Welcome

to the Genetic Counseling Program at the University of Wisconsin School of

Medicine and Public Health. Genetic counseling is an exciting profession that combines advanced
education in human, molecular and medical genetics with skills and experience in counseling. Our
Master of Genetic Counselor Studies program is fully accredited by the Accreditation Council for Genetic
Counseling and with the first class of genetic counselors starting in 1976, it is one of the most
experienced programs in the United States. The cumulative board examination pass rate (first-time test
takers) is 95.5 percent for the three most recent graduating classes, and 100 percent of students
accepted into the program have graduated and are now working as genetic counselors. We are proud of
the blend and depth of learning experiences offered to our graduates. After reading the information
about our program, we hope you will find that it meets your needs.

Mission Statement
The mission of the Master of Genetic Counselor Studies Program at the University of Wisconsin-Madison
is to educate competent and compassionate genetic counselors who will successfully enter the genetic
counseling workforce and be lifelong learners and leaders in the field.
To fulfill this mission, the program will provide students with a rigorous, comprehensive curriculum that
includes:
•

A diverse clinical experience that fosters interprofessional relationships

•

Relevant research opportunities that encourage critical thinking and contribute to the
knowledge base of the profession

•

An environment that promotes socially responsible practice

Commitment to Socially Responsible Practice
Racism as a social determinant of health is not a new concept. Recent events have brought it to the
forefront as an important conversation with which we should all engage. However, conversation is not
enough; action is vital. The Master of Genetic Counselor Studies, as a program in the School of Medicine
and Public Health, has always valued engaging in socially responsible practice as evidenced by our
mission statement and our strategic plan. It is important that we continue to work to change the system
through anti-racist recruitment practices, curriculum, and program culture.
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Curriculum Overview
The Master of Genetic Counselor Studies curriculum at the University of Wisconsin School of Medicine
and Public Health is a carefully structured sequence of courses and clinical practicums scheduled over
approximately 21 months. To view details about each course, please visit our website.

Science courses
•
•
•
•
•
•
•
•

Introduction to Clinical Genetics
Advanced Clinical Genetics Concepts
Clinical Biochemical Genetics for Genetic Counselors
Laboratory Genetics and Genomics for the Genetic Counselor
Cancer Genetics Risk Assessment and Counseling
Clinical Embryology and Prenatal Diagnosis
Medical Genetic Counseling Research Seminar
Research Strategies and Analysis in Clinical Genetics

Counseling courses
•
•
•
•

Clinical Communication Skills for Genetic Counselors
Interviewing and Counseling for Genetic Counselors
Contemporary Professional Issues in Genetic Counseling
Clinical Practicum and Advanced Practicum in Genetic Counseling (Unit Meetings)

Clinical practicums (counseling experience)
Students rotate through a variety of high-quality clinical settings during their training at the UW School
of Medicine and Public Health, including a comprehensive cancer center, tertiary perinatal care centers
and hospitals dedicated solely to the care of children. The clinic rotations are supervised by genetic
counselors with American Board of Genetic Counseling certification, and by clinical geneticists with
American Board of Medical Genetics certification.
While Wisconsin may not be typically considered as racially, ethnically, and culturally diverse, UW
faculty and our clinical training sites serve the needs of many culturally distinct communities, including
African Americans, Latinxs, Amish and conservative Mennonites, Hmong, and Native Americans. The
Master of Genetic Counselor Studies Program is committed to providing our students with experience
that represents the broad expanse of the communities we serve.

First Year
The first-year clinical practicum in genetic counseling consists of four seven-week-long clinical
rotations (Interprofessional, Specialty, Alternative Service Delivery Model, and one lab and
public health rotation that spans the entire academic year. Rotations are designed to acquaint
the student with the basic practice skills required, protocols used and professional issues
encountered in genetic counseling.
Clinical experiences in a variety of specialty clinics provide opportunities for initial development
of skills in interviewing, data collection and counseling. Experiences in laboratory and public
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health settings provide an opportunity for students to explore non-clinical roles and become
better acquainted with career-related disciplines.
Trainees can participate in experiences at each of the following sites:
•
•
•
•
•

•

University of Wisconsin General Genetics Clinic
University of Wisconsin Pediatric Metabolism Clinic
Midwest Regional Bone Dysplasia Clinic
Genetic Support Foundation
UW Health American Family Children's Hospital specialty clinics
o Comprehensive Program for Bleeding Disorders
o Craniofacial Clinic
o Cystic Fibrosis Clinic
o Inherited Arrhythmias Clinic
o Neurocutaneous Clinic
o Primary Immune Deficiency Clinic
o Spina Bifida Clinic
Lab and public health experiences
o State Lab of Hygiene (cytogenetic, molecular and newborn screening)
o PreventionGenetics Lab
o Wisconsin Public Health
o Center for Patient Partnerships

Second Year
The second-year clinical practicum is an integrated program of clinical experiences consisting of
three 10-week rotations: Oncology, Prenatal, General. These take place during the intervening
summer and each semester of the second year. The advanced practicum provides many
opportunities for trainees to work toward perfecting skills in counseling, interviewing, data
collection, case coordination and in ongoing care of families with genetic concerns. Clinics that
students rotate through are as follows:
•
•
•
•
•
•
•

UW Carbone Cancer Center
ProHealth Care Oncology Program
UnityPoint-Meriter Hospital Center for Perinatal Care
SSM Health Oncology
SSM Health / St. Mary's Hospital
University of Wisconsin General Genetics Clinic
Children's Hospital of Wisconsin Hematology Program

The Marshfield clinical experience
The Master of Genetic Counselor Studies program offers a second-year clinical internship in
collaboration with the Medical Genetics Service at Marshfield Clinic Health System in Marshfield,
Wisconsin. The Marshfield experience is limited to one student who will start the MGCS program in the
fall of 2021 (i.e., their Marshfield experience will begin summer 2022). All students in the MGCS
Updated: 10/7/2020

3|Page

program will complete their first academic year (August through May) in residence in Madison.
Beginning in the summer, following the successful completion of their first year, the student selected for
the Marshfield experience will complete the remainder of their training at the Marshfield Medical
Center (rotations, coursework via distance education platforms and research project). The selected
student will have regular virtual meetings with Madison-based advisors, instructors and, importantly,
their classmates. While the format of the clinical rotations may be different (greater flexibility with
structure), the overall experience will include the three ACGC required core clinical rotations
(prenatal/oncology/general genetics) and a variety of optional specialty clinics.

Research requirement
In keeping with our mission of training students to think critically and participate in research, all
students enroll in three research credits during the second year of the program. They work under the
direction of a research professor toward the goal of producing a publishable research or other project
that contributes to the body of knowledge of the discipline. Our website has a list of examples of
research projects.

Other program requirements
All students are required to take a comprehensive final examination. It is divided into a multiple-choice
component (similar to the certification examination of the American Board of Genetic Counseling) and a
written component.

Supplemental and Unique Educational
Experiences
Not all learning occurs during typical coursework or clinical experiences. At the University of Wisconsin
School of Medicine and Public Health, we are proud to offer many supplemental experiences to provide
a solid foundation from which students build their professional competency.

Maternal & Child Health Leadership Education in Neurodevelopmental Disabilities (MCH
LEND)
All students that enter the Madison program are also enrolled in MCH LEND. "The goal of the Wisconsin
Maternal and Child Health (MCH) LEND Program is to provide interdisciplinary and disciplinary
leadership training for graduate students and community professionals to improve systems of care that
promote the prevention of disabilities and assure access to services for children with
neurodevelopmental and related disabilities and their families.
"This is accomplished through interdisciplinary and disciplinary advanced clinical and leadership training
of graduate students in the core disciplines, continuing education, technical assistance and consultation
for community professionals. Trainees gain competencies in interdisciplinary clinical care, family needs
and preferences, and the public health system."

The Adam Rennebohm Perinatal Bereavement Conference
This biennial conference hosted at the University of Wisconsin, in conjunction with Resolve Through
Sharing, focuses on perinatal bereavement education. Participation is open to health care professionals
providing perinatal care such as genetic counselors, nurses, medical doctors, physician assistants,
certified nurse midwives, social workers and chaplains. This interdisciplinary approach helps strengthen
the understanding of the family experience surrounding perinatal loss. Topics include anticipatory
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perinatal bereavement guidance, medical genetics diagnostic and management resources, perinatal
hospice services and long term bereavement assistance. Support is gratefully provided by the Adam
Rennebohm Endowment Fund.

Center for Patient Partnerships
The Center for Patient Partnership (CPP) is a patient advocacy service offered to patients with serious or
life threatening medical conditions. Services provided by the CPP range significantly with the
overarching goal of helping a patient navigate his or her way through the medical world. The genetic
counseling training program at UW-Madison in collaboration with the CPP offers an optional certificate
in the area of Consumer Health Advocacy. The following video provides an example of how the Center
for Patient Partnerships helps families and advocates on their behalf.

PreventionGenetics Lab GC Experience
Students have the opportunity to participate in a lab based genetic counseling experience in
collaboration with PreventionGenetics, an accredited clinical DNA testing laboratory based in
Marshfield, Wisconsin. This unique experience is completed in Madison in the summer between the first
and second year of training and provides the genetic counseling student with a range of experiences
that a genetic counselor working in a non-patient facing role would encounter. These activities build off
of skills developed and knowledge learned in the first year of training with the ultimate goal of having
the student understand the role a genetic counselor provides in a lab-based setting. All students take
part in this activity.

Clinical Teaching and Assessment Center (CTAC)
"The mission of the Clinical Teaching and Assessment Center (CTAC) at the University of Wisconsin
School of Medicine and Public Health is to provide health sciences students and faculty with
opportunities to practice and demonstrate clinical skills in a setting that duplicates the real world as
closely as possible." Students have the unique opportunity to practice and observe their own developing
skills as related to genetic counseling.

University of Wisconsin Pediatrics Grand Rounds
"The Pediatrics Grand Rounds is a weekly multidisciplinary and interprofessional conference series
designed to improve a participant’s ability to practice pediatric medicine by enhancing knowledge in
clinical care, healthcare research, medical education, public health, and innovation implementation.
Grand Rounds are presented by UW faculty, Community Health Partnerships and guest faculty from
around the country. Departmental faculty, fellows, residents, and medical students, as well as
community-based pediatricians benefit from these clinically relevant lectures.
This year the Pediatric Grand Rounds Planning Committee has added a recurring theme of Health Equity
to explore how this issue significantly impacts health outcomes, as well as offer opportunities to inform
practice change and community engagement. This theme will be addressed through didactic lectures
and professional development opportunities.”

John D. Wiley Seminar Series
Weekly seminar series held at the Waisman Center in which world class experts in the areas of
development, developmental disabilities, genetics and neurodegenerative disease are invited to discuss
current research.
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Combined Genetic Counseling Program Reading List
The curation of the following list was a collaborative effort of members of the Association of Genetic Counseling Program Directors (AGCPD).
While by no means a comprehensive list, the goal of having this combined reading list was to ensure that all genetic counseling students
have similar access to the wide array of literature pertaining to the impact of genetic conditions on the community, family and person. It
includes both fiction and non-fiction. For some GC programs, genetic counseling students are required to read books from this list as part
of their training. For those interested in the profession of genetic counseling, the following reads will help provide context and a deeper
understanding of how genetics intersects with the lived experience. Sincere thank you to the members of AGCPD.

Title
A Beautiful Mind. 1994
A biography of John Forbes Nash, Jr., Winner of the Nobel Prize in Economics
The story of a mathematics genius and his battle with schizophrenia.
A Child Called It. 1995.
One of the most severe cases of child abuse as told by the author who experienced the abuse.
A Child Called Noah. 1979.
Author’s account of raising a child with autism through the first five years of life.
A Difference in the Family. 1981.
An educator and mother of a severely disabled child describes the long road toward acceptance of disability.

Author
Sylvia Nasar

A Different Kind of Perfect. 2006
The writings collected are from parents who have children with physical or cognitive disabilities.

Cindy Dowling, Neil
Nicoll, Bernadette

A Feeling for the Organism. 1983.
The author’s story of being a pioneer of cytology and classical genetics long before women in science were widely accepted.
A Heartbreaking Work of Staggering Genius. 2001.
The memoir of a college senior who in the span of five weeks loses both his parents to cancer and inherits his eight-year-old
brother.

Dave Pelzer
Josh Greenfield
Helen Featherstone

Thomas
Evelyn Fox Keller

Dave Eggers

1

A Hope in the Unseen: An American Odyssey from the Inner City to the Ivy League. 1999.
The story of a boy’s journey from dangerous Washington D.C. neighborhood through Brown and into the working world.

Ron Suskind

A Loss for Words. 1987.
Born in the Midwest in 1952, Walker is one of three hearing daughters of Gale and Doris Jean Walker, both deafened as babies by
illnesses. As the oldest child, the author served as her parents' "interpreter," dealing with outsiders.
There is humor in her recollections but nothing lighthearted in accounts of crude or condescending reactions to her father and
mother from indifferent people. Walker is candid in detailing her own frustrations and the burdens of life with the deaf.

Lou Ann Walker

A Necessary End. 2001.
The author’s description of life with his dying parents.

Nick Taylor

A Parent's Guide to Down Syndrome: Toward a Brighter Future. 1990

Siegfried Pueschel

A Time to be Born. 1977.
A physician’s account of four babies’ experiences in the NICU.

David Bell

A Wild Ride Up the Cupboards. 2005.
A story about the extraordinary things a mother will do in order to help her child.

Ann Bauer

After Her Brain Broke: Helping My Daughter Recover Her Sanity. 2010.
Susan Inman
The author’s memoir describing her family’s nine year journey to help her daughter recover from a severe schizoaffective disorder.
After the Tears: Parents Talk about Raising a Child with a Disability. 1985.
Personal accounts by parents who have responded to the daily challenge of making a life for and with a disabled child.

Robin Simons

Alex, the Life of a Child. 1997.
Frank Deford
Alexandra Deford, a precious and precocious girl, was just eight years old when she died in 1980 following a battle against the
debilitating effects of cystic fibrosis, the number-one genetic killer of children.
Alice & Oliver. 2016.
Unflinching yet deeply humane portrait of a young family’s journey through a medical crisis.

Charles Bock

2

Am I My Genes? 2012.
Robert L. Klitzman
Confronting fate and family secrets in the age of genetic testing. Am I My Genes? shows how real individuals have confronted the
new information provided by genetic testing into their daily lives. The book describes – often in the person’s own words – how each
individual has wrestled with the vast implications that genetics has for their lives and their families.
Am I Next In Line? Confronting Hereditary Breast and Ovarian Cancer. 2007.
Monique Achtman
Am I Next In Line inspires readers to address the question of whether cancer in their family is hereditary. Achtman is referred to as a
"pre-vivor" instead of a survivor, because after testing positive for the BRCA-1 cancer gene mutation she became vigilant about
cancer surveillance and prevention.
Amazing Grace. 1995.
Jonathan Kozol
This narrative depicts the perils of urban youth, including a high incidence of HIV
An Alpha-1 COPD Love Story. 2011.
The author’s account of living with COPD caused by Alpha-1.

Sally Everett

An Exact Replica of a Figment of My Imagination. 2008.
Memoir of author’s life before and after the loss of her child in the ninth month of pregnancy.

Elizabeth McCracken

An Unquiet Mind – A Memoir of Moods and Madness. 2009.
Memoir of family’s and her own experience dealing with bipolar illness.

Kay Redfield Jamison

Anatomy of Hope. 2003.
The journey of discovery spanning the some thirty years of the author’s experience as an oncologist.

Jerome Groopman

Anna, a Daughter’s Life. 1993.
The author’s account of coping with the death of his daughter, who had VATER.
Another Season. 1997.
A football coach writes about having a child with Down syndrome.

William Loizeaux
Gene Stallings
Diane Tropea Greene

Apron Strings: Inheriting Courage, Wisdom, and… Breast Cancer. 2007.
A breast cancer survivor details her experience and her family’s genetic history of cancer.
John Colapinto
As Nature Made Him: The Boy Who Was Raised as a Girl. 2000.
The bestselling account of the now famous “Twins” case that became a touchstone in the debates on gender identity and nature
versus nurture

3

Autism and Sensing: The Unlost Instinct. 1998.
The author explains how the senses of a person with autism work and how people with autism are ‘stuck’ at a stage in which they
can sense but not interpret the world around them.

Donna Williams

Autobiography of a Face. 2003.
Lucy Grealy
Diagnosed at age nine with Ewing's sarcoma, a cancer that severely disfigured her face, Grealy lost half her jaw, recovered after two
and half years of chemotherapy and radiation, then underwent plastic surgery over the next 20 years to reconstruct her jaw. This
harrowing, lyrical autobiographical memoir, is a striking meditation on the distorting effects of our culture's preoccupation with
physical beauty.
Susan Skallerup
Babies with Down Syndrome: A New Parents' Guide. 2008.
Covering the best practices for raising and caring for children with Down syndrome through age five, this book is invaluable to new
parents who have welcomed a baby with Down syndrome into their lives.
Babyface: A Story of Heart and Bones. 2002.
Jeanne McDermott
In 1990 science writer McDermott gave birth to her second child. Although a prenatal amniocentesis had indicated she was carrying
another healthy boy (her eldest, Jeremy, was then three), Nathaniel was born with a craniofacial abnormality and webbed fingers
and toes (Apert Syndrome). Based on a journal she kept during her baby's first year, this book artfully combines fact and feeling to
illuminate how McDermott and her husband, Ted, dealt with the drastically altered circumstances of their lives, and how they
struggled to keep Nathaniel and themselves healthy.

4

Becoming Nicole: The Transformation of an American Family. 2015.
Powerful and illuminating book about one couple's journey in coming to accept and nurture their transgender daughter.

Amy Ellis Nutt

Before and After Zachariah: A True Story about a Family with a Different Kind of Courage. 1988.
The heart-wrenching story of one couple's courageous decision to have their severely brain-damaged son cared for in a residential
facility.

Fern Kupfer

Before I Say Goodbye: Recollections and Observations from One Woman’s Final Year. 2000.
A story of the final year of the life of a woman diagnosed with breast cancer.

Ruth Picardie

Being Mortal: Medicine and What Matters in the End. 2014.
Full of eye-opening research and riveting storytelling, Being Mortal asserts that medicine can comfort and enhance our experience
even to the end, providing not only a good life but also a good end.

Atul Gawande

Anne Martin Powell
Big Sister: A Journey of Genes and Heart. 2013.
Anne adored her severely disabled younger brother, yet when she learned she was pregnant and a carrier for his rare genetic disease;
she faced a heart-wrenching decision.
Blame. 2016.
After writing many scientific articles at the interface of genetics and society, the author published this novel.

Tony Holtzman

Kelle Hampton
Bloom: Finding Beauty in the Unexpected – A memoir. 2012.
Bloom is an inspiring and heartfelt memoir that celebrates the beauty found in the unexpected, the strength of a mother’s love, and,
ultimately, the amazing power of perspective.
The Boy Who Loved Too Much: A True Story of Pathological Friendliness. 2017.
Jennifer Latson
The poignant story of a boy’s coming-of-age complicated by Williams syndrome, a genetic disorder that makes people biologically
incapable of distrust. What would it be like to see everyone as a friend? Twelve-year-old Eli D’Angelo has a genetic disorder that
obliterates social inhibitions, making him irrepressibly friendly, indiscriminately trusting, and unconditionally loving toward everyone
he meets.

Kevin Davies
Breakthrough: The Race to Find the Breast Cancer Gene. 1996.
Breakthrough is the intriguing real-life detective story behind one of the most important genetic research discoveries of recent times.
“The most impassioned and publicly visible of all genetic races" (The New York Times) comes to a triumphant close with the discovery
of BRCA1, popularly known as the breast cancer gene. The result of a four-year international effort involving scientists from the United
States, Canada, England, France, and Japan, among others, it is hailed as one of the most significant discoveries in recent medical
science.
Breathing for a Living: A Memoir. 2004.
The diary of a young woman with cystic fibrosis.

Laura Rothenberg.

Broken Justice. 2007.
Kenneth Edelin
The story of an African American doctor’s indictment concerning an abortion he had performed and the racial, political, and religious
climate of his trial.
Call of Stories: Teaching and the Moral Imagination. 2017
A physician/writer/teacher writes about the relevance of literature.

R. Coles

Call Me Anna: The Autobiography of Patty Duke. 1988.
The autobiography of the legendary star and her hidden battle with mental illness.

Patty Duke and
Kenneth Turan

Marissa Acocella
Cancer Vixen. 2006.
Marchetto
“What happens when a shoe-crazy, lipstick-obsessed, wine-swilling, pasta-slurping, fashion-fanatic, single-forever, about-togetmarried big-city girl cartoonist with a fabulous life finds . . . a lump in her breast?” That’s the question that sets this powerful,
funny, and poignant graphic memoir in motion. In vivid color and with a taboo-breaking sense of humor, Marisa Acocella Marchetto
tells the story of her eleven-month, ultimately triumphant bout with breast cancer—from diagnosis to cure, and every challenging
step in between.
Carrier: Untangling the Danger in My DNA. 2010.
Bonnie J. Rough
When Bonnie J. Rough receives the test results that confirm she is a carrier of the genetic condition hypohidrotic ectodermal
dysplasia, or H.E.D., it propels her on a journey deep into her family’s past in the American West.
At first glance, H.E.D. seems only to be a superficial condition: a peculiar facial bone structure, sparse hair, few teeth, and an inability
to sweat. But a closer look reveals the source of a lifetime of infections, breathing problems, and drug dependency for Bonnie’s
grandfather Earl, who suffered from the disorder.
Changed by a Child. 1998.
Barbara Gill
A mother of a son with Down syndrome writes of life as a parent of a child with disabilities.

Choosing Naia: A Family's Journey. 2003.
Mitchell Zuckoff
A routine ultrasound reveals that the fetus Tierney carries has a major heart defect. Making matters worse, the nature of the defect
leads doctors to suspect it might be a symptom of Down syndrome. As they struggle with grief and confusion, would-be parents have
only days or weeks to make choices—abortion, adoption, or continuing the pregnancy and keeping the child—whose reverberations
are bound to alter the course of many lives.
In the Fairchilds' case, those choices are further complicated by race. Having married across racial lines, Greg and Tierney can imagine
the discrimination felt by the disabled. Ultimately, that understanding informs their decision about whether and how to parent a
disabled child.
Confessions of a Serial Egg Donor. 2004.
Julia Derek
Tells the true and disturbing story of how an independent college girl got so caught up by the tens of thousands of dollars she was
making on her eggs her body shut down.
Count Us In. 2007.
After initially meeting and sharing their experiences growing up with Down syndrome, the authors reflect on their lives throughout
the last thirteen years.

Jason Kingsley
Mitchell Levitz

Coming to Term. 2001
The author describes his and his wife’s experiences with having very premature twins.

William Woodwell

D.B. Besieged. 1979.
A young man’s battle with CF.

David Bork

Don’t Call Me Marda. 2004.
Story of how her parents’ adoption of a developmentally disabled child changes a girl’s life.

Sheila Kelly Welch

Double Vision: An East-West Collaboration for Coping with Cancer. Wesleyan. 1994.
Alexandra Dundas
“The Chinese word for crisis consists of two characters: danger and opportunity,” writes medical sociologist Todd. For her, the danger Todd
was the rare brain cancer that threatened the life of her 20-year-old son, Drew. But it was also an opportunity to combine Western
medicine’s aggressive treatments (surgery, radiation) with the gentle healing techniques of the East (acupuncture, macrobiotics) in a
successful campaign to overcome the cancer.
Dreaming Water. 2002.
Gail Tsukiyama
Dreaming Water concerns the relationship between 62-year-old Cate and her only daughter, Hana, who is dying of Werner's disease, a
genetic disorder that causes premature aging and early death. When the book opens, Hana's beloved father Max has been dead three
years. All that Cate and Hana have are each other, and the pathos of their knowledge that Hana will certainly precede her mother in
death provides the main conflict in this book.

and

Dwarfs Don’t Live in Doll Houses. 1988.
The author writes of the frustrations of living and working in a world not equipped for someone of her size.

Angela Van Etten

Keith Wailoo
Dying in the City of the Blues: Sickle Cell Anemia and the Politics of Race and Health. 2000.
Offers valuable new insight into the African American experience, the impact of race relations and ideologies on health care, and the
politics of science, medicine, and disease.
Dying in the Twenty-First Century: Toward a New Ethical Framework for the Art of Dying Well. 2015.
In this book, physicians, philosophers, and theologians attempt to articulate a bioethical framework for dying well in a secularized,
diverse society. Contributors discuss such topics as the acceptance of human finitude; the role of hospice and palliative medicine;
spiritual preparation for death; and the relationship between community, and individual autonomy.

Lydia Dugdale

Eating Pomegranates: A Memoir of Mothers, Daughters, and the BRCA Gene. 2010.
Sarah Gabriel
A woman’s story of being diagnosed with breast cancer after she was left motherless as a teenager when her mother died of the same
disease.
Eight Fingers and Toes: Accepting Life’s Challenges. Self-published, 2010.
Debbie Jorde
Candid and stirring, Eight Fingers and Eight Toes: Accepting Life’s Challenges shares the incredibly moving, unforgettable story of
Debbie Jorde, a mother of two children born with a rare, physically disabling disorder called Miller syndrome that affects only thirty
people worldwide. With astonishing honesty and clarity, she recounts her children’s struggles with physical disabilities, attention
deficit hyperactive disorder (ADHD), and autism spectrum disorder, (ASD) while opening up about her own life challenges and how the
family was the first family ever to have their entire genome sequenced.
Elegy for Iris. St. Martin’s Press, 2001.
John Bayley
In one of literary history's ghastlier ironies, Iris Murdoch, was diagnosed in 1994 with Alzheimer's disease, which slowly destroys
reasoning powers, memory, even the ability to speak coherently. Her husband, English literary critic John Bayley, unsparingly depicts
his wife's affliction in prose as elegant and accessible as hers always was.
Empty Arms: Coping After Miscarriage, Stillbirth, and Infant Death. 1982.
Sherokee Ilse
This classic book is one of the first given to newly bereaved parents to offer guidance in decision-making after their baby's death and
to assist caregivers as they support families.
Lisa Genova
Every Note Played. 2018.
When Richard becomes increasingly paralyzed from ALS and is no longer able to live on his own, Karina becomes his reluctant
caretaker. As Richard’s muscles, voice, and breath fade, both he and Karina try to reconcile their past before it’s too late. Poignant and
powerful, the novel is a masterful exploration of redemption and what it means to find peace inside of forgiveness.

Everything Happens for a Reason: And Other Lies I've Loved. 2018.
Frank and funny, dark and wise, Kate Bowler pulls the reader deeply into her life in an account she populates affectionately with a
colorful, often hilarious retinue of friends, mega-church preachers, relatives, and doctors. Her story, offers up irreverent, hard-won
observations on dying with stage IV colon cancer and the ways it has taught her to live.

Kate Bowler

Evicted: Poverty and Profit in the American City. 2016.
Matthew Desmond
Princeton sociologist and MacArthur “Genius” Matthew Desmond follows eight families in Milwaukee as they each struggle to keep a
roof over their heads. Evicted transforms our understanding of poverty and economic exploitation while providing fresh ideas for
solving one of twenty-first-century America’s most devastating problems.
Expecting Adam: A True Story of Birth, Rebirth, and Everyday Magic. 1998.
A young mother awaits the birth of a Down syndrome baby while pursuing a doctorate at Harvard. Their son’s birth brings many life
changes for the Becks.

Martha Beck

Faces of Huntington’s Disease. 1998.
Vignettes about people’s experience living with HD.

Carmen Leal-Pock

Julie Salamon.
Facing the Wind. 2002.
After their son was diagnosed with severe neurological and visual impairments, the family battles adversity until one day depression
and delusion lead to the husband violently murdering his wife and children.
Family Pictures. 1990.
Sue Miller
Story of a large family in which one of the sons has autism. Spanning forty years, this novel follows the conflict between husband and
wife, over a beautiful autistic child.
Far From the Tree: Parents, Children and the Search for Identity. 2013.
Andrew Solomon
Anyone who’s ever said (or heard or thought) the adage “chip off the old block” might burrow into Andrew Solomon’s tome about the
ways in which children are different from their parents--and what such differences do to our conventional ideas about family.
Ruminative, personal, and reportorial all at once, Solomon begins by describing his own experience as the gay son of heterosexual
parents, then goes on to investigate the worlds of deaf children of hearing parents, dwarves born into “normal” families, and so on.
His observations and conclusions are complex and not easily summarized, with one exception: The chapter on children of law-abiding
parents who become criminals…..parents must cope with or not, accept or not, the deeds or behaviors or syndromes of their
offspring. How they do or do not do that makes for fascinating and disturbing reading.

Flowers for Algernon. 2004. Winner Of The Hugo Award And The Nebula Award, this classic novel inspired the Academy
Awardwinning movie Charly, the story of a mentally challenged man who receives an operation that turns him into a genius...and
introduces him to heartache.

Daniel Keyes

Forty Thousand to One. 2012.
Ben Petrick was a very gifted and promising baseball catcher with the Colorado Rockies when a Parkinson's affliction brought a very
premature end to his playing days. He wrote this inspirational book to raise awareness and hope for Parkinson's sufferers.

Ben Petrick

Freak the Mighty. 1993.
In this young adult novel, two boys – a slow learner stuck in the body of a teenage giant and a tiny Einstein in leg braces – forge a
unique friendship when they pair up to create one formidable human force.

Rodman Philbrick

Geek Love. 1989.
Katherine Dunn
This novel is the unforgettable story of the Binewskis, a circus-geek family whose matriarch and patriarch have bred their own exhibit
of human oddities (with the help of amphetamine, arsenic, and radioisotopes).
Genes, Blood, and Courage – A Boy Called Immortal Sword. 1995.
Story of a child with severe thalessmia and the thirty-year struggle to keep him alive. Nathan goes beyond his struggles with this
seemingly immortal patient to describe in detail the emergence, over the past twenty-five years, of an entirely new force in medical
care called molecular medicine.
Genetic Rounds: A Doctor’s Encounters in the Field that Revolutionize Medicine. 2010.
A doctor’s description of his everyday life as a clinical geneticist.

David G. Nathan

Robert Marion

Genome: Autobiography of a species in 23 chapters. 2000.
Science writer Matt Ridley has found a way to tell someone else's story without being accused of plagiarism. The book delves deep
looking for dirt dug up by the Human Genome Project. Each chapter pries one gene out of its chromosome and focuses on its role in
our development and adult life, but also goes further, exploring the implications of genetic research and our quickly changing social
attitudes toward this information.

Matt Ridley

Getting the Message Across: Communication with Diverse Populations in Clinical Genetics. 2013.
This book provides practical advice to assist genetic counselors, geneticists, and other health professionals wanting to engage
appropriately with different clients from different communities -- patients who are hearing and/or visually impaired, patients with
diverse sex development or religious backgrounds, and those who are available only through interpreter or telephone consultation.

Jennifer Wiggins

Girl, Interrupted. 1994.
A nonfictional account of the author’s experience in a psychiatric hospital.

Susanna Kaysen

Give Me One Wish. 1991.
The story of a girl’s life with cystic fibrosis as told by her mother.
Go Ask Your Father. 2009.
The author’s quest to find out the truth about his genetic heritage.
Go Towards the Light
Story of a family's experience with HIV and the death of their 9-year-old son with the disease.
Going Blind: A Memoir. 2009.
A family living with retinitis pigmentosa.

Jacquie Gordon
Lennard J. Davis
Chris Oyler
Mara Faulkner

Rochelle Barsuhn
Growing Sophia: The Story of a Premature Birth. 1996.
Story of the very early birth of Sophia, born at twenty-four weeks gestation. With practical coping suggestions, a glossary of common
terms, and a list of resources, Growing Sophia recognizes and validates the needs and feelings of parents of fragile, premature infants.
Hard to Forget. 2000.
A man’s descriptions of the work to discover the cause of Alzheimer’s and his family’s personal battles with the disease.

Charles Pierce

Healing Lessons. 1999.
A doctor’s story of being on the opposite side of the doctor-patient relationship after his wife is diagnosed with stomach cancer.

Sidney Winawer.

Handle with Care: A Novel. 2009.
Jodi Picoult
When Willow is born with severe osteogenesis imperfecta, her parents are devastated—she will suffer hundreds of broken bones as
she grows, a lifetime of pain. In this provocative story from the #1 New York Times bestselling author, “Picoult writes with unassuming
brilliance” (Stephen King). Every expectant parent will tell you that they don’t want a perfect baby, just a healthy one. Charlotte and
Sean O’Keefe would have asked for a healthy baby, too, if they’d been given the choice. Instead, their lives are made up of sleepless
nights, mounting bills, the pitying stares of “luckier” parents, and maybe worst of all, the what-ifs. But it’s all worth it because Willow
is, funny as it seems, perfect.
Hannah's Heirs: The Quest for the Genetic Origins of Alzheimer's Disease. 1993.
Daniel Pollen
The story of a woman who in 1880 began experiencing memory loss in her 40s, her descendants who suffer from the same disease,
and the quest for an Alzheimer's gene.

Healing children’s grief: Surviving a parent’s death from cancer. 2000.
Grace Christ
The author relates the powerfully moving stories of 88 families and their 157 children (ages 3 to 17) who participated in a
parentguidance intervention through the terminal illness and death of one of the parents from cancer; there are numerous examples
of the ways parents and extended family interacted with the children, and also the ways that professionals, friends, and many others
helped families deal with this tragedy.
Heart Conditions. 1997.
A young woman’s story of her surprise pregnancy.

Sara Lewis

Imperfect Pregnancies: A History of Birth Defects and Prenatal Diagnosis. 2017.
Lowy argues that the generalization of prenatal diagnosis has radically changed the experience of pregnancy for tens of millions of
women worldwide. Although most women are reassured that their future child is developing well, others face a stressful period of
waiting for results, uncertain prognosis, and difficult decisions. Löwy follows the rise of biomedical technologies that made prenatal
diagnosis possible and investigates the institutional, sociocultural, economic, legal, and political consequences of their widespread
diffusion.

Ilana Lowy

In A Different Key: The Story of Autism. 2016.
A narrative history of autism: the riveting story of parents fighting for their children’s civil rights; of doctors struggling to define
autism; of ingenuity, self-advocacy, and profound social change.

John Donvan, Caren
Zucker

In the Country of Illness. 1998.
The author’s memoir of living with testicular cancer.

Robert Lipsyte

In the Name of Eugenics: Genetics and the Uses of Human Heredity. 1985.
Daniel Kevles
Kevles traces the study and practice of eugenics--the science of "improving" the human species by exploiting theories of heredity-from
its inception in the late nineteenth century to its most recent manifestation within the field of genetic engineering.
Inside the O’Briens. 2015.
Lisa Genova
In this novel, Joe O’Brien is a forty-three-year-old police officer from the Irish Catholic neighborhood of Charlestown, Massachusetts.
A devoted husband, proud father of four children in their twenties, and respected officer, Joe begins experiencing bouts of
disorganized thinking, uncharacteristic temper outbursts, and strange, involuntary movements. He initially attributes these episodes
to the stress of his job, but as these symptoms worsen, he agrees to see a neurologist and is handed a diagnosis that will change his
and his family’s lives forever: Huntington’s disease.
Intensive Care: A Family Story. 2000.
The story of a family with a child with Duchenne Muscular Dystrophy.

Mary-Lou Weisman

It’s Aways Something. May 2009.
Completed before Radner's death, this is her personal account of her struggle with ovarian cancer and her inspiring attempt to keep
an upbeat attitude during her illness. Her discussion of a Santa Monica patient support group called the Wellness Community is the
best part of the book and may be of interest to cancer patients and their families.

Gilda Radner

Jewel. 1999.
In this story of how quickly a life can change, a woman's devotion to the child who is both her burden and God's singular way of
smiling on her, Lott has created a mother-daughter relationship of matchless intensity and beauty.

Bret Lott

Just Don't Fall. 2010. This memoir of triumph over tragedy tells a story of Josh Sundquist, who was diagnosed with Ewing's sarcoma, a Josh Sundquist
virulent cancer strain that eventually claimed his left leg, when he was just nine years old. The story tells about the boy Josh was and
of the young man he became, through numerous hospitalizations and struggles, to become an award-winning skier in the Paralympics
and renowned motivational speaker.
Journey. 1984.
Both authors detail their experiences with hemophilia.

Robert Massie and
Suzanne Massie.

Journey to Motherhood. 1990.
A woman describes how she dealt with multiple miscarriages and overcoming the odds to become a mother.

Alison Freeland

Journeys: Stories of Pregnancy After Loss. 2006.
Stories of almost a dozen families, who coped with the loss of pregnancies ending in predelivery death in utero and went on to have
successful pregnancies.

Amy Abbey

Kara Mia: the story of sudden loss and slow recovery of a teenager with long QT syndrome. 1997.
Maryann Anglim, &
Journey of coping with diagnosis and treatment in daughter with LongQT.
Walter Allan
The Language of God: A Scientist Presents Evidence for Belief. 2007.
Francis Collins
Written for believers, agnostics, and atheists alike, The Language of God provides a testament to the power of faith in the midst of
suffering without faltering from its logical stride. This book provides the best argument for the integration of faith and logic since C.S.
Lewis’s Mere Christianity.
Laughing at My Nightmare. 2014.
Author describes the challenges he faces as a twenty-one-year-old with spinal muscular atrophy.

Shane Burcaw

Learning Disabilities and Life Stories. 2000.
Autobiographical essays and analytical chapters about individuals with learning disabilities.

Pano Rodis, Andrew
Garrod, and Mary
Lynn Boscardin
Catherine Maurice

Let me Hear Your Voice – A Family’s Triumph Over Autism. 1993.
A mother's illuminating account of how one family triumphed over autism. It is an absolutely unforgettable book, as beautifully
written as it is informative.
Lessons from Jacob. 2007.
Ellen Schwartz
A disabled son (diagnosed with Canavan Disease) teaches his mother about courage, hope and the joy of living each day to the fullest.

Less Medicine, More Health: 7 Assumptions That Drive Too Much Medical Care. 2015.
H. Gilbert Welch
Avoiding medical Jargon, Welch speaks directly to the layperson and focuses on certain assumptions that have increased consumption
in a market-driven society; the author of Overdiagnosed describes seven widespread assumptions that encourage excessive, often
ineffective, and sometimes harmful medical care.

Life As We Know It: A Father, a Family, and an Exceptional Child. 1996.
Michael Berube
When Michael Berube's second son Jamie was born with Down syndrome, life as he had known it was gone. Berube tells how he and
his wife came to know this astonishing new person as their son, an individual like their other son and yet who, to the world, was not
an individual but the syndrome itself.
Life’s Work: A moral argument for choice. 2017.
In this “vivid and companionable memoir of a remarkable life” (The New Yorker), an outspoken, Christian
reproductive justice advocate and abortion provider reveals his personal and professional journeys in an
effort to seize the moral high ground on the question of choice and reproductive justice.

Willie Parker

Like Sound Through Water: A Mother’s Journey Through Auditory Processing Disorder. 2003.
Through years of research, and personal interviews, Foli learned everything she needed to know about APD
in order to help her son achieve the greatest gift of all: communication.

Karen Foli

Little People: Learning to See the World Through My Daughter’s Eyes. 2003.
Father of a daughter with achondroplasia writes about dwarfism in society, past and present, including
issues of prejudice, disability, medical treatment, and the ‘brave new world’ of potential genetic therapies.

Dan Kennedy

Living on the Margins: Women Writers on Breast Cancer. 2001.
Eighteen women writers share their experiences with breast cancer.

Hilda Raz

Living Through Breast Cancer. 2006.
A compassionate guide to surviving breast cancer from a doctor who has experienced it from both sides of
the stethoscope.

Carolyn Kaelin

Living with Difference. 1988.
The author begins with a definition and description of dwarfism, and then probes the range of family
responses to the birth of a dwarf. Successive chapters explore developmental and medical problems, school
experiences, the social world of the dwarf child, and how the dwarf child fits into the family system.

Look Me in the Eye: My Life with Asperger's. 2007.
This memoir is the moving, darkly funny story of growing up with Asperger’s at a time when the diagnosis
simply didn’t exist. A born storyteller, Robison takes you inside the head of a boy whom teachers and other
adults regarded as “defective”. He also provides a fascinating reverse angle on the younger brother he left at
the mercy of their nutty parents—the boy who would later change his name to Augusten Burroughs and
write the bestselling memoir Running with Scissors.

John Elder Robison

Michael Byers
Long for This World. 2004.
A novel by Peter Byers’ son, this book is about a child with progeria (although it’s called Hickman syndrome),
his family, a molecular geneticist and the drive to find a cure.
Love Anthony. 2012.
A novel about autism, friendship, and unconditional love.

Lisa Genova

Make It Stick. 2014.
Drawing on cognitive psychology and other fields, this book offers techniques for becoming more productive learners, and
cautions against study habits and practice routines that turn out to be counterproductive. The book speaks to students, teachers,
trainers, athletes, and all those interested in lifelong learning and self-improvement.

Peter Brown

Making Sense of Life. 2003.
The author explores the constantly evolving nature of biological explanation, particularly in the field of developmental biology.

Evelyn Fox Keller

Mapping Fate: A Memoir of Family, Risk, and Genetic Research. 1995.
Wexler tells the story of her mother’s Huntington's disease, the discovery that she and her sister had a 50/50 chance of inheriting it,
and her family’s efforts to find the gene and a cure.

Alice Wexler

Marrow: Love, Loss, and What Matters Most. 2016.
This memoir is the story of two sisters uncovering the depth of their love through the life-and-death experience of a bone marrow
transplant.

Elizabeth Lesser

Simon Mawer
Mendel's Dwarf. 1999.
In this novel, Dr. Benedict Lambert is struggling to unlock the secrets of heredity; his mission is particularly urgent and personal, for he
is afflicted with achondroplasia—he's a dwarf.
Mercies in Disguise: A Story of Hope, a Family's Genetic Destiny, and the Science That Rescued Them. 2017.
This work of narrative nonfiction tells the story of a family that took matters into its own hands when the medical world abandoned
them. It’s a story of a family that had to deal with unspeakable tragedy and yet did not allow it to tear them apart.

Gina Kolata

Mermaid A Memoir of Resilience. 2014. The author’s memoir of growing up without legs in a large Catholic family in the 1960’s and
her story of self-discovery and transformation.

Ellen Cronin

Middlesex. 2002.
Rollicking fictional account of a gene mutation (5-alpha-reductase) that passes down through 3 generations of an inbred Greek
American family, resulting in Callie Stephanides, born with an intersex condition. Warning: Some passages are a bit risqué!

Jeffrey Eugenides

Miscarriage: A Shattered Dream. 2006.
A self-help guide for the early hours of a loss. It offers a sensitive, comprehensive, and insightful perspective on how to proceed,
choices and decisions, medical terminology, emotional aspects, coping suggestions, choices for the future, possible causes, and
resources for families experiencing a miscarriage.

Sherokee Ilse, Linda
Hammer Burns

Mom, I’ll Stop Crying if You Stop Crying. 2001.
A father’s account of having a daughter with Cooley Anemia (beta-thalassemia major).

Robert Samaras

Moonrise. 2004.
The author writes of her son’s muscular dystrophy and the scientific advances and implications it has on her world view.

Penny Wolfson

Mongol. 2014. This memoir is two stories merged into one: the author’s childhood in Mongolia and her love for her 3rd child with
Downs Syndrome who lost his fight for life at three months old.

Uuganaa Ramsa

Mother Less Child. 1985.
The author discusses her pregnancy loss and struggles with infertility.

Jacquelyn Mitchard

Moving Violations. 1996.
The news correspondent writes of living life in a wheelchair after an accident left him paraplegic.

John Hockenberry

Mutants: On Genetic Variety and the Human Body. 2003.
A narrative of our genetic grammar and the interesting stories of the people whose bodies revealed it.

Armand Marie Leroi

My Foreign Cities: A Memoir.
The portrait of a young couple and their journey together with his cystic fibrosis.

Elizabeth Scarboro

My Journey with Jake: A Memoir of Parenting and Disability. 2000. Author’s
account of having a son with lissencephaly.

Miriam Edelson

My Left Foot. 1991.
The story of how a boy with cerebral palsy learned to overcome the challenges of his own body and learn to write and tell his own
story.
My Degeneration: A Journey Through Parkinson's. 2015.
This graphic novel tracks the author’s journey through depression, the worsening symptoms of the disease, the juggling of
medications and their side effects, the impact on relations with family and community, and the raft of mental and physical changes
wrought by early onset PD.
My One-Night Stand with Cancer. 2011.
This humorous memoir is written from the perspective of a 2-time survivor of breast cancer.

Christy Brown

My Online Angel. 2010.
A young man’s life with SMA.

Jonathan Greeson

My Sister’s Keeper. 2004.
This novel examines what it means to be a good parent, a good sister, a good person. Is it morally correct to do whatever it takes to
save a child's life, even if that means infringing upon the rights of another? Is it worth trying to discover who you really are, if that
quest makes you like yourself less? Should you follow your own heart, or let others lead you?

Jodi Picoult

Neurotribes: The Legacy of Autism and the Future of Neurodiversity. 2015.
This New York Times–bestselling book upends conventional thinking about autism and suggests a broader model for acceptance,
understanding, and full participation in society for people who think differently.

Steve Silberman

Peter Dunlap-Shohl

Tania Katan

Next. 2006.
Michael Crichton
This techno-thriller novel takes place in the present world, where both the government and private investors spend billions of dollars
every year on genetic research.
No Pity : People with Disabilities Forging a New Civil Rights Movement. 1994.
The book gives a history of people with disabilities battling for their rights and is geared to show non-disabled people, that people
with disabilities are more than just disabled.

Joseph Shapiro

Nobody, Nowhere: The Extraordinary Autobiography of an Autistic. 2000.
An autistic woman describes how she lived with autism and escaped the prison of autism after 25 years.

Donna Williams

Nothing to Cry About. 1983.
Author recounts her very difficult path to motherhood.

Barbara J. Berg

Not Fade Away A Memoir of Senses Lost and Found. 2015.
Memoir of a young woman with Usher syndrome type III, who is slowly losing her sight and hearing yet continues to live life to its
fullest potential.

Rebecca A.
Alexander

Elizabeth Kubler-Ross
On Death and Dying: What the Dying Have to Teach Doctors, Nurses, Clergy & Their Own Families. 2014.
Ten years after Kübler-Ross’s death, a commemorative edition with a new introduction and updated resources section of her beloved
groundbreaking classic on the five stages of grief.
Old Before My Time: Hayley Okines’ Life with Progeria. 2012.
The authors tell the story of Hayley’s life with progeria at the age which is the average life expectancy of a child with that disease.

Hayley Okines, Kerry
Okines, Alison Stokes

One of Us: A Family’s Life with Autism. 2010.
The father of a boy with autism shares the story of his son’s severe autism that will never be cured.

Mark Osteen

One Tattered Angel. 2003.
Blaine M. Yorgason
This is a touching, true story about the "angel" the author and his wife adopted in 1988. Born with hydraencephaly -- only a brain stem
and cerebrospinal fluid -- Charity changed the lives of their entire family. Blaine Yorgason describes the immense difficulties and even
greater joys of raising Charity along with their six children.
Ordinary Daylight: Portrait of an Artist Going Blind. 2003.
Artist struggles with retinitis pigmentosa, an inherited eye disease.

Andrew Potok

Out of My Mind. 2012.
Sharon M. Draper
Melody, the protagonist in this novel, is not like most people. She cannot walk or talk, but she has a photographic memory; she can
remember every detail of everything she has ever experienced. She is smarter than most of the adults who try to diagnose her and
smarter than her classmates in her integrated classroom—the very same classmates who dismiss her as mentally challenged, because
she cannot tell them otherwise. But Melody refuses to be defined by cerebral palsy.
Overdiagnosed: Making People Sick in the Pursuit of Health. 2012.
H. Gilbert
Health policy expert Welch’s assertions about the benefits of some modern medicine’s most popular diagnostic screening tools are
unlikely to ingratiate him with many people. He claims that overdiagnosis “is the biggest problem posed by modern medicine,” and
backs that assertion up with a barrage of facts, charts, and graphs….. Instead of lowering health-care costs, all those scans, screenings,
and tests actually raise costs by overtreating people who will never benefit from said treatment. His point is that both physicians and
patients need to be skeptical and understand all the prescreening. – Donna Chavez
Orphan: The Quest to Save Children with Rare Genetic Disorders. 2015.
Philip Reilly
This book is about the struggle to save the lives of children who, because of an unlucky roll of the genetic dice, are born with any one
of several thousand rare genetic disorders. Orphan is more than a book about disease and research--it gives voice to thousands of
people who, all too often, have endured terrible illnesses, bravely faced arduous clinical trials, and, sometimes, have gained victories,
almost always in silence. This book recounts extraordinary breakthroughs and hopes for the future.
Christie Brooks
Our Heartbreaking Choices: Forty-Six Women Share Their Stories of Interrupting a Much-Wanted Pregnancy. 2008.
This book is about abortion, but more specifically, about abortions sought due to a poor prenatal diagnosis or due to serious maternal
health complications.
Our Trials Are a Blessing. 2010.
An autobiographical account of a life with Friedreichs Ataxia.

Allen Graves Smith

Paula. 1996.
The author’s family history and autobiography written when her daughter becomes gravely ill and falls into a coma.

Isabel Allende

Petey. 1998.
Ben Mikaelsen
In this children's novel set in 1920, a baby was born with cerebral palsy. His parents did everything they could to care for him, but they
finally made a difficult choice - the infant, Petey, was given into the care of the state; he was misdiagnosed as an idiot and sent to live
in a mental institution. Based on the real-life story of cerebral palsy patient Clyde Cothern, Petey illustrates for children an
understanding of people with disabilities.
Planet of the Blind. 1998.
A partially-sighted man’s description of his struggles living with a visual impairment.

Stephen Kuusisto

Pretty Is What Changes: Impossible Choices, The Breast Cancer Gene, and How I Defied My Destiny. 2008.
Jessica Queller
Eleven months after her mother succumbs to cancer, Jessica Queller has herself tested for the BRCA -breast cancer- gene mutation.
The results come back positive, putting her at a terrifyingly elevated risk of developing breast cancer before the age of fifty and
ovarian cancer in her lifetime. Thirty-four, unattached, and yearning for marriage and a family of her own, Queller faces an agonizing
choice: a lifetime of vigilant screenings and a commitment to fight the disease when caught, or its radical alternative-a prophylactic
double mastectomy that would effectively restore life to her, even as it would challenge her most closely held beliefs about body
image, identity, and sexuality.
Previviors: Facing the Breast Cancer Gene and Making Life-Changing Decisions. 2010.
Dina Roth Port
Comprehensive guide for women with a high risk of breast cancer through the difficult process of determining their risk, weighing the
options, and coping with the emotions of deciding to undergo surgery.
Professional Counseling: A Process Guide to Helping. 1987.
This book presents students with a four-stage model of counseling which shows them how to assess client problems, develop
counseling goals, define strategies and select interventions, and terminate and evaluate the counseling relationship.

Harold Hackney

Redirect: Changing the Stories We Live By. 2011.
Wilson shows us how to redirect the stories we tell about ourselves and the world around us, with subtle prompts, in ways that lead
to lasting change. REDIRECT demonstrates the remarkable power small changes can have on the ways we see ourselves and our
environment, and how we can use this in our everyday lives.

Timothy Wilson

Refuge : An Unnatural History of Family and Place. 1992.
Terry Tempest
In the spring of 1983, the author learned that her mother was dying of cancer. That same season, The Great Salt Lake began to rise to Williams
record heights, threatening the herons, owls, and snowy egrets that Williams, a poet and naturalist, had come to gauge her life by.
One event was nature at its most random, the other a by-product of rogue technology: Terry's mother, and Terry herself, had been
exposed to the fallout of atomic bomb tests in the 1950s.
Riding the Bus with my Sister. 2013.
Rachael Simon
This memoir chronicles Simon’s time she spent with her sister Beth, who has a developmental disability, whose lifestyle revolves
around riding buses in her home city. In this updated edition with fifty pages of new content, the author reflects on changes in her life,
Beth's life, and the lives of individuals with intellectual and developmental disabilities.
Robert Guthrie - The PKU Story: A Crusade Against Mental Retardation. 1997.
This is the biography of the man best known for his development of newborn screening for PKU. Yet this was only one of his
prodigious accomplishments. Tests were developed in Bob Guthrie's laboratory for more than 30 treatable disorders that cause
mental retardation or death, giving the term "newborn screening" fresh meaning.

Jean Koch

Road Map to Holland: How I Found My Way Through My Son's First Two Years with Down Syndrome. 2008.
This book is a resource, a companion for parents, and above all, a story of the love between a mother and her son-as she learns that
Avery is exactly the child she never knew she wanted.

Jennifer Groneberg

Rosalind Franklin: The Dark Lady of DNA. 2003.
In 1962, Maurice Wilkins, Francis Crick, and James Watson received the Nobel Prize, but it was Rosalind Franklin's data and
photographs of DNA that led to their discovery. The author tells a powerful story of a remarkably single-minded, forthright, and
tempestuous young woman who, at the age of fifteen, decided she was going to be a scientist, but who was airbrushed out of the
greatest scientific discovery of the twentieth century.

Brenda Maddox

Salt in my Soul: An Unfinished Life. 2019.
Memoir of a remarkable young woman who was determined to live a meaningful and happy life despite her struggle with cystic
fibrosis and a rare superbug—from age fifteen to her death at the age of twenty-five.

Mallory Smith

Sarah’s Song: A Story of Love and Courage. 1996.
A couple learns of and deals with their dual diagnosis with HIV.

Janice Burns

Seeing Voices: A Journey Into the World of the Deaf. 1989.
Oliver Sacks
The book covers a variety of topics in Deaf studies, including sign language, the neurology of deafness, the history of the treatment of
Deaf Americans, and linguistic and social challenges facing the Deaf community.
Searching for the Stork: One Couple's Struggle to Start a Family. 1988.
This couple has many reproductive difficulties (including an autosomal recessive genetic disease and molar pregnancy).
The author is the female of the couple and recounts her experiences, both personal and with good/bad healthcare workers.

ML Wasserman

Second Act: Life After Colostomy and Other Adventures. 1997. Portrays
struggle of author's struggle with colon cancer.

Barbara Barrie

Jennifer Finney Boylan
She's Not There: A Life in Two Genders. 2003.
This was one of the first works to present trans experience from the perspective of a literary novelist, opening a door to new
understanding of love, sex, gender, and identity. Boylan inspired readers to ask the same questions she asked herself: What is it that
makes us---ourselves? What does it mean to be a man, or a woman? Boylan’s humorous, wise voice helped make She’s Not There the
first bestselling work by a transgender American--and transformed Boylan into a national spokeswoman for LGBTQ people, their
families, and the people that love them.

Should I be Tested for Cancer? 2006.
H. Gilbert Welch
Welch, a specialist in cancer detection, challenges common knowledge about everyday screenings, such as mammograms and PSA
(prostate specific antigen) tests, citing patient anecdotes and research data on the most commonly diagnosed cancers in this
readable, though-provoking book. He argues that of the two basic cancer-prevention strategies – health promotion (diet, exercise,
etc.) and early detection – the latter is the easier sell, and he notes that most tested people never develop cancer; screenings tend to
miss the fastest-growing, most deadly cancers; and cancer-free patients with abnormal screenings often endure seemingly endless,
sometimes risky testing that leads to unnecessary treatment. Accessibly written, Welch’s perspective provides needed balance to
current emphasis on testing.
Shattered Dreams-Lonely Choices. 1993.
Birthparents of babies with disabilities talk about adoption.

Joanne Finnega Oliver
Sacks

Shtum. 2016.
An impressive novel that gives a very accurate portrayal of the struggles some families of autistic children endure, while taking the
reader on an exhilarating roller coaster ride between pathos, comedy and anger.

Jem Lester

Paul Donoghue, Mary
Siegel
Sick and Tired of Feeling Sick and Tired: Living with Invisible Chronic Illness. 1992.
This book offers hope and coping strategies to thousands of people who suffer from ICI. The authors teach their readers how to
rethink how they themselves view their illness and how to communicate with loved ones and doctors in a way that meets their needs.
She Has Her Mother’s Laugh: The Powers, Perversions, and Potential of Heredity. 2018.
New York Times columnist and science writer Carl Zimmer presents a profoundly original perspective on what we pass along from
generation to generation, weaving historical and current scientific research, and his own experience with his two daughters.

Carl Zimmer

Somebody, Somewhere: Breaking Free from the World of Autism. 1995.
Donna Williams
The author shares recently recovered memories and accounts of her daily life after living with autism for 25 years.
Jodi Picoult
Small Great Things. 2016.
A novel by New York Times Bestselling author, Picoult: with richly layered characters and a gripping moral dilemma that leads readers
to question everything they know about privilege, power, and race.
Spelling Love with an X. 2008.
A mother’s story about her son with Fragile X.

Clare Dunsford

Staying Alive. 2003.
The story of three sisters and their battles with breast cancer, as told by one of their daughters.

Janet Reibstein

Still Alice. 2007.
Lisa Genova
A novel about Alice Howland, proud of the life she worked so hard to build. At fifty years old, she’s a cognitive psychology professor
at
Harvard and a world-renowned expert in linguistics with a successful husband and three grown children. When she becomes
increasingly disoriented and forgetful, a tragic diagnosis changes her life—and her relationship with her family and the world—
forever. As she struggles to cope with Alzheimer’s, she learns that her worth is comprised of far more than her ability to remember.
Stay With Me. 2017.
This debut novel set in Nigeria, gives voice to both husband and wife as they tell the story of their marriage--and the forces that
threaten to tear it apart.

Ayobami Adebayo

Stevie's Secret. 1999.
Details the life of a girl with cystic fibrosis. Author, who is writer for General Hospital, has daughter with cystic fibrosis.

Diane Shader Smith

Stones from the River. 1997.
Ursula Hegi
Stones from the River is set in Burgdorf, a small fictional German town, between 1915 and 1951. The protagonist is Trudi Montag, a
Zwerg -- the German word for dwarf woman. As a dwarf she is set apart, the outsider whose physical "otherness" has a corollary in
her refusal to be a part of Burgdorf's silent complicity during and after World War II. Trudi establishes her status and power, not
through beauty, marriage, or motherhood, but rather as the town's librarian and relentless collector of stories.
Suggestible You: The Curious Science of Your Brain’s Ability to Deceive, Transform, and Heal. 2016.
Explores the surprising ways our expectations and beliefs influence our bodily responses to pain, disease, and everyday events.

Erik Vance

Swimmer in a Secret Sea. 2010.
Written by a husband of a woman who gave birth to a stillborn child.

William Kotzwinkle

Alexandra Minna Stern
Telling Genes: The Story of Genetic Counseling in America. 2012.
The author traces the development of genetic counseling from the eugenics movement of the early twentieth century to the
current era of human genomics. Drawing from archival records, patient files, and oral histories, she presents the fascinating story of
the growth of genetic counseling practices, principles, and professionals.

Ten fingers and ten toes. 2010. This is the moving story of how an ordinary family coped with the death of their youngest child. Set Yvonne Joye
in South County Dublin against the backdrop of Ireland's Celtic Tiger, Joye documents her deepest thoughts during the most
difficult period of her life.
Ten Years to Live. 1978.
The story chronicles the lives of the Schut family, which had and has hereditary Cerebellar Ataxia.

Henry Schut

The Art of Waiting: On Fertility, Medicine, and Motherhood. 2016.
The author deftly distills her time of waiting into an expansive contemplation of fertility, choice, and the many possible roads to
making a life and making a family. She reports complex stories of couples who adopted domestically and from overseas, LGBT
couples considering assisted reproduction and surrogacy, and women and men reflecting on childless or child-free lives.

Belle Boggs

The Bad Daughter. 1998.
A daughter escapes her bad childhood when she leaves her mother, who is recently diagnosed with early-onset Alzheimer’s, and
learns she cannot fully escape her past when she learns she might very well carry the same gene responsible for her mother’s
illness.

Julie Hilden

The Bereaved Parent. 1977.
Practical supportive advice for bereaved parents and the professionals who work with them, based on the experiences of
psychiatric and religious counselors.

Schiff, Harriet

The Book of Kehls. 2006.
A family history of muscular dystrophy.

Christine Kehl O’Hagan

The Boy in the Moon. 2009.
Ian Brown’s son, Walker, was diagnosed with cardio-facio-cutaneous syndrome. At thirteen, Walker is still in diapers, can’t speak,
and wears cuffs on both arms so that he won’t constantly hurt himself. In this tender, haunting book, Brown explores the joy and
turmoil surrounding his son’s life. Written with humor and stark honesty, the story is infused with a father’s love for his son and
with every parent’s longing to be worthy of his children.

Ian Brown

The Boy Who Felt No Pain. 1990.
A collection of fourteen true medical tales about children and genetic disorders draws on the author's experience in caring for
children with congenital malformations and reflects the triumph of courage and compassion over illness.

Robert Marion

The Bright Hour: A memoir of living and dying. 2017.
A woman is diagnosed with triple negative breast cancer at age 37 and this memoir explores her diagnostic/treatment
process/coping with the concept of terminal cancer up until the time of her death. Her story is intriguing because there is a BRCA
mutation in her family but she is a phenocopy. She also has a master’s degree in poetry, so it’s very well written.

Nina Riggs

The Broken Cord. 1990.
An account of the author’s experience raising an adopted son with fetal alcohol syndrome.

Michael Dorris

The Broken Toy. 2005.
An educator’s family story of having a son with Fragile X.

Marilyn Morgan.

The Cascade Effect. 2010.
A biologist shares his story of living with Wilson’s disease.

The Cascade Effect.
2010.

The Child Who Never Grew. 1950
Nobel Laureate’s nonfictional account of her daughter who had untreated PKU.

A biologist shares his
Pearl Buck

The Cure: How a Father Raised $100 Million and Bucked the Medical Establishment in a Quest to Save his Children.
2009.
A family and their journey with Pompe Disease (inspired the movie Extraordinary Measures).

Geeta Anand

The Curious Incident of the Dog in the Night. 2004.
Mark Haddon
Narrated by a fifteen-year-old autistic savant obsessed with Sherlock Holmes, this dazzling novel weaves together an old-fashioned
mystery, a contemporary coming-of-age story, and a fascinating excursion into a mind incapable of processing emotions.
The Diminished Mind
Story of one family's battle with Alzheimer's disease.

Harry Anifantikis

The Day We Met. 2015.
This heartbreaking, humorous novel is about a family in crisis and the resilient core in all kinds of love.

Rowan Coleman

The Emperor of All Maladies: A biography of cancer. 2010.
"Winner of the Pulitzer Prize, and now a documentary from Ken Burns on PBS, this book is a magnificent, profoundly humane
“biography” of cancer—from its first documented appearances thousands of years ago through the epic battles in the twentieth
century to cure, control, and conquer it, to a radical new understanding of its essence. Physician, researcher, and award-winning
science writer, Mukherjee examines cancer with a cellular biologist’s precision, a historian’s perspective, and a biographer’s
passion.

Siddhartha Mukherjee

The Family Gene: A Mission to Turn My Deadly Inheritance into a Hopeful Future. 2017.
A riveting medical mystery about a young woman’s quest to uncover the truth about her likely fatal genetic disorder that opens a
window onto the exploding field of genomic medicine.

Joselin Linder

The Family Tree. 2005.
In this novel, when Rebecca—married to Alistair, a scientist who doesn’t believe in fate, but rather genetic disposition—discovers
that she is pregnant, she begins to question what makes us who we are and whether her own precarious family history will play a
role in her future.

Carole Cadwalladr

The Fifth Child. 2010.
Doris Lessing's contemporary gothic horror story—centered on the birth of a baby who seems less than human—probes society's
unwillingness to recognize its own brutality. Harriet and David Lovatt, parents of four children, have created an idyll of domestic
bliss in defiance of the social trends of late 1960s England.

Doris Lessing

The Forever Fix: Gene therapy and the boy who saved it. 2012.
Ricki Lewis
Told through the voices of the children and families who have been the inspiration, experimental subjects, and successes of genetic
science, Lewis' book is compelling and engaging narrative science that explores the future of medicine as well as the families and
scientists who are breaking new ground every day.
The Gene: An intimate history. 2016.
Siddhartha Mukherjee
A biography of the gene as deft, brilliant, and illuminating as Mukherjee’s extraordinarily successful biography of cancer. Weaving
science, social history, and personal narrative to tell us the story of one of the most important conceptual breakthroughs of
modern times, Mukherjee animates the quest to understand human heredity and its surprising influence on our lives, personalities,
identities, fates, and choices.
The Gene Machine: How genetic technologies are changing the way we have kids – and the kids we have. 2017.
Bonnie Rochman
A sharp-eyed exploration of the promise and peril of having children in an age of genetic tests and interventions. Is screening for
disease in an embryo a humane form of family planning or a slippery slope toward eugenics? Should doctors tell you that your
infant daughter is genetically predisposed to breast cancer? If tests revealed that your toddler has a genetic mutation whose
significance isn’t clear, would you want to know? …. how gene technology is transforming medicine, bioethics, health care, and the
factors that shape a family.
The Giant's House: A Romance. 1996.
Elizabeth McKracken
Fictional story of a woman and her love for a man who grows to be the tallest man in the world, set in 1950, in a small town on Cape
Cod.

Lori Lansens
The Girls. 2007.
This novel celebrates life's fundamental joys and trials as it presents Rose and Ruby, sisters destined to live inseparably but blessed
with distinct sensibilities that enrich and complicate their shared experiences-of growing up, of finding their way in the world, and
of saying good-bye.
The Gift of Time: Continuing Your Pregnancy When Your Baby's Life is Expected to Be Brief. 1991.
A gentle and practical guide for parents who decide to continue their pregnancy knowing that their baby's life will be brief. The
book features the innovative concept of perinatal hospice and palliative care; caring and thoughtful, it helps parents embrace the
extraordinary time they will have with their child.

Amy Kuebelbeck

The Juggler’s Children. 2013.
Carolyn Abraham
A journalist’s quest to trace her family history using DNA testing. While this book does not address the impact of a genetic disorder
on an individual/family, potential implications of molecular testing on individuals/family members are highlighted.
The Language of God: A Scientist Presents Evidence for Belief. 2006.
From Scientific American: A devoutly Christian geneticist such as Francis S. Collins, author of The Language of God and leader of
the Human Genome Project, can comfortably accept that "a common ancestor for humans and mice is virtually inescapable" or
that it may have been a mutation in the FOXP2 gene that led to the flowering of human language.

Francis Collins

The Language of Life: DNA and the Revolution in Personalized Medicine. 2011.
Francis Collins
The author does an outstanding job at presenting complex DNA material in a simplified way for any student or learner in any
discipline or field of expertise. Although Collins is a world-class scientist, he does not use technical language, but rather presents a
clear case for personalized medicine in common language and an astute picture of the future of genetic medicine.
The Man who Mistook His Wife for a Hat. 1985.
Series of accounts of people dealing with adversity secondary to neurological impairment.

Oliver Sachs

The Memory Keeper’s Daughter. 2005.
Kim Edwards
This novel begins on a winter night in 1964 in Kentucky, when a blizzard forces Dr. David Henry to deliver his own twins. His son,
born first, is perfectly healthy, but the doctor immediately recognizes that his daughter has Down syndrome. Rationalizing it as a
need to protect his wife, he makes a split second decision that will alter all of their lives forever. He asks his nurse, Caroline, to take
the baby away to an institution and never to reveal the secret. Instead, she disappears into another city to raise the child herself.
So begins this beautifully told story that unfolds over a quarter of a century—in which these two families, ignorant of each other,
are bound by the fateful decision made that winter night.

The Other Side of the Coin. 2010.
A young woman’s story of living with SMA.
The Personal Side of Fragile X Syndrome. 2006.
Collection of personal stories from perspective of siblings, parents, and caregivers.

Tracy Lynn Armstrong

Charles W.Luckmann
and Paul S. Piper

The Power of Two: A Twin Triumph over Cystic Fibrosis. 2007.
Anabel (Ana) Stenzel
Anabel and her twin sister Isabel recount their biracial family's journey with cystic fibrosis and lung transplants in this honest,
gripping memoir. Anabel also recounts her experiences as a genetic counselor with CF.
In the “Power of Two,” we share a life shaped by cultural tradition, dedication from a family that would not give up, and inspiration
from others who have shared in the plight of living with cystic fibrosis.
The Reason I Jump: The Inner Voice of a Thirteen-Year-Old Boy with Autism. 2007.
Written by Naoki Higashida, a very smart, very self-aware, and very charming thirteen-year-old boy with autism, this is a one-ofakind memoir that demonstrates how an autistic mind thinks, feels, perceives, and responds in ways few of us can imagine.

Naoki Higashida

The Rosie Project. 2013.
Graeme Simsion
Full of heart and humor, Simsion’s debut novel about a fussy, socially-challenged man’s search for the perfect wife is smart, breezy,
quirky, and fun. …. you’d have to be a pretty cynical reader not to fall for Don Tillman, a handsome genetics professor who has
crafted a pathologically micromanaged life for himself but can’t seem to score a second date. After launching his Wife Project,
which includes a hilarious questionnaire intended to weed out imperfect candidates--smokers, makeup wearers, vegans
(“incredibly annoying”)--Don meets Rosie, a stunning, maddeningly disorganized bartender/student who’s looking for her biological
father. Half the fun of the book is watching pent-up, Asperger’s-afflicted Don break free, thanks to Rosie, from his precisely
controlled, annoyingly sensible, and largely humorless lifestyle.
The Rules Do Not Apply. 2017.
A memoir about the choices a young woman makes in her search for adventure, meaning, and love.

Ariel Levy

The Silents. 1996.
Story of a girl with two deaf parents.

Charlotte Abrams

The Spirit Catches You and You Fall Down. Farrar Straus & Giroux. 1998.
Lia Lee was born in 1981 to a family of recent Hmong immigrants, and soon developed symptoms of epilepsy. By 1988 she was
living at home but was brain dead after a tragic cycle of misunderstanding, overmedication, and culture clash.

Ann Fadiman

The Story of Beautiful Girl. 2012.
Rachel Simon
This novel, set in 1968, is about 2 young individuals with developmental disabilities: Lynnie, a young white woman with a
developmental disability, and Homan, an African American deaf man, are locked away in an institution, the School for the Incurable
and Feebleminded, and have been left to languish, forgotten. Deeply in love, they escape and find refuge in the farmhouse of
Martha, a retired schoolteacher and widow. A 40-year epic journey of Lynnie, Homan, Martha, and baby Julia - lives divided by
seemingly insurmountable obstacles, yet drawn together by a secret pact and extraordinary love.
The Spirit of Lo: An ordinary family’s extraordinary journey. 2000.
An ordinary family is faced with an extraordinary challenge, a child with cystic fibrosis. This is their story, rich and moving, as they
laugh and cry and learn and grow. Their love, faith, and commitment to each other carry them through battles with depression,
anger, despair, and the ravages of the disease as they join a race with death for a cure.

Terry and Don Dietrich

The Still Point of the Turning World. 2013.
The story of a family whose son, age 9 months, was diagnosed with Tay Sachs disease.

Emily Rapp Black

Barbara Katz Rothman
The Tentative Pregnancy: How Amniocentesis Changes the Experience of Motherhood. 1986.
The book, drawing on the experience of over 120 women and a wealth of expert testimony, shows how the simple procedure of
amniocentesis can alter the way we think about childbirth and parenthood, forcing us to confront agonizing dilemmas: What do
you do if there is a "problem" with the fetus? What kind of support is available if you decide to bring up a handicapped child? How
can you come to terms with the decision to terminate a wanted pregnancy?
The Undoing Project. 2016.
Michael Lewis
Forty years ago, Israeli psychologists Daniel Kahneman and Amos Tversky wrote a series of breathtakingly original papers that
invented the field of behavioral economics. One of the greatest partnerships in the history of science, Kahneman and Tversky’s
extraordinary friendship incited a revolution in Big Data studies, advanced evidence-based medicine, led to a new approach to
government regulation, and made much of Michael Lewis’s own work possible.
The Woman Who Walked into the Sea: Huntington’s and the Making of a Genetic Disease. 2008.
Alice Wexler
When Phebe Hedges, a woman in East Hampton, New York, walked into the sea in 1806, she made visible the historical experience
of a family affected by the dreaded disorder of movement, mind, and mood her neighbors called St.Vitus's dance. This book is the
first history of Huntington’s in America. Starting with the life of Phebe Hedges, Alice Wexler uses Huntington’s as a lens to explore
the changing meanings of heredity, disability, stigma, and medical knowledge among ordinary people as well as scientists and
physicians. She addresses these themes through three overlapping stories: the lives of a nineteenth-century family once said to
“belong to the disease”; the emergence of Huntington’s chorea as a clinical entity; and the early-twentieth-century transformation
of this disorder into a cautionary eugenics tale.

The World of Nigel Hunt. 1967.
Autobiography of a young Englishman with Down syndrome.

Nigel Hunt

The Wounded Storyteller. 1997.
The author recounts a collection of stories of people with illnesses.

Arthur W. Frank

The Year of Magical Thinking. 2005.
The author’s story of the simultaneous death of her husband and illness of her daughter.
There is no Good Card for This. 2017.
The good news is, when someone in your life is hurting, there are real, concrete ways to help, and helping is probably easier than
you think. This definitive guide, from empathy expert Dr. Kelsey Crowe and greeting card maverick Emily McDowell, blends
wellresearched, actionable advice with the no-nonsense humor and signature illustration style of McDowell’s immensely popular
Empathy™ Cards. Written in a how-to, relatable, we’ve-all- been-there style.

Joan Didion

There’s a Boy in Here. 2002.
The authors are a boy that had autism and his mother; they discuss how he was able to cure himself of autism.

Judy Barron and Sean
Barron

Thicker Than Water. 2009.
Essays by adult siblings of people with disabilities.
Thinking in Pictures – My Life with Autism. 1995.
Author’s (who is also an animal scientist) story on living with autism.
This Lovely Life: A Memoir of Premature Motherhood. 2009.
The author gave birth to twins, weighing just a pound at birth, at twenty-three weeks’ gestation. This is the story of what became
of the family after the twins’ birth— the harrowing medical interventions and ethical considerations involving the sanctity of life
and death.

Don Meyer (ed.).

Kelsey Crowe and Emily
McDowell

Temple Grandin
Vicki Forman

Juliann Garey
Too Bright to Hear Too Loud to See. 2012.
In the author’s first novel, she takes us inside the restless mind, ravaged heart, and anguished soul of Greyson Todd—a successful
Hollywood studio executive who leaves his wife and young daughter for a decade to travel the world, giving free reign to the
bipolar disorder he’s been forced to keep hidden for almost 20 years.
Train Go Sorry: Inside a Deaf World. 1995.
Leah Hager Cohen
Combining memoir and reportage, Cohen provides a sensitive, intimate portrait of a New York City school for the deaf and issues
facing the deaf community. Cohen is not deaf, but her father heads the Lexington School, and she grew up there. She tracks the
progress of two students: Sofia, a Russian immigrant bravely learning a second sign language and a new American world; and
ghetto-raised James, who finds stability after moving into the school dormitory. Cohen analyzes the fierce debates over
mainstreaming the deaf, the value of oralism, and controversy of cochlear implants.
Tru Confessions. 2007.
Janet Tashjian
Story of a 12-year-old girl who wants to find a cure for her brother's cognitive disabilities.

Ann Patchett
Truth and Beauty: A Friendship. 2005.
The story of the time shared between the author and her friend that lost part of her jaw to childhood cancer.
Tuesdays with Morrie. 1997. The author rediscovered Morrie in the last months of the older man's life, and knowing he was dying, Mitch Albom
visited with him every Tuesday, just as they used to back in college. The book is a chronicle of their time together, through which
Mitch shares Morrie's lasting gift with the world.
Twin: A Memoir. 2012.
Allen Shawn
The author’s memoir of his connection to his autistic twin sister, who has lived in a residential center for more than fifty years. Twin
offers a deeply personal account of their divergent lives, and examines society's changing attitudes toward and understanding of
autism.
Uncommon Beauty-Crisis Parenting from Day One. 2012.
Margaret Meder
The author writes of the difficulties of being a parent of a child with special healthcare needs.
Under the Eye of the Clock. 1987.
The story of a handicapped child’s fight to escape the confines of his body.

Christopher Nolan

Barry Prizant
Uniquely Human: A Different Way of Seeing Autism. 2015.
The author suggests a major shift in understanding autism: the most successful approaches to autism don't aim at fixing a person
by eliminating symptoms, but rather seeking to understand the individual's experience and what underlies the behavior. While the
book never discounts the difficulties of living with autism, it offers inspiring stories, and practical advice drawn from Dr. Prizant's
four-decade career working with people with autism and his deep respect for people with autism and the qualities that make them
special.
Danielle Ofri
What Patients Say, What Doctors Hear. 2017.
Reporting on the latest research studies and interviewing scholars, doctors, and patients, the author reveals how better
communication can lead to better health for all of us.
We Know How This Ends: Living While Dying. 2015.
Bruce Kramer, Cathy
At the same time Kramer was diagnosed with ALS, broadcast journalist Wurzer was struggling with her own losses, especially the Wurzer
slow descent of her father into dementia. Mutual friends put this unlikely pair—journalist and educator—together, and the
serendipitous result was a series of remarkable broadcast conversations, a deep friendship, and this book. This memoir is a
dignified, courageous, and unflinching look at how acceptance of loss and inevitable death can lead us all to a more meaningful and
fulfilling life.

Paul Kalanithi
When Breath Becomes Air. 2016.
This memoir finds hope and beauty in the face of insurmountable odds as an idealistic young neurosurgeon, diagnosed with stage
IV lung cancer, attempts to answer the question - what makes a life worth living? What does it mean to have a child, to nurture a
new life as another fades away? These are some of the questions Kalanithi wrestles with in this profoundly moving, exquisitely
observed memoir.
When Pregnancy Fails: Families Coping with Miscarriage, Stillbirth, and Infant Death. 1981.
This book offers compassionate information and advice to families who experience the emotional trauma of miscarriage, ectopic
pregnancy, stillbirth, and infant death.

Susan Borg, Judith
Lasker

Who Says It Has to Be Fair. 2006.
A mother’s story about raising a child with a serious medical condition, neurofibromatosis (NF.)

Theda Schott

Walk on Water. 2004.
Ruhlman writes about the families and work environment he observed when he shadowed Dr. Roger Mee, the (now retired)
Cleveland Clinic’s pediatric cardiac surgeon, and his team for a year.

Michael Ruhlman

Waiting with Gabriel. 2008
A mother’s story about continuing a pregnancy following a fetal diagnosis of hypoplastic left heart.

Amy Kuebelbeck

What We Have. 2011.
Amy Boesky
The author shares a deeply transformative year in her family’s life as she decides to choose fearlessness instead of dwelling on her
family’s cancer curse.
Harold Kushner
When Bad Things Happen to Good People. 1981
The author, a rabbi whose child died of progeria, discusses how his experience influenced his spiritual beliefs. A good look at how
religion addresses the topic of bad things happening to good people.
When Nature's Not Enough: Personal Journeys Through In Vitro Fertilization. 2004.
In-depth, personal experiences of in vitro fertilization.
Why I Wore Lipstick to My Mastectomy. 2005.
Trying to find herself, while losing her vibrancy and her looks to breast cancer at age 27, the author embarks on a road to
selfacceptance. Although her book is explicitly about a period of time where she was driven by fear and uncertainty about the
future, Lucas managed a transformation that will encourage all women under siege to discover their own courage and beauty.

Diana Olick
Geralyn Lucas

Wonder. 2013.
RJ Palacio
th
The book is written in the voice of a 5 grader, his sister and classmates. The main character, August, chooses not to describe his
face (“whatever you imagine, it’s probably worse”). He probably has Treacher Collins syndrome, and while it’s never said, it doesn’t
really matter. The book’s emphasis is on the meaning we find in life through our relationships and how we treat people. It is honest
and simple, and has a message of empathy and anti-bullying without ever using either of those words. It is never preachy or
heavyhanded.
X Stories: The Personal Side of fragile X syndrome. 2006.
Charles W. Luckmann &
In this book, people who have been touched by fragile X tell in their own words how it has transformed their lives. There are stories Paul S. Piper, eds.
about family life before and right after diagnosis and stories that span generations, as fragile X carriers and fully affected individuals
move into adolescence, adulthood, and old age. This book is not just for families who share an inherited genetic syndrome - it is for
anyone who has faced challenges and coped with life’s unexpected events – and learned how to grow into the people they were
always meant to become.
Zoobiquity: The Astonishing Connection Between Human and Animal Health. 2012.
This non-fiction science book takes a cross-species approach to medical maladies, highlighting the many afflictions that plague
humans as well as animals. The book is divided into twelve chapters, with each focusing on a human condition alongside its animal
parallel. Topics cover a broad range of disease, both physical and behavioral.
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