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PREFACE

I recently finished reading Per Petterson’s beautiful novel, “Out Stealing Horses,” set in Norway, narrated as a
reflection by sixty-seven year-old Trond. He reflects on events from the summer when he was fifteen years old that
reverberate through the rest of his life. Trond postulates:

“If I just concentrate I can walk into memory’s store and find the right shelf with the right film and disappear into it
and still feel in my body that ride through the forest with my father.”

Petterson’s passage beautifully describes the connection that exists between memory and sensation, memory and
emotion. I believe that the strength of this type of connection is one explanation for those moments of lucidity that
my patients with memory loss or dementia often experience.

We stay connected to our emotional lives and our sensations though, for some, it may be difficult to communicate
that connectivity to others. One of the authors of an essay included in this collection becomes reflective when she is
told by a woman facing dementia that she intends to write about her illness as “the last thing I write about.” The
author states this “is interesting since dementia is a disease of memory and personality. In saving your illness for last,
your spirit is portrayed...teasing dementia, saying that you will still be able to write your story.”

This anthology is a collection of writing that demonstrates the contributors’ ability to “walk into memory’s store” and
to “tease dementia.”

We have invited writers to share their experiences with memory loss, to tease dementia. Members of the University
of Michigan community submitted poetry, short fiction, journal entries, and narrative essays. Amongst the authors of
the pieces included in this collection are patients at the University of Michigan who are experiencing memory loss or
cognitive changes due to illnesses such as Alzheimer’s disease, strokes, head injuries or other conditions. Some wrote
independently of memories of their lives or of their thoughts and feelings about living with changes in their memory
or thinking abilities and the effect of those changes on their lives. Some received assistance in expressing these ideas
in writing. Other authors included family members and friends who have watched, lived with, cared for, struggled
with, or shared laughter about the changes that their husbands, wives, sisters, parents or friends have endured.
Professionals who care for patients with cognitive impairment also contributed their reflective thoughts, and a group
of doctors-to-be contributed pieces written in the context of interviews conducted with individuals with memory loss.

The inspiration for this project came from our experiences sharing in the journeys of our patients at the Cognitive
Disorder Program in the Department of Neurology, and with individuals and groups affected by memory loss who
participate in programs at the Michigan Alzheimer’s Disease Center and the U-M Silver Club Memory Loss Programs.
On a daily basis, we strive to help our patients and their families live the most comfortable and fulfilling lives they can,
even as changes confront them. We have drawn on the processes of writing, storytelling, and creative
communication. It is in this spirit that this collective, collaborative project, including patients and their extended
communities, was undertaken.

We hope readers of this collection enjoy the original, creative, and inspired pieces they will encounter here. We think
you will gain a deeper understanding of what it means to live with cognitive changes and memory loss.

Lastly, kudos to the authors. We are awed by their courage to examine the emotions that come with the experience of
memory loss due to illness, the immense creativity they demonstrate in recording their emotions in written words, and
their extraordinary generosity in sharing their words with others.

Nan Barbas
March, 2013
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FOREWORD

“Papa, is that...is that your dad?”

Papa cried. We knew it was so. He had painted an abstract image of his father, richly portrayed in vibrant blue-green
watercolors. But he had done it in late-stage Alzheimer’s disease, after he had lost his words. Yes, his words. But not
his father’s memory. Not his own emotional self. Papa was still in there. And he came out in spirit colors for all of
us to see and know afresh.

As a neurologist who treats cognitive disorders, I shouldn’t have been surprised at his persistent (even new-found)
abilities. Research has provided many accounts of incredible expressive potential unleashed in the throes of dementia,
traumatic brain injury, stroke, epilepsy, and other neurologic conditions. But I didn’t really see it for what it was. My
dad was getting his story out. He needed to let us know who he was. He wanted us to feel his elemental fire, still
burning in the soul space deep within.

Papa taught me that the soul of a person with Alzheimer's disease still sings and paints and dances and wtites and
portrays itself to all who truly perceive. There remains a story to “tell,” though the affliction of cognitive impairment
may alter the voice, making it unrecognizable to even the speaker at times. But I am convinced there is no greater
ptivilege in this wotld than to help another person find and express his/her true voice, and no greater crime than to
silence it.

We all have richly-woven life stories. Like a memory quilt, these stories are meant to be shared and felt. They can
bring comfort, along with a blood stain or two. But they must not be left in the cedar chest. Such treasure is too fine
for rot and moth. We need the warmth of home found in their weave. And all quilt makers need their work to be
loved and valued.

It took very little time during my visit to the Michigan Alzheimer’s Disease Center and Cognitive Disorders Clinics in
2012 to realize how special the place, and its directors, staff, patients, and care givers are. There is such an
atmosphere of affirmation and validation there; a focus on living life as richly as possible in every moment we are
given. And the Center is determined to provide all the tools and support needed to make life quality as good as it can
be. I actually felt a sense of personal wellness just being there and interacting with those fine people.

And here, showcased on these pages, true to form, they have taken things soaring to another level altogether.
Contained herein are memories, emotions, quilts and paintings, songs and stories, lilting dance and weary plodding,
blacks and whites, darks and lights, the rain and sun of life in this world. All expressed through the realities of
affliction, unfiltered, unframed, and untethered.

And on each page, in each emotive line, the light of personhood illuminates the dark of human affliction, revealing a
multi-faceted diamond of the self. The treasure of each life, to be seen, touched, known.

And when we all reach in to cherish the find, we join hands with the rest of humanity. And that is the only way we
win.

So open the chest, wrap up in some quilts, and behold the hidden treasures of life and memory contained herein. As
you do, remember the lives, remember the stories, pass them down to the young ones. In doing so we honor our
elders, validate ourselves, and inspire our children.

Daniel C. Potts, M.D.

Founder and President, Cognitive Dynamics Foundation
www.cognitivedynamics.org

SHAPES OF MEMORY LOSS
University of Michigan



ACKNOWLEDGMENTS

We are very grateful to the Michigan Alzheimer’s Disease Center for financially supporting this publication. The
advice and editorial assistance we received from Jasna Markovac, Senior Advisor of Publishing and Related Business
Development at the University of Michigan Medical School, was invaluable. We appreciate Nancy North’s skillful
contributions as copyeditor and Terri Geitgey’s assistance and support throughout the publication process. Leigh
Sugar and Abby Sugar provided helpful instructions for starting this project. Lynette Girbach kept us organized and
on track, and we thank her for her diligence. Some of our authors received assistance from several very special
individuals who work with them regularly and who provided encouragement and writing coaching. We acknowledge
Kathi Tobey and Elaine Reed for their devoted assistance.

Some of the creative contributions to this collection were the result of interviews completed during an elective
narrative medicine class by second-year University of Michigan medical students with members of the U-M Geriatrics
Center’s Silver Club Programs. We want to acknowledge both students and Club members for the invaluable
experience they provided for each other. We thank each artist and interviewee for providing permission for us to
publish these works. Names and some personal details have been altered by the authors to maintain privacy and allow
for creative interpretation.

Members of the Silver Club and Elderberry Club Programs provided the artwork included in this collection. Students
of the U-M School of Art and Design, working with Professor Anne Mondro, provided artistic support.

We thank each and every author and artist for contributing to this community effort. And we thank you, the reader,
for your interest.

SHAPES OF MEMORY LOSS
University of Michigan



