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"Kathryn Burke has written a sensitive, informative, heart-grabbing book that is a testament to the critical importance of advocacy in the face of systems that are too often so overloaded that they lose sight of their true mandate. This story of a family that refused to accept uncaring bureaucratic responses when it came to the education and development of a beautiful child impaired by disability will serve as an anchor, a sword and a shield for any family with a child whose abilities don’t follow the norm. Every parent will learn valuable lessons from this book, and parents of children with disabilities will be introduced to knowledge and insights that can help them turn failure into success.
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This book is dedicated three ways:
To Paul, Colin, Kyle, Nancy, Sam and Charon (in heaven)
I love you all past Pluto!
To parents everywhere with children with exceptional learning needs
I hope this book provides you with the knowledge that you are not alone. I wrote it for you.
To people world over who work as volunteers or in a professional capacity helping people with learning disabilities or other exceptional needs
I believe you are angels on earth. I thank you for all that you do every day.
Interviewing principals: In search of a school
Kindergarten and acts of kindness
The bully, the bystanders and all the things you did wrong today
On the move: A new school and a new outlook
Emerging awareness of our son as a struggling reader
Not every professional is always professional
All we need to do is to help our son "catch up" and other misperceptions
Five less teeth and breaking code: An eventful summer
Grade two: Déjà vu all over again!
If it’s not one thing, it’s another
Grade three: Angels as teachers and sisters as angels
Is he in? Yes, no, possibly so!
I feel like a new man today! Taking medication for ADHD
Going to advocacy boot camp: Fighting to keep a school open
Good people and sleepless nights
What is going to happen to them?
This book is about our journey of advocacy for our son, Colin.
Colin is intellectually gifted. He is affected by learning disabilities, specifically dysgraphia, dyslexia, and organizational challenges. He has Attention Deficit Hyperactivity Disorder (ADHD). To the best of our knowledge, he is not challenged by other neurodevelopmental or exceptional learning needs. In addition to co-existing learning disabilities and ADHD, Colin has suffered from respiratory issues throughout his life, primarily recurrent pneumonia and asthma. He was diagnosed with moderate level stuttering as a pre-schooler, a condition which has been completely remediated.
Learning disabilities refer to a number of disorders which can affect how a person acquires, organizes, retains, understands or uses verbal or nonverbal information. People with learning disabilities typically have average to above average intellect and reasoning and are fully able to learn given the right intervention. Learning disabilities range in severity and may interfere with the acquisition and use of one or more of the following:
•oral language including listening, speaking and understanding
•reading including word recognition and comprehension
•written language
•mathematics
Individuals with learning disabilities often have difficulties with organizational and social skills. The impact of learning disabilities changes over the course of a person’s life. These changes are affected by a person’s strengths and needs and the manner in which they interact with their environment. Learning disabilities are suspected when a person unexpectedly under-achieves at school or can only achieve with unusually high levels of effort and support.
Conservative estimates of learning disabilities place its incidence at one in every ten people. The causes of learning disabilities are unknown, although current research indicates it is a neurological condition which is also hereditary in nature. Learning disabilities are not caused by lack of motivation or poor teaching, although these factors may further complicate the challenges faced by individuals with learning disabilities.
Learning disabilities often co-exist with other neurological or health conditions, lending complexity to the issue. A common co-occurring condition is ADHD, estimated to affect approximately 50 % of people with learning disabilities.
More detailed information about learning disabilities is available on websites of Learning Disabilities Associations around the world. Of particular note are the websites of the Learning Disabilities Association of Canada and the Learning Disabilities Association of America. Other excellent resources include LDOnline, the National Centre for Learning Disabilities, and Misunderstood Minds. All sites are easily found via an online search engine. Because of the significant co-existence of learning disabilities and ADHD, most sites also include information about ADHD. The majority of these sites also contain links to local regional, provincial or state resources.
Readers wishing more information about learning disabilities and its co-existing conditions are encouraged to consult experts within their community.
Kathryn Burke Edmonton, Alberta January 2011
Source: Information in the Author’s Preface was abstracted from the website of the Learning Disabilities Association of Canada and A Call to Action: World Summit on Learning Disabilities, December 5, 2008 which was written by Kathryn Burke for the Organizing Committee of the World Summit.
It happened accidentally. I did not set out to be an advocate. I was going to be the president of a hospital or the CEO of some company. The latter is now true but not quite in the way my 24 year old self had envisioned.
I had excelled at university and was on the fast track to corporate success. My creative pursuits involved sketching, tailoring and other forms of art but certainly not writing. Then, life happened. My world today is dramatically different than I thought it would be. My sketchpad and sewing materials do emerge from time to time but my creative release is through writing. Most importantly of all, I am now a wife and mother of two children with exceptional learning needs. I am convinced both these roles have made me a better person.
My 24 year old self would never have envisioned that at 53, she would write a book about a journey of advocacy for her gifted son affected by learning disabilities and ADHD. Perhaps in the arrogance of the day, she may have perceived it to be possible to have a child who was gifted. While lacking in self confidence about many things, there was one certainty for that 24 year old woman; she had some grey matter with well-tuned and firing neurons. This one belief gave her resiliency. She would not have seen herself married as she had effectively given up on meeting someone. She certainly would not have predicted she would fall in love with a brilliant man who sustained a serious spinal cord injury at 13. Meeting that man was still nine years in the future for that 24 year old. She could not begin to realize how incredibly lucky she would become.
This is the story of how I accidentally became an advocate. It is also a love story, but not in the movie theatre, "they lived happily ever after genre" with the Celine Dion sound track. It is about my unapologetic love for my sons and my husband. It is how the love of my sister and others made a difference in my life. The power of love has led me to believe it is possible to move mountains -or at least find a safe way around them.
Something quite unusual happened in the months immediately before I began writing this book. I am not sure why, but I found myself sharing aspects of my past with some friends.
It started innocently enough. When asked questions about my youth, I began answering honestly and not defaulting to the sanitized version of events I had constructed about my childhood. Perhaps my new openness was because it was safe to speak about my upbringing. My mother died four weeks after my oldest son was born. My father, seriously impacted by dementia, generally does not know who I am.
The fact that I feel my mother reaching out from the grave to control my actions, even though I am now in my fifties, hints at the fact that my childhood was a bit challenging.
I am the youngest of three girls. My sister Nancy is nearly nine years older than me. My other sister, Charon, was almost six years older; I am now the age she was when she died. When I was a toddler, my mother had a near-death experience following surgery. She had memories of looking down on the doctors and nurses as they worked on her. Nancy, who was basically my mini-mom, told me our mother was changed when she came home from the hospital. Ironically, she lost her love of life after she nearly died. With the benefit of hindsight, we both now suspect she may have suffered some brain damage.
I don’t remember the mother who loved life. I just remember a controlling woman who drank everyday and told me how awful I was. Though I would not recognize it during my youth, as an adult I came to understand that I had been emotionally abused as a child. My father was nicer, but the adult me now realizes he was complicit in the abuse. He did nothing to stop it.
I was the only child at home from the age of 14. I became my mother’s mother. I handled virtually all the domestic chores. My father did not do anything domestic. He worked outside the home. Period. My mother made it clear I had duties. I support children having responsibilities at home. But in this instance, it was all about scale and who was pulling the weight in our family. I did the majority of cooking, cleaning, banking, and grocery shopping, the latter impacted by how many bags I could tote home. Because my family also bred and showed dogs, there was dog duty before and after school. Shovelling poop from a litter of eight Airedales was routine. My mother consistently told me I was lazy and that I owed her as she had brought me into this world. I have vivid memories of being awoken at five am with her exclaiming, "Get your lazy bones out of bed. You think you are so smart, but you are not."
I plotted escape but wanted to be strategic about it. My sister Charon moved out of the house shortly after our family relocated from Montreal to Calgary. I had just started high school. Charon met a man and moved with him to a small community in British Columbia. She later confessed to me that the situation at home had colored her judgment. Effectively, she was escaping our home but the consequence was a bad marriage that lasted seven years. My parents effectively disowned her and did not speak to her for almost six of those years. I have clear memories of them throwing out her Christmas gifts as she tried, unsuccessfully, to reconnect with them. Almost daily I was admonished, "Don’t hurt us the way your sister did!" What that meant was that I was supposed to tow the line and do as they wanted.
Nancy married a wonderful man a month before I turned 15. They lived in Winnipeg, one time zone and an expensive long distance phone call away. As a young couple, I know they did not have a great deal of money. My new brother in law worked in banking and has always been a skilled money manager. I am certain a line item was included in their monthly budget to cover my collect long distance calls. My sister and her husband Sam were my supports, the human equivalent to life vests, in what was the sea of insanity in which I lived, alone, with several dogs and my two parents. I could not let my parents know I was calling my sister, something they would regard as being "disloyal" to them. So I called collect. It was a matter of survival.
I missed a great deal of high school. By grade eleven, my mother had established a little cottage industry. She ran a pet grooming service from our basement. She was very adept at grooming show terriers, a skill I acquired as well. She would normally groom one pet or show dog a day. But before dog shows, about once a month, that number would climb to two or three per day. I was expected to help and frequently stayed home from school to groom dogs.
The pattern of my mother’s addiction was very evident. She was a tiny woman who ate little. She began drinking a double shot of rye ever hour as soon as she finished grooming a dog, about four in the afternoon. She would hide the drink when clients came to pick up their pet. The drinking would continue until about midnight at which time she would go to bed. A pack of cigarettes was always at the ready, and by the end of the day, she generally made it through that pack. Drinking on little food resulted, I am certain, in horrendous hangovers. As she took a drag on her morning cigarette, she would pop pain killers and decongestants and take those pills on a regular basis until the soothing impact of the alcohol consumed at the regular four o’clock drinking time resolved her symptoms of alcohol withdrawal.
There is a saying that it is hard to see the big picture when you are surrounded by the frame. I was unhappy during my teen years. But I did not know normal. When I was 16, an event occurred that enabled me to gain insight into the abnormal nature of my life. We travelled as a family to dog shows throughout Alberta. Normally, we would leave after my father got home from work on a Friday, and make the trek back from the show in late afternoon on a Sunday. Supper, more often than not, was on the road. One fall we were making the trip back to Calgary from an Edmonton show. The evenings had become quite cold. Mid journey, we pulled into a highway roadside restaurant where my parents had agreed to meet others travelling back from the show. My parents made me wait, in the dark, in the cold, on the side of the road, stuck in the car with the dogs while they went in, had food, and undoubtedly drank. The rationale for me staying in the car -someone had to take care of the dogs.
I remember watching the windows of the car fog up as the temperature outside dropped; I was chilled and congested with both a cold and from crying. I wondered if I should run away. But, being practical, I figured it would be stupid for a young girl to walk alone on a highway after dark. I suspected it would not end well. I stayed in the car. I recall using paper towels to tend to the natural side effects of crying for an extended period. I am not sure how long I was left alone with the dogs -likely the time it would take for a large party to order, receive and consume their food. But it felt like days. I remember choking back the takeout they bought for me as my supper meal. Something snapped for me that day, and that was a good thing. I came to the realization that what was happening to me was not normal. I needed to hang on long enough to leave on my own terms and in a way that ultimately was to my benefit. I began to think strategically. But, this use of strategy would not protect me from the emotional slings and arrows launched in my direction from my mother. It would not stop me from playing the tapes in my head that challenged my very worth as a human being.
With their success in showing dogs, our family attracted a collection of people who always seemed to be at our house. They would come to learn how to groom and show their dog. And they would drink. These frequent visitors began to notice my situation. I remember being questioned by one about why I had stayed outside in the car on that infamous night. My parents had said I wanted to stay out with the dogs. In some strange way, it was comforting that they had actually felt it necessary to lie about the incident. I took a risk and responded that I was made to stay in the car. I began to get quiet support. As I got older, many people from the dog community encouraged me to leave home.
There was little deviation in the pattern of my life throughout high school. Despite skipping a great deal, I graduated with high enough marks and sufficient credits to have options, including attending university. I went to my high school graduation with my friend’s parents. My father did arrive in time to see the ceremony; my mother chose not to attend. I remember feeling pangs of jealousy watching how proud other parents were of their children. It was not about gifts or fireworks. It was about being valued as a person.
After high school, my mother’s expectation was that I would remain at home and tend to the family business. I would continue doing what I had been doing outside school hours, but now full time. I felt trapped without a future. I had no money and no visible means of getting away. Emotionally, I was at a very low stage in my life. But, for the first time ever, I began to sense my father was uncomfortable with my situation. He suggested I needed to get out and perhaps go to university. My friends were all at the University of Calgary and I wasted no time submitting my application. I started in the winter term. Life for me never looked rosier!
I loved university! I loved absolutely everything about it. For the first time in my life, I felt free. I was empowered. I had enough focus to get the work done and applied myself with gusto.
My parents paid for my books and tuition that first semester. After that, my university education was self-financed. I did make some money from grooming and showing dogs, but that income was unpredictable and insufficient to finance my future. The summer after my first semester of university, I got my first real job outside the house, providing administrative support in a human resources office of a fertilizer plant. My work ethic was appreciated. I was praised and gave some thought to staying on. But in the end, I concluded I needed to get my degree.
I decided to major in sociology. When I was reading sociology text books or doing essays, it did not feel like work. That choice caused an immediate stir at home. It was considered a silly subject. I was told, on several occasions, to go into education -where I would get the summers off or into nursing which was a good job for a woman! I began to understand the underlying principles of feminism. My roles and opportunities should not be defined by gender. I was as good as anyone else, at least in theory.
University also provided me with an understanding about the profound difference one person can make in the life of another. The person in this case was Dr. Merlin Brinkerhoff, a professor in the Department of Sociology. I suspect he never knew how important he was in helping to change my life.
With my decision to major in sociology, I was required to take a full year statistics class. A high school friend also needed to take the class and we figured we would suffer through it together. I enjoyed math, but did not consider myself to be strong in the subject. There were gaps in my math education because of having skipped so much school. Yet, I found stats to be elegant, logical and straightforward -a view not shared by too many others in the class! The first lab assignment was, I now recognize, a fishing expedition on the part of our professor, Dr. Brinkerhoff, to gauge our aptitude. I invested considerable effort into that assignment. Dr. Brinkerhoff’s office was on a well-travelled route between the stats lab and the department coffee lounge. On my way to get a coffee before class, Merlin, as I came to know him, stopped me and asked me into his office. I did not step in with confidence. My self-esteem, though growing, was sufficiently fragile that it might have shattered with an overly negative exchange.
He first asked me why I had used some of the approaches I had in the assignment. I explained my rationale. He then shared with me that he liked my approach. He asked me if I was in the honors program. I replied, "What is the honors program?" He then asked me if I needed a job. In shock, I told him I did. I enrolled in the honors program, became his research assistant and continued to work with him through both my undergraduate and graduate degrees. And I only got a B on that damned assignment but was one of the few to get a full A in the class!
That short discussion during the second week of my second semester of university was life altering. During my teen years, my belief in myself had eroded. The sentiment that I was smart and could succeed began to creep back into my psyche. Having the backing of someone who had independently come to the conclusion that I had value fuelled my resiliency. It was something I would not forget as an adult. Merlin was an important part of setting me on a path to success; he made a difference in my life.
I lived at home during university. I picked up a collection of summer jobs, normally connected to the university and continued to work for Merlin throughout the school year. I also continued to provide major support with the domestic and dog duties at home. Because I was earning outside income, my mother decided I should pay room and board. She was determined that I not get "a free ride." She would go on to tell the world that she worked hard to put me through university with her pet grooming service. What is sad is that I think she actually believed it to be true. If my father knew about this arrangement, he did not let on. Money became a serious issue for me. I certainly got none from my parents.
A friend was making a great income for a university student by waitressing. I decided to give it a go. If it went well, I could increase my income and reduce the number of hours I worked during the school term. In addition to working with Merlin, I had picked up a number of jobs with other professors, some of which included marking exams. I wanted to work a bit less for money and concentrate more on my studies. My parents hit the roof. Their response was loud and definite, "No daughter of ours is going to do a job like that!" Basically, if I waited tables to make money, I was acting like a whore and would need to move out.
I investigated a student loan. Parents were required to co-sign a loan if the applicant was under 21 years of age or had not lived away from home for two years or longer. I asked my parents to co-sign an application. They refused. They said, "No child of ours will go into debt to go to university." So I was left with the situation where I was paying room and board and was "not allowed" to work in more lucrative jobs if I was to remain at home with a roof over my head. It was yet again another illustration of my parents’ extreme control issues. It was status quo until my 21st birthday on which day I submitted an application for a student loan. I received my loan at the end of November. I had my own place on December 1st. It is nice when plans come together.
At roughly the same time, my sister Charon ended her relationship with her husband and moved home. My mother had a slave back in the house. It was a testament to how damaged my sister was that she sought the sanctity of our parents’ home. She also made the decision to move east with them when my father was transferred to the Toronto area. Immediately before my father was transferred, I had considered attending graduate school at McMaster University in Hamilton. Ironically, my future husband was doing graduate work at Mac at the time, and Charon would work there in the future. I rapidly changed my mind, and decided that my parents could leave the city. I would stay. I was due to convocate with my undergraduate degree that spring. My parents made it clear that they would not be coming back for the ceremony. To anyone who asked, I indicated that I did not give a damn. I decided I would not go to the ceremony. However, I did give a damn and regretted my decision not to attend my convocation. It slipped by, unmarked, just like any other day.
The scenario that had occurred between my mother and me was repeated with my sister. She lived at home and was instrumental in managing the house and its affairs in the hours when she was not working. My mother drank and became increasingly more paranoid. In due course, my sister, who was a warm and generous person, met a man. He built homes and was kind to her. My parents were dead set against the relationship. "He is not good enough for you." Charon ultimately married him. I am not sure how long it was that my mother refused to speak to my sister for defying her wishes. But, I believe Charon was comfortable with the silence.
I loved being a graduate student even more than being an undergraduate! I was fortunate enough to receive a major scholarship and the pressures of money lifted a bit.
My scholarship did not allow me to work outside the university setting, but I was able to make some extra money by grooming and showing dogs. I essentially began to run my own little business -one that lasted for three years. Just after I began graduate school, my sister Nancy and her husband Sam moved to the nearby city of Lethbridge. Nancy also showed terriers. We would meet up at dog shows throughout the province, share hotel rooms and a lot of laughs! With the exception of one disastrous Christmas when I went to my parents’ place in Ontario, I spent all special occasions at Nancy’s home in Lethbridge. I had roots and people close by who cared for me.
It was my sister and her husband who were the proud relatives in the audience when I convocated with my Master’s degree. They, along with many other people from the dog game who were more aware of my struggles than I believed them to be, found it within their hearts to "find" me household essentials. My basement suite was outfitted with dishes, furniture and even food from people who cared for me. I was blessed. I was happy. I learned then as I know now that there are many good people in the world.
By the time I completed my graduate degree, I had publications in peer-reviewed journals, the first while I was still an undergraduate student. In my final three terms as an undergraduate, I took a number of graduate classes. By the time I entered my Master’s program, I had most of the prerequisites for a graduate degree out of the way. My plans were to get my PhD. I looked into many programs, including some Ivy League Schools in the States.
As I was nearing the end of my Master’s work, it was clear to me that I had neither the finances nor the emotional energy to begin a PhD program. I began to apply for jobs, and rapidly was offered a contract position in Edmonton with the Government of Alberta. I liked the idea of contract work because my plan, at that stage, was to work for a few years, bank some money and do my PhD. With my thesis 90 % completed, I packed up my stuff and moved two and a half hours north to Edmonton. It took me another year to get the remaining 10 % of my thesis done, and with the benefit of hindsight, I should never have made the move without it completed. It was hard to juggle full time work, complete my thesis, and manage the transition. And that transition was far harder than I thought it would be. Before the move and the job, I had been striving, fighting for everything. Now my existence had changed completely; I was effectively starting my life instead of preparing to live that life.
From a work perspective, I was coping well. But in moving to a new city, I had lost my community of supporters. I missed them terribly. Gradually, I gained friends and put down roots. My work for the Government was research and policy analysis in health manpower. I was good at research, and emerged to become a very competent policy analyst. I progressed within the government to more senior policy roles. About eight years after my move to Edmonton, I accepted a position as the Assistant Director of Research and Planning at the University of Alberta Hospital. The facility was one of the largest teaching hospitals in North America. I was in my element. By that point, I had clearly made the decision to abandon PhD studies. I loved health care too much and wanted to remain in the field.
One of my early responsibilities as Assistant Director was to help implement the newly approved heart transplant program. At first I was tentative in my new role. Working in government is very hierarchical, much like the military. There is a chain of command. Most government employees are used to every word in a document being scrutinized and edited at multiple levels of the hierarchy. I learned to love having greater independence on the job. Shortly after the heart transplant program was implemented, the hospital sought funding for a liver transplant program. I worked with the clinicians to prepare the submission to government. We were successful and the next year was spent in implementing the program. When it was completed, I took on the role of administrator for all the transplant and renal programs. I was in my early thirties and had signing authority for a budget in excess of $12 million.
I began to write and present papers at conferences. I was an up and comer; my future plans were to be a senior executive in the health sector. I lived in a high rise apartment overlooking the river in the university district. I had come far from my basement suite struggling for money while fighting to complete my degree.
I remained very much aware that I had benefited from the generosity of others. In keeping with my moral code, I felt it important to give back. After I got established, I began volunteering. My first experience was as an in-house volunteer at Ronald McDonald house where families from outside Edmonton stayed while their children received care at the hospital where I worked. One holiday season I returned early from my sister’s place in Lethbridge to be part of a group of volunteers who cooked New Year’s supper for the families who could not get home for the holidays. Through connections with colleagues at work, I also began to volunteer with the Canadian Red Cross. When the tornado hit Edmonton in 1987 killing 27, I was the Chair of the Red Cross’s Volunteer Resources Committee. The Red Cross was a major part of the tornado relief effort. With several others, I helped set up the Tornado Victims Assistance Centre in a high school close to where the tornado had been particularly deadly. My employer supported me by giving me time off with pay to complete this humanitarian work. The notion of volunteerism became part of the fabric of my existence. It even defined my social life.
I dated different men during this time and wanted very much to find a life partner. Some seemed intimidated by me and the positions I held. I was unwilling to compromise just for the sake of being with someone. I saw what that course of action had meant for my sister Charon. I felt it was better to be single than to be in a bad relationship. By this stage in my life I concluded I would never be married. However, fate would intervene. I met Paul.
Paul says we would have met anyway. It was inevitable. I was introduced to my future husband by one of my staff.
I was having a bad day, and Ingrid, the master conspirator, had a lunch date scheduled with Paul who had just moved to the city. She invited me to come along. I was resistant. Ingrid had been long going on about how the two of us should meet. That was enough to keep me away. I bent to pressure after the second conspirator, my assistant Mary, changed my schedule without my knowledge so I could go to lunch. I capitulated; I had to eat anyway. Paul and I rapidly entered into discussion. Poor Ingrid was like a spectator at a tennis match turning her head back and forth to follow the rapid fire dialogue between Paul and me.
I knew. I had seen the movies. I had read the books and was a non-believer. But on that day, I believed what I had not before. I knew that Paul was "the man." As I left the restaurant, I saw Paul walk to where I presume his car was parked. He limped. I thought he might have hurt his knee. But the limp did not go away, and Paul always walked very slowly. I was surprised to learn the reason.
Paul’s family has roots in the Oro township area in the lake-district north of Toronto, a place where they vacationed every summer. Many of his relatives live there year round. It was in his Aunt’s backyard, on the day before his family was to head back home from summer holidays, that Paul broke his back. He had constructed a tree fort, some 30 feet in the air, complete with a rope ladder. His father, upon seeing the fort, insisted Paul remove a tree stump present at its base. That saved his life, though I would question why any parent would allow their child to have a tree fort 30 feet in the air. When the rope ladder broke on that August day when Paul was 13, he was not impaled and killed by the tree stump. But he did break both his arms, bit through his tongue, and sustained a life altering spinal cord injury in the lower lumber region of his back.
Paul’s father was a brilliant physician. First on scene, he administered emergency care. His actions likely prevented further injury to Paul’s spinal cord. Paul would spend months hospitalized and strapped to a striker frame. One of his proud accomplishments was being able to eat, while upside down on the striker frame, one of his aunt’s delectable but crumbly butter tarts!
Paul remained in hospital until just before Christmas. He speaks about learning to do wheelies on his wheelchair, and how once, in rolling, perhaps racing, down a ramp at the hospital, he plowed into a nurse holding a full tray of meds! Little pills went everywhere. He was in that nurse’s bad-books for a time. He hid out in the hospital sun room until her shift was over! He was, after all, only 13 years old.
He ultimately regained some sensation on the inside of his legs, but was and still is unable to feel his feet and the outside of his legs. By the time he was discharged from hospital to outpatient care and rehabilitation, he was walking with the aid of a walker. He became a voracious reader and comic book collector during this period. He used to walk several blocks to the main street in his home in Stony Creek to buy a new comic book. Over the period of a year, Paul progressed from using a wheelchair, to a walker, to two crutches, then two canes, and finally one cane. After a year of trips for comic books, Paul had graduated to using only one cane. During one of these trips, a village barber, a person who did not know Paul but had watched his efforts, commented on how well he was doing in regaining his ability to walk. Several decades later Paul still remembers the barber’s words of encouragement. He also marvels at the process by which children learn to walk so naturally, commenting on how hard it was for him the second time around.
Paul remains very humble about his significant rehabilitation achievement. A few years after we were married, I bought us tickets to attend a speech by wheelchair athlete and advocate, Rick Hansen. The presentation was about setting and achieving goals. Rick spoke about his spinal cord injury and rehabilitation. Many of the experiences he shared that day were ones that Paul, too, had experienced. Unknown to me until then, I learned that both Rick and Paul had injured their spinal cords in the same spot. When the speech ended, Paul, somewhat emotionally commented on how strong Rick had been in recuperating from his injuries. Paul looked at me somewhat dumfounded when I replied that he, Paul, had showed just as much strength in regaining the use of his legs. He said, "But I just did what I had to do." I replied, "But what you did was impressive. Don’t minimize the scope of your achievement."
When Paul arrived in Edmonton, he was in the process of rebuilding his life. He moved across the country to Vancouver to continue a relationship that ended three hours after he got off the plane. He stayed in Vancouver to work for a few years, but the time was not pleasant. Edmonton was a new start.
We took it slow and were companions for a long time before our relationship became serious. We maintained separate residences. I ultimately bought a house. When it became evident we were living together in two separate places, we decided it was time to accept the inevitable. I sold my house, and we bought a home together, got married a year later, and had Colin the next year.
I joke and say that we got some of the order right! I also joke, somewhat seriously and say that we are geriatric parents. Certainly we were older than the other couples in the pre-natal class we attended before we had Colin.
When Paul and I got married, I was directing ambulatory care at a busy city hospital. Our marriage coincided with a significant downturn in the provincial economy that precipitated major changes in health care. I spent the year after our marriage in weekly meetings managing wholesale lay-offs. For the first time ever in my career, I hated what was happening at work.
The environment had morphed into a siege mentality rife with survivor sickness. I knew my job would also undergo significant change. When that time came, I made an important decision. I was offered the option to remain in a different job or take a package and leave. For many years, I had considered running my own business. I thought it was now time. I took the package.
My departure coincided with the beginning of the Lillehammer Olympic Games. For the first time in my adult life, I did nothing for a two week period except watch television and revel in the Olympics. I slept. I relaxed. I got pregnant!
We were simultaneously overjoyed and terrified. Pregnancy had eluded us for a year, and we were genuinely surprised when we learned I was pregnant. Initially, I felt fine. And then morning sickness hit and stayed, all day and night, for the first six months of my pregnancy. And every now and then, when I thought it had gone away, it came back.
We are the type of people who research everything. I approached my pregnancy in the same manner as I had tackled graduate school. I read books and articles and did my best to adhere to existing and emerging best practices for a pregnant woman. I ate healthy foods. The strongest beverage I drank was the occasional decaf coffee.
Our son arrived by C-section, over a week late, three days before Christmas. He was just shy of nine pounds and appeared to be a robust baby. We were, to put it mildly, ecstatic. Paul was punch drunk!
Because Colin was overdue, I was admitted to hospital to be induced late in the afternoon the day before he eventually made his appearance. By late evening, it was apparent that the baby was not coming immediately. Paul went home for some rest. When babies are involved, plans have a way of unraveling! By two in the morning, my contractions were a few minutes apart and the hospital called Paul to tell him to return. He drove my car, and, I suspect, screeched up to the entrance of the parking lot. During the day, the lot had a parking attendant. But in the middle of the night, entrance to the lot was guarded by an imposing yellow and black wooden parking arm. Paul looked around for a ticket dispenser or other way to get the arm to move up. He saw nothing. It was night-time, cold, dark and his baby was about to be born. My car, old but loved, was a beater. So he gunned it. He drove through the gate leaving bright yellow paint marks on the roof of my car. The mangled parking arm lay on the ground by the car door pointing to my vehicle as the guilty culprit!
It was only a matter of time. The car was registered in my name. One of the hospital’s security guards had the poor sense to walk into my room, mid contraction, and ask if I had wrecked the gate. The nurse pounced on him with the ferocity of a mother bear as Paul went out to confess to the deed. We suspected that others before us had driven through the gate. It was repaired while it was still dark. As we left the hospital, we stopped by the now intact parking gate to get a picture with our new baby boy!
We considered our son to be relatively healthy. But, a week after his birth, he needed chest x-rays to investigate respiratory problems. Looking back, we now realize that as a toddler and into his pre-school years, Colin suffered from continuous respiratory problems, ear infections and asthma. We are also aware that these health issues are strangely common among children with learning disabilities.
I was quick to embrace self-employment soon after I left my hospital job. I loved being able to walk down the hall to my home office.
I gradually picked up contracts and by Colin’s due date, was quite busy. My contracts were primarily in the field of health care, with a smattering of other jobs thrown in from time to time. Paul also entered the world of self-employment shortly before Colin was born. He too, worked from home, and this opportunity gave us both the chance to be with our new son and get to know him well.
When I was pregnant with Colin, I did take time to visit my parents. They had retired to Kelowna; my trip was deliberately short. My relationship with my parents had evolved, or devolved, to be fuelled by obligation rather than love. As an adult, I adopted the attitude that I should not expect anything from my parents. With this belief, I could only be pleased when they exceeded my expectations. Paul always said that he could tell when my mother and I had talked. Moodiness resulted.
One such phone call occurred a few months before I left the hospital job. I had appreciated that my position, along with the jobs of most of my colleagues, would change dramatically, and with that change, I would be eligible to receive an outplacement package. I had already made the decision to leave the hospital when that time came. However, there was still some grieving; the job I loved was evaporating. In the memorable phone call, my mother attacked me for my decision and the sadness I had expressed about the job situation. In her usual manner, she delivered a litany of negative comments about me. I stood my ground and replied, "You are my mother. I expect unconditional love and support from you. If you are not prepared to give me unconditional love and support, I don’t want to speak to you." And we didn’t for several months.
I was in a private room when Colin arrived. I had a phone. My parents did not call. They did not acknowledge the birth of their only grandchild. When I got home, there were flowers and cards of congratulations from other family and friends. There was nothing from my parents. We had been home from the hospital with Colin for about five days when the doorbell rang. A delivery person was swamped by a flower arrangement bundled up against the frigid December weather. I immediately assumed it would be flowers from my parents. They were from one of my clients, a thoughtful and appreciated gesture.
My mother did call about ten days after Colin was born. Nancy and Sam had wasted no time celebrating their status as a new auntie and uncle. They phoned me while I was still in hospital. What was interesting was that my mother and father had spent Christmas at Nancy’s place that year, and chose not to join in on any conversations with me to celebrate the birth of their first grandchild. Nancy told me that our mother was frail and much older than her 65 years. Proud beyond belief with my new son, I said to Nancy, "Was she too frail to pick up the phone and call me? Is the phone that heavy?" Nancy really had no response. We both sighed, with many shared and unspoken thoughts about our mother. I knew why my mother had not called. Her expectations were that as the daughter, it was my obligation to call her. It was all about her. And was my father too frail? Certainly not.
Somehow, around the birth of our child, I had relaxed my rule about having no expectations about my parents. I thought a child might be cause for celebration. I was wrong.
My mother was hospitalized about 25 days after Colin was born. I am told that she did show Colin’s baby pictures to the hospital staff. She died of a massive heart attack when Colin was four weeks old, her liver addled by years of drinking and non-prescription drug abuse, and her lungs hardened by emphysema from decades of smoking. There were about 20 people at her funeral, seven of whom included our small family of three, Nancy and Sam, Charon and my dad. It was a sad ending to a sad life.
Colin was physically precocious. He was walking at ten months. He was a curious and sunny child. He laughed easily and constantly. We anticipated that all would go according to plan!
He uttered his first words right on schedule. But, his speech was slow to evolve and we were slow to recognize the extent of his speech-language delays. Paul and I were often the only ones who could understand what Colin was saying. He was our first child. Our peer group did not have children his age. There were no grandmothers or extended family members around to point out to us what ultimately became obvious. Our wonderful son was slow in learning how to speak and when he was speaking, it was not clear.
We sought information and support. We have a wonderful family doctor, a man I knew from my days at the hospital. We asked him for advice. A practical person who often cites first principles, he said to us, "Let’s first rule out possible hearing problems." We left with a referral for a hearing test at a pediatric audiology clinic and a suggestion that Colin have a speech language assessment at our public health clinic. Public health units in our province provide many services from well baby clinics to immunizations. Speech-language assessment and therapy for youngsters are also provided, with all services being publicly insured and operated.
We appreciated the child friendly approach of the audiologist who conducted Colin’s hearing test. I marvelled at the play based strategies she used to assess his hearing. He came away from the testing thinking it was fun. We came away with the verdict that our son had excellent hearing. I would advise any parent with a child with speech and language problems to first get a hearing test. Rule out the obvious. If your doctor does not suggest a test, ask for a referral. Also place high on the to-do list, regular vision tests with a pediatric friendly optometrist.
The speech language assessment confirmed what we suspected. It revealed Colin had significant speech delays and that therapy was indicated. Colin was about two and a half. He went on a wait list for speech therapy.
We waited five months. Because we were willing to drive him to a public health unit anywhere in the city, we got in earlier than if we had decided to wait for a spot at the clinic near our home. His initial therapist was wonderful and Colin saw her once a week for ten weeks. He made progress. Then she went on maternity leave. There was a break of several months. Colin was then enrolled with another speech therapist for ten weeks who then also went on maternity leave. After a few months of waiting, we were able to get a spot for him with a speech therapist at our local health unit. Fortunately, it was close. Unfortunately, it was a disaster.
Visit: http://www.smashwords.com/books/view/47222 to purchase this book to continue reading. Show the author you appreciate their work!