat, drink, finish, school, no, yes, bathroom, ball, etc.  Verbal communication is hard for her to understand at times.  Jada’s eyes will follow her hands. Therefore, hand over hand is the most effective way to communicate what you need her to do.  Jada will usually respond to tactile first, and then visual and verbal.  It is common for her to take your finger and direct you to where she wants to go or what she needs.  Patience is a must!
At times it is very hard to keep Jada’s attention.  Keeping Jada away from things that she easily gets fixated with helps her focus.  For example, she becomes fixated with the texture of carpet. You will not get a response from her if you ask if she needs to use the bathroom while she is twirling her hands on the carpet.  Or, asking if she would like to go for a “Walk?” will be hard if she is on the carpet.  
Break the fixation and then communicate.
Verbal Cues
· “Stand Please”

· “Drink?”

· “Do you need attended?”  (Meaning “Does your attend need changed?”

· “Let’s Go”

· “Outside?”

· “Bathroom?”

· “Eat?”

· “Go for a ride?”  (meaning ride in the car or can mean on bike)

· “Walk?”

· “NO” (do not say this nicely.  Use a clear negative tone with it)

· “Off”
· “Bus is here”

· “We need our shoes.”  (or coat and she will help put on her coat to go)

· “Swallow”  (use this when she is pocketing food in the mouth and gently                  stroke her neck)

· “Balance”   (use when you need her to hold herself up while walking)

· “Bar”      (Cue her to hold on to bar while dressing her/attending)
· “Ride Bike”

· “Ball”

· “Catch”

· “Swing”

Jada likes to find her own things at home.  She knows where her cup is, silverware, plates, etc.  She likes to help make her drink, standing near you while you do it. It is important that she feels like she is helping you.  

Guidelines for

Working with Jada

At School

· Now it is your turn:

· --Identify Safe Lights
· --Work on signs she knows
· --Use the button box
· --Give choice of bathroom every 30 mins
· --Work in non carpeted areas

· --

· --

· --

· --

· --

Educating Yourself
Is the Best Preparation

· Incase of an emergency, you will need to know your way around her Book. Her Book contains the following:

· Emergency Contact Information
· Emergency Seizure Protocols (LCSD)
· Advanced Directive

· Current weight and height

· Current Medications and Allergies

· Medical History

· Communication with Jada

· Guidelines for Working With Jada 
· Tips for Feeding Jada

· Make It Fun---Jada is a fun girl, do not loose your joy working with her just because there is “SO MUCH INFORMATION.”  Jada is a child.  Kids are simple.  Do not complicate it.   Remember you are not alone; there is help right next to you if something happens.

· Use Your Teaching Techniques 


· Teach those around you

· Students
· People who ask about her

· When in public, slow down, observe, and when someone is staring, take the opportunity to teach

· Quiz Each Other
· “What is the Emergency Med we give Jada when she seizes?”
· “How long do we wait before we administer it?”
· “What are her allergies?”
All these techniques sound the information about Jada deep into your brain.  During an emergency, it will come to mind and help you to provide needed care
Let’s Learn About Seizures!

Information taken from Epilepsy Foundation
· What is a seizure?—A brief electrical disturbance in the child’s brain. You are unable to see the electrical disturbance, but usually can see the side effects of it.
· What is the difference between a seizure and Epilepsy? 
· A seizure is a single event.  Epilepsy is defined as:  A chronic condition that produces sudden disturbances in the normal electrical function of the brain, which can cause muscle spasms, confusion, sudden falls, uncontrolled body movements and or loss of consciousness.
· What do seizures look like?
· One kind of seizure can make a child stop what he is doing and stare for a few seconds.  Another kind can make him or her fall suddenly to the ground.

· A seizure may make an arm or leg shake for a minute or two, or make the whole body jerk.  Or it can make the child feel afraid or angry, or make things look differently from what they really are.

· A seizure can make a child seem confused and dazed, as if half asleep and not in touch with what’s going on around her.

· When people hear the word “EPILEPSY” they usually think of a convulsion.  The type of seizure that makes a child cry out, black out, fall, get stiff, then shake for a minute or two.

· Both Alike and Different
· These seizures look so different because they affect different parts of the brain.  But they are like in several ways.

· They usually do not last long

· They usually stop on their own
· Most do not require First Aid—just watchful waiting until the seizure stops.
· What causes a seizure?
· Any accident of trauma, ingestion of toxins, head injury, fever
· For someone who has epilepsy they can be triggered easier by:
· Fever, lack of sleep, missed medications, florescent lights, food allergies, TV in a dark room, anytime threshold is lowered, constipation, and change of weather
Terms and Definitions

Used for Medical Documentation of Seizure
· Onset of a seizure:
· Activity before seizure: Describe what the patient was doing, running, watching TV, sleeping.
· Aura: Anything noticed at the start of the seizure activity, for example, bizarre behavior, chewing or smacking lips, yelling, seems scared.
· Focal: Only one area of body involved
· Generalized: Entire body involved
· Focal to Generalized: Begins in one area and progresses to involve the entire body
· Seizure Activity
· Tonic: Becomes tense or stiff (arms and legs in extension)
· Clonic: Rapid rhythmic jerking/flexion of extremities
· Tonic/Clonic: Tonic followed by clonic phase
· Brief Sudden Jerk: Myoclonic jerks—may be focal or generalized
· Loss of Muscle Tone: fall to floor or slumps forward, remains limp
· Staring: Does not respond to name, no blink response, stares into space, may be seen alone, or with eye blinking 
· Chewing or Lip Smacking:  
· Unusual Behavior: Screaming, biting, pulling at clothing, no purposeful behavior
· Level of Consciousness: Unresponsive, confused, easily aroused, responds to commands
· Eyes: Eye movements, roll up, roll to side, nystagmus, status of pupils
· Other: Incontinent, vomit, tongue biting
· Duration: Time from onset of seizure activity to cessation of seizure activity
· Postictal State

· Recovery Time:  In seconds, minutes, so on
· Sleep: Duration
· Changes In Behavior: Becomes aggressive, fighting, combative, and so on
· Paralysis:  Location, type (weakness) duration
Information taken from Guidelines for Seizure Record Documentation used by Medical Personnel

Jada heckert

Medical history

No Blood

Starting at birth Jada was a fussy baby.  She spit up a lot and seemed to be very colicky. 

From about 8 weeks of age Jada started having focal seizures.  They began in one limb at a time, usually one of her arms, and would last no more than 15 minutes.  During this time she would play as though nothing was wrong.  If you touched her seizing limb, she would then cry.  Jada never zoned out or had a blank stare.  She always remained completely coherent.

As time passed they progressively got more often and started involving more than one limb.  At times it would start in one arm and progress to the leg on the same side.

Despite the seizures, Jada continued to eat well, adequate weight gain, and met all of her milestones.

The year of 2002

9-21-02—Jada’s first generalized seizure was at 4 months of age. When her seizure started, her eyes rolled back into her head.  Her whole body was seizing but she continued to breathe. Upon arrival of EMS she was taken to the Ambulance where an IO was used to administer Versed.  This stopped the generalized seizing, total duration of 24 minutes.  However, she continued to seize internally for another 90 minutes. Jada was intubated and transported to Legacy Emanuel.

The year of 2003

After a four hour long seizure, Jada was left in coma for 8 days. We were transported to Doernbecher Children’s Hospital.  Dr. Colin Roberts took on her case and this is when our care began to take a huge turn.

Jada was pulled of 5 anticonvulsants. In November a Vagus Nerve Stimulator (VNS) was implanted by Dr. Seldon in the left side of Jada’s chest.  

On 12-1-03 her VNS was turned on.  During this month of December, after her operations, there was a huge increase in her seizure activity.  We had 40 instead of 5 or 6 in a month.  However, the duration and intensity was much less.  Out of 40 we stopped 38 without use of medication, only using her magnet.  Jada’s average length of seizure in 2003 was 20 minutes and then in 2004 was 45 seconds.
Over the next 6 years many different treatments have been tried.  Currently, Jada is on ONE ANTICONVULSANT and uses her VNS.

Vagus nerve stimulator for epilepsy

Similar to a pacemaker, a vagus nerve stimulator (VNS) is a small device implanted under the skin near your collarbone. A wire (lead) under the skin connects the device to the vagus nerve in your neck. The doctor programs the device to produce weak electrical signals that travel along the vagus nerve to your brain at regular intervals. These signals help prevent the electrical bursts in the brain that cause seizures.

After it is implanted in your body, the battery-powered device can be programmed from outside your body by your doctor. You can also use a handheld magnet to turn the device on if you feel a seizure about to start. And turn it off if it is causing unpleasant side effects.

It takes about 2 hours to surgically implant the VNS device in the chest.

What to Expect After Treatment

The vagus nerve stimulator can start working right after the surgery (as soon as the doctor programs it). You may notice a slight bulge in the area under your collarbone where the device is. And the surgery will leave small scars on the side of your neck where the wire lead was placed and on your chest where the device was implanted.

Why It Is Done

Vagus nerve stimulation can be used in some people who have partial seizures, who have not responded well to antiepileptic medicines, and who are not candidates for epilepsy surgery.

VNS is used in combination with medicine or surgery. VNS does not eliminate the need for medicine, but it can help reduce the risk of complications from severe or repeated seizures.

How Well It Works

The vagus nerve stimulator reduces the frequency of partial seizures that don't respond well to medicine and may make them less severe. It is used along with antiepileptic medicines or epilepsy surgery to control partial seizures.

The benefits of VNS seem to increase over time. In one study:1
· After 3 months, the number of seizures decreased by about one-third.

· After 12 months, the number of seizures decreased by about half. And in 2 out of 10 people, the number of seizures decreased by about three-fourths.

For people who can sense when they are about to have a seizure, turning on the VNS using their hand-held magnet can sometimes prevent the seizure. It may also shorten a seizure already in progress. 

Studies show that VNS may also be effective in children. VNS improved independence, mood, and learning in some children.2
Risks

The vagus nerve stimulator is considered safe. Mild side effects occur in some people when the device stimulates the nerve. The most common side effects include:

· Coughing.

· Throat pain.

· Hoarseness or slight voice changes.

· Shortness of breath.

Information taken from WebMD regarding VNS
Keeping Jada Safe

· Water—never leave Jada alone in the bath tub, on the toilet, in or near a pool.  Jada loves water and will dive in.  Always have her wear appropriate protective gear.

· Changes in her core temp can induce seizures. Jada overheats easily. Be careful not to over dress her.  Keep bath warm, not hot and pay close attention to her when she is playing in the sun.  Be sure shade is near by so she can move out of the sun if she needs to. Keep in mind when she is in the swing, she is unable to freely flee to shade if needed.
· Remember that Jada’s sense of danger and ability to feel or react to pain depends on how many seizures she has had.(and or how many meds are on board)  For example, if she has just had a seizure and is sluggish she can and will make unsafe decisions such as diving head first off a couch, etc..

· Jada will walk out in front of traffic, fall down stairs instead of use steps, pull heavy objects over on her, stand on the table, etc... Depends on the day.  However, do not trust her.

· Remember that even though Jada looks like she may be able to perform a certain task safely, she has experienced much brain damage.  Cognitively her skills and knowledge are limited.  How limited?  We don’t know.
· Walking and keeping her balance is always a challenge for Jada. Kids walking or running by her may throw her off balance.  She has lots of falls due to lack of coordination, weakness, and or seizures.  However, she is stubborn and gets right back up. Do not beat yourself up when she falls.  For Jada falling is like seizing, it just happens.
Simple First Aid

Information taken from Epilepsy Foundation

While you may never have to manage a seizure in a child with epilepsy, knowing what to do can make a big difference if/when the seizure occurs.

In most cases, all you need to do is a few very simple things to keep the child safe until the seizure ends on its own.

Sometimes, you don’t have to do much of anything at all.

Little staring spells last only a few seconds and then the child goes back to what he was doing before.  He or she may not even know a seizure happened.

If a child jerks or falls suddenly because of a seizure, all you have to do is help him up, see if he hurt himself, and comfort him if he is upset.

If a child seems dazed and confused and wanders around looking half asleep, stay with her, and talk to her quietly and calmly.  Guide her gently away from anything that could hurt her.  (Like stairs, a stove, or a hot radiator)  Comfort her as she slowly comes out of it.

If a child suddenly cries out, falls, stiffens, and shakes, you still don’t have much to do.  A few simple steps will keep him or her safe for the minute or two the seizure usually lasts.

· First, clear everything out of the way

· Don’t hold the child down or try to stop the jerking

· Put something flat and soft under the child’s head

· Make sure there’s nothing tight round his neck that could interfere with breathing

· Check your watch so you’ll know how long the seizure lasts

· Turn the child gently onto one side so he or she doesn’t choke

· Don’t try to open his mouth

· Don’t try to put anything in his mouth (except for suction bulb used with Jada)

· Don’t try to give him or her anything to drink during the seizure

· Comfort the child as she starts to wake up afterwards.  Help her get cleaned up if she wet or soiled herself during the seizure.

Some children are exhausted after a seizure like this and need to sleep.  Some are confused or cranky for a while.  Others can go back quite quickly to what they were doing before.  

Stay Calm!!!

Jada Heckert
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Seizure Protocol*

Onset of seizure:

1 Perform seizure first aid (position on side suction as needed with bulb syringe)

2 Note time seizure started

3 Swipe magnet over VNS x1

4 Monitor child, suction as needed and wait 1 minute

5 Swipe magnet over VNS for 2nd time

6 Call mom. Continue to monitor child for 1 minute, suction as needed 

7 Swipe magnet over VNS for 3rd time

8 Continue to monitor child, suction as needed

9 At 5 minutes call 911 if seizure has not stopped

10 Prepare to administer intranasal Versed

· Follow card on administration

*If at any point Jada has difficulty breathing or her skin turns blue call 911 and administer Versed!
Jada Heckert
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Seizure Tips
No matter what type of seizure Jada is having first and foremost… stay calm!
Talk to her saying calmly “fight it” “pull out” “I am right here” “you are safe”

Even though she is positioned on her side she may still have trouble keeping her airway open. If she has a color change turn her to her other side and attempt to suction her again. If no changes call 911 administer Versed.

Sometimes agitated behavior can precede a seizure. Per mom you can swipe with the magnet, this may be the beginning of a seizure.

Bulb syringe may be used in nose and mouth to keep the airway clear. Use freely during seizure, this can go in her mouth.
Intranasal Administration

Equipment needed:

1 Needle

1 Syringe

1 Nasal Applicator

1 Vile of Midazalam

· Pop off yellow plastic top on the top of vile

· Draw up 1 ml of air, insert needle into vile and push air into vile.

· Tilt the bottom of the vile up toward the ceiling.  Using syringe and needle withdraw 1 ml of Midazalam (Versed)

· There will be some fluid left in the bottle

If you are not able to draw up medication, pull your needle back out a little bit, assuring that the end of your needle is in liquid.
· Pull needle and syringe out of vile

· Unscrew needle, screw on nasal adapter

· Insert applicator in to Jada’s nostril, plug other nostril

· Slowly push ¼ of the medication in the syringe into nostril

· Remove wait 15 seconds and repeat on the other nostril

· Wait 30 seconds and then repeat in both nostrils

Giving ¼ at a time and waiting allows medication to absorb at an even rate.  If you give more or less at a time you will not harm her.  Total administration should not exceed the predetermined amount.
Foods That Harm

Information from:

Treating Epilepsy Naturally

By

Patricia A. Murphy

“In an epileptic person, a change in blood sugar can induce a seizure”

William Philpott, MD

· Alcohol—well that’s a no brainer, she’s underage, thank goodness!

· Caffeine—Stimulant that is in lots foods, not just coffee

· Sugar—A sweet is a sweet is a sweet

· Excitotoxins—over stimulate neurons in the brain.  Neurons become exhausted from over firing and eventually die.  You find Excitotoxins in Glutamate found in MSG, and aspartate found in aspartame.

Foods That Heal

“The nutritional approach, would be the standard no sugar, no junk food diet with six nibbled meals a day”—Dr. Smith

· Fiber—and lots of it

· Know your medications and what negative side effects they have so you can supplement yourself properly.

· Depakote:  Can cause deficiencies in vitamin K, Magnesium, Manganese, Folic Acid, Zinc, Vitamin E, which can effect bone and muscle formation

· The vitamins and Amino Acids that help treat epilepsy are numerous such as Taurine, GABA, Calcium, Magnesium, B-Complex, Folic Acid, Zinc and Biotin

· Balanced Diet—to most this means eating from all food groups, however it really means Acid-Alkaline Balanced Diet, proper PH.  Meats, junk food, cereals, etc are you acid, and fruits and veggies are your alkaline.  Proper diet for a healthy person is 4 parts Alkaline to 1 part Acid

· However, for someone with epilepsy they need more acid.  When too much alkaline is stored in the nerves and muscles, seizures are proven to increase.  Healthy acidic foods are: fish, meat, whole grains, and most nuts.
Tips for
 Feeding Jada

· Remove all distractions

· Do not let her see her Sippy Cup while offering her food or prior to eating.

· Attend her before eating

· Feed her on the left side IF she will not respond to you on the right.

· Do not feed her hot food, only warm.  She has been burned many times. Reassure her it “Is Not Hot”.  

· Do not try to feed her pieces of food other than Gold Fish Crackers.  She will swallow without chewing, and choke.  She will then be afraid to eat.

· Play relaxing music while eating

· Remind her to “Swallow”
· Take your time, do not rush her.

· Talk about rewards. For example, “When you are done, we will go outside.”  “When you are done, we will go for a ride.”

· Do not feed her when she is overly tired.  

· Give her something to play with like a brush if she is having a hard time staying in her chair. (an item that is tactile but is not a cause and effect toy)

· NOTE:  Jada is at risk of Aspiration, know the signs and how to avoid it.

Signs of 

Aspiration 

What does the road to aspiration look like?

· Coughing when eating, drinking, or right afterwards
· Runny nose when eating and drinking
· Eyes tearing when eating or drinking
· Vomiting shortly after meals or fluids
· Face changing to deep red or purple in color
· Allowing food/fluid to run out of mouth
Who are at risk?

· Inability to feed self

· Medicated

· Need to use thickened fluids

How do you prevent aspiration?

· Observation

· Good cueing—remind Jada to swallow

· Positioning—sitting up never lying down

· Do no rush—SLOW DOWN

· Cut pieces of food same size

Note: 

Jada can and will aspirate during and after seizures.  Suction fluid out of mouth or assist in draining it out properly during seizures.  If she is highly medicated she will cough a lot during any consumption of fluids.

During the Nov, 2007 Swallow Study, we found that Jada has a delayed swallow but does not generally aspirate.  She uses a Nuby toddler cup and we are hoping to graduate her to a Nuby cup with a straw.  This provides a safer position for her to drink from, and not aspirate. 

Jada’s diet should consist of liquids, purees, and soft solids. 

Signs of 

Constipation 

What is so BIG about constipation?

· Triggers seizures
· Causes unwanted behaviors
· Increases toxins in the system
Who are at risk?

· Persons on medications

· Paralysis

· Not able to get their own fluids

· Those who need assistance in the restroom

· Lack of exercise, or ones who need help exercising

Early Signs

· Not wanting to sit for long periods of time

· Uncommon behaviors

· Extended amounts of time on the toilet

·  Lack of appetite

Moderate Signs

· Abdominal pain

· Grunting or straining on the toilet

· Fever

SEVERE SIGNS

· Vomit smells like BM
· Liquid BM, smearing of BM and hard ball like BM—(Cannon Balls)
· Distended Abdomen
How to prevent Constipation?

· High fiber diet

· Plenty of water

· Document Bm’s

Signs of 

Dehydration
Facts:

· Water is the most important nutrient in your body.  It makes up 70% of your muscles and 75% of your brain.  
· Just by normal living (exhaling, Bm’s, urinating) you loose over ½ gallon of water or 75oz
· This does not include fluid lost by exercise, hot weather, vomiting, diarrhea or menstruation.
· At 3% loss of water weight, muscular endurance diminishes, you feel weak
· At 4% loss of water weight, dizziness occurs and your ability to do physical labor diminishes as much as 30%.
· At 5% loss of water weight, you have trouble concentrating, feel drowsy, impatient and have a headache
· At 6% loss of water weight, the heart is racing, increased pulse and the body feels cold (athletes notice they have stopped sweating)
· At 7% loss of water weight, YOU COLLAPSE!
Who are at risk?

· Persons on medication

· Drink a lot of caffeinated drinks

· Unable to get water without help

· Thickened liquids, (Paralysis, CP)

Early Signs

· Thirst

· Dry lips

· Slightly dry mouth

Moderate Signs

· Very dry mouth membranes
· Sunken eyes
· Skin doesn’t bounce back when pinched lightly and released
· Sudden weight loss
· Decreased urine output or dark concentrated urine
SEVERE SIGNS

· All signs listed above under moderate signs
· Rapid, weak pulse  (more than 100 at rest)
· Cold hands and feet, feeling cold
· Blue lips
· Confusion, lethargy, difficult to arouse
Creating a Supportive Environment

· It has been said that the only true disability is loneliness

· Be her friend

· Teach others: Remember people are afraid of what they do not know

· Be Positive—A positive perspective is contagious

· Help build good self esteem

· Encourage Independence

· Do not label children with disabilities THEY ARE CHILDREN FIRST

· Assist in changing peoples thoughts and perceptions of persons with disabilities

· Use caution with over indulgence and being over protective—help parents to be balanced in this area.
· Above all, just love them. 
“If thought corrupts language, language can also corrupt thought”

George Orwell
Persons with disabilities are PEOPLE FIRST

Examples of People First Language

	Say:

People with disabilities

He has a cognitive disability (label)

She has autism

He has Down Syndrome

He has a physical disability

She’s of short stature/she’s a little person

She uses a wheelchair/mobility chair

He receives special Ed classes

She has a developmental delay

Typical kids or kids without disability labels

Communicates with her eyes/device/etc

Customer

Congenital disability label

Brain Injury

Accessible Parking, hotel room, etc.

She needs or she uses


	Instead Of:

The handicapped or disabled

He’s mentally retarded

She’s autistic

He is learning disabled

He’s a quadriplegic/crippled

She’s a dwarf/midget

She’s wheelchair bound/in a chair/confined to a wheelchair

He is Special Ed

She’s developmentally delayed

Normal or healthy kids

Is non-verbal

Client, consumer, recipient, etc

Birth Defect

Brain Damaged

Handicapped parking, hotel room, etc

She has a problem with/or she has special needs
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