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  ADVANCE PRAISE FOR LESSONS FROM KATHERINE

  
    Lessons from Katherine is a must-read for professionals who take care of children with disabilities, so that they might appreciate how their words and actions can both build up and tear down parents who are facing these challenges. Likewise it is a book that will help all who want to know how to reach out to family or friends who are parenting a child with disabilities and those parents who are riding the rollercoaster themselves.

    Dr. Margaret McBride MD

    Clinical Neurophysiologist, Akron Children’s Hospital - Akron, OH

    One of the gifts of this very personal and vulnerable book from clergywoman and parent, Glenda Prins, is that the “lessons” learned come both from the pain and struggle of raising a young girl with multiple disabilities and from the transforming moments where an unexpected phrase, insight, symbol or experience lead to revelations of strengths, love, and the presence of God. Many readers, especially parents, will say ‘I have been there’ and others, like clergy and professionals, will be able to use the book to say, ‘Let me be there more care-fully in the future.’

    The Rev. William Gaventa M.Div.

    Director of Community and Congregational Supports at the Elizabeth M. Boggs Center on Developmental Disabilities, and Associate Professor, UMDNJ-Robert Wood Johnson Medical School, New Brunswick NJ

    This is an extraordinary book. At times joyous about the author ’s beautiful child, Katherine, and at times achingly sad about the child’s disability which changes all their lives. There are no easy platitudes here about blessing God for giving them this chance to nurture their child. Their struggles will stay with the reader long after the last page.

    Margrett McFadden

    Retired Chairperson of Penfield School Libraries, Penfield, New York

    Written with soul-depth feelings and refreshing honesty, Lessons from Katherine conveys to the reader the challenges, pain, and unique joys inherent in parenting a child who contends with major disability. Insights into working together within a marriage, the role of professionals, the support of people who care for us, and the struggles of reconciling our faith with reality, even within the heart of a pastor are provided. But more than anything, this book carries us into the realm of unconditional love.

    Lawrence Nazarian MD

    Pediatrician (retired) Rochester, NY

    This is a story about one family’s incredible life journey. How they came to terms with their adopted child’s disability; and the affect it had on their lives as husband and wife. Their hope and determination to make their situation work, as well as their resilience in the face of so many obstacles made it possible for them to effectively achieve their goals.

    Susan Gornall

    Member, Mountain Rise United Church of Christ, Fairport, NY

    Lessons from Katherine is both compelling and illuminating. Its stories and reflections make for gripping reading, while laying bare the needs of families raising children with disabilities and the strategies that help them navigate this most difficult challenge. Parents will see in these pages a reflection of their own dreams and struggles. Pastors and counselors will gain insight into what helps and what hinders the full participation of disabled persons and those who care for them. A must-read for anyone who seeks to build whole, healthy, inclusive families and communities!

    The Rev. Martha Koenig Stone

    Associate Pastor, Henrietta United Church of Christ, Henrietta, NY

    As I read Lessons from Katherine , I laughed, I cried, and I was inspired. As a professional who works with individuals with disabilities, I had a personal connection with Katherine and her family. Glenda Prins did not keep anything back when writing this. I recommend reading Lessons from Katherine .” If you have a family member with a disability, or you support a person with disabilities, this book will put a new light and deep understanding on your work.

    Lindsey Wollschleger

    Manager, Jennifer Lane Group Home, Heritage Christian Services, Inc., Rochester, NY

    I thoroughly enjoyed reading Lessons from Katherine , and could hardly put it down as the story unfolded and the emotions drew me in. The feelings portrayed were genuine and from the heart, a story of God’s grace in the midst of disappointment and struggle. The love that Katherine’s family came to experience because of this special child’s life is a testimony to us all.

    Gail Elenbaas

    Director, Coffee Break Ministries Dearborn, Michigan

    This courageous, clearly written book challenges us to think how we love, how we survive, how we keep the faith. The author tells us how one family member or circumstance affects everyone— for generations. Thank you for daring to share.

    Martha Tollers

    LMSW, Family Therapist (retired) , Rochester, NY
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  Yes, within that broken child, a light is shining.

  Jean Vanier


  Chapter One

  Early Days

  I entered our apartment, ebullient. It was a delicious spring day in Ann Arbor: the air streaked with sunlight, buds making their appearance, Frisbees flying, and spirits soaring. But I was happy for a different reason: I’d just returned from a visit to the University of Michigan Health Service where I’d taken a pregnancy test. This was before the days of the immediate response home tests. In 1972, we still had to wait at least 24 hours for the rabbit to do whatever he was going to do.

  The whole pregnancy thing was mostly carelessness on our part, nothing we had planned, but it didn’t matter. Tom, my husband, and I began singing jingles to each other about the baby on its way, as we danced around our apartment.

  At the Health Service, I had been reserved, certain that the healthcare practitioners would see how foolhardy this possibility would be. Tom was in graduate school; I was working for a pittance at a dead-end job. But despite the difficulty a pregnancy would present to us, we were happy. Becoming parents might be a challenge at ages 22 and 23, with no immediate, solid job prospects, and an unfinished graduate degree, but both of us knew we wanted children. It was just part of the deal. We hadn’t planned for our family; the expectation that we would have a family was simply a part of the background noise of our marriage. So we floated around our little apartment that night, feeling silly, giddy with delight that we were going to have a baby!

  Until I returned to the Health Service. I had been surprised that they insisted I return in person for the results—why couldn’t I hear the news in a convenient little phone call?—but that was the rule and so I went back. The test was negative. I was hugely disappointed, and yet couldn’t really show it. The nurse said quietly, ‘I’m glad it’s the answer you wanted.’ It wasn’t, but I didn’t know how to name it. As much as I wanted a baby, I felt guilty for wanting one, guilty for not planning and feeling utterly inept in my life. Three days later, I got my period.

  Tom and I met the first semester that I attended Calvin College, a small liberal arts college in Grand Rapids, Michigan. We were ‘Thespians’ and sat next to each other on the way home from a bus trip to the Stratford Shakespeare Festival in Ontario, Canada. In the back of the bus, a small group of seniors were singing loudly, ‘There were bells on the hill, and I never heard them ringing . . . till there was yooouu.’ When we stopped along the way, Tom bought my hot chocolate. And that was it. We were an item.

  We broke it off, briefly, mostly because I didn’t want to meet my parents’ expectations (Go to Calvin College, meet a Christian boy of Dutch descent, marry) so quickly. He was a sophomore to my freshman. He was a Grand Rapids boy; I was a dorm student from Chicago. We married between my junior and senior year and headed to Chicago, where Tom was already enrolled in a graduate program in Russian history. After six months in Chicago, we moved back to Grand Rapids so I could finish my degree. Nine months later, we landed in Ann Arbor, where he enrolled in a graduate program in medieval history at the University of Michigan.

  If it sounds peripatetic, it was. We bounced around in those years, neither of us terribly focused. I felt like I cut a bargain with Tom: I’ll work at whatever job I can get while you finish your degree. Then you can support me! I imagined a life in which I cared for small children and did art projects while Tom worked as a distinguished professor of history at an idyllic college. I had very little sense about a career or vocation for myself. Marrying Tom had been a way for me to avoid the issue.

  I look back at that time and often feel that ‘Gunnah teach?’ was the sum total of the vocational guidance for women at my college in the late sixties and early seventies. It didn’t serve me well. I slid registration each term by signing up ‘Pre-seminary’ and ‘Greek major ’ until my senior year. I thought I was being absurdly funny, since no woman that I knew ever darkened the door of Calvin Seminary. Neither was I ever asked by a member of the faculty or administration about my program choices, and I think I was the only one that got the joke. What a ridiculous thing to think! A woman signing up as ‘pre-sem’ was so out of the range of the possible as to become invisible. I ended up with a degree in art and philosophy, and the day that my signed diploma appeared in my mail box, I’d spent eight hours stuffing envelopes.

  But the bargain didn’t work out very well. Tom wasn’t finishing; he racked up as many incompletes as finished courses. (He did eventually earn an M.A. in history.) Meanwhile, I toiled away at a variety of low-level clerical jobs for the university, and took ceramics classes at Eastern Michigan University in Ypsilanti. Later, I became the secretary of the small chapel where we worshipped. Eventually Tom left school and his part-time job at a local bookstore and opened his own Ann Arbor shop, Paideia Books.

  The best parts of those early years were the friendships we made and developed. We took time on the weekends to go to the movies or out for supper; we had friends over and visited them. Several of our friends had small children. Whenever children were around, Tom and I gravitated to them. Joey, Peter, Anna, and Andrew were our little friends, and we delighted in seeing them.

  After a few more years of intermittent health care, a friend suggested I seek out her gynecologist. By this time, we were thinking more consciously of beginning a family, although still with some ambivalence because our income remained abysmally low. I prepared for my appointment by attempting to keep track of my basal temperature. Dr. Morgan was fairly stern. She didn’t like the notes I’d kept and quickly assigned one of her assistants the job of collating my numbers into a chart. Then she turned to me and warned me that I had better be careful unless I was absolutely sure I was ready to have a baby. ‘If you’re careless,’ she scolded, ‘you might just get pregnant.’

  But I knew that we were already being ‘careless’ and that we weren’t getting pregnant, and I was already deeply afraid that getting pregnant was not going to be easy—or even possible for Tom and me. My ambivalence was beginning to be more about the fear that we wouldn’t be able to conceive as that we would. We were genuinely careless in the ‘protection department,’ coming together without the consistent aid of birth control. The doctor scheduled a few medical tests for me and ordered a sperm count for Tom. We took the tests, held our breath, and waited.

  When I called the medical office to get the results, the nurse quickly put me on hold while she raced to get the doctor. Dr. Morgan came on the line and informed me that Tom’s sperm count was zero. She had already made arrangements for us to see a urologist and gave me his number. And then, having placed the responsibility for informing Tom squarely on my shoulders, she gave me advice that haunts me to this day.

  ‘Be very gentle with him,’ she counseled softly. ‘This will be very hard for him to hear, so you’ll need to be very, very careful as you tell him about this.’

  ‘What about me?’ I wanted to scream. ‘What about me?’ But I didn’t scream. Instead, I listened in stunned and agonized silence. My hopes were being dashed just as surely as Tom’s, and now it had become my job to help him without any mention of the shock and grief that I was experiencing. Didn’t she think to invite us back to her office for the results, to tell us together and face to face that we would have a great big sorrow?

  Several years later, as a dear friend dealt with infertility, her doctor told her in definite tones, ‘The next time you come, I want your husband to come with you,’ clearly pulling the two of them together as they dealt with difficult news. That didn’t happen for us, and I believe now that giving me the task of telling Tom myself, as well as withholding support for me, caused us lasting pain that made the process of working through our grief even more difficult than it needed to be.

  When Tom came in that evening, he knew from looking at me that something was very, very wrong. We were living in a little second-floor apartment at the time, three rooms carved out of what was once a single family home. I had painted the cabinet doors orange and purple and yellow to match the wild curtains I’d hung at the windows. I heard Tom’s step on the stairs and went to meet him.

  I’m not good at holding things in with him; I blurted out the test results. I know I stumbled over the words; tears leaked out of our eyes. We were mostly silent as we sat at our little kitchen table and swallowed our dinner. We made plans to contact the urologist to set up Tom’s appointment. We were numb. Numb with the shock of this loss, numb with our loneliness, and agonized by this fresh new wound. In a way, we were holding ourselves together so that we could gather the information we would need to move forward. But in that moment, the clock stopped. We could only wait and try to hope.

  Meanwhile, our friends were having babies. All around us, friends, family members, and acquaintances were vigorously procreating, becoming ‘fruitful and multiplying’ with an ease I could barely imagine. They held up beautiful children with that gleaming look that says, ‘Look! Look! Look what we produced.’ Though I had earlier relished my time with the children of friends, now I became increasingly more jealous. We could only stand and watch.

  Our friend Nick asked Tom if our parents were pushing for grandchildren.

  ‘They did for a while,’ Tom said, ‘but they stopped.’

  ‘Why did they stop?’ Nick asked.

  ‘Because we told them we couldn’t have children.’

  There it was—the cold painful truth. Tom and I couldn’t make babies. We felt shamed by our obvious failure to complete an assignment that seemed so easy to everyone else! What was wrong with us that no baby was growing in my belly?

  I knew by this time that I wanted nothing more than to become a mother. Actually, what I wanted was to get pregnant. I wanted to be able to strut around with a great big belly that no one would call fat, wearing adorable maternity outfits with tucked bodices and full skirts, absorbing the reverence due gestating women. I wanted to make my own baby.

  Tom and I kept the urologist appointment together. As we approached the intake desk, the doctor ’s secretary greeted us when we were twelve feet away. In a loud voice, she asked, ‘Are you here for the vas?’

  Tom and I looked at each other and gulped. I think I may have spoken first. ‘What? What did you say?’

  ‘For the vas. Are you here for the vasectomy?’

  ‘Uh, uh—for the other thing,’ I squeaked out.

  Tom was handed a clipboard asking for essential information, and set to filling it out. It was only a short time before we were ushered into the doctor ’s office. He wanted Tom to give him a semen sample first, and then we would meet with him a few minutes later.

  Tom complied and came back to sit next to me in the waiting area. The doctor ’s office door was open and we could hear him discussing his portfolio with his stockbroker. The doctor ’s secretary was not the only one with a loud voice! I don’t know how long we waited; it seemed interminable because we just wanted to beat it out of there.

  Finally we met, and the doctor suggested a testicular biopsy, holding out the possibility of microsurgery. Tom did have the biopsy, but he was told he would not be a good candidate for the surgery. When these processes proved fruitless, we were back at square one: no baby, no pregnancy, no hope.

  My primary care physician told me that we might get help through artificial insemination by donor and sent us to a clinic in suburban Detroit. My heart swelled with the hope that this might work for us. Tom wasn’t crazy about the idea, but he’s a good sport, and he joined me on our first visit. Meeting with the doctor, we learned that the medical procedure is fairly straight- forward; using donated sperm, I would be inseminated and have a natural pregnancy. The doctor suggested that this was better than adoption because it could control for the drug usage that was increasingly harming infants available for adoption. The sperm donors would be screened for intelligence, looks, and a positive family medical history. Also, the baby would carry my genetic makeup. Then he described the tests which would determine how good a candidate I was and the processes to get started.

  We were more interested in the emotional and spiritual aspects of donor insemination. What do you tell the child about his/her origins? How do you talk about this within your family? The doctor was less than helpful. ‘We tell families never to talk about this,’ he said. ‘It’s no business but your own.’ Then he went on to say that younger couples treated donor insemination as they might a blood transfusion, and that he knew it was effective because numbers of couples were returning to the clinic for their second, third, and fourth children. ‘Just think of it as receiving a protein,’ he counseled.

  When we left the clinic, I was still buoyed by the idea of pregnancy and childbirth, but Tom was very discouraged. Even with my relentless drive for pregnancy, I felt puzzled. I knew myself as a person who liked to ‘understand’ things, who would rather talk about emotional experiences than bury them. I wasn’t sure AI would work for us. But information is power. I decided to return for the initial set of tests which would determine whether or not I was even a good candidate for the procedure. If I was, we’d continue the conversation. If I wasn’t, case closed and the decision would be made.

  For this visit, I drove alone to the clinic. That day, I had to wait well over an hour to see the doctor. The waiting room was quiet; during most of my wait, I was alone in the room. That gave me plenty of time to peruse the photo albums that filled the office waiting room. Each album was brimming with adorable baby pictures, each baby cuter than the last. It seemed to me that many of the babies shared facial features that were similar to the doctor we had first interviewed. I’d look at one, then the next, wondering if I was imagining things or whether that doctor really was the number one sperm donor in the clinic. At a hundred dollars a pop, it would have been a nice way to boost his income.

  Finally, I was led into a small examining room and set up on the table with the stirrups and the humiliating paper gown. Another long wait ensued. This time a different doctor breezed into the room. He began the exam, talking not to me, but to the nurse whom he was regaling with stories of his latest squash game. When he did finally speak to me, he assumed that we were going full steam ahead with this project.

  I interrupted him. ‘We haven’t completely decided that we’re going to go through with this.’

  ‘Then what are you doing here?’ he roared.

  ‘Well, if I’m not a good candidate and we know that, then the decision is over. But if I am, then we’ll have something to talk about. Either way, we’ll have the information.’

  At this he growled. He finished the exam as quickly as he could and strode out of the room. His nurse meekly followed. I felt deeply upset by the way I had been treated as I put myself back together and headed to check out. No one was at the check- out desk, but there were numerous signs that demanded payment when services were rendered. I got out my checkbook and waited. And waited. Finally, I walked out the door.

  And then they noticed me. A clerk or nurse ran after me and brought me back to the desk. I was visibly shaking as I wrote out a check. The doctor who had examined me appeared in the window. ‘Mrs. Prins, is something wrong?’ he asked.

  ‘Yes,’ I sputtered. ‘You kept me waiting. You didn’t want to answer my questions. You were angry that we hadn’t made up our minds.’

  ‘Let’s go into the examining room to talk.’

  He led me back to the room where I’d just been examined.

  ‘I waited over an hour and a half and then you raced through the appointment. You got mad at me because we’re still making our decision. You didn’t want to answer my questions.’

  ‘I’m tired. I was up all night delivering a baby.’

  ‘Well, if you’re too tired to keep appointments, reschedule them. This wasn’t an emergency situation.’

  By this time, my voice was increasing in pitch and volume and he appeared uncomfortable.

  ‘Keep your voice down,’ he hissed.

  Telling me to shut up has the opposite effect on me. I raged. I ranted. I fumed. I shouted.

  ‘Well, I was all alone out there; I felt like an animal when you examined me . . .’

  He cut me off. ‘Well, it’s what we do to animals. We inseminate cows!’

  The interview was over. I raced out of the office and drove home as fast as I could, tears streaming down my face the whole way. Artificial insemination was not going to work for us. Tom’s reluctance combined with my bad experience created a barrier that we could not overcome.

  All that was left was adoption. I have cousins who were adopted, cherished members of my own family. Tom’s mother and father had been foster parents for an adoption agency, and his younger sister was adopted. We were interested and we were not unwilling, but we were afraid of the process, because by this time our self-esteem was so low as to render us terrified that if we engaged in a family study, we would surely be declared unfit.

  Our friends, Wayne and Nelva, adopted a beautiful child, Martin, from Columbia. After only a six-month process, they went to South America to bring home their baby. Martin was a charming child, sweet and cuddly and interested in the world. As we spent time with them, they began to encourage us to consider an adoption through Columbian American Friends.

  One weeknight, when Nelva knew Tom would be out of town, she and Wayne invited me for dinner. As soon as dinner was over, she cut to the chase. ‘Come with us,’ she said. ‘We’re going to a meeting of CAF.’ Reluctantly, I allowed myself to be dragged along to the gathering. Midway through the meeting, as we sat surrounded by beautiful Columbian children, Nelva turned to me with a devilish grin.

  ‘Oh, Glenda,’ she sighed. ‘Aren’t they amazing? Aren’t they just beautiful?’

  ‘Oh Nelva,’ I responded, ‘you are sooooo subtle.’

  Fearing that adopting from CAF might move too swiftly, Tom and I finally began the slow process of a domestic adoption. We chose an agency that was connected with our church, the same agency for which Tom’s mother had fostered many babies. The process was that you could call every six months. Eventually, your names would move up the list and you would receive an application! After about a year and a half, we got ours. Even though we’d called regularly over a year and a half, when we actually got the application, we waited so long to fill it out, the agency finally called us to see if we were still interested.

  That lit a fire under us; we filled out the application, lined up our recommendations, and then composed a lovely letter about how important this was to us, how we were taking the process seriously and thoughtfully. We made several trips to Grand Rapids, Michigan, where we met with a social worker. As people who had never had to relate to social workers, this was a new experience. We felt vulnerable being put under a social microscope: they looked into our marriage, our psyches, our finances. Then to our utter and total amazement, they approved us for adoption.

  The news was good, but it was still uncertain. There was no telling when this adoption might actually occur. We’d heard enough horror stories about the adoption carpet being pulled out from underneath people’s feet at the last minute that we were afraid to get too excited. I bought two stuffed toys and made a small quilt, but other than that, we weren’t taking much action. I was still working at the Campus Chapel at the time, and continued to pour my energies into my very part-time job and full-time volunteer work. Tom had opened a small, scholarly bookshop, Paideia Books, and that work consumed him quite thoroughly.
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