This is the Leibenspergers’ story by Andrea Leibensperger

A little over two years ago, we joined St. John’s UCC and it was the best decision we could have made for our family.  We needed to have strong roots in our faith and in a church in order to accomplish what the next few years would bring into our lives. 

I still remember our first visit to the church.  Everyone made us feel so welcome.  They had activity bags for the kid to keep them busy during the service.  At the time our youngest son, Christopher, was only 2 and I remember that he was making a little bit of noise during the service.  We were concerned that he was disturbing the people around us and I recall an older couple behind us saying not to worry about the noise, because they and the members of this church love children.  This made us feel so welcome in this church.  This was so unlike other churches we’d been to where they ask you to remove your child if they make too much noise and some churches even had “quiet rooms” to take the kids to so they don’t disturb others during the service.   I also recall the meaningful “children’s message,” as we were a few weeks from the start of the school year.  It was about being accepting towards the new people you will meet and respect each other’s individual differences.  What a great message to send to the kids as they prepared for the start of a new school year.   I just remember an overall feeling of warmth from the pastor towards the congregation and the congregation radiated that warmth in their interactions towards us.  I knew after one visit, we’d found our home, our faith-based home.

The people and the pastor of this congregation have given us the strength and courage to accomplish things that we never dreamed possible with our oldest son Michael.  The strength we found in this congregation allowed us to deal with our son’s diagnosis in ways that most people would never dream of doing.  We often found ways to relate Pastor Becky’s sermons to our lives and tried to find ways to implement her faith-based messages through our actions.  When things got tough, we always knew we’d receive an uplifting message in church that week and we drew strength from our time spent in church on Sundays.  When faced with adversity, we were able to put our faith in God and believed that he would take us down the right path with Michael’s treatment and what an amazing path it’s been.  

I feel it necessary to share Michael’s amazing story not only because God has led us down this path, but also because it may help you or someone close to you who suffers with autism.  This journey is nowhere near the end, it’s only just begun and we are still relying upon our faith in God to guide us where to go next.

 
What I’m about to share is very personal, but I felt I needed to share our journey through autism. My oldest son was diagnosed 10 months ago and he’s made tremendous progress in the short time since his diagnosis because of the route we’ve taken with his interventions. In this story I’m only going to focus on some of the autistic behaviors of my son because my intention is to share the road we’ve taken with the interventions, not the behaviors, many of which are a thing of the past and aren’t worth mentioning. Today, he is NOT the child he was just a few short months ago when diagnosed. The interventions seem to be lessening the autistic symptoms if not making many of them disappear completely. I feel that I need to share this story because if I can help someone get the help that their child needs in order for them to have a fraction of the improvement that my son has made it will be all worth it. So for you and your children, I bear my heart on my sleeve.

Michael is 7 years old and he was diagnosed at the age of 6 ½ with Asperger’s syndrome. His diagnosis came because I, as a special education teacher and sister to a brother who was diagnosed as an adult with Asperger’s, noticed the symptoms and sought a diagnosis.

Michael was a very good baby. He slept through the night at 3 months old. He met the normal milestones. There were signs of autism along the way that I now realize as I look back on his early years. As a toddler, he almost always stayed within his boundaries and didn’t really "get into things" like a normal curious toddler would. If he did get into something, all one had to do was raise their voice slightly and he’d cry and not go after it again. We really didn’t need to baby proof the house, but did so just in case. He was very shy and clingy in play dates and social situations and had trouble "warming up" to others. He’d look at strangers out of the corners of his eyes. He would cry for about 15 minutes after we dropped him off at preschool and really didn’t play with the other kids other than playing along side them. They reported that he was very well behaved, but extremely shy. He preferred adult attention to kids his own age and played very well by himself.

We always knew he was very bright. By the age of 4 he had an interest in numbers, so we taught him how to count to 100 and he taught himself how to count backwards from 100. He also taught himself the ABC’s backwards. I recall feeling uneasy about his abilities wanting him to be smart, but not so smart that he has difficulties relating to others. He also engaged in repetitive, routine type behaviors and he’d get upset if something was out of order. He went through various obsessive phases; for example he would look at calendars for hours and could tell you what day of the week a given day of a given month was on. It was mind-boggling. He engaged in self-stimming behaviors when he looked at books or flipped through a calendar, where he’d flick the pages in front of his face with his fingers.

 Although he’s bright, we’ve always been concerned that Michael would not show others what he knew. The shyness and anxiety sometimes got in the way of him demonstrating his abilities. It’s been easier for him to say "I don’t know" when he actually did know, but was afraid to take that risk. I remember feeling uneasy at his kindergarten registration because I was so concerned that he wouldn’t show them how bright he was. The tester was able to see his intelligence that day because he was having a good day and I was in his "line of sight" during the kindergarten assessment.

In Sept. 2010, he started kindergarten. He did very well academically, but the teacher reported that he would not talk in class. She’d have to pull him aside to get him to talk to her and share what he knows. She said he’d barely look at her and other students in class. It was very clear to me that there was a problem when I went in to be the "surprise" guest reader in his classroom on his 6th birthday. I read one of his favorite Dr. Seuss books to the class and called on him to answer a question and he looked at me out of the corner of his eye and wouldn’t answer the question. He didn’t say anything, so the teacher said he should call on another student to answer the question and he pointed to another boy in class. She prompted him to call on the student by his name and he did so after being prompted a few times. I was dumbfounded by what I observed and I had this awful feeling in the pit of my stomach that I’d just witnessed classic signs of Autism/Asperger’s, but wasn’t ready to admit it just yet. The summer of 2010, I attempted to disprove my own feelings by arranging play dates as much as possible. Michael seemed "normal" in these play dates, but the fact of the matter was he was getting his social cues from his then 3-year-old brother. He’d mimic what his brother did or how his brother acted in social situation. He didn’t have a play date without his brother until the end of the summer. On this play date at the end of summer, he went to a friend’s house for the first time without me. He’d played with this friend before and the boy’s house was just ½ a mile up the road. The boy’s mom reported that during the playdate, Michael seemed anxious and that he kept asking when he could go home. She said it appeared a few times as if he were going to cry. After about 2 hours, she brought him back home.

The real eye opener occurred in Sept. 2011 at the beginning of his first grade year. In the mornings, he went to childcare for about 2 hours before the start of the school day. This childcare occurred at another building on the same campus as his elementary school. He’d then take a bus from this building to his school. At the end of the school day, he’d take a different bus home and I’d meet him at his bus stop. He was so worried about missing the bus to school and missing the bus home from school. He would also worry that I wouldn’t be there to pick him up and he’d be taken back to school. He knew I was coming from work to pick him up and was overly worried that I wouldn’t be there in time. I had also informed him of the back-up plan in case I wouldn’t be there. Each night, he would go over and over the transitions to school and home from school. Some nights it wasn’t unusual for him to go over this 25 or more times. He would also get visibly worried that he’d be left at school or on the bus to the point where he’d cry. He was losing sleep over his fears and would wake up really early in the morning to review the transitions with us repeating the same things over and over. These fears seemed to be getting worse and there was absolutely no basis for them because he’d never missed the bus and I’d always been at the bus stop to meet him. I thought he had developed a severe anxiety problem, and made a list of behaviors, which included anxieties, obsessive compulsive-type behaviors, attention issues, and social issues and called the pediatrician for a consultation in early October 2010. His consultation was Friday, Oct. 29, 2010 and I brought my list to the pediatrician and I hoped for an anxiety disorder diagnosis knowing deep down that what I listed were traits of Asperger’s syndrome, the high functioning form of autism. The doctor told me that he felt Michael had Asperger’s syndrome but wasn’t formally equipped to give him the diagnosis. He gave me a few doctors to call and said good luck because in order to get him into services, I would have to make countless calls and be put onto waiting lists for doctors and services. The next two weeks I made easily 50+ phone calls to doctors, psychologists, therapists, and speech and language specialists. I called all developmental pediatricians in PA, NJ, DE, and NY within a 3 hour driving distance. I was placed on waitlists from 6 months to 24 months for developmental pediatricians who generally diagnose Asperger’s/Autism and for therapy for speech and social skills groups. In order to access services, you need a formal diagnosis otherwise insurance won’t pay and 6 mos. or more was too long to wait and so much time would be lost. I decided to see if he could get a diagnosis from a psychiatrist and was able to set up an appointment with one in mid-Dec. 2010. In order to find other services for him, I used Facebook to gain info. from family and friends. I found a psychologist who met with us for his first appointment in early Nov. 2010. Through a friend on Facebook, I learned of a place called Advent Speech and Feeding Therapy in Bethlehem, PA that provides integrated therapies (speech and language, social skills, behavior specialist, occupational therapy) in a home-like setting. This friend told me that this place is relatively new and shouldn’t have a long wait and that she knew a great behavior specialist who was leaving another agency to go there. She said he was excellent and it would only be a matter of time before people found out about him and this place. She was right because it only took 3 weeks until we got an intake appointment. Within a week after his intake appointment, he was attending weekly therapy sessions and weekly equine therapy sessions. These services started end of Nov. 2010.

After our initial consultation with the pediatrician, I also contacted the school to inform his teacher and the school guidance counselor of the fact that the pediatrician felt he had Asperger’s and we were having difficulties getting him into services due to long wait times in order to get the diagnosis. It was recommended by our pediatrician that we have him evaluated at school to see if he had any social needs, speech and language needs, and/or a need for occupational therapy so he might be able to at least get services there while we waited to get a diagnosis. The school immediately started their evaluation for Aspergers, speech and language needs, an OT evaluation, and evaluation for a possible learning disability.

After our first meeting with the psychiatrist, she confirmed that he did indeed have Asperger’s syndrome with attention deficit disorder without hyperactivity and prescribed the lowest dose of Risperdal to help with some of the obsessive, rigid behaviors. She said it would also help take the edge off of his anxiety.

By then end of January 2011, Michael had been in therapy at Advent for nearly 2 months. He was making progress, but it was slow and he needed much reinforcement of what he learned socially.

At the end of January 2011 is where the real improvements started happening. I took Michael for an appointment with a holistic doctor to have a live blood analysis done. This doctor draws blood from your finger, puts it on a slide under an electron microscope, and video records what’s going on in your blood right there in front of you. She also makes recommendations on how you can improve your overall health based on what is found in your blood. A year prior to taking Michael to this doctor, I went to this doctor for help with digestive issues when I felt that modern medicine wasn’t working and her recommendations did wonders for my stomach issues. My intentions in taking Michael to her were to see if she could recommend something that Michael might be able to take to help with anxiety. Although Risperdal was working, in time he’d need a higher dose of this medication, and like many other psychiatric medications, it has some hefty side effects. No one could have prepared me for what we’d see in this blood draw. His body wasn’t digesting his food, his red blood cells were not flowing freely, but were stacked like coins in his blood. His liver was in distress and his body showed evidence of either an auto-immune disorder or degenerative disorder, most likely related to the digestive system. Finally, all of his organs showed signs of heavy metal toxicity and these metals were also crossing over the blood-brain barrier. To sum this up, although he appeared healthy on the outside, his body was very sick and we needed to help heal his digestive system and rid his body of heavy metals. The doctor recommended using probiotics, prebiotics, and digestive enzymes since she felt that he either was not born with his own digestive enzymes or his body cells that make these enzymes were badly damaged/impaired. She recommended using apple pectin to help the body start the process of getting rid of heavy metals, but she felt we’d need more help than this would provide since his body was overloaded with heavy metals. She recommended that we find a doctor who would test to find out what metals are a problem so he could participate in chelation therapy to properly get rid of the metal toxicity in his A month after starting the supplements recommended by doctor as a result of this live blood analysis, Michael started to be more interactive with others, less anxious, and more self-confident. The OCD behaviors were significantly reduced and the "mind fog" seemed to be lifting, which really helped in his attention. Week after week the therapists at Advent said he was much more interactive with others and eventually he was laughing and telling jokes.  Everyone from his classroom teacher to his therapists to his Sunday school teachers, who see him once a week for an hour, have noticed significant improvements. As the months passed, the Asperger-like symptoms seemed to be lessening. As he became more interactive, the savant-like abilities seemed to diminish. He now makes eye contact and start a conversation with someone, but he couldn’t remember the exact birthday of all of his extended family member and family friends. It appears that when one area of the brain is impaired, another area takes over. So when he had no interest in interacting with others, the mathematical abilities were unbelievable, but once he started becoming more interactive those abilities were "turned off" so to speak. I’ll take the interactive Michael any day over the Michael with the awesome memory.

 The holistic doctor’s recommendations led us to Woodlands Healing Research Center in Quakertown, PA. The earliest appointment we were able to get was at the end of April 2011. This doctor ordered a comprehensive stool analysis to check for digestive issues and a urine test for heavy metals to determine what course of action needed to be taken. These tests revealed the following: the stool analysis revealed inflammation in his digestive tract similar to that of someone who has inflammatory bowl disease and the urine test for metals revealed slightly elevated levels of mercury, tin, and antimony in his system. The recommendation for the inflammation was to determine what foods were causing this through allergy testing in their allergy lab because the doctor was certain food allergies had a part in this. For the metals, this doctor felt we didn’t need to do anything because what we were already doing with the dietary supplements was helping heal his digestive system and helping his body to rid itself of the metals. He said to ask for mercury-free vaccinations and to avoid metal dental fillings. He also said to get rid of non-stick cookware and all flame-retardant sleepwear to help further reduce the elevated tin and antimony in his system.  Michael’s allergy screenings revealed that he’s mildly to moderately allergic to almost everything he eats. Michael has always eaten a wide variety of foods, so the allergies were a shock to us.  Surprisingly, if you eat something on a regular basis, the body naturally develops an allergy to it. The recommendation was to rotate his foods so he doesn’t eat the same thing more than twice a week. This is easy for some food allergies such as chicken or rice, but more difficult for others such as sugar. We are trying to do this, but aren’t always successful and once he goes back to school this will not work so well because there are limitations to what you can pack for lunch and he also likes buying school lunches, which won’t fit into the rotation diet plan.   

In late June 2011, Michael had a follow up appointment with his psychiatrist who said because he’s doing so well in every setting, she wanted us to take him off the Risperdal to see how he does. As of now, he’s been off the Risperdal for almost 2 months and he’s continued to do very well without it.

In mid-July 2011, I scheduled a follow-up live blood analysis with the holistic doctor to see how things looked now in his blood. I needed the affirmation that everything we’ve been doing medically has been helping him. The difference in his blood in less than 6 months was AMAZING. His red blood cells were moving freely (like they should be), he no longer showed signs of a degenerative or auto-immune disorder, and best of all his body was getting rid of the metals on it’s own. Most organs are now heavy metal free and the ones that still have metals in them, are working to move those metals out of the body. His liver functioning has also significantly improved.

Our experiences this year have not only enabled us to help Michael, but also help our younger son, Christopher, who suffers from asthma. We made an appointment for Christopher with the same doctor Michael has at Woodlands and were able to find out what his allergies were and most likely what triggered his asthma. We were unsuccessful in getting this info. from other allergy centers.

This has probably been the toughest year of our lives, but it’s made everything crystal clear. Michael’s diagnosis really helped make sense of what we were dealing with behaviorally in recent years from him. It’s also helped us make sense of why the boys’ relationship with each other is always so "topsyturvy." Through this, we realized that Jim’s dad most likely has this syndrome and it’s forced Jim to take a look at some of the tough times he’s had with his dad over the years and how it’s affected him both then and now in his parenting of the boys. Although this has been a tough year, I wouldn’t trade it for the world. It’s made me stronger or rather I should say that it’s made us stronger as a family.

Now when Michael verbalizes that he doesn’t like something, I remind myself that this is the way it should be and he’s like this now because of all we’ve been through. We would not be where we are today if it weren’t for our faith in God first and foremost and our trusting that he would lead us down the right path.  Because of this faith, it led to the discovery of the medical issues Michael was having through the live blood analysis. He appeared healthy on the outside, but inside was a different story as told in his blood sample. We were also so lucky to have him involved in a great therapeutic program at Advent and he had a great first grade teacher last year. We are blessed to live in the district we live in because they have been so accommodating regarding Michael and his needs.  He has an awesome teacher for his second grade year and know he will continue to make progress.  This awesome teacher, Bonnie Strauss, is also a member of St. John’s and at Michael’s IEP meeting last year of all of the 2nd grade teachers in Whitehall (there are 13 teachers) she was recommended as being the teacher who could bring out the best in him.  Deep down, I already knew this before this meeting because I already knew her from the church and have seen her interactions with Michael.   He’s already made so much progress in the first month of school with her and I can’t wait to see where he’s at 6 months or a year from now. 

Michael’s come such a long way in such a short time and now he hardly even looks or acts like a child with Asperger’s Syndrome.  Would you believe that each week at church, when congregation members go around greeting one another that he not only shakes the hands of others seated in front of or behind us, but he also goes out in the aisle and goes all around the church shaking the hands of anyone he meets?  His 4 year old brother, Christopher, saw how much enjoyment Michael was getting out of it that he now does it too.  So if you are ever at the 10:45 service and 2 little boys approach you to shake your hand, chances are they are Michael and Christopher Leibensperger.  This is an amazing feat for a child who suffers from Asperger’s and has an anxiety disorder.  

In closing, I feel I need to share something that happened to me the other day while playing “Words with Friends (Scrabble)” on Facebook.  My 7 letter tiles spelled out “I SEE GOD.”   Although I couldn’t play it on the scrabble board because you can only play words not sentences, those words are playing out every day in our lives.  Everything great that’s happening in our lives would not have been possible if it weren’t for God and for St. John’s U.C.C.    St. John’s has truly helped us “see God” and has given us the courage and strength to overcome the challenges we’ve faced.

　
