
Contents 

Preface page  

Introduction 1 

1. The Struggle: Disability Rights versus Bioethics 12 

I. An Introduction to and Short History of the 

Disability-Rights Community 15 

II. Introduction to and a Brief History of Bioethics 29 

2. Clashing Perspectives and a Call for Reconciliation 47 

I. Perspectives and Teachings in Bioethics 49 

II. Perspectives and Teachings from the 

Disability-Rights Community 57 

III. Points of Friction 67 

IV. A Call  Peace 68 

3. Infancy 72 

I.   of Sydney Miller 78 

A. Views from the Disability Community 86 

B. Views from Bioethics 91 

II. The Case of Emilio Gonzalez 105 

A. Views from the Disability Community  

B. Views from Bioethics  

III. Observations 126 

 



Contents 

Childhood 137 

I. Lee Larson's Boys 140 

A. Views from the Deaf and Disability 

Communities 146 

B. Views from Bioethics 153 

II. The Case of Ashley X 161 

A. Views from the Disability Community 169 

B. Views from Bioethics 173 

III. Observations 183 

Addendum: National Association for the Deaf 

Position Statement on Cochlear Implants 188 

The Reproductive Years  

I. The Case of Valerie N. 201 

A. Views from Bioethics and the Disability 

Community 206 

II. The Case of Bob and Julie Egan  

A. Views from Bioethics and the Disability 

Community 220 

III. Observations 230 

The  Years 237 

I. Mary's Case 241 

A. Views from the Disability Community 242 

B. Views from Bioethics 244 

II. The Case of Larry McAfee 245 

A. Views from the Disability Community 248 

B. Views from Bioethics 253 

III. The Case of Scott Matthews 258 

A. Views from the Disability Community 262 

B. Views from Bioethics 263 

IV. Observations 266 



Contents 

7.    Life 271 

I. The Case of Theresa Schiavo 273 

II. The Case of Sheila Pouliot  

III. Views from the Disability Community 289 

IV. Views from Bioethics 295 

V Observations 298 

A. Constitutional Implications 300 

B. Discrimination 305 

8. Toward a Disability-Conscious Bioethics 315 

I. Working toward Reconciliation 317 

A. Listening and Understanding 318 

B. Acknowledging Fears, Biases, and Alliances 327 

C. Unearthing Common Ground 329 

II. Taking Action: Developing Disability-Consciousness 

in Bioethics 331 

A. Principles 333 

B. Protecting Against Abuse: The Role of Process 342 

III. Disability-Conscious Bioethics in Action 344 

A. Disability in Infancy: Sydney Miller 

and Emilio Gonzalez 345 

B. Disability in Childhood: Lee Larson's 

Boys, Ashley X 350 

C. The Reproductive Years: William Peace, 

Valerie, and the Egans 356 

D. The  Years: Mary, Larry McAfee, 

and Scott Matthews  

E. End-of-Life Decisions: Sheila Pouliot 

and Terri Schiavo  

IV. Conclusion - and a Call to Action 362 

Index 367 


