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            The Story Behind the Book

          

        

      

    

    
      A few years ago, I was brainstorming and sharing ideas for clubfoot books with some clubfoot moms. That might seem a little weird since I’d already written two clubfoot books. The Parents’ Guide to Clubfoot explains clubfoot and guides the reader through the Ponseti method, which is the recommended treatment. The picture book Hip, Hop, Hooray for Brooklynn! celebrates the joy of movement while encouraging brace wear. I believe that different books can offer different kinds of support. I had ideas for several other projects, but before I start on a book about a children’s health topic, I talk to parents to find out what they would find helpful. I like to write useful things—it makes me happy and motivates me to know that a book will have a purpose and that reading it might make someone’s life a little better.

      As I was bouncing around ideas for books, the one that got an enthusiastic response was a clubfoot anthology—a book that would include the personal experiences of people in the clubfoot community. This wouldn’t be a book that explains clubfoot treatment; it would be more about the experience of getting through it. I started putting out feelers for who might be interested in writing about their experiences. Kate E. came through with a piece right away, but I wasn’t sure about the best method of outreach to get enough additional writers for a book.

      As the world moved into the pandemic, Nicole from Clubfoot CARES and I looked into setting up some remote writing events. We thought it might inspire people to write if they hadn’t tried before. She contacted the Shut Up & Write! organization about hosting an online group, but it wasn’t accepting new writing group leaders at that time. This project went on hold. In the meantime, I focused on creating and publishing a guided journal called Beyond Boots ‘n’ Bars, and a coloring book for kids with characters from the Hip, Hop, Hooray for Brooklynn! picture book.

      When I saw that Maureen Hoff had written her book Clubfoot Chronicles, it was the first book I knew of that was based on the personal experience of a clubfoot mom. I really like her book because it captures her life and inner feelings—almost in real time. Not many people can write that much while they’re going through the experience, and if you wait a few years and then try to write about it, most people don’t remember the details. It’s an amazing snapshot—like a self-created documentary in book form.

      I connected with Maureen and we started to get to know each other. She had me as a guest on her Clubfoot Mom podcast, which was fun. Somewhere along the line, I mentioned the clubfoot anthology idea, and she showed a lot of interest. It’s similar to what she does on her podcast because it showcases the voices of individuals who have direct experience with clubfoot on a personal level, though she has also had guests on the podcast who are doctors and healthcare workers. I don’t even remember asking Maureen if she would be willing to work with me on this project, but I must have because she agreed!

      The next thing that happened is I presented the idea for this book to the members of Thinking Ink Press. This is a small publishing company I cofounded and one of the things we publish is clubfoot books. Before we commit to publishing a book, we review the idea as a group. We don’t automatically publish every manuscript or book idea that is submitted to our press. In this case, everyone agreed this project was a good idea.

      We had a Zoom meeting for Maureen to meet the press members and talk about the project. Because Maureen and I would be developing this book together, we would be coeditors. We figured out pretty early on that Maureen could focus on outreach and inclusion, because she talks to people about clubfoot all the time. Meanwhile, I wrote the call for submissions and would focus on editing the individual pieces in the book, the sequence of pieces in the book, and some of the publishing-related tasks. Maureen and I made a great team because our strengths and skills complement each other so well. We were super happy with all the submissions we received and were able to include all of them in this book. Working on this project has been a joy. I hope you enjoy reading these heartfelt stories from this wonderful collection of writers!

      
        
        Betsy Miller, Editor

      

      

    

  


  
    
      
        
          
          

          
            Message for Clubfoot Families

          

        

      

    

    
      When I was writing Clubfoot Chronicles, I was acutely aware that I was speaking from only one clubfoot parent’s perspective. I wanted to find a way to get a broader scope of the clubfoot parent experience. When Betsy suggested working on an anthology project, I knew it was the perfect avenue to achieve that goal.

      There can be a collective connection through the sharing of individual experiences in a community. That is exactly what this anthology aims to do: to create connection between clubfoot parents. So often when our child is diagnosed with a birth defect and going through treatment, we feel isolated from those around us. Many of us do not see people in our lives going through the same experiences and wonder how they can understand what we are going through. I like to think that by sharing our stories we are allowing people to understand, we are helping people feel less isolated, and we are creating connections between parents.

      My sincere hope for this book is that you feel less alone and like you are part of a larger community that truly cares about you. The support and love from those around will make all the difference on your own clubfoot treatment journey.

      
        
        Maureen Hoff, Editor

      

      

    

  


  
    
      
        
          
          

          
            Starting the Clubfoot Journey

          

        

      

    

    
      Receiving a clubfoot diagnosis can be a very intense, emotional experience. As you’ll see in these stories, many parents seem to remember this moment vividly. Then as time passes, the memory becomes less emotionally loaded. It’s common to need time to process the diagnosis emotionally before being ready to learn more about clubfoot or to talk about it with others.

    

  


  
    
      
        
          
          

          
            Becoming a Mother

          

          Lauren Pruitt

        

      

    

    
      When is the exact moment someone becomes a mother? Is it when you see those two pink lines on a pregnancy test? Is it when a fresh, wriggly newborn is placed into your arms? Is it when a judge signs papers for an adoption? Maybe it’s the first night you tuck in a foster child who’s come to live with you, not knowing that one day you’ll be their forever home.

      For me, the moment that I first felt like a mother was when I went for my first son’s anatomy scan. I was 20 weeks pregnant, and this was the big one. This is the one everyone waits for since you can find out the sex of the baby. I had insisted on not knowing the sex until our baby came, but I was still excited to have an ultrasound and see the baby who had started kicking me from inside.

      This ultrasound is aptly named the anatomy scan because the purpose is to check baby’s anatomy and make sure everything’s developing as it should. Brain, heart, spine, kidneys, and everything in between. As the ultrasound technician performed the scan, my husband and I were completely oblivious to the fact that anything could be wrong. There are those moments in life that you don’t realize are a before, and this was one of them for us. As the tech got to the limbs, we were mesmerized by those fingers and toes. I remember counting all the toes on one foot and being so excited that all five were there. What more could we ask for?

      After the ultrasound, we waited to see the doctor and get confirmation that everything was perfect. That wasn’t, of course, what we got. I don’t remember the exact conversation, just snippets. Bilateral clubfoot. Probably genetic. You didn’t do anything to cause it. Maternal fetal medicine visits. Maybe spina bifida, we’ll just check. Don’t google any of this.

      I felt my heart drop into my stomach. That was the moment when I became a mother. For the first time, the reality of a parent’s responsibility came down on me. All the other preparations for baby—setting up the nursery, choosing names, stockpiling diapers—became irrelevant. The full weight of being in charge of this little human being hit me. When this little being arrived, they would need medical care from the beginning. Not only would they need me for the normal baby needs of feeding and changing and comforting, but they’d also need my responsibility and advocacy. They would need my love.

      Luckily, clubfoot is an incredibly treatable condition. It’s truly a miracle. Babies wear a series of weekly casts that help turn their moldable little feet into the right position. After that, there’s a small surgery where the Achilles tendon is snipped since this is shortened and would pull the foot back inward. Finally, there’s a brace that babies wear called a “boots and bar” until they’re around five years old. At first, they wear it 23 hours a day for three months, but after that it weans down until they eventually just wear the brace only at night.

      We’re now on the other side, so to speak. My son went through his seven weeks of casts, his months of spending his days in the boots and bar, and now only wearing them at night. In between that time, he learned to walk and run and, much to my chagrin, to climb all manner of dangerous things.

      When I first found out that he’d be born with clubfoot, I felt utterly unprepared. How could I possibly be enough? I knew that no matter what, I couldn’t take away the pain or discomfort of what he’d go through. For that matter, I’d never be able to shield him from all the other pains and discomforts that life would eventually throw his way. I’d only be able to be with him and love him, which I suppose in the end is what matters most.

    

  


  
    
      
        
          
          

          
            The Unexpected

          

          Kate E.

        

      

    

    
      One hot August day when I was eight months pregnant, I was sitting in my older sister’s kitchen and explaining—in excruciating detail—how I was trying to determine the optimal timing for when I ought to get the whooping cough vaccine and how antibodies work, and which ones are transmitted through blood versus breast milk. After 20 minutes of my rambling, she looked at me and laughed.

      “I’m sorry,” she said. “I don’t mean to make fun of you. It’s just—I know it’s always the thing you never expect.”

      At first, I didn’t truly feel the magnitude of the truth in that statement. But just a few weeks later, under the fluorescent lighting of a hospital delivery room, I felt the full weight of it.

      Trying to Outsmart Vulnerability

      I generally consider myself to be quite an optimistic, hopeful person, and I constantly strive to be open and vulnerable. Up until last year, I had always thought I was both of those things. But from the moment I found out I was pregnant, I googled everything one could ever possibly need to know about how to be the most perfect parent and have the most perfect pregnancy and deliver the most perfectly healthy baby. I was so happy and excited for this new chapter in our lives, and yet the main emotion that seemed to be rising to the surface for me every day was fear.

      In an interview with Oprah Winfrey, Brené Brown once said that joy is “the most terrifying, difficult emotion” we can experience. In fact, she even has a term for it—“foreboding joy.”

      That shocked me to hear. I had always thought of joy as being easy and blissful. But she explained, “What we do in moments of joyfulness is we try to beat vulnerability to the punch.” We do this by “rehearsing tragedy” and imagining the worst-case scenario. We try to get ahead of it by preparing for it and figuring out how to strategically avoid it.

      And that’s exactly what I tried to do. Instead of leaning into the immense joy I should have been experiencing being pregnant, I was looking for all the things that could possibly go wrong and then trying to control and orchestrate life in order to avoid any of those things. I was afraid to be vulnerable.

      So, I researched the perfect prenatal vitamins, read articles from various perspectives about the safety of vaccines and ultrasounds, called the doctor whenever I so much as bumped my stomach against a countertop, spent days building my baby shower registry with the highest-rated, nontoxic baby products on the market, and attended 10 weeks’ worth of labor preparation classes.

      I signed up for every class I could possibly take at the hospital to prepare for my baby’s birth and his first few weeks of life. I even attended a course on infant CPR and took copious notes on safety-proofing our home.

      I was constantly overwhelmed. I felt like I needed to spend every waking moment figuring out how to avoid my baby being subjected to any harm—and especially how to avoid my being the cause of any. I expected nothing less than perfection of myself, and it was a heavier weight to carry than my growing baby bump.

      Labor Day

      Despite all my best efforts to control the outcome of my labor, it started just a day before my induction date and lasted 37 hours. The strength of the contractions rendered me nauseated and unable to eat, drink, or sleep. So, after the first 24 hours, though I had spent months preparing for an unmedicated birth, I opted for an epidural.

      As I prepared to wait an hour for the anesthesiologist, I closed my eyes as another set of contractions took hold. The nurse assured me that doing so would make it worse and suggested that I keep my eyes open and moan the pain away from myself instead. If only she had known how apropos her advice was for me, the worried woman who had spent 90% of her pregnancy turning into herself and the darkest, most anxious corners of her own mind looking for answers and some semblance of control.

      She told me to pick a point on the ceiling and send the pain to it. In my room, there happened to be a pattern with blowing leaves on the ceiling. So, for that next hour, I stared up at them wide-eyed and imagined breathing them away from me like a strong, blustery wind.

      Over the next 12 hours, my son’s heartbeat started to dip with each strong contraction, and I came very close to needing a C-section. At that point, I was willing to do whatever it took to help him arrive in this world safely, whether or not it had been part of my “perfect plan.” However, our doctor tried just one more thing to help relieve any stress on our son. I don’t remember exactly what she did, but it worked. Shortly after, I was ready to push.

      I had an audience in the delivery room. There was meconium in my amniotic fluid, so they wanted to make sure my son had not inhaled any into his lungs. At that point, unaware of how serious that could have been, I had started to think, “Well, gee, what’s one more unexpected issue?!” Between contractions and pushes, I was somehow able to laugh and smile and look people in the eyes as I scanned the room—my husband, my sister, a few nurses, a neonatologist or two. Everything felt like a slow-motion dream sequence from a movie—equal parts clear and confusing. It was almost comical.

      As soon as I gave the final push that released our son into the world, someone (I can’t remember who exactly, as it was a bit of a blur by this point) took him to a little table to examine him and check his lungs. For a few seconds, things seemed to be okay. I was anxiously awaiting the moment when my son would finally lay his crying head upon my chest and find comfort and solace in my warmth and smell, just like all the babies I’d seen in birthing videos in our labor preparation classes.

      Instead, I saw a neonatologist take my husband aside and watched his eyes turn from anxious anticipation to a sort of courageous form of worried. He was trying to hold it together.

      “What’s wrong?” I asked him.

      “Oh nothing, it’s not a big deal. He just has a clubfoot,” he replied.

      My first thought was that my sister was right. It’s always the thing you never expect.

      “What’s clubfoot?” I had never even heard of it before.




OEBPS/Images/tip-logo_stacked-center_black_cmyk.png
I

Thinking Ink

PRESS





OEBPS/Misc/SIL-Open-Font-License-1.1.txt
This Font Software is licensed under the SIL Open Font License, Version 1.1.
This license is copied below, and is also available with a FAQ at:
http://scripts.sil.org/OFL


-----------------------------------------------------------
SIL OPEN FONT LICENSE Version 1.1 - 26 February 2007
-----------------------------------------------------------

PREAMBLE
The goals of the Open Font License (OFL) are to stimulate worldwide
development of collaborative font projects, to support the font creation
efforts of academic and linguistic communities, and to provide a free and
open framework in which fonts may be shared and improved in partnership
with others.

The OFL allows the licensed fonts to be used, studied, modified and
redistributed freely as long as they are not sold by themselves. The
fonts, including any derivative works, can be bundled, embedded, 
redistributed and/or sold with any software provided that any reserved
names are not used by derivative works. The fonts and derivatives,
however, cannot be released under any other type of license. The
requirement for fonts to remain under this license does not apply
to any document created using the fonts or their derivatives.

DEFINITIONS
"Font Software" refers to the set of files released by the Copyright
Holder(s) under this license and clearly marked as such. This may
include source files, build scripts and documentation.

"Reserved Font Name" refers to any names specified as such after the
copyright statement(s).

"Original Version" refers to the collection of Font Software components as
distributed by the Copyright Holder(s).

"Modified Version" refers to any derivative made by adding to, deleting,
or substituting -- in part or in whole -- any of the components of the
Original Version, by changing formats or by porting the Font Software to a
new environment.

"Author" refers to any designer, engineer, programmer, technical
writer or other person who contributed to the Font Software.

PERMISSION & CONDITIONS
Permission is hereby granted, free of charge, to any person obtaining
a copy of the Font Software, to use, study, copy, merge, embed, modify,
redistribute, and sell modified and unmodified copies of the Font
Software, subject to the following conditions:

1) Neither the Font Software nor any of its individual components,
in Original or Modified Versions, may be sold by itself.

2) Original or Modified Versions of the Font Software may be bundled,
redistributed and/or sold with any software, provided that each copy
contains the above copyright notice and this license. These can be
included either as stand-alone text files, human-readable headers or
in the appropriate machine-readable metadata fields within text or
binary files as long as those fields can be easily viewed by the user.

3) No Modified Version of the Font Software may use the Reserved Font
Name(s) unless explicit written permission is granted by the corresponding
Copyright Holder. This restriction only applies to the primary font name as
presented to the users.

4) The name(s) of the Copyright Holder(s) or the Author(s) of the Font
Software shall not be used to promote, endorse or advertise any
Modified Version, except to acknowledge the contribution(s) of the
Copyright Holder(s) and the Author(s) or with their explicit written
permission.

5) The Font Software, modified or unmodified, in part or in whole,
must be distributed entirely under this license, and must not be
distributed under any other license. The requirement for fonts to
remain under this license does not apply to any document created
using the Font Software.

TERMINATION
This license becomes null and void if any of the above conditions are
not met.

DISCLAIMER
THE FONT SOFTWARE IS PROVIDED "AS IS", WITHOUT WARRANTY OF ANY KIND,
EXPRESS OR IMPLIED, INCLUDING BUT NOT LIMITED TO ANY WARRANTIES OF
MERCHANTABILITY, FITNESS FOR A PARTICULAR PURPOSE AND NONINFRINGEMENT
OF COPYRIGHT, PATENT, TRADEMARK, OR OTHER RIGHT. IN NO EVENT SHALL THE
COPYRIGHT HOLDER BE LIABLE FOR ANY CLAIM, DAMAGES OR OTHER LIABILITY,
INCLUDING ANY GENERAL, SPECIAL, INDIRECT, INCIDENTAL, OR CONSEQUENTIAL
DAMAGES, WHETHER IN AN ACTION OF CONTRACT, TORT OR OTHERWISE, ARISING
FROM, OUT OF THE USE OR INABILITY TO USE THE FONT SOFTWARE OR FROM
OTHER DEALINGS IN THE FONT SOFTWARE.





OEBPS/Images/clubfootconnections-1877x3000-amazon-300dpi.jpg
Book Award

ubtoot

C

connectili1ons

stories, essays, and poetry
from the clubfoot community

EDITED BY BETSY MILLER

. AND MAUREEN HOFF ‘





